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Abstract
Transient ischaemic attack (TIA) is a condition which is typified by stroke

symptoms that resolve quickly and completely. It could be expected that
patients’ needs following TIA would be limited to secondary stroke prevention
strategies. However, in clinical practice, it has been observed that people

appear to have many unexpected needs following TIA.

The overall aim of this research is to answer the question ‘What are people’s
needs following TIA?" This was achieved by the development of a
comprehensive list of potential needs and a model that describes commonly
reported needs and how needs change over time. The methodology of this
research was pragmatic, using mixed methods within seven inter-linked
studies over three distinct phases. A needs assessment framework guided
the research and an initial literature search revealed no previous needs
assessment following TIA. There has since been limited research looking onto

the experience of TIA.

Phase 1 used survey methods to explore TIA service provision at a national
level to provide context for the subsequent studies. This comprised an email
survey of British Association of Stroke Physicians’ members asking about their
services. A total of 73 responses were received from 59 of a possible 213
acute secondary care TIA services (some services provided more than one
response). There was variability in access, content and personnel involved in
TIA services across the United Kingdom. 97% were run by stroke specialist
staff. Only 41% of sites offered routine follow-up, 29% offered investigations
and results during first clinic attendance. 29% offered a seven-day service.
Only 2 sites (3%) met all four of the above ‘best practice’ criteria devised for
this study.

Phase 2 used an existing needs mapping for stroke as a starting point, on the
basis that TIA and stroke are part of the same continuum of cerebrovascular
disease. Patients were interviewed (n=11), or participated in focus groups
(n=10). Health care staff were asked to complete a questionnaire based on
the stroke needs mapping (n=96) or were interviewed (n=11). Carers of
people who had a TIA, were also asked to complete a questionnaire (n=6).
The findings from Phase 2 demonstrated that although many needs previously
identified post-stroke are relevant, there are others that appear unique



following a TIA diagnosis. There were also mis-matches between staff and
carers’ views as compared to the views of patients, suggesting that efforts
might be made to meet needs not actually felt by patients. Phase 2 showed
that common needs were likely to be identified and addressed, but less
common needs might be overlooked and therefore remain unmet. The
findings of Phase 2 were combined to develop a draft model of needs
following TIA.

Phase 3 aimed to validate the draft model of needs using an expert panel
focus group comprising professionals (n=4), patients (n=3) and carers (n=1).
The expert panel refined the draft model. Four time-points were identified over
which needs changed. These time-points were defined as; onset of

symptoms, diagnosis, early (0-28 days), and later (29 days or more).

The research showed the mis-matches between staff and patients’ views of
needs following TIA highlight common misconceptions on the part of
healthcare professionals. The production of a comprehensive list of potential
needs will help professionals to be more open to unexpected, or less obvious
needs. The model of needs could be used when planning future services, to
ensure needs are identified and where possible met. There were several
needs identified following TIA that are not found in the stroke needs mapping,
in particular, around recognition of the event and diagnosis of the condition.

The needs assessment framework used to structure the research has not
previously been used in a healthcare setting, but it provided an excellent road-
map through the needs assessment process. Lee’s framework has previously
been used in education but was selected for its compatibility with mixed
methods and the focus on the individual rather than using a framework with a

more bio-medical slant.

This is the first research to comprehensively explore needs and problems
experienced following TIA, rather than reporting specific issues or parts of the
TIA experience. TIA is not the benign condition which it was historically
thought to be. A range of problems and needs can result from a TIA, some
not previously identified in relation to TIA, such as hypervigilance and concern

regarding diagnostic uncertainty.
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1. INTRODUCTION AND OVERVIEW OF THESIS

1.1 Background
In this chapter, the background to this thesis will be explored. This will be

achieved by looking specifically at: incidence of Transient Ischaemic Attack
(TIA); service and policy changes over time; the changing definition of TIA,
difficulty with TIA diagnosis; recognition of TIA; the relationship between TIA
and stroke; and the experience of TIA. Finally, the rationale for the
programme of research will be presented, together with an overview of the
thesis.

TIA can be a warning sign of an imminent stroke. Up to 20% of all people who
experience a TIA go on to have a stroke within 90 days; half of those strokes
are likely to occur within the first 48 hours after a TIA (Johnston, 2007a;
2007b). Stroke is the leading cause of adult disability and is in the top three
causes of death in England (Newton et al., 2015). Each year approximately
80,000 people are hospitalised in England and Wales following a stroke
(Intercollegiate Stroke Working Party [ISWP], 2016a). Over 300,000 people
are living with disability in England and Wales following a stroke (Townsend et
al., 2012; Krishnamurthi et al., 2013; Wang, Rudd & Wolfe, 2013; Stroke
Association, 2015).

To minimise the risk of stroke following TIA, urgent assessment and
preventative treatment is needed. In England, it was estimated that
approximately 46,000 people had a TIA in 2015 (Stroke Association, 2015). It
is difficult to be sure of the incidence of TIAs in any population regardless of
which definition is used, due to a lack of public awareness of TIA, which can
lead to significant numbers of undiagnosed TIAs (Kelly et al., 2001). If all
suspected TIAs and minor strokes were referred for assessment and
management, the true number of clinic attendances might be closer to
150,000 a year (Giles & Rothwell, 2007a).

UK context, policy and guidelines
The National Stroke Strategy (NSS) for England and Wales (Department of

Health [DH], 2007) covered all aspects of cerebrovascular disease and
management. It was produced as a ten-year plan, and presented 20 Quality

Markers (QM). Two of the markers (5 & 6) related to the assessment, and

1



management respectively, of patients following TIA. This document explicitly
identified TIA as an emergency condition requiring urgent specialist diagnosis
and treatment; it was also the first document to explicitly identify the need for
TIA follow-up. Some of these requirements were reiterated in the third edition
of the National Clinical Guideline for Stroke (ISWP, 2008b), and the National
Institute for Health and Care Excellence (NICE) guidelines for the
management of acute stroke and TIA (NICE, 2008), but neither document

backed up the requirement for four-week follow-up following TIA.

NICE produced guidelines (2008) on the management of stroke and TIA in
collaboration with the ISWP, who produce the National Clinical Guidelines for
Stroke. In both the NICE guidance and the National Clinical Guidelines for
Stroke, clear recommendations for how services should be structured to
ensure timely access to TIA assessment and treatment, which supported QM
5 (Mant, Wade & Winner, 2004; Giles & Rothwell, 2007b; Rothwell et al.,
2007). This together with the NSS, offered a robust platform upon which to
build TIA services. This was strengthened by the Department of Health (DH)
providing an additional three years of service development funding allocated to
support the NSS. There were, however, no recommendations were made
about TIA follow-up, again demonstrating the paucity of research in this area,

and the lack of awareness of potential ongoing problems and needs.

Local Health and Well-being Boards, set up across England and Wales, and
seated within the Clinical Commissioning Groups, were tasked with reducing
mortality from preventable causes. The strategy for the following five years
was laid out in a DH document, Everyone Counts (DH, 2013). Thisled to a
further policy document in 2014, ‘Living Well for Longer: National Support for
Local Action to Reduce Premature Avoidable Mortality’ (DH, 2014). This was
aimed at improving mortality by means of better primary and secondary
prevention strategies, and earlier detection and treatment of disease. The
focus of this initiative was empowerment and changing the behaviour of the
population by influencing healthy choices. An element of empowerment is the
ability to make informed choices, thus patients need to understand their

situation.



In terms of the patient experience and understanding, having a TIA has
changed from being seen as a ‘little blip’, or ‘one of those funny things’ (Stroke
Association, 2014) to being viewed as a medical emergency, with clinicians
changing from an un-hurried response, to aiming to see patients within 24
hours of symptom onset. The way in which the response to the event is
experienced is likely to give rise to needs, since needs are contextualised by
the service provided. The foreshortening of the TIA pathway has caused the
focus to be firmly on speed of access, which has resulted in time-pressured
clinics. The focus on rapid access to services may have resulted in a less
patient-focused response (Christiansen, 2014). It is not clear whether the
patient’s needs are considered following a diagnosis of TIA at initial contact, or
whether follow-up offers an opportunity for needs to be considered, but it is
recognised that during the acute episode and diagnosis, patients are less able

to absorb and assimilate information (Lawrence et al., 2010).

One response to changing services has been the development of the Stroke-
Specific Educational Framework (SSEF), which has looked at workforce
development and produced clear levels of competence for various staff who
care for people with stroke (Watkins et al., 2011; Leathley et al., 2012; Watkins
et al., 2012). There is specific guidance for staff who care for people who
have had a TIA within the SSEF. This is important in terms of awareness,
training and encouraging staff to be vigilant in identifying needs in all patients

with cerebrovascular disease.

Figure 1 shows the key drivers and developments that have shaped TIA
services, from the initial World Health Organisation (WHO) definition (1975) to
the most recent National clinical guidelines for stroke (ISWP, 2016b).



Figure 1 Comprehensive timeline of key research, developments and
drivers that have impacted TIA management and care

*World Health Organisation definition of TIA

eNational sentinel Audit of Stroke

eNational Sentinel Audit of Stroke

eNational Clinical Guidelines for stroke

eNational Service Framework for Older People (including a chapter about stroke)

eFirst suggestion of changing definition of TIA

eNational Service Framework for Older People milestone for TIA services
eNational Clinical Guideline for Stroke (Second Edition)

eNational Audit Office report: Reducing brain damage: Faster access to better stroke care.
eFirst stroke risk score published

eCommittee of Public Accounts: Reducing brain damage: faster access to better stroke care.

eNational Stroke Strategy, Quality Markers 5 & 6
eModified stroke risk score published and adopted in the National Stroke Strategy

eNational clinical guideline for stroke (Third edition)
*NICE Clinical Guideline 68 (Stroke and TIA)

eAmerican Stroke Association endorsed change in definition of TIA
eDevelopment of the Stroke Specific Educational Framework

e 2011 Phase 1 of research programme conducted

eNational clinical guideline for stroke (Fourth edition)

e 2012 Phase 2 of research programme commenced

eEveryone Counts - 5 year strategy for health

eLiving well for longer - reduce premature avoidable mortality

e 2014 Phase 2 of research programme completed and Phase 3 conducted

ePublication of meta-analysis questioning validity of stroke risk scores

eNational Clinical Guidelines for Stroke (Fifth edition) removes recommendation for stroke risk
assessment, all TIAs to be seen within 24 hours, unless onset >7 days prior to first contact
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Definition of TIA
The definition of TIA has evolved over time. TIA was defined by WHO (1975)

as ‘a sudden, focal neurological deficit that lasts for less than 24 hours, is of
presumed vascular origin, and which is confined to an area of the brain or eye
perfused by a specific artery.” There must be complete recovery within 24
hours, with no residual deficit. Both TIA and stroke were wholly clinical
diagnoses prior to the availability of radiological imaging such as Computer
Tomography (CT) and Magnetic Resonance Imaging (MRI). This definition
was re-used by the WHO task force on stroke (WHO, 1989).

The standard definition for TIA was based on the underpinning theory that TIA
represented a reversible syndrome, with no subsequent permanent cerebral
damage or functional impairment. This was refined in 2002 by the TIA

Working Group who published a new definition:

“TIA is a brief episode of neurologic dysfunction caused by
focal brain or retinal ischemia, with clinical symptoms
typically lasting less than one hour and without

evidence of acute infarction.”

Albers et al., (2002). NEJM, 347, Page 1715.

In 2009, the American Stroke Association endorsed the new definition of TIA

as:

“Transient Ischemic Attack (TIA): a transient
episode of neurological dysfunction caused by focal
brain, spinal cord, or retinal ischemia, without acute

infarction [on MRI scan].”

Easton et al., (2009). Stroke, 40, Page 2281.

There is no temporal element to the new definition, since the diagnosis is
based on the absence or presence of a lesion on MRI. This is a major change
and may result in inaccuracies in the calculation of incidence unless the
incidence specifies which definition is used. It moves the diagnosis of TIA
from a clinical judgement to a radiological determination and therefore requires

that all patients with possible TIA have an MRI scanned to rule out infarction



(Easton et al., 2009). This change in usage of the term TIA, particularly in the
United States of America (USA), requires that all research published after this
time is explicit about which definition of TIA is used in participant selection, as

this is likely to impact outcomes.

However, in the United Kingdom (UK), where there is less extensive use of
early MRI imaging, the ISWP, authors of the National Clinical Guideline for
Stroke advised that the choice of TIA definition was not relevant in clinical
practice (ISWP, 2016b). Their rationale was that all cerebrovascular events
must be investigated and treated as a matter of urgency, and treatment, in
terms of stroke prevention, is the same with or without a small acute lesion on

brain imaging.

However, there are impacts for patients in terms of the diagnosis they are
given and how this may affect the care they received. Patients who clinically
have experienced a TIA based on the WHO definition (1989), but are found to
have a small ischaemic lesion on MRI scanning, would be given a diagnosis of
stroke. This might give them access to a range of services available for
people following stroke that are not currently available for people following

TIA, for example standard 6 month and annual reviews (DH, 2007).

As described, the choice of definition used in research studies is likely to
impact on the participants included and therefore the outcomes reported. The
definition used for subject selection in this thesis is the older temporal one,

with focal neurological symptoms lasting less than 24 hours (WHO, 1989).

Diagnosis of TIA
Diagnosis of TIA can be difficult, symptoms are transient and may appear

trivial to the individual (Gibson & Watkins, 2012). TIA can present with a wide
range of symptoms (Brown, 2001; Albucher, Martel & Mas, 2005). Symptoms
found most likely to represent TIA include visual field deficits, speech
difficulties, facial weakness and hemiparesis (Murray et al., 2007; Amort et al.,
2011). The bulk of the diagnostic burden is therefore based on negative signs
during physical neurological examination, a detailed history of the event,
previous medical history and investigations to rule out stroke ‘mimics’. There

are rarely any objective signs or symptoms remaining by the time the patient is



seen in clinic, and no single confirmatory radiological or laboratory test that

can demonstrate conclusively that someone has had a TIA.

TIAs resolve quickly, therefore retrospective diagnosis can be hindered by the
inability of the patient to recount their symptoms accurately (Johnston, 2002).
Since TIA typically has a rapid onset of symptoms, reaching maximum
intensity within minutes, followed by a gradual recovery of function, the
patient’s or witness’s description of the time-span of events is crucial
(Prabhakaran et al., 2008; Sonni & Thaler, 2013). The key to TIA diagnosis
has always been obtaining a detailed accurate history (Martin et al., 1997).
Patients often struggle to describe their TIA (Gibson & Watkins, 2012;
Kirkpatrick et al., 2013), and whilst some of the difficulty is due to them
experiencing an altered neurological state (Kalsner & Kalsner, 1990; Johnston,
2002), the interviewing skills of the clinician can be an important factor in
determining what information is obtained. A framework of ‘mimics and
chameleons’ has been proposed to promote adequate history taking for
patients with suspected TIA (Nadarajan et al., 2014).

Furthermore, it is widely acknowledged that up to 50% of patients who are
referred to a TIA service will not, in fact, have had a TIA, but one of the many
mimics. Itis recognised that in a non-specialist setting, up to half of the
patients given a provisional diagnosis of TIA are subsequently reassigned a
non-cerebrovascular diagnosis following specialist review (Calanchini et al.,
1977; Dennis et al., 1990; Martin et al., 1997; Kelly et al., 2001; Murray et al.,
2007; Kessler & Thomas, 2009; Castle et al., 2010; Schrock et al., 2012).

Another difficulty in TIA diagnosis is a lack of awareness about TIA in
healthcare professionals. Primary care physicians are a major source of
referrals into TIA services. In one study, primary care doctors from across
USA patrticipated in a telephone questionnaire, showed that only 22% could
identify five typical symptoms of TIA, together with an appreciation that
symptoms should not last over 24 hours and only 43% were aware of the
temporal cut off (Nguyen-Huynh et al., 2003). In a further study, primary care
doctors in Poland also had difficulty identifying TIA, particularly when the
symptoms included visual disturbance (Tomasik et al., 2003). There is also

considerable disagreement between individual specialists about diagnosis as
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seen in studies measuring inter-observer variation (Kraaijeveld et al., 1984;
Castle et al., 2010), although a systematic approach to diagnosis can reduce

variation (Koudstaal et al., 1986).

Diagnostic difficulties may be compounded by patients focusing on key
features when they become aware of a functional deficit, for example an arm
weakness or difficulty in talking. Upon resolution of that particular symptom,
during a clinical consultation, when asked ‘is your arm / speech back to
normal?’ the patient would then reply yes, but might not volunteer information
about other, more subtle symptoms, that might possibly still be on-going. In
some cases, these could be identified during the physical examination. In the
researcher’s experience in clinical practice, it is necessary to specifically ask
about any other changes that are new since symptom onset, to ensure that
other less prominent symptoms are not overlooked, although there is no

specific research to support this observation.

In addition to being a warning sign for stroke, TIA is a condition in its own right.
Whilst TIA has generally been considered a transient episode with no
sequelae or ongoing needs, recent research shows this may not be the case
(Arts, Kwa & Dahmen, 2008; Gibson & Watkins, 2012; Spurgeon et al., 2013;
Moran et al., 2014). The impact of receiving a diagnosis of TIA may include
an increase in the cost of travel insurance and the ability to access financial
products (Life insurance) and employment (Gommans, Barber & Fink, 2009).
Diagnosis may also impact on the needs and experiences of patients in terms
of altered body image and sense of wellbeing (Gibson & Watkins 2012). If
people experience new or persistent problems or altered states following a
TIA, that is likely to give rise to needs. It is also important that patients are
aware of their risks having experienced a TIA, and the steps that need to be
taken to minimise those risks. A diagnosis of TIA increases the risk of
unidentified and therefore unmet needs due to the perception that there are no
residual symptoms following the event. However, we cannot assume that
people do not have needs beyond diagnosis and secondary prevention. The
focus of this thesis is to explore needs following TIA from the perspectives of
patients, carers and professionals informing the development of an evidence

based model of needs.



The TIA pathway and experience
To access the TIA pathway, it is necessary, following an episode of transient

focal neurological abnormality, for patients to recognise that something is not
right, and seek help from a healthcare professional, usually a general
practitioner, paramedic or by attendance at the local hospital. However,
patients often overlook TIA symptoms, and therefore TIA is under recognised
and under-reported (Wester et al., 1999; Kelly et al., 2001; Jones et al., 2007;
Gibson & Watkins, 2012). In a small study of 96 minor stroke or TIA patients,
the characteristic that was most likely to prompt early contact was sudden
onset of persistent stable symptoms, that is, symptoms that don’t resolved
immediately (Feldmann et al., 1993). A more recent study conducted in Japan
looking specifically at people following TIA, found no association between
recognition of symptoms and the urgency of action. Arm weakness or speech
disturbance were found to be most likely to provoke early help-seeking
behaviour (Uehara et al., 2014).

Although significant work has been undertaken to raise the profile of stroke
and TIA in the UK there still may be a limited association between knowledge
of TIA symptoms and help-seeking behaviour (Hsia et al., 2011). Patients
often demonstrate a reluctance to report TIA symptoms and may fail to
appreciate the gravity of the condition, expressing concerns about ‘wasting the
doctor’s time’ (Sprigg et al., 2009; Hilsdon, Kersten & Kirk, 2013), or down-
playing symptoms altogether (Gibson & Watkins, 2012). However, in patients
who have had a TIA it may be possible, using a simple nurse-led knowledge-
based intervention, to increase the likelihood that they respond to subsequent
stroke symptoms as a medical emergency (Jones et al., 2007). Generally,
awareness and recognition of TIA among the lay public and patients remain
poor (Stroke Association, 2014). Another important factor appears to be the
presence of a witness or family member to validate the experience and prompt
the patient to take action or seek help on behalf of the patient (Mandelzweig et
al., 2006; Mosley et al., 2007a, 2007b; Sprigg et al., 2009).

The window of opportunity to intervene before a stroke occurs after a TIA can
be brief. Delay in presentation is multi-factorial including issues such as
recognition of symptoms, awareness of stroke risk factors, lack of awareness

of the risk associated with TIA and avoidance behaviours (Harper et al., 1992;
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Feldmann et al., 1993; Silver, 2003; Carroll et al., 2004, Giles et al., 2006;
Kleindorfer et al., 2006; Chandratheva et al., 2010). The most common help-
seeking response to experiencing TIA symptoms is contact with a primary care
physician (Sprigg et al., 2009; Chandratheva et al., 2010; Wilson et al., 2014).
However, primary care physicians cannot always be relied upon to take urgent
action: previous research has reported that between 20 and 40% of primary
care physicians would not refer patients with their first episode of TIA
symptoms to a specialist clinic (Jagaesham, Aparajita & Gough, 2008). A
more prolonged delay was found if symptoms were experienced outside
working hours i.e. evenings and weekends (Lasserson et al., 2008). However,
a more recent study did not demonstrate this delay (Magin et al., 2015),
suggesting services and physician opinions are evolving in response to the
change in perceived acuity of TIA. Initial delay during and after a TIA was also
reported to be caused whilst the patient tried to make sense of the experience.
This, coupled with the patient’s own threshold of being ‘sick enough’ to require
help, accounts for the bulk of the delay (Moloczij et al., 2008, Sprigg et al.,
2009).

During the event, the lived experience may be complex. One study explicitly
asked participants about the experience of TIA, and uncovered a number of
new experiences, including changes in spatial awareness and co-ordination,
feelings of disconnection, disorientation and incomplete awareness of the
deficit (Kirkpatrick et al., 2013; Croot et al., 2014). The research findings give
rise to the potential for needs to be associated with the experience itself and
the desire to make sense of the experience (Kirkpatrick et al., 2013; Crowfoot,
van de Reit, & Maguire, 2016).

From the patient’s perspective, attendance at a specialist clinic is usually when
the definitive diagnosis is given. At that consultation, the patient is subjected
to a number of investigations (Solenski 2004a; 2004b), which may feel
overwhelming. They typically may have brain and carotid artery imaging
(Chang et al., 2002), blood tests (Sandercock, 2003), Electrocardiogram
(ECG) and echocardiogram (Flemming et al., 2004), and be fitted with a Holter
monitor to screen for paroxysmal atrial fibrillation (Kar et al., 2009a; 2009b;
Gladstone et al., 2009, 2014); in addition to a physical examination with
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thorough neurological review (Tyrell, Swain & Rudd, 2010; Simmons,
Cirignano & Gadegbeku, 2012).

Along with diagnosis of TIA, and stroke risk following TIA, there is a large
evidence base for both pharmacological and surgical management following
TIA. First, the patient requires investigations to identify the cause of the event,
if possible (Flemming et al., 2004). Then, based on both positive and negative
findings, a treatment and secondary prevention plan is formulated for each
individual. Medical treatment and secondary prevention strategies following
TIA are based on addressing risk factors and the underlying cause of the
event if known (Rothwell, Buchan & Johnston, 2006). Surgery focuses on
carotid endarterectomy or stenting, which should be performed as soon as
possible after the event, if appropriate (DH, 2007; Karkos et al., 2007; ISWP,
2016b).

Secondary prevention strategies are based around initially optimising cerebral
blood flow by early initiation of antiplatelet medications (Ross & Nahab, 2009),
addressing modifiable risk factors, which include hypertension, smoking,
diabetes, obesity, excess alcohol intake, atrial fibrillation, symptomatic carotid
stenosis, mural cardiac thrombus, and raised serum cholesterol (NICE, 2008;
ISWP, 2016b).

Potentially, from having felt fit and well, people will abruptly become ‘unwell’,
with long-term medication, an expectation for them to address lifestyle change
and behavioural issues (such as smoking and drinking alcohol), all as a
consequence of what are often considered to be trivial brief symptoms (Gibson
& Watkins, 2012). Patients may be extremely anxious and fearful of the
future, requiring support to understand what has happened. On diagnosis, it is
important to encourage the patient to consider lifestyle modification. Education
about medication is vital to promote patient concordance (Marinker & Shaw,
2003; Courtnay & Griffiths, 2005; Chambers et al., 2011). Patients need help
to reframe their experience in a more positive light, in relation to the
opportunity to address risk factors and reduce the risk of a completed stroke
(Gibson & Watkins, 2012). A study looking at targeted interventions post
discharge for minor stroke and TIA, demonstrated improved stroke risk

knowledge and risk factor management for patients (Allen et al., 2002). It is
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interesting to note that most of the missing data in that study was due to TIA
patients who declined the 3-month home assessment, despite having similar
problems at discharge to those with minor stroke, such as hypertension,
depression or issues with medications. This suggests that patients may be
less willing to engage with research following TIA, than after a stroke. This
could have a bearing on recruitment into research following TIA. Regular
telephone contact has been shown to improve concordance with medication
and attendance in clinics (Sides et al., 2012).

1.2 Rationale for research
There have been several publications relating to needs following stroke

(Backe, Larsson & Fridlund, 1996; Boter, Rinkel & Haan, 2004; Talbot et al.,
2004; McKevitt et al., 2010), but no published research about needs following
TIA. This could be in part due to a belief that TIA is a wholly transient event,
such that people return to their pre-TIA state. Patients would therefore not
have any needs associated with the experience other than diagnosis and
appropriate medical or surgical secondary prevention. Most research
published about TIA relates to secondary prevention of stroke, or assessment

of subsequent risk of stroke.

The emphasis in clinical practice has been on enabling patients to access TIA
services for initial assessment in a timely manner, and having access to a
range of imaging techniques; patient needs may not be seen as a priority and
may only be considered during follow-up activities. The focus in service
development has been on rapid access to services, refining the diagnosis, and
timely treatment initiation, therefore, might result in needs and concerns being
missed. The very rapid evaluation, diagnosis and treatment of TIA, whilst
necessary, may induce anxiety in patients, particularly within the National
Health Service [NHS], where patients typically expect to wait a number of
weeks for appointments and tests (Gibson & Watkins, 2011; Christiansen,
2014). The NSS states that all patients following TIA should receive a further
follow-up encounter four weeks after the initial event. The format of the four-

week follow-up was not outlined within the document. Quality Marker 6, states:
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“All patients with TIA or minor stroke should be
followed up one month after the event, either in
primary or secondary care” and that “Follow up
should comprise review of medication and risk
factors; screening for cognitive problems and subtle

neurological impairment”.
National Stroke Strategy. (DH, 2007), page 25.

A survey of TIA clinic provision published in 2007 demonstrated that there was
wide variability across the country in terms of TIA service structure, access to
investigations, and the types and numbers of personnel involved in clinic
provision (Beech et al., 2007). However, this survey pre-dates the publication
of the NSS (DH, 2007), and the NICE guidance for management of acute
stroke and TIA (NICE, 2008). There have been no subsequent publications or
reviews of TIA services in the literature, although some TIA service data can
be found in the National Sentinel Audit of Stroke (ISWP, 2011; ISWP, 2014;
ISWP, 2016b), including the percentage of organisations in England, Wales
and Northern Ireland that offer TIA services and how frequently they are

available (daily, weekly).

There is little published data available about how TIA follow-up services are
being delivered across England and no data about whether the services on
offer are meeting the perceived needs of patients who have experienced TIA.
Since this programme of research started there has been some research
published relating to the experience of TIA (Arts et al., 2008; Pendlebury et al.,
2011; Moran et al., 2014). This research identifies some potential on-going
problems following TIA, for example cognitive impairment, fatigue and
depression, but all these studies included a mixed cohort of both TIA and
stroke patients. Ongoing problems were identified as part of studies looking at
programmes of care, or investigating single issues after minor stroke and TIA.
There is some evidence that those who experience minor stroke and TIA may
also experience anxiety, memory problems, and difficulty coming to terms with
the change in their health status (Allen et al., 2002; Arts et al., 2008; Boter &
Group, 2004; Boter et al., 2004). Research that has identified ongoing

problems following TIA typically was focussed on the phenomenon concerned
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rather than its association with TIA specifically and therefore can only present
a fragmented picture. There has not been a report which comprehensively
documents patients’ needs following TIA.

There was a large body of evidence to support early assessment of TIA in the
NSS, but there was little under-pinning evidence for TIA follow-up (DH, 2007).
This appeared to be a pragmatic recommendation and not based on reported
patient needs or expectations. There does not appear to be significant
theoretical under-pinning to recommendations, with a general lack of literature
relating to the experience of TIA and specifically to the needs of those who have
the diagnosis. To date, no comprehensive needs analysis has been conducted
with patients following TIA to underpin the determination of priorities for future
TIA service provision. This evaluation is needed to ensure services meet
patients’ needs, rather than being based on assumptions of what their needs
might be. The programme of research reported in this thesis aims to address
this gap in the knowledge base.

For convenience and clarity throughout this thesis, people who have
experienced TIA will be referred to as patients. People (non-professionals)
who have offered informal support to someone who has experienced TIA
(physical, emotional or practical) will be referred to as carers, and people who
have been involved in this research due to their professional role will be

referred to as staff or professionals.

1.3 Overview of thesis
The overall aim of this thesis is to explore needs following TIA from a range of

perspectives and to develop a model of needs that might be used to guide
clinical practice.

Chapter 1 has provided the background and wider context for the research, by
means of introducing key literature and policy documents which have shaped

current TIA services and the research presented here.
Chapter 2 will present literature relating to the experience of TIA.

Chapter 3 considers the methodology underpinning the programme of

research. It will also contemplate the concept of needs in relation to the
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research, identify the needs framework used to explore needs, justify the
choice of framework, and finally, clarify what a model is, and why it might be
useful to develop one.

Chapter 4 presents Phase 1 of the research programme, which is a
nationwide survey of TIA services. The aim of this survey was to develop an

understanding of TIA services, particularly in relation to follow-up available.

Chapter 5 describes Phase 2 of the research, which aimed to develop a
comprehensive list of potential needs following TIA and to construct a draft
model of needs. This phase used mixed methods and was based on the
findings of a comprehensive stroke needs mapping report. Data from the
stroke needs mapping were used as a starting point for exploring views about
needs following TIA from the perspective of staff, patients and carers. This
included a survey conducted predominantly with nurses, but including other
staff involved in, or interested in, caring for patients with TIA and later
interviews with staff in regular contact with people following TIA. Research
with patients used interview and focus group methods. Carers were asked to
complete a questionnaire that was based on the stroke needs mapping. A

draft model of needs following TIA was developed.

Chapter 6 describes the validation of the draft model of needs by an expert
panel comprising staff, patients and a carer, which provided some theoretical

validation for the model and allowed refinement of the final model.

Chapter 7 presents the final model of needs, together with other key findings,
the main strengths, limitations, potential impact on clinical practice, future

research, original contribution to knowledge and recommendations.

A visual representation of the phases within the program of research can be
found in Figure 2.
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Figure 2 Flow Diagram showing the research pathway through the thesis

Phase 1

What is the context in which the research was started?

This phase provides an understanding of the context of
needs following TIA by means of a preliminary survey of
services in England, Wales and Scotland via the British
Association of Stroke Physicians.

Literature
review of TIA
service
provision and
context.

A stroke needs mapping report
has been used as a starting
point for the needs based
research.

A

Phase 2
What are the needs of people following TIA?

In this phase, a programme of interlinked studies,
using mixed methods to explore perceived needs,
identification of unmet needs and potential ways to
address unmet needs. Each study informs the next.

Phase 2a

Survey of professionals.

Phase 2b

Patient interviews.

Focus groups with patients.
Questionnaire with carers.

Phase 2c

Qualitative professional
interviews.

The output of these studies were synthesised to
develop a model of needs following TIA.

:

Phase 3

Refinement, theoretical validation and testing of the
model.

An expert panel was convened, comprising patients,
carers and professionals. Using qualitative methods,
the expert panel refined and validated the proposed
model.
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2. LITERATURE REVIEW PERTAINING TO THE EXPERIENCE OF TIA

2.1 Introduction
Chapter one has outlined some of the key issues in TIA diagnosis and

management, together with the healthcare policies that have influenced TIA
care in the UK. In chapter two a literature review will be reported in a
systematic way to identify relevant research relating to needs following TIA.
The overall aim of the literature review was to identify any needs following TIA.

The literature review questions were:

1. What is the existing evidence relating specifically to needs experienced
by people following TIA?

2. What categories of needs following TIA have been identified?

3. If there is no specific evidence relating to needs following TIA, what
evidence pertaining to the experience of TIA can be found?

To answer these questions some assumptions were made. The first was to
look at needs globally, in relation to the diagnosis. Needs might be un-met,
and therefore experienced, or met and potentially not experienced. After-
effects of TIA, if they existed, would be likely to give rise to needs, so in the
absence of specific literature pertaining to needs, TIA experience would be
explored. The second assumption was that research based in a qualitative
paradigm, would illuminate the experience ‘as a whole’, rather than focusing
on individual issues, such as cognitive impairment or fatigue, both of which
have been reported following TIA (Arts et al., 2008). Research looking at the
prevalence of single issues or based in a positivistic paradigm were not, for
this reason, included in the literature review. This was because the purpose of
the review was to gain insight into how people experience needs after a TIA,

not to count the number of people who reported a specific issue.

2.2 Methods

Search strategy
A systematic approach to the search was constructed, which included MeSH

terms (Medical Subject Headings) for Transient Ischaemic Attack (TIA), and
search terms for consequences, problems, impairment, experiences,

dysfunction and personal narrative. The electronic databases searched
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included: OVID Medline, psychINFO, CINAHL, and EMBASE. The searches
were amended as necessary for each database. Citations were screened on
title then abstract, any articles that met the inclusion criteria were read in full.
Backward and forward citation searches were conducted to ensure a
comprehensive search. The search strategy was constructed to identify
research specifically relating to needs following TIA (See Appendix Al for full
search strategy).

Inclusion criteria

e TIA specific data.

e Primary research studies.

e Use of qualitative methodology or mixed method approaches.
e Relating to TIA need and / or experience.

Exclusion

e Abstract only data.

e Quantitative reports with no qualitative component.

e Subjects < 18 years.

e Non-English language publications.

e Non-human studies.

e Studies where data pertaining to TIA and minor stroke cannot be
separated.

Data extraction
A data extraction form was created to summarise the identified research

(Green, Johnson & Adams, 2001). Items included in the form were aligned to
the Critical Appraisal Skills Programme (CASP) appraisal tool for qualitative
research (CASP, 2013) and included:

e Study details (author, year of publication).
e Demography of participants.

e Aims stated.

e Methods used.

e Data analysis.

e Findings (themes).

e Bias (selection, credibility, transferability, reflexivity).
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Study authors were not contacted for clarification or missing data.

Each item was considered for all included studies. Judgements were made

based on the criteria outlined in the CASP appraisal tool and summarised in

Tables 1 and 2. A narrative synthesis was completed including a summary of

each study.

2.3 Results

The search strategy identified 1619 articles. Following screening of title,

abstract or complete articles, 8 studies met the inclusion criteria (see Figure

3).

Figure 3 Showing a flow diagram of evaluation of the search strategy

Search:

Medline n=1063

CINAHL n=447
Psychinfo n=85
EMBASE n=24
Totaln=1619

Title screening (broad
screening)

9 articles from
forward / back
citations and

hand searching

Total n =65
Abstract / papers
obtained for screening

1563 Papers excluded based on
exclusion criteria:

Commentary etc. n=39
Abstract only n=1
Quantitative n=4
<18 years n=11
Non-English n=5
Non-human n=13
Duplicates n=50
n

Not relevant =1440

N

Papers included in the
review
n=8

57 Papers excluded based on
exclusion criteria:

Combined data n=10
Quantitative n=22
Not relevant n=2
Off topic n=13
Abstract only n=6
Not able to obtain n=4
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The eight included studies reported on a total of 139 participants with an age
range from 28 to over 94 years, although two studies did not provide
information about the age of participants. There were more male participants
in every study, where gender was reported, and overall 70% of participants
were male. Six studies were conducted in the UK, with one from USA and one
from Australia. The publication dates range from 2006 to 2016. All methods
were qualitative or mixed methods in nature as required by the inclusion
criteria, but a range of methods were used, including: narrative description;
narrative enquiry, semi-structured and in-depth interview; Q-methodology, and
repertory grid. Aims of the articles ranged from a focus on the experience of
the TIA event itself to the long-term lived experience. Table 1 summarises the
demography of the studies included, and Table 2 outlines the findings of the
studies using the headings: Aims stated; Methods used; Data analysis;

Findings (themes); Potential bias, and Importance in relation to needs.
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Table 1 Demographic details of papers identified in the literature review

Authors Year of publication Country Number of Mean age % Male
participants
1 Chardavoyne & Frechette 2006 USA 1 69 100%
2 Gibson & Watkins 2011 UK 20 70.2 65%
3 Gibson & Watkins 2012 UK 16 71.6 yrs (range 50- 69%
81)
4 Spurgeon et al. 2012 UK 23 Not stated Not stated
5 Kirkpatrick et al. 2013 UK 25 (Mode 50-70 yrs) 76%
6 Spurgeon, James & Sackley 2013 UK 12 71.5 (range 47-86) 58%
7 Croot et al. 2014 UK 39 31-89 54%
8 Crowfoot, van de Reit, & 2016 Australia 3 Not stated 67%
Maguire
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Table 2 Summary of the evaluation of identified papers

Authors 1. Aims 2. Methods 3. Analysis
Chardavoyne & Clearly stated: - To recount the Narrative description of one man’s There was no formal analysis, but
Frechette experiences of one man following experiences following TIA, over nine-month ~ comparison with other literature in PTSD

TIA

period

and stroke cited

Gibson & Watkins

Clearly stated: - To examine how
patients make decisions regarding
medical treatment after TIA

In-depth interviews were used, in an
iterative approach, where earlier interviews
informed later ones

Constant comparative analysis of
grounded theory

Gibson & Watkins

Clearly stated: - To report people’s
experiences of TIA and how that
affects their perception of health
and uptake of secondary prevention

Grounded theory was used to explore
peoples’ individual experiences, using
purposive sampling and semi-structured
interviews

Constant comparison methods (Glaser &
Strauss, 1967)

Spurgeon et al.

Clearly stated: - To capture patients’
experiences of TIA and its
subsequent impact

Mixed methods. Q-methodology- reported
to have the rigor of quantitative data with
the richness of qualitative

Analysis of Q-set of data was positivistic,
but linked to transcripts of the process
giving qualitative data and illustrative
quotes

Kirkpatrick et al.

Clearly stated: - To determine
whether patients’ experience of TIA
would reveal additional deficits

Qualitative semi-structured interviews about
the TIA experience itself

Framework analysis (Ritchie & Spencer,
1993)

Spurgeon, James &
Sackley

Clearly stated: - To investigate the
subjective psychological experiences
of TIA

Based on the theory of personal constructs,
the method used was a repertory grid

Analysis was via a bespoke computer
programme which analyses responses
derived from creating and individualised
grid

Croot et al.

Clearly stated: - To explore the long-
term lived experience of TIA

Semi-structured interviews with a narrative
approach

Thematic analysis with a focus on content
rather than structure (Riessman, 2002;
Bold, 2012)

Crowfoot, van de
Reit, & Maguire

Clearly stated: - To explore how
experiencing TIA symptoms might
lead to help seeking behaviour

Narrative enquiry valuing human experience
and using the re-living and re-telling of
experience

No formal analysis, but interpretation of
individual stories by the researcher
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Table 2 Summary of the evaluation of identified papers (cont)

Authors 4. Findings / themes identified 5. Potential bias 6. Importance
Chardavoyne & Research describes a patient who was Single subject who presented clinically This is the first report of PTSD following
Frechette exhibiting symptoms of PTSD following to one of the authors. Potential that TIA, therefore raising awareness of the

TIA. Not been reported previously
associated with TIA

author might fit symptoms to the
psychological disease rather than the fit
being natural

possibility in other patients. A single
case report cannot be transferable, but
identifies possibility of PTSD in TIA

Gibson & Watkins

Types of evidence used in decision-
making in TIA. Empirical,
pathophysiologic, experiential, patients’
goals and values, system features

Purposive sample. Demonstrates how
conflicting data was incorporated into
findings

New information about how people
make decisions about treatment,
grounded in current practice. Small
single centre study, but clearly states
limitations and future application

Gibson & Watkins

Acknowledgement vs denial, out of the
blue, ignoring symptoms, fear, seeking
help, taking defensive action, changed
perception of health, fortunate warning

Clear description of researcher’s
relationship to topic and participants,
two people involved in analysis

Findings are considered in relation to
current practice and policy and existing
literature. Further research suggested.
Implications for practice explored

Spurgeon et al.

Lack of knowledge, life impact of TIA,
Anxiety, interpersonal impact, depression,
impact of physical symptoms, cognitive
avoidance / denial, constructive optimism

Risk of bias in construction of the
concourse statements. Complex process
might result in less robust data, however
mitigated to an extent by supporting
quotes

Mixed methods study. Findings
considered in context of current
practice with recommendations for
future service development

Kirkpatrick et al.

Acute TIA resulted in problems with:
spatial perception and coordination;
feelings of disconnection or
disorientation; incomplete awareness of
deficit; visual disturbance; articulation /
word-finding

Care in selecting only those with TIA
diagnosis, however no ethnic
heterogeneity of participants and
unequal gender split reduce
generalisability of findings. No clear
description of symptoms at onset

The new findings in this research relate
to experiences at TIA onset, however
since the full range of symptoms for
each patient were not presented, it is
not clear how this could be used in
clinical practice
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Table 2 Summary of the evaluation of identified papers (cont)

Authors

4. Findings / themes identified

5. Potential bias

6. Importance

Spurgeon, James &
Sackley

Constructs identified: Fear of future / role
change; loss of confidence; frustration /
personal restrictions; embarrassment;

Anxiety re loss of normality; Wake-up call;
sense of loss and its management; anxiety

and disappointment; physical limitations

Retrospective. Patients 6-24 months
after event, so memory might not be
reliable. Highly complex process
requires good communication skills,
purposive TIA sample but all retired, 6
professional / managerial and 6 skilled /
unskilled workers

Recommends the development of a
positive affective response. Data
prompts further research to validate
findings and assess transferability

Croot et al.

Themes included: transience, or not;
Physical sequelae; psychological
consequences — permanence of
uncertainty and anxiety; TIA can be
transient

Potential of self-selection bias. 400
contacted 39 included. Research looked
at long-term consequences of TIA range
of time from onset was 2-24 months

First study looking at long-term
experience of TIA. Outlines a case for
ongoing support following TIA.
Considers current service context and
suggests further possible research

Crowfoot, van de Reit,
& Maguire

Five main story lines were identified,
these were: bodily disruption; time
stasis; altered temporal perceptions; the
role of others and help-seeking
behaviours

Clear documentation of steps taken to
minimise bias

Whilst this research is limited to three
participants, parallels in their stories
have been identified, that are
suggestive of a trend. Not transferable
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Table 3 Synthesis of research findings

permanence of uncertainty and anxiety

Overall themes Components Study
Number
TIA sequelae Physical limitations, psychological
consequences, loss of confidence, 1,2,4,5,6,
frustration / personal restrictions, sense 7, 8.
of loss, altered perception of time, bodily
disruption
Negative Post-Traumatic Stress Disorder (PTSD),
emotional states anxiety, fear, depression, “out of the 1,3,4,57
blue” — shock
Initial help seeking | Acknowledgement / denial, cognitive
/| acceptance avoidance, help-seeking, ignoring 2,3,4,5,8
symptoms, role of others, TIAs can be
transient — or not, time stasis
Positive Fortunate warning, wake-up call,
interpretation of constructive optimism 3,4,6
TIA
The future Changed perceptions of health, life
impact of TIA, fear of the future / role 4,6,7
change, anxiety & disappointment, loss
of normality
Reducing risk Decision making, defensive action, 2,7

Narrative synthesis

In terms of the overall experience of TIA, there have been few recent studies

which have looked at the subjective experience, and only eight studies have

been identified in this review. There are a larger number of studies that look at

single issues following TIA or stroke, such as fatigue (Winward et al., 2009;

Eilertsen, Ormstad & Kirkvold, 2013), cognitive impairment (Bakker et al., 2003;

Fens et al., 2013) or depression (Rao, Jackson & Howard, 2001; Luijendijk et

al., 2011). Some of these studies focus specifically on participants following
TIA (Guyomard et al., 2011; Kiphuth et al., 2014; Sivakumar, Camicioli &

Butcher, 2014b; van Rooij et al., 2014), but most present data from a mixed

group representing TIA and minor stroke (Arts et al., 2008; Kronish et al., 2012;

Moran et al., 2014).

One of the early qualitative studies in relation to decision making after TIA,

looked specifically at how people came to a decision regarding whether they

would consent to carotid endarterectomy, if recommended by their surgeon
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(Gibson & Watkins, 2011). Data was collected by in-depth interviews. The
research identified a range of types of information that patients might use to
come to a decision regarding future treatment. A possible limitation of this
study was that it was based in a single hospital, and all 20 participants were
seen by one surgeon. It is possible that results could be affected by that
surgeon’s manner or communication skills. A second qualitative study by the
same team, looked at the experiences of TIA of 16 patients with carotid
stenosis. Data was collected using interviews and grounded theory, and a
number of themes emerged from the research. Themes included the tension
between previously held beliefs about their health in the face of a TIA, and the
need to acknowledge and deal with the new reality; difficulty describing and
explaining the event; the perceived suddenness and shock involved; the
tendency to down-play or minimise what was seen as trivial events; fear for the
future; consulting with others before taking action; taking defensive action to
avoid further problems; and a changed perception of health (Gibson & Watkins,
2012). This group of patients are a sub-group of the whole TIA population, and
whilst they were thought by the research team to be representative of the wider
TIA population, it is acknowledged that many TIA episodes are unrecognised
and therefore unreported (Kelly et al., 2001; Giles et al., 2006). It is not
possible to know whether the group of patients that has not recognised a TIA,
differs in any significant way from those that seek medical help.

A case of PTSD in a 69-year old man following TIA, was reported in 2006, as a
case study (Chardavoyne & Frechette, 2006). This was the first time this type
of anxiety, as well as depression, was linked to TIA. Whilst the experiences of
the individual concerned were extreme, the types of emotional disturbance
recounted had previously been clearly linked to stroke (Aybek et al., 2005;
Bruggimann et al., 2006), and have since been further described in the literature
relating to TIA (Spurgeon et al., 2012; Verbraak et al., 2012; Spurgeon et al.,
2013). Between 18 and 30% of patients tested were found to be exhibiting
signs of PTSD, most commonly found in the younger participants, women and
those of lower socioeconomic group (Kiphuth et al., 2014). PTSD is a
maladaptive coping behaviour in which the risk of stroke is over-stressed. One
of the important behaviours in relation to PTSD appears to be a pattern of non-
compliance with medication, which might result in patients having unnecessarily
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high risk of subsequent stroke (Kiphuth et al., 2014). It is unclear whether this
behaviour is related to associated depression, or avoidance of triggers which
remind the person of the TIA (Kiphuth et al., 2014; Vickery & Williams, 2014). It
is possible however that PTSD is under-reported, since patients experiencing
the condition might avoid engaging with clinical care, or participating in research

which requires them to think about the stressor (TIA).

A mixed methods study using a card sort Q-methodology (Akhtar-Danesh,
Baumann & Cordingley, 2008) with 23 participants, identified 8 themes or
concepts, three of which were felt to be new. These were anxiety, cognitive
avoidance and constructive optimism (Spurgeon et al., 2012). Patients in this
study were diagnosed with TIA based on the newer 'tissue' definition (Easton et
al., 2009), so those with a cerebral lesion were excluded. A further study was
published using a researcher administered questionnaire with patients following
TIA or minor completed strokes, or patients following a brief admission or
attendance at hospital following an episode of angina pectoris (Fens et al.,
2013). This study revealed high levels of fatigue, and difficulties with memory,
concentration and communication, (both spoken and written) in the TIA group.

A study published in 2013 reported subjective experiences in 12 people
following TIA (Spurgeon et al., 2013). This study used a repertory grid
approach, from which emerged six themes: ‘deep-seated anxiety about future
uncertainties / disruption’, loss of confidence’, frustration, ‘TIA as a wake-up
call', ‘a sense of loss and sadness’, and embarrassment. New themes have
been added, but this research builds on that published the previous year in

creating a picture of what a TIA might be like, and how it affects the individual.

The use of methods such as Q-methodology and repertory grid approaches
have the advantage of combining the richness of qualitative enquiry with
quantitative analysis(Akhtar-Danesh, Baumann & Cordingley, 2008). One
difficulty with such methods is that they are highly structured processes which
might be challenging for patients who could potentially have cognitive
impairment following TIA. In the case of Q-methodology the researcher sets the
agenda in terms of a concourse of potential cards, derived from previous
literature and exploratory interview, it is possible that the process could limit

responses with new information, as there is a potential for participants to feel
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constrained by the contents of the cards. The above study using repertory grid
methods confined the reporting to the ‘construct’ feelings of the subjects, which

again might have constrained the responses of participants.

Two studies looked at the experience of TIA itself (Kirkpatrick et al., 2013;
Crowfoot et al., 2016). Both have findings relating to altered perception either in
terms of spatial awareness, disconnection or disorientation (Kirkpatrick et al.,
2013) or the passage of time (Crowfoot et al., 2016). These are important
findings that remind us that the patient is often an unreliable witness (Kalsner &
Kalsner, 1990) following TIA. Since diagnosis is predominantly based on the
recounted history of the event, alteration of subjective awareness could impact
on whether someone receives a diagnosis of TIA or not (Prabhakaran et al.,
2008; Sonni & Thaler, 2013).

One study aimed at exploring the long-term lived experience of TIA conducted
semi-structured interviews with 39 participants. The time since TIA ranged from
two to 24 months, which might make it more difficult to claim the findings are
related to the long-term experience (Croot et al., 2014). It is not clear how the
experience has changed over time, and information relating to the acute phase
following TIA might be difficult for some participants to recall accurately,
particularly considering the body of evidence relating to memory or other

cognitive impairment (Bakker et al., 2003; Fens et al., 2013).

The aims of the eight studies in this review include exploring the experience of
the TIA event itself, identify new deficits following TIA, identify psychological
impacts and implications for decision-making and to explore the long-term lived
experience. Thus, the whole of TIA experience is covered within these
identified studies, from the moment of onset to the longer-term impact. No
single study looked at the whole pathway and some focussed on a small part of
the overall experience (Crowfoot et al., 2016), whereas others took a broader

approach (Spurgeon et al., 2012).

A range of methods were employed within the studies. Six studies used
standard qualitative methods including interviews, and narrative enquiry,

whereas two studies (Spurgeon et al., 2012; 2013), used more elaborate
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methods which combined elements of both qualitative and quantitative

research. In all cases, rich data relating to the experience of TIA were provided.

The analysis processes were varied in the identified studies, with two studies
having no formal analysis reported (Chardavoyne & Frechette, 2006; Crowfoot
et al., 2016). Of the remaining six studies, two used specific analyses related to
Q-methodology and a bespoke computer programme based on repertory grid
analysis (Spurgeon et al., 2012; 2013). The remaining four studies reported
analysis using constant comparison (Gibson & Watkins, 2011; 2012),
framework analysis and thematic analysis (Kirkpatrick et al., 2013; Croot et al.,
2014).

The overall themes that appear to emerge from the studies include TIA
sequalae, negative emotional states, issues around initial help-seeking and
acceptance, positive interpretations of TIA, concern regarding the future and
reducing risk. All studies identified at least two of these themes. One study

(Spurgeon et al., 2012) identified five of the overall themes within their data.

Potential bias was addressed by all studies. The study most open to potential
bias was the case study of a single individual following TIA (Chardavoyne &
Frechette, 2006). All other studies acknowledged potential sources of bias and
steps taken to minimise bias. All studies had small numbers of subjects, in
keeping with qualitative research. However, there is still potential self-selection
bias, with a possibility that those people who chose to participate in research
might differ in some ways from those people who chose not to participate. One
study specifically used the newer tissue based definition of TIA, which would
exclude patients with early ischaemic damage in an MRI scan (Easton et al.,
2009), other studies either used the earlier WHO definition (1975), or did not
clarify which definition of TIA was used. Patients who were included based on a
diagnosis of TIA using the older definition may potentially include people who
could have been demonstrated to have sustained visible damage on early MRI.
This is relevant because it may result in slightly different cohorts of patients

being selected.
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2.4 Discussion
This literature review demonstrates a range of after-effects following TIA. Most

of these experiences are perceived as negative for the individual concerned.
The main themes that arose from the research were the on-going physical,
psychological and cognitive impacts of TIA (See Table 3). There was also
information about the experience of the TIA event itself. As the body of
evidence about the impact of TIA expands, it is becoming apparent that TIA is
clearly not the benign condition it was thought to be a mere 20 years ago, and
as this realisation spreads through the stroke community, it challenges us to
ensure that care for those who have had a TIA is targeted and appropriate.

Looking at the body of research identified in this review, it becomes apparent
that for some people the experience of TIA is ongoing and might be extreme.
Physical, mental, emotional and social domains of everyday life can be
impacted, and whilst some people have been able to adopt a positive
interpretation of the event, the overall impact of TIA appears to be residual
problems, and increased uncertainty or anxiety for the future. This literature
review has been limited to eight studies, but there appears to be growing
interest in qualitative research in relation to TIA. All but one of the research
articles presented were published since 2011. The presentation of TIA
symptoms is highly variable and the individual, and their own coping strategies,

appear to influence the experience.

The limitations of this literature review relate mainly to the risk of missing
publications that should have been included. This might happen for a variety of
reasons (Green et al., 2001). This review does not include papers that might be
relevant, but were not published in English. All studies were from English
speaking countries. The decision to include only publications written in English
was based on this being post-graduate research with limited funds. Data from
poster presentations and conferences were not included, since there was
insufficient information to judge the quality of the research. Finally, the review
only included published data, therefore it is possible there is material in press,
that would also have been included, had it been available. It is recognised that
there can be delay between publication and key word / MeSH headings being

applied to the electronic databases.
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The implication of the limitations is that there might be one or more research
articles, that if accessed and evaluated might have been included within the
review. It is unlikely that one or two additional articles would significantly
change the overall finding that TIA is not an event that lasts for the duration of
the main physical symptoms, but in some cases, may have persistent after-

effects, that could give rise to needs following TIA.

The author’s clinical experience of seeing patients regularly after TIA, was that
of repeatedly being told about how life had changed for these individuals and
their families. This prompted the research topic for this thesis. The literature

review demonstrates supporting evidence for this view.

2.5 Conclusion
Gap in the knowledge base

It is clear that TIA is not an isolated event, but has lasting effects for many
people, which potentially could give rise to needs over and above those
associated with stroke risk reduction. To date there has not been a needs
assessment undertaken and published for this patient group. The aim of this

thesis is to address that gap in the knowledge-base.
This will be achieved by:

e Conducting a review of national service provision at the start of the
research (2008).

e Develop a comprehensive list of possible needs and problems following
TIA, based on the views of patients, healthcare professionals and carers.

e Construct a draft model of needs following TIA.

¢ Refine the draft model of needs with help from patients, healthcare

professionals and carers.

2.6 Summary
In this chapter, some of the issues encountered during the research reported in

this thesis have been explored. Evaluation of the available literature has
enabled a narrative to be created in relation to a number of steps in the pathway
through the experience of TIA. It is acknowledged that not everyone will have

similar experiences, since the overall experience is based on symptoms
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experienced, health beliefs and previous life experiences, coupled with the
services received from health care providers and responses from significant
others. In Chapter 4 we will look at the range of TIA services provided across

the country at the start of this research.
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3. METHODOLOGY AND OTHER UNDERPINNINGS OF THE THESIS

3.1 Introduction
In this chapter, the theoretical stance of the author will be explored as well as

the choice of methodology. The concept of need will be introduced and its use
in this thesis will be clarified. Needs assessment will be reviewed and the
choice of needs assessment framework will be explained. The use of a stroke
needs mapping will be explained in the context of the methodology selected.
The concept of a model will be explored and the development of a model of
needs following TIA justified. Finally, the methods used in each phase of this

research will be reviewed.

A researcher needs to be reflexive and understand their own beliefs about the
nature of knowledge and how it has impacted on the research question. The
way the research is structured is the research paradigm, a framework that forms
the basis of the research (Kuhn, 1996). Different types of research are based
on different types of philosophical underpinning (Guba & Lincoln, 1994; Doyle,
Brady & Byrne, 2009). There are two broad approaches to research,
quantitative and qualitative (Bailey, 1997). Qualitative data (the “why or how”) is
more descriptive and explains findings rather than reporting them. This
approach to research tends to help develop hypotheses. Quantitative data (the
“what”) describes knowledge or information that can be counted and relates to
the type of data generated in Phase 1 of this research. Quantitative research is

designed to test hypotheses that have been previously developed.

Methodology looks at how knowledge is acquired in a systematic way and
varies in the degree of objectivity or subjectivity, based on the epistemological
stance. Itis a philosophical approach to obtaining knowledge, the methodology
will determine which methods are congruent with the research question and
should be used in the pursuit of specific knowledge (Flemming, 2007).

The research reported in this thesis is based on a mixed methods approach,
that is, a mixture of both quantitative and qualitative research, where each
paradigm when taken together illuminates the interpretation of all the findings.
The research question ‘What are people’s needs following TIA?’ is highly
complex and can be most fully answered using a combination of approaches.

The philosophical underpinning of mixed methods is one of pragmatism
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identifying suitable methods for each part of the investigation and conducting
them in accordance with the appropriate paradigm and methodology (Bishop,
2014).

Using multiple methods, and a range of participants with different perspectives,
will enable a richer understanding than would be achieved from either
gualitative or quantitative paradigms alone. There are philosophical and
epistemological tensions to be found in mixed methods research, but
knowledge may be plural and uncertain allowing both paradigms to sit together
(Foss & Ellefse, 2002). No one stance can be completely impartial, so it is
important to have an appreciation of both paradigms. In this research, each
step contributes to, and explains, findings and therefore set the stage for the

next step.

There are claims that mixed methods research is merely positivism in disguise
(Giddings & Grant, 2007), and does not value the qualitative data to the same
extent as the quantitative. However, it can be argued that mixed methods
enable the richness of qualitative data to be collected whilst providing the
structure more commonly found in quantitative research, thus allowing direct
comparison between disparate groups. Within mixed methods research, the
whole is greater than the sum of its parts. Mixed methods can be ‘mixed’ in a
variety of ways, either sequential or concurrent. Mixed methods can also refer
to mixing qualitative and quantitative methods during study design and data
collection or just during data analysis and synthesis.

In this thesis, there will be both elements of sequential and concurrent research.
Firstly, there is a quantitative survey of TIA services, followed by concurrent
surveys, interviews and focus groups with a range of participants with different
experiences of TIA (Patients, Staff and Carers), and finally a qualitative focus
group. The benefits of using mixed methods include more completeness of
findings, a degree of triangulation of findings, and the offsetting of perceived
weakness in either of the traditional paradigms (Foster, 1997; Foss & Ellefsen,
2002; Williamson, 2005). Data will be combined during interpretation, after it
has been analysed in a manner compatible with its nature. The typology of
mixed methods research (Creswell & Plano Clark, 2007) for this programme of

research most closely fits a triangulation convergence model. Triangulation of
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multiple data collection methods and analytical processes then enabled the
production of more comprehensive results and therefore greater trustworthiness
to the ultimate findings (Foss & Ellefsen, 2002).

It is recognised that although the use of mixed methods research has been
growing in nursing research, there are many who believe that it is not possible
to utilise two epistemologies simultaneously, and that qualitative and
guantitative approaches are mutually exclusive (Smith & Heshusius, 1986;
Guba, 1987). On a practical level, it may be difficult for both qualitative and
quantitative research to be carried out simultaneously due to the necessary
mind-set (Johnson & Onwuegbuzie, 2004; lvankova, et al., 2006), and requires
a good understanding of both paradigms before successfully attempting to
combine them (Doyle et al., 2009). However, there is also a view that mixing
quantitative and qualitative research is seen to be a valid pragmatic approach to
enquiry (Howe, 1988). Even if researchers have an understanding of both
gualitative and quantitative paradigms, they tend to have a personal preference.
The author’s background is set in a positivistic paradigm, and so has required
the development of both a new mind-set and skill-set to enable the richness of
gualitative findings to illuminate the quantitative data. Mixed methods enable
the combining of data from different sources in a way that allows them to be
directly compared (Curry & Nunez-Smith, 2015). Needs represent a human
experience, which cannot be adequately represented by numbers alone.
However, the use of quantitative data enables comparisons and identifies mis-
matches between groups. Justification for the individual methods used in each
phase of the research will be provided later in this chapter.

3.2 What are needs?
To understand people’s needs in relation to any medical condition it is

necessary to acknowledge that need is a concept that lacks clarity of meaning
and is subjective in nature (Bradshaw, 1994; Asadi-Lari et al., 2003a).
Therefore, it is necessary to provide clarification. In this study, the focus is on
the needs of the individual, rather than on other concepts of needs, e.g.
philosophical, societal, economic, political or pragmatic needs (Bradshaw, 1994;
Asadi-Lari et al., 2003a, 2003b). Need, in the context of this research, is based

on the individual’s perception of requirement or necessity. A need will often be
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expressed as an unmet need, and is likely to be associated with problems or

difficulties within the ‘normal’ daily life of the individual.

The Stroke Needs Mapping (SNM) also provided definitions of key terms, which
have also been used in this research:

e Problem: a condition, impairment or functional limitation
acquired as a consequence of stroke;

¢ Need: an ability or aspect of life where support for either
the stroke survivor or carer may be required to promote
health and well-being, or to maximise activity /
participation;

e Unmet need: an area of need which is perceived by the
user to be unmet, or which does not meet specified
standards.

UK Stroke Survivor Needs Survey Information Mapping Exercise
Final Report, (French et al., 2008), Page 7.

It can be difficult to separate needs, unmet needs and problems. It is likely that
patients and carers will identify unmet needs and problems due to their
perception. Staff may be more likely to talk about needs which they perceive to
be common, so these may be potentially more commonly met. They perceive a
need and perceive their intervention as being aimed at that need. For example,
a patient may experience depression following a TIA. The need is likely to be
identified in relation to how and when it is being addressed. However, it could
be completely unrecognised as a need. Some unmet needs can be
unrecognised and unrecognised. It might be unseen by the professional
because the patient doesn’t think that it is something they ought to bother the
professional with. It might be unseen by the patient, in that they assume the
problem is normal and that they just ‘have to put up with it’. If identified, a need

is potentially something that can be addressed.

3.3 Development of a model of needs following TIA
A model is a construct that simplifies and explains a complex phenomenon

(Oxford English Dictionary, 2012). Need following TIA is a complex issue with a
multitude of possible problems, needs, and unmet needs being identified by
individuals or staff. Each person is likely to experience need in their own unique

way, based on previous experience, personality and support network. The
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development of a model of needs, in conjunction with a comprehensive table of
potential needs will offer an insight into both the breadth of potential needs, and
the more frequently experienced needs. It must be recognised that those needs
more commonly experienced are also those more likely to be met, so less
common needs may have a greater impact for those who experience them,

specifically because they are less likely to be recognised and addressed.

3.4 The use of a stroke needs mapping to structure the research
Cerebrovascular disease can be considered as a continuum, with TIA being

placed at one end of the spectrum and severe stroke or death at the other.
Both TIA and stroke share features of aetiology and risk factors (Dennis et al.,
1989), although there are notable differences, particularly with haemorrhagic
stroke. The shared aetiology of stroke and TIA suggests that people who have
experienced a TIA might have at least some needs in common with those who
have experienced a stroke. Some needs, post-stroke, are due to persistent
symptoms such as physical or cognitive impairment. These might be expected
to be less likely after a TIA. There are some needs which are likely to be
common to both stroke and TIA, for example secondary stroke prevention.
There may also be some novel needs which are unique to TIA and do not arise

in stroke.

To focus the exploration of needs following TIA, a framework was used to
structure the research and enable comparison of need perception between
staff, patients and other groups. The framework adopted for this research was
a model of needs and problems, identified by the UK stroke survivor needs
survey information mapping exercise (French et al., 2008) (see Figure 4).
There had been previous publications related to stroke needs, but they were
older (O’Mahony et al., 1999; Kersten et al., 2002; Low et al., 2003). The
Stroke Needs Mapping (French et al., 2008) was judged to be the most up to
date and relevant, and was selected to reflect recent changes in services. This
was important because identified needs tend to relate to unmet need, and
service provision impacts on perceived need. This document reported a review
of a wide range of literature relating to stroke and described the output of a
number of focus groups looking at needs following stroke. The report will be
referred to as the ‘Stroke Needs Mapping’ or ‘SNM'.
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Seven domains of needs following stroke were identified for exploration, based

on the SNM. Each domain contained a list of elements. The domains were:

1. Communication / cognition. e.g. Speech, understanding and
processing of information.

2. Mental / emotional well-being. e.g. Mood disorders, personality /
behaviour change, coping and adaptation.

3. Everyday living. e.g. Managing medication, mobility, personal care and
home care.

4. Physical health. e.g. General health, stroke prevention, vision and
hearing, dental and oral health.

5. Re-enablement. e.g. Information / advice, training / support, aids,
adaptations, and equipment.

6. Social. e.g. Social activity, leisure, relationships and sexuality, work,
transport and driving.

7. Financial / legal / care needs. e.g. Financial issues, respite day or

residential care.
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Figure 4 Stroke Needs Mapping (French et al., 2008)

MENTAL/EMOTIONAL WELL-BEING NEEDS

Mood disorder*
Anxiety
Depression*
Emotional lability*
PTSD
Anger/frustration*
Personality/behaviour change*
Quality of life
Carer strain/well-being*
Coping/adaptation*
Motivation/focus/confidence*
Body/self image*

Independence* . . . A
Dealing with others' reactions* functional limitation acquired as a
Fear* consequence of stroke
NEED — an ability or aspect of life where
SOCIAL NEEDS support for either the stroke survivor or carer
WQI’_k* may be required to promote health and well-
Driving/transport* being, or to maximise activity/participation

Relationships/sexuality*

Role change*

Social activity/contact with others*
Leisure/holidays*

Religious observance*
Participation/engagement

FINANCIAL/LEGAL and CARE NEEDS
Palliative care

Benefits/financial advice/support

Child care

Power of attorney /NOK*
Residential/day care*

Care support/packages*
Respite*/emergency care*

Pet care*

PROBLEM: a condition, impairment or

PHYSICAL HEALTH NEEDS

Health status
Health behaviour

Secondary prevention*

Altered sensation*
Pain*

Epilepsy*

Fractures, bone loss
Falls/accidents*
Dental/oral health
Fatigue*

Spasticity

Spasms*
Swallowing*

Sleep/ sleep apnoea
Vision*/hearing*
Nausea/vertigo*
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EVERDAY LIVING NEEDS

Locomotor activity/function*
walking*
arm movement*
hand/fine control*
balance/standing*
Activities of daily living*
eating
continence
washing/dressing/clothes™
Extended activities of daily living
cooking
shopping*
housework*
Managing medication*
Dietary adaptations*

COMMUNICATION/COGNITION NEEDS
Expressive speech*

Understanding
Reading/writing/numeracy*

Cognitive impairment

Memory*

RE-ENABLEMENT NEEDS
Information/advice*
Training/support*

Self-manage ment*
Empowerment/decision making
Access to services*
Advocacy*

Aids and adaptations*

Health and safety*

IT/web access*



3.5 Needs Assessment
Needs assessment can be conducted at many levels, depending on the type of

need to be explored. Analysis of needs at a population or community level will
necessarily be different in approach when compared to assessment of the
needs of an individual. There is no definitive best method or framework
identified for needs assessment (McEwen, Russell & Stewart, 1995). Using a
variety of methods within a framework of needs assessment, including elements
of quantitative and qualitative research, results in robust outcomes. This can be
further strengthened by the inclusion of a range of sources of data (Murray &
Graham, 1995; Asadi-Lari & Gray, 2005).

Needs assessment can be defined as “a formal analysis that documents gaps
between current results and desired results, arranges gaps (needs) in priority
order, and selects the needs to be resolved” (Kaufman, 1982, page 75). Needs
assessment should have a systematic approach, with a defined population, it
should be an active process rather than a passive response to demand, and
should consider a range of views or perspectives (Jordan & Wright, 1997).
There are a wealth of needs assessment tools and frameworks available in the
literature, and some have been used previously with people following stroke or
their carers (O’Mahony et al., 1999; Kersten et al., 2002; Low et al., 2003).

Since there is no previously published needs assessment of people following
TIA, a wider search for needs assessment literature was reviewed and possible
frameworks identified. Some needs assessment literature failed to clearly

define the needs assessment tool used, those were excluded.

The tools that appeared to fit the requirements of the research were evaluated
using a number of features including the focus of the research i.e. individual
experience, versus support of service development; the methods used in data
collection; whether the tool allowed for, or encouraged, the use of mixed
methods; and / or a range of respondents, or sources. Suitability was
determined based on these features. Only one framework met all the
requirements, although it had not previously been used in a healthcare setting.

The evaluation of needs assessment tools has been summarised in Table 4.
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Table 4 Evaluation of potential needs assessment tools

health related)

Needs Focus Methods of Mixed Multiple | Suitability
assessment tool data collection | methods | sources
Nottingham Individuals Self-completed
Health Needs questionnaires x x x
Assessment
(Asadi-Lari, Packham
& Gray, 2003b)
Southampton Individuals Postal
Needs guestionnaire x x x
Assessment
Questionnaire,
(Low et al., 2003)
Northwick Park Dependency / Observation of
Care Needs staffing care x x x
Assessment numbers
(Williams, Harris &
Turner-Stokes,
2007)
Case study Service quality | Focus groups
method of needs x v x
Assessment
(Cowley et al., 2000)
Scottish Needs Commissioning | Epidemiological
Assessment of services data and group v v x
Programme discussion
(McEwen, Russell &
Stewart, 1995)
Pharmaceutical Service Interviews,
needs provision postal survey,
assessment open forum,
(Williams, Bond & league table to v v X
Menzies., 2000) prioritise care
Lee’s framework | Needs of Mixed methods,
of needs individuals interviews, v v v
(Lee, Altschuld, & (learners not surveys
White, 2007b)

Of the seven tools identified, four did not focus on the needs or experience of

the individual, and so these were not considered suitable, although in some

cases multiple sources and mixed methods were used. Three tools did focus

on the individual, but, two of those were based on questionnaires in isolation

and therefore would not fit the requirement of the research. One tool met the

above requirements, but, had not been used in healthcare previously. It was

decided that the lack of clinical use was not a reason to exclude the tool, since

people following TIA should have no residual focal neurology, and therefore,

could be considered to be ‘back to normal’, without the need for a clinical slant
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to the tool. The selected framework (Lee et al., 2007b), appeared to fit best,
and intuitively made sense for the author. It was easily aligned to the aims of
the research reported in this thesis, and was selected as the needs assessment
framework to underpin the process of investigation (Lee et al., 2007b). For
convenience and clarity, hereafter, the framework will be referred to as Lee’s

framework throughout the thesis.

Needs assessment at an individual level in healthcare, centres around
functional ability, disability or health requirement (Robinson & Elkan, 1996;
Asadi-Lari & Gray, 2005). There was no evidence in the literature to
demonstrate that people following TIA experienced any change in function or
health status, so a needs assessment framework that did not contain a health
dimension seemed to fit the situation better. By selecting a needs assessment
tool that moved away from the use of a biomedical model, it was possible to

focus on people and their needs, rather than the condition.

Lee’s framework was previously used in education. Needs assessment was
considered as a five-step process (Kaufman & English, 1979; Witkin &
Altschuld, 1995; White & Altschuld, 2012), where each step linked to a task
within the programme of research and included a range of stakeholders, using a
mixed methods approach. Each step forms an objective within this programme
of research, see Table 5. The use of more than one type of stakeholder in this
model demonstrates the inter-relatedness of views between groups. By
including the views of more than one group a more comprehensive
understanding of needs can be developed and therefore a more robust model

developed.

Lee’s framework for needs assessment (2007b), utilised a sequential mixed
methods approach, first using quantitative methods followed by qualitative
methods, as described by Creswell (2015). The quantitative element of Lee’s
needs assessment was a web-based survey using closed questions. The
gualitative element of Lee’s needs assessment used open-ended questions in a
web based survey. His subjects were students (who were familiar with the
services being investigated, and regularly used the Information Technology (IT)
systems employed for the research) and faculty staff, who could also be
expected to know about service provision and relevant IT. Analysis of the data
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collected was initially based on group comparison using statistics. In the
qualitative part of the needs assessment, the differences between groups were
highlighted and participants were asked their views on why differences might be
present. This was followed by thematic analysis of responses. Lee reports that
although using mixed methods and a range of participants results in complex

data, the benefit is that the findings are more complete and comprehensive.
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Table 5 Mapping of the programme of research onto the five steps of

Lee’'s framework

Lee’s framework Phase of Aim / methods
research

Step 1 Phase 1

Ascertaining current status Survey of service provision and models
across mainland Britain

How are current services

configured and run?

Step 2 Phase 2a

Identifying ‘ideal’ state Professionals’ perceptions of needs shape
the services that they deliver, but are likely

What do stroke specific staff to differ from those of the people

perceive as the needs of experiencing the medical condition under

people following TIA? scrutiny

What needs and concerns are

reported by those who have

experienced a TIA?

What are the views of ‘carers’

regarding peoples’ needs

following TIA?

Step 3 Phase 2b

Quantifying gaps between People who have received a diagnosis of

what should be and what is TIA must be involved in identifying their
own needs, because they are the only ones

Which reported needs are who have the lived experience. Carers

perceived by patients as were asked about both their perception of

common / uncommon, met / need on behalf of the person they

unmet? supported, and their own perceived needs
within that role. They were also asked to
comment on whether, and how, needs
were met

Step 4 Phase 2c

Analysing causes of Professionals who work in the field of TIA

discrepancy were asked about insights into how needs
could be identified and met

Which of the needs identified

by people following TIA do

health care professionals feel

they meet?

Step 5 Phase 3

Establishing priorities

Is it possible to develop a
model of needs following TIA?
And how might those needs
be met?

Expert panel comprising staff, patients and
carers, reviewed data from the on-going
research to establish how needs can best
be identified and met, enabling synthesis
and validation of findings from previous
steps
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Over the course of the research, the methods move from Phase 1, which is
predominantly quantitative, with some free text data, to Phase 2 which is mixed
methods, using both quantitative and qualitative research methods to Phase 3,
that uses almost exclusively qualitative research methods. See Figure 5.

Figure 5 Demonstrates the movement from quantitative to qualitative
research methods throughout the research

A Phase 3 1 a

Qualitative Phase 2 Quantitative

Phase 1

v

Time

3.6 Methodological approach

Phase 1
This phase of the research used primarily a positivistic approach having a

quantitative paradigm. There were some free text responses to enable other
responses and views to be shared. Although this is ‘thin data’ and could not be

probed in more depth, it could inform later interviews and group discussions.

A survey was selected as the research method of choice for this study, because
it offered a mechanism by which a wide range of participants from a wide
geographical area could be sampled, using minimal resources, and taking a
relatively short time (Kellerman & Herold, 2001; Edwards et al., 2002; Sahlqgvist
et al., 2011). Another of the benefits of a survey method is the standardisation
of questioning, which enables data to be readily grouped and compared (Moser
& Kalton, 1971). Survey methods require significant planning to ensure the
correct questions are asked and the optimum amount of information collected
(Edwards et al., 2009). The main drawback to survey methods is that poorly
considered survey questions can be difficult to answer and deliver ambiguous
data (Sahlqvist et al., 2011). There is also evidence that longer questionnaire s

have a lower response rate (Edwards et al., 2009). Low response rates can
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make interpretation of results more difficult and can lead to bias in the data
obtained (Murphy, 1993; Cook, Dickinson & Eccles, 2009; Fan et al., 2010;
Sahlqvist et al., 2011). This is of particular concern when it is not possible to
verify whether responders are representative of the population of interest (Cook
et al., 2009). This survey used a cross-sectional design, as data was being

collected at a single contemporaneous point in time (Moser & Kalton, 1971).

Other methods considered and rejected were structured telephone surveys, or
observed practice. These were considered impractical due to time and cost
constraints. Observation would offer in-depth understanding of individual TIA
service provision, but would not give an appreciation of wider services across
the UK, also there would be a requirement to gain ethical consent for clinical
observation, which would add considerable cost and time.

Phase 2
A mixed methods approach enabled in-depth insights into healthcare staff and

patients’ views of their needs following TIA. Basing the enquiry on the SNM
allowed a uniformity of approach to be achieved with a quantitative dimension
using surveys and questionnaires. A qualitative perspective was achieved
through discussion in interviews and focus groups of the needs identified, both

from the SNM and by clarifying needs that were unique to people following TIA.

In relation to qualitative data collection it is important to understand one’s own
beliefs and how they might impact on data collection and interpretation (Crotty,
2003; Walsh & Downe, 2006; King & Horrocks, 2010; Corbin & Strauss, 2015).
The perspective adopted for this study is based in interpretivism (Crotty, 2003),
which aims to establish an understanding of the issues rather than just
cataloguing them. Much of Phase 2b methodology was based in the qualitative
paradigm, where data collection and analysis are systematic and iterative in
nature. Theory as a concept can be considered as the linking of two features,
based on the experience of an individual, where the two features are linked by a
relationship. As data are collected, they are reviewed and coded. Each code is
associated with a concept, and as the concepts grow and develop, so theory
can be built. This research was based on two pre-constructed frameworks, that
of needs assessment, based on the work of Lee (Lee et al., 2007b), and also
the Stroke Needs Mapping (French et al., 2008), which was used as a starting

point for the content of the research in Phase 2. The aim was to use these
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constructs to help shape the research, without allowing them to constrain the
data obtained. This would allow the data to demonstrate where there was a
good fit with the SNM, and not force data into pre-existing categories where the
fit was less good. As the research developed through the various sub-studies in
Phase 2, the SNM became less influential. The data led the enquiry as each

interaction informed the following encounters.

Individual semi-structured interviews enabled exploration of the relevant issues
and also allowed the participants the freedom to introduce information that they
felt was relevant to the discussion. There were also benefits to using a focus
group strategy for understanding needs and performing needs assessment, one
of which being its interactive nature, allowing discussion between participants
(Kruegar & Casey, 2009). Focus groups can tease out a variety of views and
experiences in a way that individual interviews cannot by combining people who
share characteristics to help the researcher understand the topic. These
groups gathered the opinions of people who had experienced, or been given,
the diagnosis of TIA. Focus groups are group discussions that are conducted in
a non-threatening, permissive environment designed to promote self-disclosure
to the degree the participant chooses. This method is thought to be helpful
when considering needs and has been used widely in needs assessment in

education (Kruger & Casey, 2009).

Finally, in Phase 2c, professionals who regularly cared for people following TIA
offered their insights into patients’ needs, and how they are identified and met.
This sub-study considered a range of material that had been obtained from
Phases 2a and 2b. Professionals were asked about their views on needs

following TIA, particularly regarding the unique needs previously identified.

Other approaches that were rejected included in-depth unstructured interviews
with any or all three groups of participants. This would have given rich data, but
the use of the SNM enabled easy comparison between groups, thus highlighting
any mis-match between the perceptions of the various groups.

Phase 3
Throughout, but especially in this phase of the research, the axiology (ethics)

was based on beneficence, respect and justice, with a focus on fairness,
honesty and reflexivity. The aim within a constructivist axiology is to ensure the

participant voices are heard, through transparency of analysis. The ontology
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(Drummond, 2005) was relativist, demonstrating that the context is important
and that individual mental constructs of reality exist. This means that multiple
and potentially conflicting perceptions or truths may co-exist, this is because
people construct meaning based on their experiences. Knowledge is
constructed rather than objectively existing. The epistemology in this phase
was based on the idea that the researcher and participant were co-creators of
research findings. The methodology used was based on interactions between
researcher and participants, where consensus was sought using a small focus

group or participants using purposive sampling.

By aiming for maximum diversity within the group (patients, staff and a carer),
the benefit of using a focus group method for the expert panel meeting was the
interaction and discussions that provided richness to the data (Krueger &

Casey, 2009), and helped to validate the proposed model.

Finally, it is necessary to consider the researcher’s perspective, since that will
inevitably impact on the way that findings are obtained and viewed (Walsh &
Baker, 2004). The researcher is a nurse practitioner involved in the care of
people following TIA and stroke. She works extensively with people who have
been given a diagnosis of TIA, which is what sparked the interest in the
research initially. It has proven challenging to switch from the role of
practitioner to researcher and back again, since the roles are very different and
require different skills and responses. This was perhaps one of the biggest
challenges for the researcher and will be explored further, later in the thesis.

Other research
Since the research reported in this thesis started, work has been published from

Canada, looking at ‘actual’ and ‘ideal’ services for carers in acute and
rehabilitation stroke care (Rochette et al., 2013). This research used a two-part
design employing first interviews and then focus groups with patients, staff and
carers. The focus groups were asked to discuss the findings from the
interviews. Sampling throughout was purposive and data was analysed
iteratively, and fed back into later interviews or focus groups for further
consideration. The authors were explicit regarding theoretical stance, but did

not identify a specific needs framework within the research.
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That research bears similarities to this thesis. However, it only looked at part of
the needs assessment process, which correspond to steps one and two of
Lee’s framework (identifying ‘current status’ and ‘ideal state’). The research
explored the needs of carers and relatives of people who had experienced
stroke, whereas this thesis reports the needs of people following TIA
themselves. Although there are similarities between the methods used in this
thesis and the research undertaken by Rochette et al., (2013), this thesis
considers all five steps of the needs assessment framework in relation to needs

experienced following TIA.

3.7 Summary
In this chapter, we have explored the theoretical underpinning of the research

presented in this thesis. The rationale for choices made has been provided and
clarity has been provided about the concept of needs, needs assessment and
the reasons for the choice of needs assessment tool. This has set the
theoretical scene for the following research. In chapter four, Phase 1 will

describe the quantitative research into TIA service provision in 2011.
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4. PHASE 1 — SETTING THE CONTEXT OF TIA SERVICE PROVISION
AT THE START OF THE RESEARCH

4.1 Introduction
Chapters One and Two presented an overview of the context and literature that

underpins the research presented in this thesis. Phase 1 presents the
development of, and findings from, a survey of a range of TIA services provided
by the NHS in mainland Britain in 2011. The aim of this survey was to develop
an understanding of TIA services currently available in Britain in relation to
organisational structure, service provision and alignment with best evidence
based practice, with emphasis on the provision of follow-up care. This phase
will create a context in which to later explore to what extent current services

might identify and meet the needs of someone following a TIA.

4.2 Background to Phase 1
Previous research relating to TIA focussed mainly on diagnosis and treatment

of the condition. Some audits of TIA service provision had been conducted, but
these reported the process of TIA service provision rather than the content and
guality of provision. Since there has not been a published comprehensive
needs assessment following TIA, it is difficult to establish whether the services
available meet the needs of people who have experienced a TIA. In this phase,
the available audit results will be considered together with the national
documents which have influenced TIA service development.

The British Association of Stroke Physicians (BASP) reported a benchmarking
survey of stroke services, including TIA service provision, which was conducted
from November 2000 to February 2001 (Rodgers et al., 2003). This survey
identified 54 neurovascular clinics from 91 responses, one of which was
described as ‘one-stop’, where all assessments and investigations were
completed on the same day. A further survey of TIA services was conducted in
2003 and published in 2007 (Beech et al., 2007). At the time of publication, the
‘Gold Standard’ model of TIA management was seen to be a ‘one-stop’ model
where all investigations were completed and results reviewed on the same day,
leading to a diagnosis and initiation of treatment, during a single consultation
(Blight et al., 2000). In 2003, when data for the Beech et al. study was
collected, follow-up was not seen as an ideal model, and there was no

requirement specified for follow-up. One reason for this might be that follow-up
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was seen to offer an opportunity to delay investigations that were difficult to
obtain quickly, thus delaying diagnosis and treatment. It was the launch of the

NSS in December 2007 that formally suggested follow-up should occur:

“A follow-up one month after the event, either in primary or

secondary care, means that medication and other risk

factor modification can be assessed, and screening for

cognitive or other subtle neurological impairments should

be performed. Any neurological deterioration or recurrence

should trigger further investigation.”

National Stroke Strategy (DH, 2007) Page 26.

There were, however, no references cited in the NSS to support the
recommendation, and little published data available at that time regarding
cognitive or other sequelae of TIA.

There were massive changes in the provision of TIA services between 2006
and 2010. In 2006, 78% of sites offered a neurovascular clinic, with median
delay of 12 days from referral to attendance (ISWP, 2006). The target at that
time was for patients to be seen within seven days (ISWP, 2004). By 2010,
98% of sites had a neurovascular clinic, with a median delay of three days from
referral to attendance (ISWP, 2010), although only 10% of services offered a
seven-day service. The typical delay between referral and first attendance
might, however, represent a much longer delay between onset and first
attendance, due to potential delays in people reporting their experiences.
Changes in TIA service provision were further expedited by a national
requirement for reporting performance at an individual Trust level via Outcomes
Framework with ‘Vital Signs’ monitoring (NHS England, 2012), and the
introduction of a best practice tariff for TIA services (NHS England, 2011). The
Vital Signs Monitoring Returns were focussed on the proportion of higher risk
patients seen and treated within 24 hours of first contact with a health
professional. Figures had to be submitted to Primary Care Trusts monthly.
Payment by Results and the Best Practice Tariff (NHS England, 2008, 2011,
2013) also incentivised the provision of 4 week follow up in line with QM 6 of the
NSS (2007), despite a lack of evidence upon which this recommendation was

based.
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The above surveys and audit reports provide a picture of improved provision of,
and access to, TIA services in terms of the number of clinics available (per
week or month), and shorter waiting times from referral to attendance in a
secondary care environment. However, there was little detail in these reports
about what clinic consultations included, and no information at all about TIA
follow-up services. In 2003, the first benchmarking exercise undertaken by
BASP was published (Rodgers et al., 2003). This identified the staff groups that
were involved in TIA clinic provision. It also presented some information about
the content of clinics, such as access to imaging. The Beech survey of BASP
members conducted in 2003 and reported in 2007 highlighted the background
of respondents (for example, Elderly care, Neurology, Vascular), the frequency
of clinics, and the availability of, or delays in, accessing investigations (Beech et
al., 2007). These surveys were building a picture of the processes of TIA

service provision.

None of the above audit or survey methods could answer research questions
relating to what typically happens at the initial and follow-up attendances at a
TIA clinic. For this reason, a new survey tool was needed which would combine
some of the same questions previously used together with others designed to
obtain the new information required. It was also important to be able to
evaluate each service description against the key features of ‘best practice’ in
TIA management. A description of ‘best practice’ in TIA patient management
was, however, not explicitly available, perhaps due to the discrepancies
between the NSS, NICE and the national guidelines.

The NSS (DH, 2007) and the NICE Guideline 68 (NICE, 2008) were therefore
reviewed in order to identify possible elements of best practice in TIA care.

Four key features were identified:

1) Access to TIA clinics seven days per week service. A seven-
day service is necessary to meet the target of seeing people
within 24 hours of onset of TIA symptoms (NICE, 2008) or within
24 hours of first contact with a healthcare professional (DH, 2007).

Logistically this is the only way targets could be consistently met.
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2) Stroke Specialist clinical input. This refers to registered
medical practitioners with a recognised specialism in stroke, which
would enable the provision of a specialist assessment which
includes the exclusion of stroke mimics, identification of vascular
territory and likely causes, appropriate investigation and treatment
(NICE, 2008). There is also evidence that when specialist
clinicians are assessing the patient, fewer unnecessary
investigations are requested (Karunaratne, Norris & Syme, 1999),
having a positive impact on both the individual patient and the
health economy as a whole (DH, 2007). It is recognised that TIA
is a difficult diagnosis to make (Brown, 2001; Johnston, 2002;
Farhat et al., 2009). A specialist would be expected to be more
likely to correctly diagnose both TIA and TIA mimics.

3) Investigations and results (brain imaging, carotid artery
imaging, blood tests and 12-lead ECG) available on the day of
contact. Access to not only investigations, but also the results on
the day of first attendance in clinic enables the clinician to
consider all relevant information in the formulation of a diagnosis,
thus improving accuracy, ensuring appropriate treatment can start
immediately and reducing diagnostic uncertainty as much as
possible. This can be viewed as the ‘one-stop’ model where
investigations, diagnosis and treatment all occur at a single
attendance.

4) All TIA patients receive follow-up. The NSS was the first
national document that suggested follow-up was an important
activity after TIA (QM 6; DH, 2007). The recommendation was for
follow-up at four weeks to review medication, reinforce risk factor
management and assess for subtle neurological impairments.
This also offers an opportunity to review the diagnosis and answer
any patient questions. Potentially, unresolved needs of the patient

could also be identified and addressed at this attendance.

In terms of service provision these four elements are all needed but are not
necessarily sufficient to provide an optimum service. This is because if only the

activities mandated by the national documents occurred, then the care might
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not be patient centred and patient needs could remain unidentified and

unresolved.

Phase 1 Aims
1. To identify the types of activity that occur in both initial TIA contact and

TIA follow-up appointments.
2. To evaluate service provision in relation to ‘best practice’.
3. To identify a range of service delivery models that might be investigated

further in subsequent stages of the research project.

Phase 1 Objectives
1. To develop a survey tool to capture data about organisational structure

and specific provision of TIA services.

2. To evaluate the provision of key features of best (evidence-based)
practice.

3. To compare findings with previously published data (Rodgers et al.,
2003; Beech et al., 2007).

4.3. Development of the survey

Rationale
The basis of this enquiry was quantitative in nature and one of the benefits of a

survey method is the standardisation of questioning, which enables data to be
readily grouped and compared (Moser & Kalton, 1971). Survey methods
require significant planning to ensure the correct questions are asked and the
optimum amount of information collected (Edwards et al., 2009). The main
drawback to survey methods is that poorly considered survey questions can be
difficult to answer and deliver ambiguous data (Sahlgvist et al., 2011). There is
also evidence that longer questionnaires have a lower rate of response
(Edwards et al., 2009). This survey could be considered a cross-sectional
survey, as data was being collected from a single contemporaneous point in
time (Moser & Kalton, 1971).

The guestionnaire was developed to identify a range of service models by
identifying which events occur at the initial secondary care contact. In the

services where follow-up was offered, information was requested about which
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clinicians were involved in the provision of follow-up care, and what activities

typically occurred during these encounters.

Purpose and survey design
To ensure optimum response rates, it was necessary to design a survey tool

that would be acceptable to busy clinicians. This required questions that could
be answered in relation to a typical clinical encounter, rather than requiring data
relating to specific patients. The data was requested to answer the research
guestion ‘what typically happens at the initial and follow-up contacts at TIA
clinic?’ It was the service provision, rather than the service outcomes that were
of interest. The questions included in the survey were designed to give an
insight into the patients’ experiences rather than the internal organisation of the
healthcare provider or their performance metrics.

Objectives of the survey
There were four main aspects of TIA service provision that were to be covered

by the survey. These included:

1. Organisation. Information about frequency of clinics and durations of
appointment slots.

2. Personnel. The background discipline and job role of staff involved in
the provision of TIA services.

3. Activity. A clear understanding of which events occurred in initial
attendance and follow-up clinics.

4. Service models. This was not explicitly asked in the survey, but derived
from the replies received in response to organisation, personnel and
activity. Evaluation of responses against the key features of a best
practice service identified by the author with reference to the NSS (DH,
2007) and the NICE Guideline 68 (NICE, 2008).

Survey development
Questions were developed to obtain the information outlined in the survey

objectives. All questions were designed as closed questions with a variety of
forced options (either single or multi-response), but all questions also had a free
text area in which additional information or clarification could be added.

Where possible, questions were developed that would allow comparison

between data obtained from the planned survey and the data presented by the
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previous surveys of BASP members regarding TIA services (Rodgers et al.,
2003; Beech et al., 2007).

Shorter questionnaires that are under 1000 words in length (Jepson et al.,
2005), or that take less time to complete, (Fan et al., 2010), are more likely to
be completed. For this reason, the questionnaire was limited to thirteen
questions: six about initial contact, six about TIA follow-up, and a final question
asking whether the participant would be willing to be contacted to discuss their

responses in more detail.

Pre-testing (1)
Pre-testing of the initial questionnaire was conducted to establish whether the

survey questions were easy to understand and would give rise to the desired
type of responses. Pre-testing of the questionnaire is thought to be good
practice in survey design (Bourque & Fielder, 1995; Jackson & Furnham, 2000),
as it enables any lack of clarity to be identified prior to survey distribution and

changes made accordingly (Fink, 2009).

The questionnaire was developed by initially collating the desired questions and
listing a likely range of responses. The output from this was shared with the
research team, who offered suggestions relating to clarity of the questions. In
the pre-test survey, the specific content of responses was not recorded.
Instead, feedback was given relating to ease of completion, clarity of questions,
and time taken to complete, together with suggestions of how the survey might
be improved. This was used to amend the initial version. Feedback was
predominantly verbal and resulted in a number of changes over several

iterations of the survey (Aldridge & Levine, 2001).

Clinical colleagues with an interest in research or stroke were asked to review
the questionnaire and give feedback specifically on the issues outlined above.
The questionnaire was sent by email and colleagues were asked to print and
complete it on paper. They were asked to annotate the questionnaire as they
completed it to capture their thoughts in real-time. A single sheet asking about
the experience of completing the questionnaire, including the time taken to
complete, was also included in the mailing to clarify the questions which the
reviewers should consider in relation to the questionnaire. Feedback was
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collected verbally, and where possible annotated questionnaire sheets were

also collected.

The pre-test questionnaire reviewers comprised three stroke consultants, two
stroke nurse specialists, a neurologist with a special interest in stroke and a
stroke research nurse. Following the initial pre-test questionnaire feedback,
some changes were implemented, including widening the list of personnel who
might be involved in initial and follow-up clinic attendances. It was thought that
for more common possibilities, such as vascular surgeons, it would be better to
include them explicitly in the list of personnel, rather than rely on the catch-all ‘if
other, please specify’. The other changes to the initial contact questions were
to offer the option of investigations being performed prior to clinic, and the
addition of a question about when results were available for tests performed.

Pre-testing (2)
A second round of testing did not reveal any further suggestions for

improvement of the questionnaire, but one final change to the survey cover
letter was required to meet ethical standards. In the covering letter participants
were asked to provide their contact details if they would be willing to discuss
their responses in more detail, or would be willing to discuss the possibility of
further TIA research. The final word count of the questionnaire was 505 words.
The median time taken to complete the questionnaire during testing was
approximately seven minutes (range five-nine minutes). An on-line version of
the questionnaire was constructed using the survey tool SurveyMonkey™
(Appendix B1).

Several iterations of the questionnaire were created before the survey was
finalised. There were a number of recommendations and suggestions offered
by members of the pre-test questionnaire sample group that were not included
in the final survey. These included questions relating to operational
organisation of TIA services, such as requesting information about which
directorate TIA clinics belong to; the use of telephone triage; and branded vs
generic medications. The rationale for excluding these suggestions was the
study’s focus on the patient experience. Other suggestions included use of
home blood pressure monitoring; frequency of blood pressure monitoring and

changes to medication between initial and follow-up attendances. These were
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more patient-centred questions, but it was felt that these issues were unlikely to
be standard across the majority of patients in any one service, which would
make them difficult to answer or appear vague or less meaningful to
participants. It has been demonstrated that questions that are not well crafted
tend to be left unanswered (Fink, 2009).

4.4  Survey method

Setting
The questionnaire was distributed via email correspondence from BASP to their

members in mainland Britain. The survey was conducted in March and April
2011.

Subjects and sampling
All members of BASP were included in the distribution, including both full

consultant members and associate members. Associate members comprised

mainly specialist registrars, stroke trainees and specialist nurses.

BASP members were selected as the study population for a number of reasons.
Firstly, it was the population studied in the two previous surveys of TIA services
and as such would enable comparison between new data gathered and the
previously published data. Secondly, physicians with an interest in stroke, or
specialist training in stroke were likely to be members of BASP. Finally, with
membership numbers running in excess of 600, and 213 acute NHS
organisations providing TIA services, it was felt likely that the majority of NHS

TIA services would employ at least one BASP member.

Ethics
There were no major ethical issues associated with the survey. Consent was

implicit in the completion of the questionnaire. Healthcare professionals were
the population being studied, so there was no requirement for NHS Research
Ethics Committee (NRES) approval. Appropriate approvals from the University
of Central Lancashire (UCLAN) Ethics Committee were granted (Faculty of
Health and Social Care Ethics Committee [FHEC] 478, granted 25™ January
2011).

Survey
BASP were contacted and agreed to circulate the survey to their members via

email. For reasons of data protection and confidentiality, BASP could not share
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their membership list, but agreed to forward the covering letter and invitation,
together with an embedded link to the questionnaire (Appendix B2). Embedded
links have a better response rate to those links that need to be accessed
manually (Bandilla, Couper & Kaczmirek, 2012). Each response was allocated
a number for initial analysis purposes. Where two or more responses were
received from a single site, responses were first sifted to identify the most
complete, then, where there were still multiple responses to consider, the lowest

level of service provision was selected to avoid over-reporting.

4.5 Results

Response rates and distribution of responses
BASP 645 members received an email inviting them to participate in the survey.

73 responses were received from 59 sites across mainland Britain. Responses
were received from 59/213 (28%) of possible acute sites providing TIA services
in mainland Britain, according to the Sentinel Audit results (ISWP, 2011), see

Figure 6.

Figure 6 Geographical Distribution of Responses

Number of sites that responded by Strategic Health Authority Area.

There was at least some representation from all Strategic Health Authority

areas.
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Organisation
Data have been reported in terms of the number of acute services described

rather than the specific number of individual results obtained.

The range of service provision can be seen in Figure 7. Of the 59 services, only
17 offered daily TIA clinics seven days per week (29%). The majority of
services 26/59 (44%) were able to offer a ‘five days a week’ service, with no
provision at weekends. There were six services (10%) that only offered a TIA
service once a week, and so would be unlikely to even achieve the median
delay of three days reported in the 2010 Sentinel Audit (ISWP, 2010). A further
nine services (15%) offered TIA clinics on between two and four days each

week.

Figure 7 The range of TIA service provision
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Duration of initial contact showed variation. The range and frequency of
duration of initial clinic contacts can be seen in Figure 8. The most common
duration of clinic appointment for initial contact was reported as 30 minutes.
This was the case in 30/59 (51%) of services, followed by eleven (19%)

services that offered 20-minute appointment slots. Six services (10%) allocated
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45 minutes for the initial visit, whereas five services (8%) reported 15 minute
appointments. The least common duration of clinic slot was 60 minutes and
was reported in only one service (2%). Five services (8%) reported other
models or durations for initial contact, and one service (2%) did not respond to
this question. It is recognised that the duration of clinic ‘slots’ is only a proxy for
actual appointment duration. Patients might in fact have a longer or shorter

time with the clinician in practice.

Figure 8 The range and frequency of duration of initial clinic contacts
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There were some free text responses relating to the duration of initial clinic
contact. There were comments that the time slot might vary between clinicians
e.g. The Specialist Registrar might have a 40-minute slot, but the consultant
would have a 30-minute slot, in one case the patient was initially seen by an
Advanced Nurse Practitioner for 40 minutes and later by a consultant for 30
minutes. Some services reported they would see the patient again later in the
day with test results. A full list of free text responses can be found in Appendix
B3. There were no free text responses that suggested the individual time

allocation for clinic was too short or too long.

Duration of follow-up contact also varied between services. Figure 9
demonstrates the range and frequency of durations. There was little difference
in the duration of follow-up slot between those services that always offer follow-
up and those that only offer follow-up to some of their TIA patients. The most
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common follow-up appointment slot was for 15 minutes and this was similar for
the services that always offer follow-up 16/59 (27%) and the services that only
offer some patients follow-up 17/59 (29%). One service (2%) offered five-
minute slots, but didn’t see all patients. Three services did not offer follow-up to

any patients.

Figure 9 Duration of follow-up contact
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There were some free text comments relating to duration of follow-up, which
can be found in Appendix B4. Again, there were no free text responses that

suggested the individual time allocation for follow-up was too short or too long.

Personnel
Most clinics were run more than once per week, so for that reason more than

one individual was often involved in clinic provision. Across the 59 sites that
responded, there were 194 professionals identified as participating in initial TIA
clinics, and 122 personnel were involved in follow-up clinics. Only seven
services appeared to be run by single consultants. Table 6 shows the staff
groups and frequency of responses for initial and follow-up clinics. The
participant completing the survey determined whether they classed themselves
and their colleagues as generalists, had a ‘special interest’ or had received
specialist training in stroke care. Special interest in the context of stroke care

denotes a physician with stroke-specific skills, who is actively engaged in care
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of stroke patients on a regular basis and is involved in stroke research or

regularly attends at least annual stroke specific training or conferences.

The most common group of staff involved in initial visits were Elderly Care
Consultants with specialist skills or a special interest (63%). Two other groups
of staff commonly involved in both initial and follow-up clinics were specialist
nurses (initial 56%, follow-up 41%) and stroke specialist registrars (initial 47%,
follow-up 44%). Neurologists (39%) were also involved in initial TIA clinics, but
few (19%) were involved in follow-up encounters. Follow-up clinics were staffed
by a greater proportion of stroke specialist staff compared to initial visits. In one
case (2%) the General Practitioner (GP) provided 4-week follow-up after TIA

and in two services (3%) the patient was seen by a community stroke nurse.

There was a variety of free text responses relating to the staff involved in initial
clinic provision. One comment was the lack of a stroke-specific consultant as
an option, and this comment was received from four respondents. Three
respondents wanted to identify vascular sonographers or technicians, and one
reported that a clinical pharmacologist with an interest in stroke was involved in

the initial contact. The full list of comments can be found in Appendix B5.
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Table 6 The staff groups and frequency of responses within TIA services

Initial clinic Follow-up
clinic
Number of responses n=>59 n =56
General | Specialist

Consultant — Elderly Care 12 (20%) | 37 (63%) 43 (73%)
Consultant- General Physician 5 (8%) 7 (12%) 2 (3%)
Consultant — Neurology 6 (10%) | 17 (29%) 11 (19%)
Consultant — Stroke 0 30 (51%) 7 (12%)
Consultant — Vascular Surgeon 2 (3%) 1 (2%) 0
Specialist Registrar — Stroke 0 28 (47%) 26 (44%)
Specialist Registrar - General 12 (20%) 0 0
Junior Doctor — Foundation Trainee | 4 (7%) 0 3 (5%)
Stroke Nurse Specialist 3 (5%) 30 (51%) 24 (41%)
Clinic Nurse 0 0 3 (5%)
GP 0 0 1 (2%)
Community Stroke Nurse 0 0 2 (3%)

In many cases, more than one professional staff group were involved in initial and follow-up clinics, for this
reason results are reported based on the 59 services, but the percentages for each group may add to
more than 100%.

The clinical background of staff involved in TIA services appears to be similar
between 2003 and 2011, with some variation reported in the survey published in
2007. The highest proportion of staff in each survey had their background in
Elderly Care. There was approximately a 20% increase in input by Elderly Care
Physicians in the results of the 2007 survey, compared with both 2003 and
2011. Both Stroke Specialist and Neurology Physicians are involved in TIA
clinics. These two groups combined are greater than the proportion of Elderly
Care Physicians in 2003 and 2011, but represented half the proportion of
Elderly Care Physicians in 2007. Other consultants that contributed to TIA
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services were General Medicine (approximately 10%), and Vascular Surgeons

(less than 5%). This data is presented in Table 7.

Table 7 The background of consultant medical practitioners running TIA

services
Consultant Rodgers Beech Current findings
2003 2007 2011
n=93 n =102 n=117
Elderly Care 35 (38%) 64 (63%) 49 (42%)
Stroke 26 (28%) 22 (22%) 30 (26%)
Neurology 17 (18%) 9 (9%) 23 (20%)
General Medicine 10 (11%) 0 12 (10%)
Vascular Surgeon 4 (4%) 0 3 (3%)
Other 1 (1%) 6 (6%) 0
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Activity

What was available at one-stop services?
Activity associated with initial clinic attendance was split into four main time-

points for activity which can be seen in Table 8.

Table 8 Shows the reported activity at initial clinic attendance

Time points | Prior to | In clinic Results Within 1

n =59 clinic available | week of
Activity in clinic clinic
Taking history 12 (20%) | 55 (93%) | N/A N/A
Physical examination 0 57 (97%) | N/A N/A
Brain imaging 10 (17%) | 30 (51%) | 27 (46%) | 16 (27%)
Carotid artery imaging 11 (19%) | 39 (66%) | 33 (56%) | 10 (17%)
Blood Tests 0 41 (69%) | 24 (41%) |11 (19%)
Blood pressure 14 (24%) | 50 (85%) |50 (85%) |0
12-Lead ECG 10 (17%) | 46 (78%) | 46 (78%) |1 (2%)
Echocardiogram 2 (3%) 8 (14%) 3 (5%) 21 (36%)
24 Hour (+) Holter monitoring | 1 (2%) 5 (8%) N/A 26 (38%)
Give diagnosis 3 (5%) 52 (88%) | N/A 1 (2%)
Give prognosis 4 (7%) 53 (90%) | N/A 1 (2%)
Lifestyle advice 6 (10%) |53 (90%) | N/A 1 (2%)
Start antiplatelet 14 (24%) | 50 (85%) | N/A 2 (3%)
Refer to Vascular Surgeon 3 (5%) 39 (66%) | N/A 17 (29%)
Consult with Vascular Team | 1 (2%) 20 (34%) | N/A 26 (38%)

These are not mutually exclusive responses. Some sites have given more than one response which
means that percentages are out of 59 services and therefore in some cases the percentages do not add

up to 100%.

Services were mapped against current clinical guidelines (NICE, 2008). 27/59

(46%) sites offered brain imaging and results at first contact, 33/59 (56%) of

sites could provide carotid artery imaging and results on the same day, and
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31/59 (54%) of services performed and reported echocardiography within one

week of first contact, as required by current clinical guidelines (NICE, 2008).

Less than half the sites had access to the results of blood tests whilst the
patient was in clinic, which might impact on which medications were started in
clinic. It would appear that not all services gave the patient a diagnosis or
prognosis at the initial attendance. Free text responses gave some extra detail
about what might occur at an initial consultation. Some services reported
starting statins or anti-hypertensives. Also mentioned was giving advice about
driving. Several responses reinforced the variability of presentation of TIA and
the range of responses reflects this. A full list of the additional free text
responses can be found in Appendix B6.

The planned comparison made between available data from the two previous
surveys of BASP members relating to TIA service provision (Rodgers et al.,
2003; Beech et al., 2007) and the data obtained in the current study (2011) can

be seen in Table 9. Comparable data was not available for all parameters.

The proportion of patients who received their brain imaging in clinic or before
increased at each audit, ranging from 24% (2003) to 68% (2011). The
proportion of tests performed within a week increased in 2011 for brain imaging,
carotid imaging and echocardiography, but this is likely to be due to patients
needing to wait more than a week during previous audits, rather than access to

imaging becoming worse.
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Table 9 Comparison of TIA service provision between three surveys of BASP members

Investigation
Brain imaging Carotid imaging Echocardiography
Rodgers Beech Current Rodgers Beech Current Beech Current
findings findings findings
2003 2007 2011 2003 2007 2011 2007 2011
n=45 n=78 n =59 n=44 n=78 n =59 n=78 n =59
Test
performed in
clinic or 11 (24%) 26 (34%) 40 (68%) 18 (41%) 35 (45%) 50 (85%) 9 (12%) 10 (17%)
before
Results
available in
clinic 27 (45%) 33 (56%) 3 (5%)
Test
performed
within 1
‘(’;"If’nellé after 7 (16%) 7 (9%) 16 (27%) 4 (9%) 5 (6%) 10 (17%) 1 (1%) 21 (36%)

Shaded boxes represent parameters where no data were available.
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Follow-up characteristics

Less than half the services provided routine follow-up for all patients following
TIA 24/59 (41%), but 30/59 (51%) reported they offered some patients a follow-
up consultation. Where follow-up was offered, it was typically conducted in an
out-patient clinic 48/59 (81%). However, 5/59 (8%) were seen in other locations
e.g. the stroke ward, 4/59 (7%), their own homes and one patient each was

seen in a community hospital day centre and a GP surgery, (2% each).

The content of the follow-up visits appeared similar where they were offered.
See Table 10 for details of activities reported at follow-up contact.

Table 10 Activities occurring at follow-up contact

Activity Services offering Services offering follow-
follow-up to all up to some patients with
patients with TIA TIA

n=24 n=30

Confirming diagnosis 21 (88%) 21 (70%)

Giving test results 22 (92%) 25 (83%)

Discussing 21 (88%) 21 (70%)

prognosis

Modifying medication 23 (96%) 26 (87%)

Giving information 23 (96%) 24 (80%)

Lifestyle advice 23 (96%) 21 (70%)

Answering questions 24 (100%) 25 (83%)
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Other activities identified included ordering any outstanding tests, referral to
other teams e.g. vascular surgeons, neurology, haematology, cardiology and

referral to a stroke group. See Appendix B7 for all free text responses.

Features of best practice
Table 11 shows the percentage of services that met each of the four key

features of a best evidence-based practice service (page 52).

Table 11 The Four Key Features of Best Practice

Key Features of Best Practice Sites That Have This Feature (%)
n =59
Seven days per week service 17 (29%)
Stroke Specialist clinical input 57 (97%)
Investigations and results available on 17 (29%)
the day of contact
All TIA patients receive follow-up 24 (41%)

Figure 10 shows the distribution of key features of best practice. Only two
services (3%) met all four key features of best practice. Two services did not
have a consultant with a special interest, or specialist training in stroke or
neurology, but both offered investigations and results at first clinical contact,
although not seven days each week. Of the responses received, 13/59 (22%)
offered three of the key features; 24/59 (41%) offered two of the key features,

and 20/59 (34%) offered only one of the key features of a best practice service.
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Figure 10 Venn diagram showing the numbers of services offering
combinations of four key features of best (evidence-based) practice
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Twenty of the services reported that they were run by stroke specialist staff, but
did not meet any other feature of a ‘best practice’ service. Seventeen services
were offering a seven-day service and a further 17 (not necessarily the same
services) were able to obtain both investigations and results at first contact, thus
enabling diagnosis and the initiation of treatment and referrals as appropriate.
Twelve services offered follow-up for all TIA patients, and had specialist staff,
but were unable to offer the other two elements of ‘best practice’, whereas only
two services met all four key elements of best practice. The less common
service configurations included those that met all four key features of a best
practice service; Services where there was no secondary care (or formal
primary care) follow-up; Services with a very brief (5 minute) medical follow-up;

and Services with a long (30 minutes +) nurse-led follow-up.
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4.6 Discussion
The main findings of the survey are that services have changed dramatically

since the previous survey reported in 2007. Many more sites are now offering
five or seven-day services, a greater proportion can access investigations and
obtain the results of these on the same day, and only 5/59 (8%) services do not
offer follow-up to any of their patients. Composition of the types of clinical staff

providing services has remained similar across the three surveys.

Study limitations
The key limitation (for any survey) is that people’s responses might not always

match what happens in practice. This risk was minimised as far as possible in
the study design by only asking for information that was expected to be readily
available.

One of the major limitations of this survey was that whilst having BASP
distribute the invitation to participate, thus providing a prestigious ‘sponsor’
(Murphy, 1993), BASP were unwilling to send any reminders to their
membership, to protect members from multiple mailings and ‘overloading
members’ inboxes’ (personal communication). One of the evidence-based
strategies for improving response rates is sending reminders (Asch,
Jedriziewski & Grey, 1997; Edwards et al., 2002; Edwards et al., 2009;
Sahlqvist et al., 2011). Doctors are recognised as a hard-to-reach group, for
surveys (Murphy, 1993; Asch et al., 1997; Kellerman & Herold, 2001; Cook, et
al., 2009; Edwards et al., 2009).

Due to the inability to review the BASP membership list, it was not possible to
judge whether the group who participated was truly representative of the 213
acute NHS services offering TIA care. It was also impossible to determine
whether there were in fact differences between responders and non-responders
who received the invitation to participate. Another potential source of bias is the
use of BASP to distribute the survey. It is possible that physicians who run
stroke services and are not members of BASP may differ from those who are
members. Itis also possible that membership develops clusters, where a

number of clinicians in a particular hospital or area are all members.
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Within the questionnaire, clinicians were not specifically asked about whether
patient needs were assessed, but a number of the elements included within
follow-up activities could be seen as a marker for needs assessment,
particularly answering questions, clarifying diagnosis, giving information and

offering lifestyle advice.

It was essential that the questionnaire was easy to complete, with a view to
optimising response rates. However, there can be many reasons for non-
response: lack of time, lack of perceived relevance to participants, survey
fatigue, and oversight (Aldridge & Levine, 2001). Strategies to improve
response rates were considered. Pre-notification, reminders and follow-up were
not permitted by BASP, which is unfortunate as they have been demonstrated
to be effective in improving response rates (Bourque & Fielder, 1995; Bowling,
2002; Fink, 2009). No financial incentive was offered, although this has also

been shown to have a positive effect (Aldridge & Levine, 2001; Fink, 2009).

Survey development
There was no pre-existing survey tool available for use, so it was necessary to

develop a questionnaire that would address all the questions required, whilst
being clear and concise (Bourque & Fielder, 1995; Fink, 2009).

During testing, there were some recommendations relating to the inclusion of
guestions relating to the timing of events such as time from onset to first
contact; and timing of carotid endarterectomy. These questions raised
interesting points, but the focus of the survey was on ‘who, how and where’
rather than on timings. Due to the need to keep the questionnaire short and
focussed these questions were also not included. Finally, the annual number of
patients seen was suggested but rejected as a survey question, due to a
consensus that most clinicians are aware of annual stroke admission numbers

but far fewer could give a reasonably accurate figure for TIA attendances.

Main survey subjects and sampling
The response to the survey was 73/645 (11.3%). However, not all of BASP

members are stroke physicians, and it is possible that those who were not, were
less likely to respond. In a study looking at clinician response rates in a similar

survey of clinicians, up to a third of the distribution was to incorrect addresses
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or ineligible subjects (Wiebe, Kaczorowski & MacKay, 2012). When looking at
the proportion of responses in relation to acute hospital sites, the figure
improves to 59/213 (28%) services, which is not dissimilar to other postal and
email distributed surveys of physicians and other busy professionals (Scott et
al., 2011). Itis not clear whether there are BASP members working in every
one of the 213 acute services identified in the Sentinel Stroke Audit report
(ISWP, 2011). It could also be that where multiple members of a team received
an invitation, in some teams, only one person responded, since the information
should theoretically be the same for each team member reporting a single

service.

The use of the internet for distribution and collection of survey data may reduce
response rates by up to 11% (Manfreda et al., 2008; Fan et al., 2010). One
possible mechanism for the lower response rate could be rapidly changing
email addresses, referred to as ‘churn’ (Bandilla, et al., 2012), and the risk that
emails will be removed from the inbox by ‘spam filters’. However, since the
mailing was from BASP, a group to which recipients are paying members, these

factors were thought less likely to have a detrimental impact on response rates.

Using BASP to distribute the questionnaire lent credibility and facilitated efficient
targeted distribution to physicians who are recognised as having an interest in
stroke. However, it was not possible to send a reminder, which may account for
the lower level of response. There was some representation from all regions,
and a relatively good response from Scotland. A lack of response was noted
from South East England and Wales. A further difficulty arose due to multiple
responses from individual sites (often reporting slight differences in service),

which might have led to sites under-reporting progress towards best practice.

A further limitation could be that membership of BASP implies a keen interest in
stroke. It is possible that the sites without a response were different to those
from whom a response was received. Those sites where stroke is not seen as
a priority, or the clinicians are less engaged with the professional stroke
community generally, might be less progressive with service development. This

suggests there is likely to be a degree of self-selection bias, and those clinicians
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who believe that their service is high quality are more likely to respond than

those who feel there are still major changes in service provision to be achieved.

Survey results
Organisational

When comparing the results of the current survey with those of the Sentinel
Organisational Audits (ISWP, 2006; 2008; 2010), consideration should be given
to the fact that Sentinel was specifically asking about speed of access and not
necessarily the nature or quality of the contact. The Sentinel audits also report
the proportion of patients being admitted to enable target requirements to be

met, which the current study does not.

One feature that could be compared with Sentinel Audit results is access to
carotid artery imaging. In the 2010 national audit only 20% of services could
offer daily access to Duplex scanning or other carotid imaging, with results also
available on the day of first attendance. Within this study cohort 21 sites (36%),
reported that their patients can access clinics and carotid imaging every day of

the week.

Daily TIA services were provided throughout the year to enable patients to
access services within 24 hours in 17/59 (29%) sites. Weekday only services
were provided by 26/59 (44%) of sites. There are still sites where TIA clinics
continue to be provided on only one day per week 3/59 (5%). It is likely that
those sites providing fewer TIA clinics per week are the ones where there is a
single clinician providing the service. Unfortunately, this was not possible to

confirm based on the data obtained.

Personnel

When data was analysed to look specifically at which groups of consultant
clinicians are involved in TIA services, it could be seen that there has been little
overall change during the past decade, see Table 7. One significant difference
is the reduction in single-handed clinics, which appears to have fallen from 56%
in 2003 (Rodgers et al., 2003) to 12% in 2011. This is likely to be due to the
requirement for very much more frequent clinics latterly, and an increase in the

numbers of stroke physicians.
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There are still generalist clinicians involved in TIA clinics. Although a minority,
this is clearly not ideal. It is recognised that establishing a diagnosis of TIA is
less than straight forward and requires a level of skill and experience, and even
then, there are discrepancies in diagnosis (Kraaijeveld et al., 1984; Koudstaal et
al., 1986; Koudstaal, Gerritsma & Van Gijn, 1989; Castle et al., 2010). Within
the survey, respondents were asked which types of clinician were involved, but
not how often each type ran clinics. It is likely that most TIA consultations are
managed by stroke specialists, with support and cover from generalists,
although this cannot be confirmed by the survey data. There were no initial
clinics run solely by nurses. That is not to say that specialist nurses do not see
patients at first attendance, but that they are part of a team including physicians
or surgeons. It is unlikely that the sample population created a bias against
reporting nurse-led initial consultations, since the BASP sample included

associate members which also represents nurses.

Activity

The vast majority of services were able to give their patients a diagnosis on the
initial visit 52/59 (88%), and 53/59 (90%) reported discussing prognosis. Itis
worrying to note that only 50/59 (85%) would start antiplatelet medication in
clinic if it had not already been started by the clinician at first contact. This
means that up to 15% of patients would not receive the treatment
recommended in the NICE guidance 68 (DH, 2008). Lifestyle advice was also
reported as an activity at initial contact in 50/59 sites (90%). Two thirds of
clinics could refer patients to vascular surgeons during clinic in (39/59) of
services, and one third (20/59) of clinics were reporting being able to have
patients seen that same day.

Those services where TIA follow-ups were routinely provided demonstrated a
more comprehensive approach to the activity. This included more consistently
discussing results, diagnosis and prognosis, together with review and where
necessary, modifying medication and promoting healthy lifestyle behaviours.
Answering questions and giving information were more likely to occur when
people were seen in services that routinely offer follow-up. Whilst all these
activities were also carried out by those services that only followed up some of

their patients after giving a TIA diagnosis, they were consistently less likely to
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happen than at those site that always follow-up their patients. It might be
suggested that the routine follow-up led to a more standardised and consistent
approach and in those services where only selected patients received follow-up
it was more individualised. However, there is insufficient evidence to support
that argument. It seems unlikely that patients did not have their questions
answered. However, the self-reported number of services that only follow-up
some of their patients said that only 83% of patients would get their questions
answered, as opposed to 100% in the services that always offer follow-up. This
could be due to misinterpretation of the question, but is none the less surprising.
There were no free text comments that explain this difference. Five sites
offered no follow-up. So, in 30/54 (56%) of services patients may or may not
get follow-up, and the quality of that follow-up in terms of the activities surveyed

is likely to be less consistent than in services where all patients get follow-up.

This also suggests that patients may not get their needs assessed or met, since
up to 20% may not be given information, up to 30% may not be given lifestyle
advice and up to 17% might not have their questions answered. Whilst it is
recognised that not all patients require all the elements outlined in the survey, it

would be expected that they should be available if needed.

Key features of best practice
In the Beech et al., survey (2007), the results showed that the majority of

services were not meeting their targets of seeing patients within two weeks of
symptom onset. It also showed that 70% of services had at least a one week
delay for CT brain imaging and in 7% of services the delay could be as much as
eight weeks. Carotid artery imaging was also subject to delay with 41% of
services waiting more than 7 days for access. Only 13% of services could offer

echocardiogram within 7 days of clinic attendance.

There is an improvement in TIA service provision between 2003 and 2011,
reflecting the keen focus on TIA over the intervening 8 years, particularly since
the publication of the National Audit Office Report (NAO, 2005) and the NSS
(DH, 2007). Only 2/59 (3%) of services in the current study were offering a
‘best practice’ service, especially since there was a self-selected group of
responses, from clinicians sufficiently interested in stroke to take up

membership of BASP. It could be argued that non-responders’ services are
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likely to be worse. It is probable that a true seven-day service culture within the
NHS will be needed to meet best practice. This will enable the generally
available comprehensive five-day service to expand to offer equitable access
across all days of the week. However, seven-day service is currently a highly
controversial topic, with hospitals being asked to provide a seven-day service
within existing resources (DH, 2015). Detractors argue that the most likely
outcome will be a dilution of weekday services if additional staff are not
employed. In that case, staff working at the weekends will need time off during
the week, thus reducing week day capacity (British Medical Association [BMA],
2013).

Identification of distinct service models
One of the aims of this study was to identify a range of distinct service delivery

models. In this respect, the survey has fulfilled its purpose and a variety of
models have been described.

The most common service was offered 5 days per week, with 30-minute new
patient slots. Some (but not all) results of investigations were available on the
same day, only some TIA patients were offered a 15-minute follow-up slot. The
lead clinician was most likely to be an Elderly Care Consultant with a Special
Interest in stroke, the personnel involved in follow-up was varied and included
consultant physicians, junior doctors and specialist nursing staff. Some
services were provided by non-stroke-specialists. It would be interesting to
investigate in greater detail whether the content or approach was different
between specialist and non-specialist services. The other distinctions of
interest were related to follow-up. Five services offered no follow-up at all after
TIA diagnosis. One service offered some TIA patients a five-minute follow-up
with the consultant physician during which medication might be modified,
questions answered and lifestyle advice provided. At the other end of the
follow-up spectrum were services that offered 30-minute follow-up slots with a
specialist nurse to all patients with a diagnosis of TIA. These encounters were
reported to cover all elements of follow-up suggested in the survey and referral

to other teams and stroke groups.
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Services were, however, evolving rapidly at the time, and sampling at any of the
distinctive ‘atypical’ services did not prove feasible as there had been further

service developments since the survey was completed.

4.7 Conclusion

Implications for practice
TIA services have become more readily and speedily available over the last

decade. However, there is still wide variation in the experience patients can
expect to receive in terms of access to investigations whilst in clinic and both
the provision and content of follow-up services. Standardisation of services and
genuine 7-day operation are desirable goals but the progress towards this

demonstrates the difficulties of achieving consistent services.

Implications for this research
It had been hoped that this study would lead on to an exploration of the variety

of service models in subsequent studies, but the landscape within TIA service
provision was very fluid at that time (2011), and when approaching services to
sample their service models, a number of them had developed their services to
the point that the elements of difference and interest were no longer
characteristics of the service.

4.8 Summary
Phase 1 has comprised a national survey of TIA service configuration at the

start of the programme of research. The survey was conducted with a view to
identifying models for further investigation and developing an understanding of
what occurs at initial and follow-up clinic attendances. It has shown that just
under 90% of patients receive a diagnosis at their initial visit, with 97% of
eligible patients receiving antiplatelet medication and 90% being given lifestyle
advice. Most services offer at least some patients a follow-up appointment
54/56 (96%). Three sites did not respond to this question. Although only 24/56
(43%) offer all patients with a TIA diagnosis a follow-up visit.

The ongoing changes in service provision at the time of the survey and
subsequently, prevented the original plan of sampling a variety of service
delivery models. The plan was to investigate the impacts of various service
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provision on patients’ experiences and needs. This was modified to enable a

greater focus on TIA follow-up experiences and after-care.

The survey of TIA service provision has addressed the first step, “ascertaining
current status”, in Lee’s model of needs assessment (Lee et al., 2007b). Steps
two three and four of the model involve looking in more detail at what might
constitute the ‘ideal state’, ‘quantifying gaps between ideal and actual’ and

identifying ‘causes of discrepancy’. These steps form Phase 2 of the research.

One of the key features of ‘best practice’ explored in the survey was the
provision of follow-up, which has not received much attention until now. The
variation in the provision and quality of follow-up suggests that in some cases
patients’ needs are being partially addressed in relation to information and
support to reduce their risks of further cerebrovascular events, but there were
no explicit reports of assessing needs. Nurses are often given the task of
managing many aspects of patient counselling and support, e.g. lifestyle
interventions, and for that reason it was felt that asking nurses and allied health
professionals regarding their experiences of people’s needs following TIA might
help to understand those needs.

A structured approach was needed to help standardise the early investigations
in Phase 2 of the research. A comprehensive stroke survivor needs survey
information mapping exercise (French et al., 2008) previously commissioned by
the Stroke Association, has been used as the initial structure to assess needs
following TIA. This structure has been used with nurses’ and allied healthcare
professionals’, patients and carers using a mixed methods approach. This
forms Phase 2 of the research.
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5. PHASE 2: STAFF, PATIENTS’ AND CARERS’ VIEWS
ABOUT NEEDS FOLLOWING TIA BASED ON NEEDS
IDENTIFIED FOLLOWING STROKE

5.1 Background
Phase 1 explored the type of intervention available to patients following TIA in

Britain. It demonstrated the variability of both follow-up provision and content.
Services designed by staff who assume that needs following TIA will only be
based on secondary prevention and medication may not recognise and address
the true needs of patients, due to a paucity of evidence relating to needs in this
patient group. Those services identified in Phase 1 as offering routine follow-up
after TIA appeared to offer a more comprehensive intervention. Chapter Five
presents Phase 2 of the research programme and is an exploration of people’s
perspectives of need following TIA. The groups include staff, patients and
carers, and will identify mis-matches between these groups in terms of
perceived need. Finally, in Phase 2, a draft model of needs following TIA will be

developed.

Aims of Phase 2
Phase 2 comprises a series of inter-linked sub-studies. The overall aim was:

e To develop an evidence-based draft model of needs following TIA, by

exploring the perceptions of patients, staff and carers.
Objectives of the study

e To determine which of the needs previously identified in stroke patients
in the Stroke Needs Mapping (SNM) (French et al., 2008), were also
thought by staff and researchers to be relevant or important to patients
following TIA, and to elicit any other potential needs unique to TIA. (2a).

e To ask patients and carers who have experience of TIA to determine
which of the stroke needs if any, were felt to be relevant to them and to
explore whether there were other needs that they had experienced that
were not to be found in the SNM. (2b).

e To explore the differences (mis-match) between the perceived needs
identified by patients who have experienced a TIA, and those of the staff
who care for or support them. (2c).
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e To consider how needs following TIA might be presented as a model by
synthesis of the findings of Phase 2.

Phase 2 study conduct overview
Within Phase 2 there are three sub-studies, which were conducted sequentially.

Phase 2 is a mixed methods phase. Table 12 shows the methods used in each

sub-phase.

Table 12 Flow diagram showing the components of Phase Two

Phase 2 >
2a 2b 2c
Survey of nurses and | Interviews and Focus Interviews with
other healthcare staff | groups with patients professionals regularly

involved with TIA

Questionnaire with carers

This phase of the research is based on the premise that stroke and TIA are both
on a continuum of cerebrovascular disease. On that basis, it is not
unreasonable to expect that there might be needs in common between the two
conditions. Phase 2 links to steps two, three and four of Lee’s framework of

needs analysis.

5.2 Methods

Phase 2a Survey of nurses and other healthcare staff

A survey method was selected for Phase 2a to enable the collection of a range
of responses from staff over a wide geographical area, in a relatively short time
and at minimum cost (Jackson & Furnham, 2000; Fink, 2009). One
disadvantage of using the SNM was that the needs identified within the
document were based on the views of stroke survivors, who often have
continuing physical, cognitive or communication difficulties. According to the
definition of TIA as a transitory event these should not be ongoing physical or
cognitive issues for people following TIA. Having made the decision to use the
SNM as the basis for this enquiry, it did not seem reasonable to make a priori
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judgements as to which elements should remain and which should be excluded.
Since it was not possible to predict the stroke needs that staff might feel were
relevant after TIA, they were all included. In addition, it was expected that staff
might also identify some potentially unique needs in relation to TIA.

There was no pre-existing survey that could be used to collect the required
data, so a new survey tool was created. The survey used a predominantly
guantitative approach. A guestionnaire used a range of questions with a
multiple-choice structure. There was a free text section to record any other
views participants wished to share. It was felt that the comprehensive nature of
the list of stroke needs was likely to cover many of the needs experienced
following TIA. However, staff were also asked to identify any needs they felt
might be experienced that had not been covered in the SNM. These needs

would potentially be unique to TIA.

The questionnaire was anonymous with no information about name or specific
place of work requested. Participants were asked to provide minimal
biographical detail relating to their professional role and frequency of contact
with patients following TIA. This was done to encourage completion and
honesty of responses (Moser & Kalton, 1979; Fink, 2009).

Each element of the SNM was listed as it appeared in the original report
(French et al., 2008, page 21). For each individual element, the participant was
asked to judge whether the need was ‘definitely relevant’, ‘may be relevant’ or
was ‘not relevant’ to people following TIA. A three-part ordinal scale design was
selected to encourage completion (Fink, 2009), reducing the time taken to
complete the questionnaire (Aldridge & Levine, 2001). Another benefit of
multiple choice questions is that it makes the data easier to both answer and
analyse (Jackson & Furnham, 2000). The end of the questionnaire
incorporated a free text box which allowed participants to add any further
information they might choose to add. It was anticipated that any needs

identified as TIA only would be found within the free text section.

The survey was conducted predominantly using on-line data collection via

SurveyMonkey™ although some participants were contacted by post. A copy of
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the final questionnaire and supporting documentation can be found in Appendix
C1.

Pre-testing of the proposed questionnaire was conducted to ensure the tool
would be fit for purpose. Pre-testing fell into two parts. Part one investigated
the content of the questionnaire and part two investigated the acceptability of
the electronic format. The pre-test panel comprised four stroke nurses, a

therapist and a research nurse.

Main survey

When considering how to access staff who were likely to have contact with
people following TIA, it was felt that since the focus was on post-TIA needs
rather than medical management, nursing staff might be better placed to
respond. Based on the results of the national survey reported in Chapter 4,
follow-up was more frequently provided in services with specialist nursing input.
For that reason, it was decided to access staff via stroke nursing conferences
and stroke nursing fora. It was recognised that recruiting at conferences would
potentially give rise to participants other than nurses, but their attendance at a
nursing conference was thought to indicate interest in stroke and participation
would suggest that they wished to share their views. For this reason, the
participants are referred to as healthcare staff (with an interest in stroke),
reflecting the anticipated range of participants. However, due to the methods of
recruitment, the expectation was that the majority of participants would be

nurses.

Setting

The survey was conducted at a stroke nursing conference held in a hospital in
the Northwest of England on 29" September 2011 (76 delegates) and was also
available at a regional stroke conference in the South of England on 18th
November 2011 (60 delegates). On both occasions, all delegates at the
conference were invited to participate. Following the conferences, the link to
the questionnaire was more widely distributed by the National Stroke Nursing
Forum (NSNF) to their members (190 members). The Scottish Stroke Nurses

Forum (SSNF) provided their membership list for the researcher to contact
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members directly (180 members). The members of the stroke fora were

contacted during March and April 2012.

Sampling

As part of the introduction and ‘housekeeping’ instruction at both conferences, it
was announced that there was an opportunity to participate in the research
whilst attending the conference. Delegates were encouraged to visit the stand
set up in the area where refreshments were provided. On the stand were
copies of the participant information sheet and three computer terminals, linked

to the on-line questionnaire via the internet.

A second sampling method was to send the questionnaire via email or post to
members of NSNF and SSNF. The NSNF was contacted and agreed to send
their members a copy of the questionnaire, while the SSNF provided their
membership list to enable direct mailing. Not all members of the SSNF had an
email address available, in which case, those members received a mailed paper
copy of the questionnaire, together with a pre-paid return envelope. Between 15t
and 315t March 2012, the NSNF contacted 190 of their members by email
inviting them to participate. At the same time 98 members of the SSNF were
also contacted by email. A further 24 members of the SSNF were contacted by
post, enclosing the questionnaire and a stamped addressed envelope (SAE). A
single email reminder was sent two weeks after the initial mailing for those
members who provided an email address. No reminder was sent to those

SSNF members who received the questionnaire by post, for logistical reasons.

Completion of the questionnaire was mainly via a web-based tool. This had the
benefit of combining response with data entry. Those responses which were
paper-based were added to the web-based tool by the researcher. The quality
of data entry was checked by review of 10% of data with no errors.

Ethical issues

Approval for Phase 2a was obtained from the University of Central Lancashire
(UCLAN) Ethics Committee (FHEC 523, granted 22" August 2011). The
guestionnaire was not distributed via NHS work places, so neither NHS
Research Ethics Committee (NRES) nor NHS Research and Development

approval were required. The participants were all adults and healthcare
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professionals, who could be presumed to have capacity to participate. People
could decide for themselves whether they chose to contribute. If they decided
to participate their response was taken as tacit consent, so no formal consent

process was required.

Phase 2b — Patients” and carers’ views
This phase was designed to determine which of the stroke needs if any, were

felt to be relevant to patients and carers and to explore whether there were

other needs that they had experienced that were not to be found in the SNM.

Setting

Participants were drawn from two pools of patients, from both the Northwest
(site one) and Southwest of England (site two), which was the work-place of the
researcher. Patients from the Northwest did not receive follow-up, whereas
patients in the Southwest were all offered a follow-up appointment at four weeks
after their TIA.

Participants / sampling

For this study, patients were included if they had been told they had
experienced a TIA, and if the diagnosis was documented in their medical
records. For pragmatic reasons, the definition of TIA used was the older WHO
clinical definition based on duration of focal neurological symptoms (WHO,
1975), rather than the newer tissue-based definitions (Ay et al., 2009; Easton et
al., 2009).

It was necessary, to ensure that only suitable participants were contacted.
Therefore, a set of screening criteria were developed:

¢ Did the patient have a documented diagnosis of TIA? (yes).

¢ |s the patient still alive (retrospective invites only)? (yes).

If the response to the first two questions was yes, then further data was

collected:

¢ |s there evidence of a pre-existing therapeutic relationship with the
researcher? (no).
e |s there evidence the patient has not had a completed stroke since TIA

diagnosis? (no).
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e |Is there evidence the patient has not had a formal diagnosis of dementia
or terminal illness? (no).
e |s there evidence the patient does not have a documented
communication problem? (e.g. severe deafness, language problems),
(no).
If the answer to all the questions was no, then the patient was considered
eligible to be invited to participate. Patients were either given information,
including an invitation to participate in the research prospectively, whilst in clinic
as a new patient with a diagnosis of TIA, or received the information and
invitation by post retrospectively. Recruitment started in January 2012 and
continued intermittently until April 2014. Participants were either invited to

attend a focus group or individual semi-structured interview.

Ethical issues

Patients were initially recruited via a hospital in the Northwest of England. It was
necessary to obtain NHS NRES approval. An ethics submission was approved on
5t January 2012, Research Ethics Committee (REC) No. 11/NW/0820. The
original ethics application was for focus groups only. An amendment to the ethics
application was submitted, to enable further contact with those patients who had
already been invited to participate in a focus group, offering the opportunity to
participate in individual interviews. This was approved on 14" March 2012. Due
to slow recruitment, subsequently a second research site was opened in the
Southwest of England to improve recruitment. This required local NHS Research

and Development approval.

Study conduct

The researcher assisted with participant eligibility screening for those patients
approached retrospectively by post. Screening was in collaboration with the
Stroke Nurse Practitioner, under the supervision of the local investigator
(Consultant Physician) and adhering to the appropriate checks and permissions
(letter or access and research passport etc.). Initial identification of potential
participants contacted by post was via the TIA database held at the hospital
situated in the Southwest of England. Medical records were screened using the
screening criteria. This was done by the local investigator with the assistance of

the researcher. Those patients who met the study criteria received a written
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invitation to participate. Stationery and mailing costs were covered by the
researcher. If potential participants had any questions, they were encouraged
to contact the researcher by telephone, who would then call them back, to
minimise the cost of the telephone call.

The researcher is part of the clinical team at the Hospital in the Southwest. It
was considered preferable that the researcher did not develop a therapeutic
relationship with patients who were subsequently invited to participate in the
research. Patients did not attend a healthcare consultation with the researcher
either prior to, or following their invitation to participate in the research.
However, their invitation to participate would not have prevented them from
receiving emergency care from the researcher, should this have been
necessary. If this occurred after recruitment, but before the research occurred,
the participant would have been offered the opportunity to withdraw from the
study. If data had already been collected from the patient during a focus group,
it would not be possible to isolate and remove an individual’s contribution.

Ground rules of confidentiality and respect were discussed at the start of each
focus group, although due to the nature of focus groups, complete anonymity
could not be guaranteed. The focus groups were audio-recorded and specific
consent was sought for this. The recordings were kept in a locked cupboard
until they could be transcribed, at the earliest possible opportunity. Once
transcription was checked against the recordings, and identified as being
correct, the audio recordings on tape were destroyed; the electronic recording

was retained for initial analysis and destroyed as soon as possible.

Transcription of audio recordings and any other electronic data were stored on
the S:/ Drive of the Hospital mainframe computer, in accordance with local
Research and Development Department requirements and on UCLAN
mainframe computer. Data files were password protected and available only to
the research team, via UCLAN computer system. All written records were
scanned and stored electronically. The original documents were then securely
shredded.

Written consent was required from all participants prior to involvement in the

research. Consent was taken at the start of the interview or focus group by the
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researcher following the principles of Good Clinical Practice (GCP). There were
always at least two facilitators (one being the researcher) in each focus group,
to provide additional support for any participant who needed it or wished to
withdraw from the group (temporarily or altogether), although this did not occur.

An ethics submission was completed for focus groups via Integrated Research
Application System (IRAS) and was reviewed and approved on 13" January
2014, NRES No. 13/SC/0951. Local Research and Development and

University approvals were also obtained.

Interviews

Interviews were conducted between October 2012 and July 2013. Potential
participants contacted the researcher by post, telephone or email, to express
interest in participating in the research. A mutually convenient appointment was
made for a meeting, either in the participant’s home or at their local hospital.
Prior to commencing the interviews, the research was discussed, and any
outstanding questions answered. Each interview was expected to last no more
than 90 minutes, and was audio-recorded to enable verbatim transcription as

soon as possible following the interview.

Initially the interviews were quite structured, including an initial section where
patients were asked to perform a card sort using cards with the various
elements of the SNM identified and determining whether the needs were
relevant, might be relevant or were not relevant to their experience of TIA. As
the interviews progressed, it was felt that the focus was too heavily aimed at the
stroke needs, so in later interviews the process was modified. Following a
discussion about the experience of TIA and perceived needs, the researcher
then identified the SNM cards that appeared relevant to the individual.
Understanding was checked with the participant, before offering the full set of
‘stroke need’ cards in a random order to the participant to see whether there
were any other issues or elements they felt should be included. This made the
interviews flow better as a dialogue, but ensured that all elements of the SNM
were still considered. It also had the added advantages of demonstrating active
listening, which is an important skill in interviewing (Lang, Floyd & Beine, 2000;
Fassaert et al., 2007; Rubin & Rubin, 2012), and providing initial respondent
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validation of the researcher’s interpretation. Interview guides can be found in
Appendix C2.

Focus groups

Focus groups were conducted on 24" March 2012 and 215t May 2014. On
arrival, the researcher gave all participants an opportunity to ask any further
questions and answer any queries. Participants were reminded that the groups
would be audio-recorded. If they were satisfied with the information they were
given and still willing to participate, they were informally assessed for capacity
to give consent and asked to sign a consent form prior to participating in the

focus group.

Informal assessment of capacity to give consent was conducted over the phone
by the researcher, whilst discussing the research. If the patient appeared to
understand what would happen at the focus group and could relay the
information back to the researcher, it was assumed that they had sufficient
capacity to give consent to participate. Whilst it is recognised that this is an
assumption, it was a pragmatic way of reducing the likelihood of a potential
participant arriving at the focus group with significant cognitive impairment.
Participants were informed that they could withdraw at any time without needing

to give a reason.

Each group started with a welcome and a brief overview of the programme of
research. Then participants were introduced to the group. Ground rules were
established, such as confidentiality, respect for other people’s views, the need
to have only one conversation within the group, and the aim of getting the group
talking to each other, rather than answering questions. A list of ground rules
were developed by the researcher, who read them out at the start of the group
and invited discussion or any other suggestions from the participants.

Each member was asked to introduce another participant at the beginning to
ensure everyone spoke early in the session (Krueger & Casey, 2009). Focus
group participants were given material to start the discussion. Two facilitators
(one of whom was the researcher) were present to ensure everyone was able to

express their opinions within the group and that the discussion flowed.
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The first focus group had two participants and the aim of this group was based
on the needs identified in the SNM. Participants were asked to rank needs
collectively, thus prompting discussion about the stroke needs identified as
being relevant following TIA. Focus group template can be found in Appendix
C3.

Two further focus groups, comprising of four members and lasting two hours
each, were conducted and analysed sequentially (Krueger & Casey, 2009).

Groups were held at the local hospital in the Southwest of England.

The main part of the focus group sessions conducted in May 2014, were based
on needs previously identified within the SNM and by people who had
experienced TIA. Each need was discussed, looking for agreement and
outlying views and opinions (Krueger & Casey, 2009). Participants were also
asked to comment on the importance of each need and how it could be met. At
the end of the discussion the information gathered was summarised, to ensure
clarity and probe for misunderstanding, consensus and outlying views. This
also helped to ensure the researcher’s interpretation was correct, and enabled
clarification where necessary (Krueger & Casey, 2009). Finally, the group was
invited to add any other needs they experienced following their TIA, which they

did not feel had been identified by the more structured discussion.

A guestion template was used for the two focus groups conducted in May 2014,
to ensure consistency in how the groups were run, and to facilitate data
synthesis. The template included questions to ensure everyone spoke early in
the group, since this has previously been found to improve inclusion within the
group (Krueger & Casey, 2009). The key questions were asking whether the
needs previously identified following stroke and TIA seemed reasonable, and
whether there were any additional needs that could be included. The groups
were asked to identify their “top five” needs from any of those presented in the
material, and to make suggestions about how the needs might be met. Finally,
the participants were asked for any thoughts or views that had not been

covered elsewhere.

Where the focus group had caused a participant to have further questions or

concerns about their own health or treatment they were asked to consult their
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own GP. A list of local and national resources for stroke and TIA survivors was
available for all participants at the end of the focus group. Following each
group, the researchers discussed and reflected on the focus group and
facilitation process. This reflection was audio-recorded, transcribed and

included in the analysis of each group.

Carers

In addition to asking staff and patients their views about needs following TIA, a
small number of carers were also invited to give their opinions. A modified
version of the questionnaire used with nurses and other staff was given to the
carers to standardise the approach. This enabled comparison between the

views of carers and staff.

Setting & sampling

Carers were recruited via potential participants who had attended a TIA clinic in
the Southwest of England. Typically, patients received follow-up contact from
the stroke services following TIA. Recruitment was conducted via the person
who had experienced a TIA. This decision was made in recognition that the
formal next of kin may not be the person who offered the support. For that
reason, the individual who had experienced a TIA was best placed to identify

the most appropriate person to be approached for the research.

Patients who were invited to participate in a focus group or interview, were also
asked if they could identify someone who had helped them physically,
emotionally or practically. If such a person existed, the patient was asked to
forward an invitation for the ‘carers’ to participate in a separate study looking at
‘carer’ views of need following TIA.

Study conduct

Initial biographical questions were altered to collect age range, gender,
relationship to the person who had experienced a TIA, and a self-rated report of
general health. The body of the questionnaire remained the same as
previously, with minor changes to some elements to make them more
understandable for lay people. This was done in line with the changes made for
the card sort exercise. After the core questions relating to the seven domains,

further questions were included to elicit views about what could have been done
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differently in relation to the hospital / clinic experience, and primary care
experience. Participants were also asked whether anyone or anything made
things easier following diagnosis. Finally, participants were asked whether
there were any comments they had which had not been covered elsewhere. A

copy of the ‘carers’ questionnaire can be found in Appendix C4.

This study ran from February 2012 to May 2014. People who accompanied
participants to a focus group and were willing to participate in the ‘carers’
questionnaire, were given this in a separate room from the focus group or
interview. Copies of the questionnaire were available at each interview, for the
carer to complete and either hand back or mail back to the researcher. There
was no personally identifiable data collected within the survey, only age range

and relationship to the patient.

Since carers were approached via participants contacted via an NHS
organisation, NRES and local Research and Development approvals were
required prior to commencing this research. This was in addition to the
University Ethics Committee approval which was the sole requirement for the

previous surveys.

Phase 2c — Professional interviews
The focus of Phase 2c was to explore the differences (mis-match) between the

perceived needs identified by patients who have experienced a TIA, and those
of the staff who care for or support them. The method used to gain an in-depth
understanding of professional views was semi-structured interviews. This
allowed exploration of specific areas of experience (Barriball & White, 1994,
Carruthers, 1990). The structuring of the interview enabled common threads to
be identified across interviews, which facilitated the analysis of the data in real-

time, as data were collected, thus informing later interviews.

Setting

Professionals were drawn from those who had expressed an interest in
participating at a regional stroke conference, or who had been recommended to
the researcher during the course of the study. Most professionals were from

the South Coast or Southwest of England. One participant was from the Home
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Counties, and had attended the conference, where she had expressed an

interest in participating in the study.

Participants / sampling
This study was designed specifically to interview professionals who have

regular contact with people who have experienced TIA.
Inclusion criteria

e Aged 18 or above.

¢ Willing to participate.

e Offer support or services to people following TIA in a professional
capacity.

e Offer support or services to people following TIA as part of a charitable or

community organisation.
Exclusion criteria

e Supported a friend or family member following TIA, outside their role of
professional or member of a recognised local support group.

Initial participants were a hospital consultant who regularly sees patients
immediately following TIA, a specialist nurse in secondary care who regularly
sees patients at follow-up and a community practitioner, who supports people
with stroke and TIA in the community, all based in the Southwest. Further
interview participants were determined by their recommendations. A modified
snowball sampling technique was used to identify and contact potential
participants. This was done to reduce researcher bias in determining which
professionals were approached. It also enabled a wider range of personnel to
be contacted. Potential participants were purposively selected to give a rich
range of views and experiences. Snowball sampling is usually used in hard to
reach groups (Faugier & Sargeant, 1997; Atkinson & Flint, 2001; Sadler et al.,
2010). In this case, it was used to make best use of the expertise of the
participants, and to ensure that groups, or roles unknown to the researcher,
where possible, were not missed. Interviews were conducted between June
and September 2014.
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Certain professional groups had been highlighted as being potential targets for
interviews following earlier research. These included an optician, a GP and a
paramedic. Potential participants were contacted by either letter or email. If no
response was received after two weeks a second contact was made via email
or letter, since the potential participants were all busy professionals who might
have overlooked the first contact. No further attempt to contact an individual

was made if there was no response to the reminder.

Study conduct

Professionals were asked to consider the needs identified by the previous sub-
studies. An initial interview schedule was produced. Core questions included a
description of the professional’s involvement with people following TIA; their
views on the needs identified by the focus group, based on the SNM (French et
al., 2008). As the interviews progressed the interview schedule was modified
(Appendix C5). This is in keeping with qualitative interview methods, where
data are reviewed during the data collection process and influence subsequent
data collection (Charmaz, 2006; King & Horrocks, 2010).

All professionals interviewed were provided with the most recent summary Venn
diagram and table, representing the combined views obtained in earlier studies
within the program of research (Table 26, page 139; Figure 14, page 140).
Permission for interviews with staff was obtained via UCLAN Ethics Committee.

Interviews were conducted either in person, or via telephone. Face to face
interviews took place at the local hospital, the place of work or home of the
participant, whichever was most convenient to the participant. Local Trust lone-

working processes were followed by the researcher in all cases.

The researcher gave all participants an opportunity to ask any further questions
and answer any queries prior to the interview commencing. Written consent
was required from all participants prior to involvement in research. Consent
was taken prior to the interview by the researcher following the principles of
GCP. If the interview was not face to face, participants were asked to sign a
consent form prior to participating and send it back to the researcher. A
scanned electronic copy of signed consent was considered sufficient to enable

the interview to commence, but an original signed copy was required for the
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local site file. Participants were told they may withdraw at any time without

needing to give a reason.

Audio-recordings were stored in a double locked brief case in transit, and in a
locked drawer in a locked room until transcription was completed at the earliest
possible opportunity. Audio-recordings were written up and original tape
recordings destroyed. All data was stored with no personal identifiers (just a
participant number) in secure electronic storage at UCLAN and at the local
Hospital NHS Trust. Any paper based information generated during the group
was scanned and saved electronically. Electronic data is password protected
and stored on the University’s mainframe computer. Access to any data is
restricted to the research team only and no information that could identify the

participant was made public.

5.3 Analysis
Data collected in Phase 2a was entered onto a web-based survey tool and

downloaded into Excel where it was analysed using simple descriptive statistics.
No formal statistical analysis was performed. When reviewing the responses to
each domain of the SNM it could be considered that a ‘yes’ response and a ‘no’
response indicated certainty in the view of the respondent, whereas a ‘maybe’
response would indicate uncertainty regarding the relevance of an element of
the SNM to someone following TIA. The findings were collated electronically

and used to develop a comprehensive list of potential needs following TIA.

Quantitative data were summarised in a Venn diagram. In creating the Venn
diagram, responses were placed in the ‘definitely relevant’ sector if the majority
response was ‘yes’. The ‘might be relevant’ intersection was used if the
majority of responses was ‘maybe’, and the ‘not relevant’ sector if the majority
response was ‘no’. Where responses were split equally between ‘relevant’ and
‘not relevant’, the element was placed in the ‘maybe’ intersection. Where there
were only two types of response, the majority determined the position in the
Venn diagram. However, when two responses were equally represented then
the item was positioned in the more ‘positive response’ (e.g. if the response was
split 50/50 between ‘yes’ and ‘maybe’, the item would be placed in the ‘relevant’

sector, rather than the ‘might be relevant’ intersection). Free text responses
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were also examined looking for any trends or themes. Because one of the
objectives of the study was to develop a comprehensive list of needs, when
reporting findings for the various domains, both ‘relevant’ and ‘might be

relevant’ responses were considered as positive needs.

Data collected in Phase 2b & c. Audio-recordings of interviews from both
patients and professionals were transcribed verbatim. To provide some
standardisation the interviews were semi-structured in nature, allowing the
exploration of similarities and differences between the reported needs identified
by professionals and patients. Each participant was assigned a unique
identifier to anonymise the transcribed data. The transcripts were entered into
Atlas.ti™ software to facilitate qualitative analysis. Atlas.ti™ enabled easy
manipulation of data, codes and themes (Friese, 2012). Atlas.ti™ is a computer
system that supports data analysis. Coding was done manually and the
program assists with organising, retrieving raw data and combining codes and
themes from a range of data sources (Friese, 2012). The software allowed
easy cross referencing between transcripts which helped to identify and clarify

concepts within the data.

Coding and theme identification was performed by the researcher, who
immersed herself in the data, by means of repeated listening to the recordings
whilst reading the transcripts. Using an iterative approach to analysis, concepts
and themes were identified. Verbatim transcripts of interviews were coded on a
line by line basis, to identify the meaning of the discussion (Friese, 2012).
Transcripts and initial open coding decisions were repeatedly reviewed by the
researcher. A sample was also reviewed by one of the supervisory team to

ensure consistency and to minimise bias.

The SNM cards were presented to the participants in a random order, although
as the interview guide changed, the items thought to be relevant were
presented first to participants, followed by all other cards in a random order.
The SNM was also used as a framework for data extraction. Card sort data was
collected from the transcripts manually using tally charts based on the SNM

headings.
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Focus group audio-recordings were transcribed in full. Transcriptions were
reviewed for errors and to understand the dynamics of the group, (e.g. laughter,
pauses, tone of voice). Theme identification was performed by the researcher,
in a similar manner to that used with interviews. Using a key concepts
framework classic approach to analysis, units of meaning and themes were
identified (Sim, 1998; Krueger & Casey, 2009). This was reviewed by a senior
academic with experience in analysing focus group data.

Following the detailed open coding of interview transcripts all the interview and
focus group data were pooled and Key Themes were identified (Kruegar &
Casey, 2009). Axial coding enabled large amounts of data to be reconstructed
into coherent themes (Charmaz, 2006; Saldana, 2009). Interview and focus
group data were reviewed by a senior academic with experience in analysing
qualitative focus group and interview data. Where differences in interpretation
occurred, these were discussed with the research team and agreement
reached.

Data from carers were analysed using the same process outlined for the staff
guestionnaire above. Only basic descriptive statistical analysis was performed.
Due to low response rate data is reported in frequency tables rather than as
percentages. Finally, a draft model of TIA needs was created, based on the

perspectives of those who contributed to the research.

5.4 Findings

Phase 2a
Response rates

A total of 96 responses were received from all sources, 34 were responses from
the two conferences. The total attendance at the conferences was 136 people,
therefore the response rate at conferences were 25%. A response of 62/312
(20%) was received from email or postal requests sent to the members of the
NSNF and the SSNF, which is slightly better with published rates of clinician
responses 12-14% (Scott et al., 2011; Wiebe et al., 2012).

50% of responses were from stroke specialist nurses, 20% were from stroke
unit nurses, 5% were general ward nurses and 25% classed themselves as

‘other’. Where ‘other’ was selected, there was an option to clarify the response,
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see Table 13. There were a variety of roles that could be re-classified into
wider groups. Table 13 shows the range of ‘other’ responses as they appear on
the database.

Table 13 The range of ‘other’ roles as identified by those who completed
the survey

Other (please specify) n = 24

Stroke specialist | Stroke Liaison Nurse

Stroke Co-ordinator Community

Stroke Nurse at Stroke Prevention and Neurovascular Clinics

Consultant Nurse in Stroke Care

Community neuro rehab nurse

Stroke Coordinator

Community Stroke Specialist

Trainee Advanced Practitioner in Stroke

Consultant Stroke Nurse

Management Matron in charge of stroke patients

Administrator

Manager
Research & Academic Post-graduate Research Student (Nursing)
Education Stroke Research

Researcher

Research Nurse

Post graduate Research Student (Stroke Nursing)

Education and training

Nurse Lecturer (stroke nurse background)

Therapy Speech and Language Therapist (x2)

General Social Worker

Nurse Consultant (speciality not specified)

Health Care Assistant

Stroke specialist nurses formed the largest group of participants 45/96 (47%),
increasing to 56% when including the stroke specialists above. Stroke unit
nurses comprised 19/96 (20%) of the participants, and ‘others’ were 26/96
(27%) of participants. General ward nurses accounted for four responses (4%),
and two respondents (2%) did not disclose their professional role, but did not

appear to have regular contact with people following TIA. A further 8
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participants with roles in research, management, therapy or education, reported
little or no contact with people following TIA. The majority of participants 68/96

(71%) reported they saw TIA patients on at least a weekly basis.

Seven domains of stroke needs
Physical Needs

Table 14 shows that staff identified ‘secondary prevention’, ‘health status’ and
‘health behaviour’ as being highly relevant to patients following TIA. ‘Fatigue’
also scored highly with 90% of respondents reporting they thought this was
likely to be an issue. There was less certainty expressed by respondents
regarding some needs such as ‘falls / accidents’, ‘vision / hearing’ issues, and
‘sleep’, whereas there appeared to be greater certainty (more ‘no’s) regarding
the lack of importance of elements such as ‘swallow’, ‘spasticity’ or ‘fracture /

bone loss’.
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Table 14 Nurses and healthcare staff assessment of the relevance of
physical needs following TIA

Response %

Needs / problems Yes Maybe No
Secondary

Prevention 99 1 0
Health status 96 4 0
Health Behaviour 88 12 0
Fatigue 62 28 10
Altered sensation 40 40 20
Swallow 30 26 44
Falls / accidents 30 38 32
Vision/hearing 29 39 32
Sleep 27 39 34
Pain 26 43 32
Nausea / vertigo 19 42 39
Spasticity 15 31 54
Spasms 14 35 51
Dental/oral health 13 36 51
Epilepsy 9 46 45
Fracture/bone loss 2 22 76

Psychological / Emotional Needs

All participants identified fear as a problem for people following TIA, and 99%
identified anxiety. All items in this category were scored ‘definitely yes’ or
‘maybe relevant’ by over two thirds; and all were scored ‘definitely yes’ by over

one third of respondents.

All the items identified in the SNM in relation to psychological and emotional

needs rated highly in terms of perceived needs following TIA. Only body image
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and personality change were thought not be relevant by more than 20% of
participants. There was least agreement about personality change, with 26% of
respondents reporting that they did not feel this was likely to be relevant for
people following TIA. See Table 15 below.

Table 15 Nurses and healthcare staff assessment of the relevance of
psychological / emotional needs following TIA

Response %

Needs / problems Yes Maybe No
Fear 84 16 0
Anxiety 89 10 1
Motivation/focus/

confidence 73 23 4
Depression 67 30 3
Independence 54 31 15
Quality of life 53 37 10
Mood disorders 51 41 8
Anger/frustration 51 43 6
Coping/adaptation 50 35 15
Emotional lability 46 38 16
Dealing with

others’ reactions 46 42 12
Body image 41 37 22
Carer strain/well-

being 41 44 15
Personality change 36 39 25
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Communication needs

Memory was the item in this domain considered most likely to be a problem
following TIA, with 85% of respondents judging it definitely or possibly an issue.
At least 68% of respondents reported each element of communication and
cognition as being ‘relevant’ or might be relevant’ to people following TIA. See
Table 16 below.

Table 16 Nurses and healthcare staff assessment of the relevance of
communication needs following TIA

Response %
Needs / problems Yes Maybe No
Memory 50 35 15
Understanding 50 25 25
Expressive speech 45 23 32
Cognitive impairment 38 37 25
Reading/writing/number 36 32 32
Everyday living needs

Table 17 shows that managing medicines was the element in this domain
thought most likely to be important to people following TIA, with 90% of
respondents feeling this was, or could be, relevant. A range of physical issues
rated highly; all scoring more than 65% for combined ‘yes’ and ‘maybe’ scores.
The proportion of responses indicating uncertainty (maybe) appeared high in
this domain ranging between 24 — 43%, with greatest uncertainty in needs

relating to cooking and shopping.
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Table 17 Nurses and healthcare staff assessment of the relevance of
everyday living needs following TIA

Response %
Needs / problems Yes Maybe No
Managing medicines 65 25 10
Dietary adaptations 60 27 13
Walking 54 24 22
Arm movement 46 28 26
Balance/standing 46 34 20
Hand/fine control 43 32 25
Eating 41 29 30
Washing & Dressing 36 36 28
Continence 35 30 35
Cooking 26 43 31
Shopping 27 43 30
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Re-enablement needs

Table 18 shows that re-enablement needs were also rated highly in the survey,
with 65% of respondents reporting that they feel aids and adaptations could
potentially be relevant or important following TIA, although only 25% felt it would
definitely be relevant. Elements such as Advocacy, IT and Web access and
aids and adaptations showed low levels of certainty regarding relevance.

Table 18 Nurses and healthcare staff assessment of the relevance of re-
enablement needs following TIA

Response %

Needs / problems Yes Maybe No
Information/advice 95 5 0
Self-management 88 10 2
Empowerment 82 17 1
Access to services 80 16 4
Training/support 77 21 2
Health & Safety 48 34 18
Advocacy 36 54 10
Information

technology (IT) / Web

access 27 63 10
Aids and adaptations 23 42 35

Social needs

All participants felt that driving and transport was a definite or potential issue for
people following TIA, and all but one (99%) felt that work would potentially be
affected by having experienced a TIA. The lowest rated element of this domain
was religious observance, with only 22% of respondents rating this as definitely
relevant. Religious observance also showed the highest proportion of

uncertainty within the domain. See Table 19 below.
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Table 19 Nurses and healthcare staff assessment of the relevance of
social needs following TIA

Response %
Needs / problems Yes Maybe No
Driving/transport 88 12 0
Work 87 12 1
Relationships/sexuality 70 25 5
Social activity/contact 56 30 14
Leisure/holidays 55 35 10
Participation/engagement 46 38 16
Role change 44 43 13
Religious observance 22 50 28

Financial / legal needs

This was the lowest rating domain overall, with less than 10% of participants
definitely expecting people following TIAs to have needs associated with pet
care, respite care, residential care or palliative care. This domain shows over
40% ‘maybe’ responses in all elements except palliative care, where there is a
higher level of certainty (fewer ‘maybe’ responses). This indicates that
respondents are undecided about the relevance of these needs following TIA,
with the exception of palliative care. See Table 20 below.
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Table 20 Nurses and healthcare staff assessment of the relevance of
financial / legal needs following TIA

Response %

Needs / problems Yes Maybe No
Benefits/financial support 41 47 12
Child care 24 59 17
Power of attorney/Next of

Kin (NOK) 19 59 22
Care support/packages 16 47 37
Pet care 9 56 35
Respite/emergency care 8 52 40
Residential/day care 7 51 42
Palliative care 4 26 70

A Venn diagram is shown in Figure 11, summarising the responses above. This
demonstrates that very few needs identified in the SNM are thought to be not
relevant following TIA. All other needs are considered at least possibly
relevant. The top three needs identified as relevant were prevention of stroke,
general health and information / advice. All stroke needs in the Psychological /

Emotional domain also rated very highly.
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Figure 11 Venn diagram summarising staff views on the relevance of stroke needs to people following TIA
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Free text comments
There were 29 free text comments. These covered a range of themes including

general comments about the questionnaire; clarification of TIA diagnosis;
repetition of elements within the SNM, and TIA specific comments. General
comments about the questionnaire (n=5) explained participants’ approach to the
survey, clarifying the assumptions they had made when answering the survey.

Participant 78 wrote:

“I have answered the survey thinking that the patients
have already resolved but may still have worries about

certain aspects.”

Eight free text responses were about clarifying the definition of TIA and showed
that some delegates found the questionnaire difficult to complete, because their
perception was that following TIA, none of the needs should apply. An example

response from participant 8:

“Following TIA, all of these symptoms should have
resolved in a 24-hr period. If the symptoms have not then
all of the above will affect the individual differently

depending on what they themselves place most value on.”

This also demonstrates an awareness that need is also influenced by the
individuals’ beliefs and possibly their coping strategies. There were nine free
text responses which were a reiteration of questionnaire items, clarifying
participants’ views. The majority of these responses related to secondary

prevention, or emotional support in some way, participant 68 said:
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“In my experience after a TIA people need lots of
information and help/encouragement to change lifestyle as

required.”

TIA specific comments (n=7) included clarification for the patient about what to
expect after the diagnosis, who should provide follow-up, and travel information,

specifically travel insurance.
A full list of free text comments can be found in Appendix C6.

Phase 2b

Patient participation comprised individual interviews (n=11) and three focus
groups (n=10).

Recruitment & summary of participants —

Semi-structured interviews

From Site One, two potential participants agreed to be interviewed, both in their
own homes out of a possible 55, see Appendix C7.

At Site Two, 59 patients were retrospectively identified as potentially eligible to
participate in the study, from a possible 126 people screened. Appendix C7
shows the breakdown of eligibility screening. A further 33 patients were
prospectively given the information and invitation in clinic by the clinician who
made their TIA diagnosis. Of the 92 potential participants approached from Site
Two, a further ten agreed to participate (six retrospectively approached and four
prospectively approached). A total of twelve semi-structured interviews were
conducted within this study. Subsequently following discussion with the
supervisory team, the data from one interview was excluded. This was because
despite meeting the screening criteria, it transpired that the participant had
experienced a completed stroke whilst staying with her daughter, and had been
admitted to another hospital. This had not become apparent until during the
interview, so to avoid causing offence the interview was completed but the data

not included in any analysis.

Quantitative data from interviews and initial focus group were combined for

analysis. Of the thirteen participants (two from the focus group and eleven
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interviewees), the mean age was 74.1 years old, (range 36 — 88 years), gender
distribution was eight females (F) and five male (M), the mean time elapsed
from TIA to contact with researcher was 20 weeks (range 6 — 40 weeks). Four
participants were recruited from Site One, the rest were recruited from Site Two.

Table 21 shows a summary of participant characteristics.

Table 21 Summary of participant characteristics

Participant | Age | Gender Time from Main symptoms
onset (weeks)

1 79 F 40 Confusion and speech
disturbance

2 36 F 28 Co-ordination and speech
disturbance

3 72 M 8 Facial weakness and
speech disturbance

4 59 M 16 Cognitive problems

5 70 F 6 Face and arm weakness

6 88 M 12 Leg weakness

7 82 F 24 Altered sensation face and
arm, speech disturbance

8 87 F 8 Leg weakness and speech
disturbance

9 83 M 20 Speech disturbance

10 86 M 16 Facial weakness and
speech disturbance

11 80 F 16 Arm and leg weakness

The remaining two participants are included in the descriptions of focus group
participants (A & B). Thumbnail pen sketches of participants can be found in
Appendix C8.

Recruitment & summary of participants

Focus group 1
In total, 150 potential participants were identified and their medical records

assessed against screening criteria. Of those considered, 62 met the screening
criteria. GPs would not provide information relating to mortality status of
patients since diagnosis for six patients, and therefore, those patients were not
approached. One patient had died since her last hospital attendance. See
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Appendix C7 for breakdown. Of the 55 patients who were sent invitations to
participate in focus groups, there were five positive responses. One
subsequently declined due to ill health, one declined due to spousal illness and
one failed to reply to subsequent contact. Thus, the first focus group consisted

of two participants.

Focus groups 2 & 3

A total of thirteen people expressed an interest in participating in focus groups,
of which three were unable to attend on the date that the meetings were
planned. An initial pilot focus group was conducted at the start of this phase
with two participants (A & B). Two further focus groups were conducted, each
with four participants. There were two male and six female participants, mean
age was 73.4 years (range 58 — 91 years), and mean time elapsed since TIA
was 12.5 weeks (range 7 — 20 weeks). A summary of participant characteristics
can be seen in Table 22. Thumbnail pen sketches of participants can be found
in Appendix C9.

Table 22 Summary of participant characteristics for focus groups

Participant | Age Gender | Time since Main symptoms
(years) TIA (weeks)

A 65 F 11 Arm, leg, face
weakness and
speech disturbance

B 76 F 7 Facial weakness and
altered sensation

C 69 F 12 Hemianopia

D 83 M 7 Monocular blindness

E 63 F 10 Amaurosis Fugax

F 91 F 8 Dysphasia and arm
weakness

G 72 F 20 Dysphasia and arm
weakness

H 58 M 16 Dysarthria, arm
weakness, unsteady

I 87 F 9 Hemiparesis

J 64 F 18 Aphasia
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Card sort data from the initial focus group (Participants A & B)

The initial focus group, conducted in March 2012, tested the screening and
recruitment processes, in addition to seeking views relating to needs following
TIA. Appropriate individuals were selected, demonstrating that the processes.
Table 23 shows the findings of the initial focus group card sort data, where the
group prioritised the issues or needs identified.

Table 23 Results of the focus group card sorting exercise, showing group
‘relevant’ and ‘might be relevant’ issues

Card sort at Focus Group with patients following TIA

Relevant Might be relevant
1 Prevention of stroke 1 Self-management
2 Anxiety 2 Motivation/confidence
3 Information & advice 3 Independence
4 Sleep disturbance 4 Dealing with others’ reactions
5 Keeping healthy 5 Training & support
6 General Health 6 Body image/self-image
7 Dietary adaptation 7 Falls/accidents
8 Eating & drinking 8 Housework
9 Driving/Transport 9 Leisure & holidays
10 Fatigue/tiredness

Limited inferences can be made from the card sort exercise, but the two
participants (A & B) agreed a core of ten items which they felt were relevant to
them both (Table 23). There was a list of another nine items which they jointly
felt might be relevant. The vast majority of stroke related needs were not
considered relevant to the two participants, based on their own experiences,
although they did acknowledge that other people’s experiences and needs
might differ.

A further eight patients participated in two focus groups in May 2014. The data
previously generated within Phase 2 from the initial focus group and interviews
formed the content of material which the focus groups considered and

discussed (Figure 13, page 131).

113



Card sort data from interviews

Table 24 shows those stroke needs thought to be definitely relevant or possibly
relevant, following TIA. Participant 7 did not complete the card sort. Items not
thought to be of relevance can be seen in the Stroke only segment of the Venn

diagram, Figure 13 (Page 131).

Key themes in the data

The focus of this sub-study was to investigate the experience of TIA and
patients’ perceived needs following TIA. Content analysis of the focus group
and interviews were combined. The SNM provided a framework of stroke
needs that informed data collection. Following an iterative process of coding
and review of transcripts, six potential needs following TIA were identified (see
Figure 12).

Figure 12 Key themes identified

The need to:

1. Access early recognition & action
Have access to knowledgeable staff
Take steps to avoid a stroke
Manage fear & anxiety

Deal with restrictions and regain independence

o g bk~ w N

Develop confidence in self and future

There was an additional theme about the role of family and friends, which will

be explored further in the carers’ questionnaire.
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Table 24 Summary of elements of Stroke Needs Mapping (SNM) for which
a positive response was given

SNM Needs Definitely or might be relevant
Prevention of stroke (risk reduction) 9

Keeping healthy (lifestyle)

Fatigue (tiredness)

Talking

General health (maintenance)

Balance / standing

Quality of life

Anxiety

Managing medication

Dietary adaptations

Vertigo (dizziness)

Dealing with others’ reactions

Fear

Muddled thinking
Memory

Family strain/well-being
Depression

Motivation / focus / confidence
Body image / self-image
Reading/writing/numbers
Driving / transport
Information / advice
Eating and drinking
Independence

House work

Arm movement

Mood swings

Personality / behaviour change
Role change

Social activity / contact with others
Dental / oral health

Altered sensation (e.g. numbness)

Nausea
Walking
Falls / accidents

Hand and finger movement

Sleep disturbance

Difficulty sleeping

Anger / frustration
Work
Relationships / sex life

Leisure / holidays

Training / support
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IT / internet access

n=10.
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Key themes. The need to:

1. Access early recognition & action
This was not part of the SNM, but could be broken into a variety of components.

There were a number of references relating to the shock of having a TIA.
Denial was also mentioned in terms of feeling that the symptoms were not

serious enough to worry about. Participant 1 said:

“I said I'm Ok, don't need to go anywhere. | thought | was

wasting their time.”

Denial could also be seen where patients felt that the diagnosis must be wrong.

Participant 4 said:

“There are still parts of me in denial. You don’t have any

evidence, you can't find anything wrong.”

Also in this theme were a variety of identified delays, caused by the participant,
and linked to denial and the need for encouragement to act on the event.
Participant 8 explained how her daughter was the driving force for her to seek
medical help:

“(she said) ‘You've got to go mother’, so | did. | went to

the doctor, and she referred me to the clinic.”

Other participants talk about frustration caused by delays within the health
system itself. Participant 4 speaks of his perception of delay in seeing a stroke
specialist:

116



“I wish we'd gone straight to A&E because | think | would
have been seen straight away, not gone through the

doctor, it all took too long.”

2. Have access to knowledgeable staff
Knowledgeable staff was identified in relation to doctors and nurses who offered

support, reassurance and information. When speaking about his encounter with

a doctor in TIA clinic participant 9 said:

“He’s very good at giving you self-confidence and [has]
what | call a responsible bedside manner, not soothing

you over, but very practical, and | think that’s ideal.”

The need for information was highlighted both from the stroke needs and the
interviews, with some accounts of poor or inadequate information provision, as

in the case of participant 3:

“It seems like a grey area of what you can do and what
you can’'t do and what you should do and what you
shouldn’t do.”

It was also felt that knowledgeable staff helped patients and carers to develop
confidence post TIA. Participant 4, when talking about his encounter with a
specialist nurse, said:

“l just felt it was a good example of the support people
need in that situation...| came out feeling a lot better about

the situation.”
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One participant (3) specifically mentioned the need for psychological support:

“This is a time when people need, not just physical
support, but psychological support...if you've got positive

people around you, always helpful.”

3. Take steps to avoid a stroke
This theme was about stroke risk reduction. From the stroke needs, those

highlighted were General Health, Keeping Healthy and Prevention of Stroke. A
number of participants mentioned ‘taking it easy’, diet changes and medication.
A huge reliance was placed on taking the medication as a protection. One
participant (9) felt that taking medication was the most important thing that can
be done to reduce the risk of stroke. He said, when asked what information

should be given to people following TIA:

“Really to reassure them that they haven’t got much to do

except perhaps take a tablet.”

There were accounts both good and bad relating to experiences with
medication. Participant 4 had a bad experience with lack of information about

potential side effects of medication:

“Doctor prescribes it, no warning whatsoever of any side
effects and I've since found some...but telling somebody
that the drug might affect your love life, | would have said
OK, and | could have been ready for it.”

Whereas his initial attitude to medication had been much more positive:
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“It's a bit of a wake-up call and then you find your blood
pressure is up and your cholesterol is up and you think,

alarm bells, let's do something with it.”

Information was also identified in relation to secondary prevention. It appeared
that taking steps to avoid strokes help to form a ‘positive attitude’ which, in turn,

helps to develop confidence. Participant 3, when talking about confidence in

the future said:

“The sooner you start doing something about it and being
positive, the more you seem to develop confidence in

yourself.”

4. Manage fear & anxiety
Learning to manage fear and anxiety in relation to the future appeared to be a

significant need post TIA. This was covered by the SNM and it is recognised
that both anxiety and fear are problems following TIA. This includes more
recent reports of post-traumatic stress disorder being experienced by some
people (Kronish et al., 2012; Kiphuth et al., 2014). Fear of having a stroke was
the biggest issue, with the impact that fear has on quality of life. Participant 5

explained how she feels her TIA has changed her life:

“The fact that | feel scared, then my quality of life has
changed, but everything else is the same, no it's only the
‘sacredness’ I've got that’s different. It impairs on my

quality of life a bit, because | do worry.”

Anxiety and general worry was also a very common theme. Depression was not

as common and there was only one participant who was anxious about job
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security following her episodes. It was felt that developing confidence helps

with the fear and anxiety. Participant 9, when asked about anxiety said:

“You're obviously pleased it's not more serious, but | know
it could lead on to a full stroke which is the one thing you

are afraid of obviously.”

5. Deal with restrictions and regain independence
Driving scored highly in this category, participant 3 described the driving
restrictions as feeling almost like a disability in itself. He said:

“Which is a problem, at first, because it feels like you've

had your legs cut off.”

Fatigue was also highly identified from both the stroke needs and in direct
relation to people’s experiences. Participant 11 when asked about fatigue
reported that, initially this had been a big problem for her, but had improved

over time:

“It's gradually, it's gradually changed, at first it was quite
sort of ... | was tired full stop you know, and then gradually
| started to come out of it and do more, now ... I'm all right,

| don’t think about it now.”

There were several mentions of family or friends ‘watching’ or monitoring those
people who had experienced a TIA. There were also reports of family and
friends being over-protective and reducing independence. Participant 10 talked
of the frustration of being told what to do, but accepted that it was due to

concern from his family:
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“And | have to do what's told, I'm not asked whether I'm
going to do it, I'm told that’'s what I've got to do, so once
again it's done with the best of intent and so | take it in that
manner, and I'll take it in that spirit, do you know what |

mean?”

One participant (2) was concerned regarding the impact of TIA on personal

relationships, she said:

“in terms of actually a relationship, coz I think, I don’t want
them to know that I've had it, coz | think that it puts people
off.”

6. Develop confidence in self and future.
Confidence is difficult to define, but most participants mentioned it at some point
in their discussions. It appeared to be linked to positive attitude and acceptance
of the situation. It was identified that confidence in healthcare professionals
helped to develop self-confidence post TIA and in being able to identify what is

‘safe’. Participant 9 when talking about the encounter with a stroke nurse said:

“It's helpful if you have been told what goes on, and why
it’'s happening and whether it's likely to lead to a stroke
and that. Yes, without that information | would feel very
much lost, so | think that giving the patient information is
vital.”

The groups recommended changes to the classification of a number of
elements of the SNM. Typically, elements were moved from the stroke only
classification to the ‘stroke and TIA’ intersection. There appeared to be three

new emergent needs in the TIA only classification. One emergent need was
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‘sustaining change’, where changes made initially following the TIA became
increasingly difficult to maintain over time. Another emergent need was related
to the feeling of being ‘a fraud’ and ‘making a fuss about nothing’, the need is
about how to cope with these feelings. The third emergent need was about
support and information specifically for carers and family members of people

following TIA.

Prioritisation of needs was completed as a group exercise and suggestions

were sought about how the groups might like needs to be addressed.

Most important needs

Each focus group was asked to agree a ‘top five needs’ to discuss in more
detail and possibly establish ways to address the identified needs.

The needs identified by group one were: Help seeking; Information; Vision;
Avoiding delay and Motivation. Group two selected: Driving; Risk reduction;
Help seeking; Information and Finances.

When asked to identify the top five needs, the groups between them identified
eight, with two needs appearing in both groups. The two needs identified by
both groups were Encouragement to seek help and Information / advice. A

summary of top five needs for both groups can be seen in Table 25.

Table 25 Showing a summary of top rated needs

Needs identified as most
important.
Shared Encouragement to seek help

Information / advice

Vision
Group 1 Avoiding delay

Motivation

Driving
Group 2 Risk reduction

Finances
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Encouragement to seek help. The common theme was that people after a
TIA needed encouragement to take it seriously, because the temptation was to
ignore it, since the problem had ‘gone away’. This suggests that
encouragement to seek help overlaps with denial, and validation of experience,
but is distinct, in that it prompts action in the form of help seeking behaviours.
The group recommendations for meeting this need were that there should be a
wider awareness of TIA and its symptoms. They also felt it is important to
recognise that no symptom is too minor to mention, participant E said:

“Well | think that is more important, that we should realise
that yes you do need to seek help whenever odd things
happen to you. Because we do tend to say, ‘Oh no, I'm

fine and don't bother,” but no, it's wrong.”

Information / advice. The discussions in both groups focussed on TIA
awareness, rather than the information required following a TIA. It was felt that
the public tends to be unaware of the condition, unless they have had personal
experience of it in the form of family or friends who have also had a TIA. The
participants talked about the Face, Arm, Speech, Telephone (FAST) campaign
and felt that it does not go far enough in terms of describing stroke and TIA
events. The group identified that between them they had experienced face, arm
and speech difficulties, but also had visual disturbance, loss of balance and
generally ‘feeling funny’. This led to discussion of the Stroke Association
campaign ‘Not just a funny turn’ (Stroke Association, 2014). The groups’
recommendations for how to address this need included an advertising
campaign similar to the FAST campaign, to clarify that even if the symptoms
resolve, medical help is required. They also suggested including a character in
one of the soap operas who could have a TIA. Finally, they felt that there
should be more leaflets and posters in doctors’ surgeries and opticians
prompting people to report strange, unexplained symptoms, which might
represent a TIA. There was a consensus that both doctors and opticians should
ask the question, ‘has anything strange or funny happened to you since | last

saw you?’ Participant C said:
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“But you know, that has never been mentioned to me, by
opticians or by doctors. And | feel it should have been,
some questions should have been asked, you know,
possibly more by my optician since it was eyes affected.

Have you ever had any funny things?”

Vision. A number of the participants in the focus groups had experienced
visual disturbance as part of their TIA. Both amaurosis fugax and homonymous
hemianopia were symptoms experienced by group members. This led to
discussions about visual problems as a feature of TIA. Concern was raised that
vision does not feature in the FAST campaign. The optician was the first
healthcare contact following their TIA for two of the participants. In one case,
the optician recommended an urgent GP appointment, in the other, the
recommendation was to attend the local eye infirmary. Visual disturbance
leading to less common pathways into health care with associated delays were
first reported in 2014 (McSharry et al., 2014; Wilson et al., 2014). Itis
recognised that isolated visual symptoms are less likely to result in rapid access
to TIA services, since they tend to have a low stroke risk score (Lavallee et al.,
2013).

There was a general feeling that TIA is not well known and understood by the
public, and visual problems, as a manifestation of TIA, were not really
recognised. It was felt that if ten seconds of loss of vision in one eye could
result in major vascular surgery within a week of the episode, then no visual
symptoms should be ignored. Until this meeting ‘vision’ had been in the stroke
only section of the TIA needs Venn diagram. Participants not only felt it needed
to be moved into the TIA and stroke classification, but also, formed one of their
top five needs, because of the perceived lack of recognition of vision as a
potential symptom during TIA. The group recommendations for addressing
vision as a need. In relation to educating opticians to ask about any strange
visual episodes at each consultation, and to encourage people to report any
minor events, participant D said:
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“Information for the public about TIA, opticians should ask
more questions and also GPs, they don’t routinely ask,
and it's something, that you felt was too trivial to

mention...”

This fits with research that was published at the same time this element of the
research was conducted in May 2014 (McSharry et al., 2014; Wilson et al.,
2014).

Avoidance of delay. The group stressed the importance of taking immediate
action following a TIA. Not all group members did initially, but were surprised at
the swiftness of response once they contacted a healthcare professional. One
participant mentioned her event when she attended a routine blood pressure
check at her surgery. She was seen at a TIA clinic the same day. She said it
made her feel like a ‘damn fool’ for ignoring it at the time. All the group said
they would have no hesitation in seeking immediate medical attention if they
had any unexplained symptoms in the future. When asked how this need might
be addressed, the group felt this need also tied in with the need for
encouragement to seek help and the need for information and advice. The
overwhelming message was that public education about TIA needs to be

improved, participant D commented:

“I've been told, it seems, that speed is of the essence.”

Motivation / focus / confidence. It was felt by the group that the first thing
people need is the motivation to try and do what is necessary to recover. The
changes made to reduce the risk of further TIAs or strokes helps to build
confidence in the future. Then as confidence grows, a positive attitude forms
and one can accept the event, learn from it and move on. When asked how the
need could be addressed, the view of participant E was that if professionals
give clear, non-contradictory advice, this builds trust and helps to develop the

motivation to start the recovery process:
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“l think it should be motivation, you need to be motivated
before you accept... Well not to give up and accept it, but
to continue with any form of physio or any therapies that

help.”

Participant F:

“So, would that go along with confidence, in the need
description you have motivation, focus and confidence as

a single group? Yes, it would, wouldn’t it?”

Driving / transport. It was recognised by the group that those people who
normally drive are significantly affected by the 28-day driving ban. It was also
accepted that this is a legal requirement of the Driver and Vehicle Licensing
Agency (DVLA, 2016), and not the decision of the clinician who makes the
diagnosis. However, there are times, either due to delay in presentation, or due
to clinician error, when people are not informed of the driving restriction. There
was discussion about whether driving restrictions apply to bicycles, golf buggies
and mobility scooters. The group consensus was that it probably should, but
doesn’t appear to apply. There was also discussion that because of the age of
the participants, the majority have bus passes, which should help people to
maintain mobility in the absence of the ability to drive. The main difficulty
expressed was the loss of independence and freedom. There was also the
discussion that with the cost of petrol, maybe a month without driving might pay

for occasional taxis for essential journeys. Participant J said:

“Not being able to drive for a month was pretty awful.”

“That was the only thing | found difficult about the whole
thing.”
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It was also felt that people should not be put at risk by not being informed of
DVLA restrictions, and that it is imperative that everyone is told about driving

restrictions at the earliest opportunity.

Prevention of stroke — risk reduction. There appears to be great
dependence on the medication prescribed to protect against stroke. Although
there were some participants who were reluctant to take medication this was

described by participant H:

“Then all of a sudden I've got 4 pills to take on a daily

basis.”

The majority saw medication as a positive step towards reducing the risk of
stroke. Three main reasons for taking medication emerged. Some people took
medication to reduce the risk of stroke. Participant D talked about his view of

risk reduction:

“A lot of the things we mentioned about reducing the risk
is very important and is about not having the stroke and

that's the aim of the game, in terms of preventing strokes.”

Some people took the medication to reduce worry and anxiety, participant E

explained:

“Some people could get in quite a state, ooh I've had a

TIA I've got to be careful, I've gotta do this or not do that.”

Some took medication because the doctor said so, participant G:

127



“Well | said, if we continue with our healthy diet, very low

fat, do | need to keep on the statins and he said yes.”

Lifestyle issues such as stopping smoking, reducing alcohol intake, changing
diet and taking more exercise, were also discussed and the discussion moved
on to how to maintain lifestyle changes. One participant who had her TIA
several months ago stated that fear was the main motivator, which helped her
to continue with the changes that were implemented following her TIA. Other
participants talked about starting out with good intentions, but finding it difficult
not to let ‘old bad habits creep in’. The group felt there needed to be sufficient
information to help people help themselves initially following TIA, but, there
should also be some longer-term services to help maintain the changes

participant H said:

“As someone who appears to have had a very minor
event, | certainly feel that I, after the initial period, when |
saw a doctor, | didn't take it very seriously, but he made
lots of effort and brought my blood pressure down, so on
and so forth, but because | feel well within myself, | feel
the old bad habits creeping in, you know like chocolate

cake and things.”

Benefits / financial. There were two main themes to this need. The main one
was about the impact of having a TIA diagnosis on travel and car insurance.
Discussion identified the risk that people may have invalid travel insurance, and
not realise it. One participant reported that the financial impact of her TIA was
that it cost her £200 in additional travel insurance premiums. It was felt that
healthcare professionals should ensure that people who receive a TIA
diagnosis, should also be advised to contact their car and travel insurance
providers. In the case of car insurance this is to ensure the policy is not
declared null and void. In the case of travel insurance, this often results in a
raise in premiums or even exclusion of cover. Either way, it was felt that it is

better to know the situation before needing to make a claim (H):
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“Difficulties of making sure these things are valid really,
particularly around travel insurance. They ask so many
questions, what'’s important and what's not. And that
potentially the insurance links to finances, coz it's a

consideration when you are going on holiday.”

The other financial issue was raised in relation to power of attorney, which costs
quite a lot to set up, but in the event of a stroke would save money overall. One
participant (1), who had experienced her TIA quite recently, had a sister who
had survived a severe stroke. She believed an event, such as a TIA, should
prompt people to plan for their future. She felt that people need to consider all
eventualities and a TIA could be seen as a ‘wake-up call'. She recommended
that people should consider organising power of attorney, will and funeral

arrangements following a TIA:

“Power of attorney could be very important, couldn’t it? If
you do it after the TIA, if you have a stroke it's done. Well
you just don’t know what the future holds. So, a TIA,

because it’s a little warning shot, | suppose, isn’t it?”

Other group members felt that this might be a response to her sister’s situation,
and that the type of future planning suggested would not be suitable for
everyone. The group as a whole agreed that a sudden iliness of any kind might
prompt considerations of future planning, and this was not specific to TIA.

Self-management. One of the groups talked about taking control of their
health and monitoring their own blood pressure, and how they have been
helped by their GP to keep an eye on their own health. There is a precedent for
this, and home blood pressure (BP) monitoring is an established mode of
treatment (Schmid et al., 2009). It was acknowledged by the group that not
everyone wants or would be able, to do this. However, it was felt that where an
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individual is motivated to do this themselves they should be supported in doing

S0, participant H:

“Having purchased one from a pharmacist’s it cost me
£20, the lady in the GP office checked it was giving an
appropriate reading | thought that whoever pays for that,
and I'm very happy to pay for it myself, if it saves you two
trips to here, or several days with an inappropriate
machine at the GPs then it's actually a very good

investment, so | would strongly recommend that.”

There is evidence in stroke patients who were given BP monitors and asked
to continue monitoring their BP that half the study group continued weekly
checks at 6 and 18 months post event (Ovaisi et al., 2013), suggesting that

this could be a useful strategy in those people who want to ‘take control’.

130



Figure 13 Venn diagram showing the relationship between stroke and TIA needs as determined by patients following TIA
during interviews
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TIA specific needs
TIA specific needs emerged from the qualitative data analysis and represent

novel themes that do not directly relate to the elements of the SNM. A wider

range of quotes relating to TIA specific needs can be found in Appendix C10.

There were a number of issues or needs expressed by people following TIA that
did not quite fit within the SNM. Some of the needs are similar to those found in
the SNM but are discussed in a different context to that following stroke, where

longer lasting physical or mental impairments occur.

Acceptance. This is in the context of accepting that something had happened,
taking reasonable precautions, and not letting it dominate the future and cause
ongoing concern. Due to the brevity of symptoms and the full physical
recovery, some people appear to find it difficult to accept that the event carries
a significance beyond the duration of symptoms. Acceptance is not explicitly
found in the SNM, although it could be seen to be categorised under the
heading of ‘coping and adaptation’ which is part of the SNM. Participant 11

said:

“It's no good worrying, you've just got to get on with it, you

know...”

Self-monitoring / hypervigilance. A number of participants explained that
they were more aware of their bodies after a TIA and, as a result, if they noticed
anything out of the ordinary they would test themselves to see whether it was
happening again. There is no obvious category of the SNM which includes this
need. Participant 5 stated that if she felt in anyway unwell she would ‘check’
herself:

“lI sometimes think ‘are my arms alright, are my legs
alright’, so | check them and then | rub my neck and
head.”
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Hypervigilance is not a recognised feature of either stroke or TIA. In fact, with
stroke, since there is a persisting disability if a patient were to be checking their
function, it would be likely to be with the hope that the symptom has improved
or resolved, whereas following TIA, due to the heightened awareness, minor
unusual or unexpected sensations would prompt ‘self-testing’ behaviour, with
the patients checking for possible new TIA / stroke. It is likely that this
behaviour is further fuelled by the lack of warning before the TIA. Patients
appear to feel vulnerable and hypervigilance is likely to be a coping strategy to
manage their anxiety. There might be a link between hypervigilance and

hypochondriasis, as described in the literature (Taylor, 2004).

Positive attitude. This was thought to be important, linked with acceptance, to
enable people to get on with their lives following a TIA. Whilst confidence can
be found in the SNM, it would appear to be referring to confidence and ability in
terms of recovery and ability, rather than confidence in the future and their
future health. Participant 3, when talking about the need to be positive said:

“It's important to try to get back to normal as soon as
possible, with a view that everything was positive, and |
think if you've got positive people around you, that’s

always helpful.”

Validation of the experience. This has no parallel in the SNM, in as much as
a number of participants recounted how they were not aware of symptoms, or
had dismissed them, only to be convinced of the need to seek help by another
person. This phenomenon has since been reported in stroke survivors (Jones
et al. 2007), where it was demonstrated that the majority of calls to the
emergency services were made by people other than the person having the
stroke, although that could be due, in part, to diminished ability to operate a
telephone. In the case of TIA, it would appear that people may trivialise their
symptoms and fail to act on them (Gibson & Watkins, 2012), requiring others to

‘validate’ that something really did happen and requires help. In the case of
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participant 1, her daughter and neighbour both agreed that something had ‘not

been right’ so they arranged for her to see her doctor the following day:

“They tried to see me move my arms and | seemed to be

alright then...l wondered what came over me.”

Encouragement to seek help. People following TIA have less physical
incentive to seek help, once the symptoms have passed. Sometimes people do
not tell friends or family about the event for several hours or even days. It does
not appear uncommon for people following TIA to delay seeking help for days or
even weeks after the event. Delays in help seeking are reported widely in the
stroke literature (Sprigg et al., 2009), where the impact of delay can determine
the difference between whether or not a person can be considered for acute
treatments such as thrombolysis, so perhaps it is not surprising that those
people who are no longer experiencing symptoms might be reluctant to seek
help. Participant 8, when talking about how he came in contact with healthcare
after her TIA said:

“Well my daughter, my eldest daughter wanted to take me
straight to the hospital and | said no, | don’t want to go, so
she got on to the doctor, my doctor, and got me an
appointment into the clinic.”

Over-protectiveness. There is concern expressed by people following TIA
about how others worry, and that whilst the concern is appreciated, it can be
troublesome. They report feeling ‘watched’. A number of family members or
friends present during some interviews also expressed their anxieties.
Managing the levels of anxiety in family and friends to ensure that the person

recovering from a TIA does not feel over-protected, is an important need

134



following TIA. This could equate to ‘independence’ following stroke in the SNM.

The husband of participant 5 explained:

“l used to phone or text her and we were texting all the
time, coz | was worried about leaving her on her own,

because of what happened in the first place.”

Avoidance of delay. The SNM does not cover the acute pre-hospital episode
since it was based on needs following discharge after a stroke. For this reason,
early help seeking behaviour is not recognised in the SNM framework, and
therefore is included as a TIA specific need. One might argue it is equally
relevant following the onset of stroke symptoms, and indeed, until symptoms
have resolved, it may be unclear whether the focal neurological deficit
represents TIA or stroke. Ideally, everyone who has experienced a TIA should
be seen in a specialist clinic within a maximum of seven days. This still does

not always happen as recounted by participant 4:

“The number one concern really was the passage of time
having seen the doctor before being seen at the
hospital...| can remember the final diagnosis meeting |
had with (names doctor) in the hospital and she said |
couldn’t drive within a month. 1 said, ‘A month is up

tomorrow.”

There were, however, also good examples of delay avoidance as described by
participant 9 when talking about his partner:

“Fortunately, he knows, he’s seen it before, and well, he
immediately calls an ambulance, and we make our way up

to the hospital, which only takes five or ten minutes.”
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Denial. Denial is also not a feature of the SNM, since it was conducted based
on patients’ post-discharge following stroke. Denial appears to be a mixture of
minimising the potential severity of the episode and disbelief that such short-
lived symptoms could represent stroke disease. Participants talked about
‘feeling a fraud’ and not wanting to waste peoples’ time, as described by

participants 1 and 3 respectively:

“| feel a bit of a fraud really, why have | got you out?” (to
paramedics).

“Oh yes, coz | didn’'t want to go the next day. | said, ‘I'm
OK, I don’t need to go anywhere’. | thought | was wasting
their time, you know.”

Participant 4 explains why he is still not convinced he has had a TIA:

“There’s been no physical evidence that I've had a TIA,
which is great, | was thinking, coz you do wonder what the
hell is going on, but there’s been no physical evidence

other than the behaviour on the day.”

The diagnosis of TIA is based on the history of the event and, in terms of
investigations, it is a diagnosis of exclusion, thus making it more difficult for
people to come to terms with, since there is no positive test result that shows a

conclusive diagnosis.

Summary Venn diagrams (Figure 13 & 14) illustrate the views of the pooled
sample from both the interviews and the focus groups in relation to the
relevance of stroke needs for people following TIA. The needs within the
central rectangle represent those needs most commonly identified within the
card sort or during discussions. The sector to the far right which represents
‘TIA only’ needs, is based on the findings from the qualitative elements of this
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enquiry. TIA only concepts include: Acceptance; self-monitoring /
hypervigilance; positive attitude; validation of the experience; encouragement to

seek help; over protectiveness; avoidance of delay and denial.

The TIA only needs, presented from the interviews previously conducted
(Figure 13), were discussed by both focus groups. There seemed to be a
consensus that the TIA only needs seemed reasonable and participants could
identify with them. There were, however, three new needs that became
apparent when the groups were talking together (Figure14). One need related
to ‘feeling a fraud’ and ‘making a fuss about nothing’. This, it was agreed, was
due to the brevity of symptoms and the fact that they apparently recovered
completely. This impacted on the participants’ desire to seek help. There was
concern that they might have imagined their symptoms, or concern that they
would not be believed. This fits in with denial and avoiding delay, but seemed

distinct from those needs participant E:

“I just felt a fraud, | felt | was making a fuss about nothing
because | felt so well, | mean after this | was playing
badminton. It was just so quick.”

The second emergent need relates to sustaining changes made acutely
following a TIA. One participant spoke of ‘slipping back’ into his old ways and
behaviours. This need links closely to stroke prevention and risk reduction, but
again is subtly different in terms of context. It is well recognised that lifestyle
changes often do not always translate into long-term behaviour changes
(Leistner et al., 2012). But sustaining changes was felt to be a need following

TIA and was included on that basis participant H:

“That's when you were saying, you initially took it very
seriously, but the longer it goes on the less it feels you're

more in the safe zone.”
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The final emergent need from the focus group data was TIA specific
information for carers and family. This is distinct from information in relation
to stroke. The group discussed the reactions of friends and family and that they
would like specific information to be made available for them to pass on to the
appropriate people. This links with over-protectiveness, but also helps to
validate the event with carers, to ensure patients feel they are able to ask for

help or support participant H:

“Communication with relatives, so you know, how to
tackle that really and potentially, we talked about how
something like the TIA leaflet might be useful there
suggesting what sorts of things you should [be] expressing

to relatives.”

Table 26 shows in bold those needs that changed categories following the focus

group discussions and those needs that were added as new TIA only needs.
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Table 26 Showing stroke and TIA needs

Stroke only

TIA and stroke less
common

TIA and stroke
common

TIA only

Using the toilet
Washing/dressing/
clothes

Cooking

Shopping

Pain

Hearing

Fractures / bone loss
Epilepsy

Spasticity / limb
tightness
Swallowing problems
Understanding
others’ talking
Religious observance
Participation /
engagement
Empowerment /
decision making
Access to services
Advocacy

Aids / adaptations
Health & Safety
Child care

Training & support
Residential / day
care

Respite / emergency
care

Pet care

End of life issues

Dental / oral health
Eating and drinking
Independence
Housework

Altered sensation
Nausea

Vertigo

Walking

Falls / accidents
Arm movements
Hand / finger
movements

Sleep disturbance
Difficulty sleeping
Mood swings
Anger / frustration
Personality /
behaviour change
Motivation / focus /
confidence

Body / self-image
Reading/writing/
numbers

Muddled thinking
Memory

Work

Relationships / sex
Role change

Social activity /
contact

Leisure / holidays
Training / support
IT / internet

Care support at
home

Benefits / financial
Vision

Power of attorney
Self-management

General Health
maintenance
Keeping healthy
lifestyle

Prevention of stroke
risk reduction
Managing medication
Dietary adaptations
Balance

Fatigue

Quality of life
Anxiety

Dealing with others’
reactions

Talking

Driving / transport
Information / advice
Family strain / well
being

Depression

Fear

Self-monitoring /
hypervigilance
Over-protective
family & friends
Positive attitude
Acceptance
Validation of
experience
Encouragement
to seek help
Denial

Avoid delay
Sustaining
change

Feeling a fraud
Information for
carer

Bold needs are those that moved from ‘Stroke only’ to ‘Stroke and TIA’, or new ‘TIA only’ needs.
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Figure 14 Venn diagram summarising Focus Group views on the relevancy of stroke needs to people following TIA
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Results carers

The accrual rate for this research was very low at only six participants,
suggesting that carers of people who have had a TIA are potentially a hard to
reach group. Minimal biographical information was collected relating to the
carers. This has been summarised in Table 27 below. The data helps give
context to the responses, but due to the paucity of recruitment, no wider
analysis was possible. Participants came from both the Northwest and

Southwest of England.

Table 27 Demographic details of the carers

Participant | Gender Age General Lives Relationship
Number Range Health with
patient?

I F 76+ Good Yes Spouse

[l M 61-75 Very good Yes Spouse

11 M 61-75 Very good Yes Spouse
v F 46-60 Good No Daughter
V M 46-60 Good No Son
\ F 46-60 Good Yes Spouse

A large number of elements of the SNM were identified by both carers and
professionals in the survey conducted in Phase 2a. Only five elements
identified in the SNM were considered not relevant to people who have
experienced a TIA, 27 elements were considered possibly relevant following
TIA. The majority of elements (40) were considered to be relevant to people
following TIA. Within the group of 40 elements eight were considered by all
carers to be important. These were ‘anxiety’; ‘quality of life’; ‘dietary
adaptations’; ‘independence’; ‘washing, dressing and clothes’; ‘general health —
maintenance’; ‘keeping healthy — lifestyle’; and ‘prevention of stroke — risk

reduction’.
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Stroke needs - Physical needs

Table 28 shows the needs that rated most highly in the physical category were
balance / standing, walking and fatigue, although if considering yes and maybe
responses, then falls & accidents and vertigo also rate relatively highly. There
was one additional free text comment received for this category, which was
from participant (1):

“Following diagnosis, it is strange how one notices things
that have really been happening for a while but one

realises how more observant we should be.”

This comment links in well with findings from chapter five where ‘self-monitoring’
and ‘hyper-vigilance’ are discussed as TIA specific issues. There are few
elements where ‘no’ is the dominant response, these are swallowing problems,
spasticity & limb tightness and epilepsy. No element was discounted by all

respondents.
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Table 28 Carers’ assessment of the relevance of physical needs following
TIA

Yes Maybe No
Fatigue (tiredness) 5 1 0
Walking 5 0 1
Balance/standing 5 0 1
Falls / accidents 4 1 1
Altered sensation 3 1 2
Arm movement 3 0 3
Hand & finger movement 3 0 3
Vertigo (dizziness) 2 3 1
Vision 2 2 2
Sleep disturbance 2 2 2
Swallowing problems 2 0 4
Nausea 1 3 2
Fracture/bone loss 1 3 2
Epilepsy 1 2 3
Hearing 0 4 2
Pain 0 3 3
Spasticity & limb tightness 0 2 4

143



Mental / emotional needs

Quality of life was thought to be important by all the participants. Both quality of
life and anxiety were identified by all participants, with fear and motivation /
focus / confidence having five positive responses each. All elements of this
category were considered to be relevant by at least two participants. Only two
elements resulted in a split result with equal numbers of responses in each
possible option. These needs were Personality / behaviour change and Mood
swings. Both needs were classified as ‘might be relevant’ in the summary Venn
diagram (Figure 15, page 152). There was one free text comment from
participant (1V), which said:

“Again, the emotional side can be tricky — especially if
there are mood-swings/anxiety/other changes”.

This suggests that the person this participant supported had some needs
associated with mood or emotions. The implication of the comment is that
those needs were unmet. See Table 29 below.
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Table 29 Carers’ assessment of the relevance of mental / emotional needs
following TIA

Yes Maybe No
Quality of life 6 0 0
Anxiety 6 0 0
Motivation / focus / confidence 5 0 1
Fear 5 0 1
Dealing with others’ reactions 4 1 1
Anger / frustration 4 1 1
Difficulty sleeping 3 2 1
Depression 3 2 1
Body image / self image 3 2 1
Personality / behaviour change 2 2 2
Mood swings 2 2 2
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Communication needs

It is interesting to see that all of the communication needs rated highly with all
needs identified by at least 4/6 participants. Only one participant did not feel
that muddled thinking was potentially one of the difficulties facing someone
following a TIA. It is somewhat difficult to determine whether this category rated
high due to the initial symptoms or due to on-going problems / needs. There
was one comment provided in the free text response box from participant (V),

which read:

“From my mother’s experience, but | am aware that other

people are affected differently — more severely”.

It can be seen from the recent literature that cognitive problems are becoming
more widely recognised as an issue following TIA. The findings in the literature
are supported by the small sample in this study. Most participants have
identified memory and muddled thinking among the communication needs
identified. See Table 30 below.

Table 30 Carers’ assessment of the relevance of communication needs
following TIA

Yes Maybe No
Talking 5 1 0
Reading / writing / numbers 5 1 0
Memory 5 1 0
Muddled thinking 4 1 1
Understanding others' talking 4 1 1
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Everyday living needs

Table 31 shows six needs identified in the SNM that were thought by all carers
to be relevant. These were Independence, Dietary adaptations, Washing &
dressing, General health (maintenance), Keeping healthy (lifestyle), and
Prevention of stroke. Only one participant felt that ‘dental and oral health’ was
certainly relevant following TIA, however, another four felt it might be relevant.
There was an even split in responses for domestic chores, suggesting there
might be some needs associated with them as well. There were two free text

comments provided for this category from participants (ll1) and (V1) respectively:

“Most of these are very important to ensure the everyday

function of any person.”

“Quality of life and the persons value as an altered

person.”

The two free text responses from different respondents could be considered as
relating to independence and possibly the second comment could also relate to
the need for a positive attitude. However, yet again it appears that despite a
TIA diagnosis, the carer / participant seems to regard the individual as an
‘altered person’.
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Table 31 Carers’ assessment of the relevance of everyday living needs
following TIA

Yes Maybe No
Prevention of stroke 6 0 0
Keeping healthy (lifestyle) 6 0 0
General health (maintainence) 6 0 0
Washing & dressing 6 0 0
Dietary adaptations 6 0 0
Independence 6 0 0
Eating & drinking 5 0 1
Managing medicines 5 1 0
Using the toilet 3 2 1
Cooking 2 2 2
Shopping 2 2 2
Housework 2 2 2
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Re-enablement needs

Information and advice was thought to be the most important element of re-
enablement. Both health and safety issues and aids & adaptations were
thought to be ‘not relevant’ by the majority of respondents. This would be
expected based on TIA definition. When considering responses for both
‘relevant’ and ‘might be relevant’ more than half the respondents felt IT / web
access, advocacy, access to services and empowerment / decision making,
together with self-management, should all potentially be considered needs.
These can all link to regaining confidence, which scored highly in the mental
and emotional needs category. There were no free text responses for this

category. See Table 32 below.

Table 32 Carers’ assessment of the relevance of re-enablement needs
following TIA

Yes Maybe No
Information/advice 4 0 2
Empowerment / decision making 3 1 2
Access to services 3 1 2
Advocacy 3 1 2
Training/support 3 0 3
IT / Web access 2 2 2
Self-management 2 2 2
Aids and adaptations 2 1 3
Health & Safety 1 2 3
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Social needs

Table 33 shows the highest rated element of social needs relates to driving and
transport, closely followed by participation / engagement and work. These
needs are easily seen by others and therefore easily recognised. Religious
observance scored lowest. There was one free text comment provided by
participant (IV) for this category:

“All of these relate to being a whole person — they are all

important to confidence and being who we want to be”.

This maps to mood / motivation / confidence and independence elements of the
SNM and demonstrates an appreciation of the impact of role change, which
interestingly, was reported as belonging to the ‘might be relevant’ group in the
summary Venn diagram (Figurel5, page 152). It could be argued that those
people who have an identified carer following TIA are less likely to have unmet

social needs, compared with those without support within the community.

Table 33 Carers’ assessment of the relevance of social needs following
TIA

Yes Maybe No
Driving/transport 5 0 1
Participation/engagement 4 1 1
Work 4 0 2
Social activity/contact 3 2 1
Relationships/sexuality 3 1 1
Leisure/holidays 2 2 2
Role change 2 2 2
Religious observance 1 3 2
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Financial / legal needs

In this category, there were two elements which none of the participants felt was
‘definitely relevant’ to people following a TIA (Table 34). These were ‘end of life’
issues and ‘pet care’. The highest rated element was care support at home.
There were no free text comments relating to this category of needs. Itis
possible to foresee circumstances in which pet care could become a worry or a
need for someone living alone, who might worry about the consequences to a
pet companion if they were to be taken ill. However, it is more difficult to
rationalise end of life care in relation to TIA, which, by definition, is not of itself,
a fatal condition. The assumption could be that a TIA may make someone
consider their own mortality and prompt them to feel the need to plan for all

eventualities.

Table 34 Carers’ assessment of the relevance of Financial / Legal needs
following TIA

Yes Maybe No
Care support at home 4 1 1
Power of attorney/NOK 3 2 1
Respite/emergency care 3 2 1
Family well-being 3 2 1
Residential/day care 2 3 1
Benefits/financial support 2 2
Child care 1 3 2
Pet care 0 4 2
End of life issues 0 3 3
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Figure 15 Venn diagram summarising carers views on the relevancy of stroke needs to people
following TIA
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Other free text responses
A full list of free text responses to the other questions in the questionnaire can

be seen in Appendix C11. Free text responses were invited with four questions.
The first question was whether the hospital could have done anything differently
that might have improved the experience? The second question was about
whether the GP or primary care could do anything to improve the experience?
The third question was whether a specific individual made a particular positive
impact on their experience? The final question was whether there was anything

not covered elsewhere in the questionnaire?

Phase 2c Staff interviews
Recruitment & summary of participants

The first three participants were selected specifically by the researcher as being
professionals who would be able to contribute to the understanding of
professional views of TIA needs, how they are identified and subsequently
addressed. A further eight interviews were conducted with people who were
either recommended to the researcher, or who had expressed an interest in
participating previously at a regional conference (Figure 16). There were some
professional groups which the researcher attempted to access, based on
previous research output, but were not easy to recruit. These included
opticians and paramedics. Participants were asked if they could recommend
contacts in these groups, but unfortunately, interviews could not be secured.

Figure 16 Shows the snowball recruitment process for professional
interviews

Stroke Community Stroke Stroke Nurse
Consultant (a) Co-ordinator (b) Practitioner (d)
Emergency .
Department CCG Commissioner CTralr::e ‘
(ED) for stroke services orfs.u an
Consultant (h) () Practitioner (f)
TIA Nurse
Specialist (e) &P (g) Research
Physiotherapist (j)
Consultant
Neurologist (i)

Practice Nurse in
GP Surgery (k)
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Thumbnail pen sketches of participants can be found in Appendix C12.

Professional themes identified

There were four distinct themes or needs that emerged from the data collected
from professionals. In most cases, they mirror or fit with previously identified
needs from a patient perspective. The only one which does not appear to have
a counterpart from a service user perspective is ‘TIA as part of wider vascular

disease.

Diagnostic uncertainty. It is recognised that the diagnosis of TIA is a difficult
one to make (Wasserman et al., 2010), with considerable scope for individual
judgement (Castle et al., 2010). It is not always possible to make a definitive
diagnosis following a brief episode of focal neurology or other ‘funny
experiences’. The clinician takes a detailed history of the event, considers past
medical history and risk factors, but if the presentation is atypical, there may be
some diagnostic uncertainty. When explaining this to a person in clinic, the
message they might take is that there is no evidence that something went
wrong, or that there is no need to worry because all the tests have produced
normal results. This fits with issues around denial and adopting secondary
prevention strategies and lifestyle changes, reported in Phase 2b. Participant
(a) talked about the difficulties of a diagnosis of exclusion, where ruling out
other potential causes of the symptoms experienced, left TIA as the diagnosis.

It is recognised that this is unsatisfactory for both clinician and patient:

“There are certain patients that we think “well it's highly
probable you have had a TIA but we can’t completely
exclude that it's, you know, epilepsy or demyelination” and
we will get an MRI scan, then obviously in the time that
they are having, waiting for that MRI scan, they are in a bit
of limbo.”

The patient perspective of diagnostic uncertainty was discussed by participant
(1), who said:
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“l just wondered whether there was something around
uncertainty, uncertainty about the diagnosis and

uncertainty about what is going to happen in the future.”

Another difficulty for patients can be that some appear to be given a diagnosis
of TIA when they have some persisting symptoms, which should give rise to a
diagnosis of (minor) stroke. Participant (j) was speculating on the impact for

patients in this situation and said:

“Is there benefit from a patients’ perspective if they have
got issues that are worrying them, in being told actually it
was a stroke, it might almost be “oh | wasn't just imagining

it” it was real...”

TIA as part of wider vascular disease. Initially raised by the Clinical
Commissioning Group (CCG) Commissioner of Services, this was about how
services are not currently ‘joined up’. There are a variety of services in the
community that could be of benefit to a wider range of people, but they are
provided in ‘silos’. For example, cardiac rehabilitation, provided for people
following a myocardial infarct, might be equally suitable for someone who has
experienced a TIA. There are a range of lifestyle interventions in the
community for healthy eating, weight management and exercise promotion, but
not all are currently accessible to people following TIA. The view was that
services need to be provided for vascular disease rather than for cardiac or

diabetes, or neurovascular conditions. Participant (a) said:
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“There should be a lot going on, around vascular
protection and some patients will have TIA’s, some
patients you know will have a heart attack or whatever, but
what is the support network? and meeting the patients’
needs are actually quite similar whichever one of the
diagnoses it is.”

There is evidence that some people after TIA do appreciate and engage with a
cardiac rehabilitation model of support (Hillsdon et al., 2013). That model of
care would meet a number of the needs that people have previously identified,
although there is conflicting evidence that cardiac rehabilitation has a
demonstrable impact on risk factors and outcomes (Prior et al., 2011; Kirk et al.,
2014; Wilson et al., 2014). Cardiac rehabilitation for people following TIA was a
common theme, and was thought by the participants to offer a model of care
which would normalise the patient’s situation and also offer empowerment, thus

promoting sustainable change. Participant (d) said:

“It's normalised, it's not a healthcare professional telling
you its other people who have had that experience who

are sharing their story.”

Participant (i) agreed, saying:

“You can reduce their future risk by putting in place a
programme which includes not only their physical fitness,
but working on their mind and their thinking about
themselves.... linking it in with a more formal sort of
cardiac-rehab type of thing, where the whole approach
becomes one more of enablement and rehabilitation and
bringing the locus of control back within the person

themselves again.”
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There is evidence that cardiac rehabilitation programmes may also reduce self-

reported depression (Lennon et al., 2008; Lennon & Blake, 2009).

Returning to ‘normal’. This links to a number of previously identified needs
following TIA. Regaining confidence in self and future, developing a positive
attitude, and avoiding over-protection from family and friends, could be some of
the equivalent needs from the perspective of someone who has experienced a
TIA. People after a TIA seem uncertain about what activities they can safely
engage in. They typically require specific advice about returning to normal
activity as far as possible, taking potential fatigue into consideration. Participant
(d) said:

“Sometimes, they just need our reassurance and
acknowledgement that yes, they can go back doing the
gardening, they can go back doing the housework and

those sorts of things.”

The main activity that is affected by TIA is driving, which impacts on
independence. It is a short-lived restriction (28 days), unless there are multiple
episodes of TIA, which might require a three-month period free of events before
returning to driving (DVLA, 2016). Participant (f) said:

“Advice about returning to everyday life really, within that |
am thinking things like, yes they need driving advice, they
need advice about letting their insurance companies know,
they need that, but also, you know, you need to chat with
them about well what have you thought about returning to
work, and have you got back to your hobbies, and is there
a reason why you are not going swimming any more, or

what have you.”
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There is however evidence that staff and professionals do not have good
knowledge about the DVLA requirements following TIA and that communication
and documentation relating to this important area is poor (Goodyear &
Roseveare, 2003).

Willingness to change. One of the features of post TIA care is the delivery of
information and advice about risk reduction, lifestyle changes and in the
importance of taking any prescribed medication. However, information on its
own is not perceived as useful for everyone. Professionals recognise that
willingness to change has a significant impact on short and longer term
secondary prevention measures. Some professionals recommend formal
motivational interviewing, when people seem stuck in a position of reluctance to
change. Motivational interviewing is also linked to motivational stages of
change (Markland et al., 2005). The motivational stages of change were
described by Prochaska and Velicer (1997), and pass from pre-contemplation,
through contemplation, preparation, action and finally to maintenance.
However, this is rarely a linear journey. It would appear that the professionals
recognise the difficulties associated with behaviour change and the need to

assess each person’s willingness to change at each contact, Participant (i).said:

“Addressing people’s fears, giving fairly formal
motivational interviews with patients who are in a bit of a
stuck position and aren't very easily going to be helped to
change their lifestyle, and they will need that sort of

motivational challenge to get them out of that circle.”
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Participant (d) observed:

“Certainly, when they are in clinic at that particular time,
that is, how can we stop this from happening again, they
are very receptive at that time, whether that is continued,
some of them when they come back in to follow up clinic
then yes, they are still very frightened by the whole event,
they are wanting to do everything and anything they can,
whereas others, the enormity of what has happened has
sort of dropped off.”

There was also recognition by Participant (e), that badly managed interventions
relating to lifestyle and behaviour change can cause additional anxiety, and

therefore cause the patient additional problems:

‘Patients need to have responsibility for their own health,
So it’'s a good thing, but you need to make sure that you're

not feeding anxiety.’

Top three needs in the opinion of professionals

At each interview participants were asked to identify the top three needs in
terms of priority to address. A number of participants clustered pre-existing
needs, others identified needs not previously within the needs lists. Two
participants felt they really must have a top four, a full attributed list can be
found in Appendix C13. In Table 35 the identified needs are clustered into

loose themes.
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Table 35 Professional views on high priority needs

Theme High priority needs Frequency

Avoiding Stroke Secondary prevention

Lifestyle advice

Medication

Risk reduction

Keeping healthy

Emotional / Psychological support

psychological Advice and support

Reassurance

RPIRPINOININA~IOIN

Confidence

Validation

Help seeking

Empowerment

Family strain

Self-image

Getting back to Restoring physical fithess

normal Returning to everyday life

Professional Seeing the bigger picture

processes Sustaining change

N N e I e e

Willingness to change

Draft model of professionals’ view of needs following TIA

The views of professionals were summarised in a flow diagram which outlines
the various areas of conversation relating to TIA needs (Figure 17, page 162).
A number of needs were identified relating to current service provision,
including the roles of primary and secondary care in relation to TIA. The
interface between primary and secondary care and transfer of care were also
identified as areas that can create needs when not well managed. Difficulties
with diagnosis and promoting early presentation were discussed, and the role
and situation for formal follow-up was also discussed. The area labelled
‘professional perceptions of patient problems fell into four categories.
Responses, which relate to the reactions of others, including carer anxiety and
the risk of over-protective behaviours towards the person who had a TIA.
Reactions, which relate to the individual’'s emotional responses to experiencing
a TIA. Issues which are the more tangible effects of TIA, such as driving
restrictions, fatigue, sleep disturbance, the impact on sexual activity or the

ability to work. Financial issues such as the increased cost of travel insurance,
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the potential impact on obtaining life insurance or mortgage cover as well as the

more obvious short-term costs of not being able to drive.

Professionals identified a number of barriers to recovery following TIA, these
were divided into the process barriers, where the health service systems can
impede diagnosis, timely assessment or the availability of ongoing support.
Human barriers tended to be intrinsic to the person who had the TIA, these
included a number of behaviours and possible coping strategies, which were

likely to delay or derail secondary prevention measures or increase anxiety.

Possible ways forward were the suggestions made by professionals about how
services might be adapted to better meet the needs of those that use them.
This included offering formal groups for exercise and education based on the
model of cardiac rehabilitation. Providing peer support via groups, offering
existing information in new and more interesting formats, for example consider
the use of apps to engage the IT literate. There has been talk in the Southwest
for some time about the development of a ‘health hub’ where all services can be

accessed from a single point, thus making sign-posting more effective.

The model is predominantly a digest of the interviews, but forms a narrative,

which makes the data easier to follow.

161



Figure 17 A draft model summarising the themes that came from the professional interviews about people’s needs

following TIA
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5.5 Discussion

Summary of findings
The survey showed that staff recognise the potential for problems to be

experienced and therefore, needs to arise following TIA. There was a
commonly held belief that needs would be specific to the individual and their
circumstances, although there were a number of needs that were thought to be
highly relevant, such as ‘secondary prevention’, ‘information and advice’ and
‘maintaining health status’. The survey gave rise to some interesting
responses, when considering that TIA, by definition, requires all symptoms to
have resolved within 24 hours. However, it highlights the willingness of staff to

consider potential needs or problems following TIA.

Patients identified several issues that were either not found in the SNM, or were
related to a specific context found within the TIA experience. Many needs were
found to be shared between stroke survivors and people following TIA. There
was a core of commonly identified needs from the SNM that most participants
identified with. Then there were a wider range of less commonly experienced

needs, which appeared to be more specific to the individual concerned.

Participants of the focus groups recommended some changes to the placement
of elements within the Venn diagram. This resulted in a few elements, which
had previously been considered needs only in stroke survivors, being moved
into the ‘stroke and TIA’ intersection. Three new TIA specific needs were also
identified. Two of these were the need to sustain changes over time and the
need to not feel a fraud. The other new TIA specific need was related to carer

informational needs.

The groups were asked to identify their top five needs. There was some
overlap between groups, with eight individual needs identified, two of which
were identified by both groups. It is surprising perhaps, that risk reduction was

not found in the top five needs of both groups.

Finally, the focus groups were asked to consider how the identified needs might
be addressed. Suggestions were made relating to ‘information giving’, ‘raising
awareness of TIA’, and looking at how some of the ‘financial difficulties might be
addressed'.
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The carers questionnaire requires much larger numbers of responses to enable
rigorous analysis. However, it was interesting to note the similarities between
carer and professional responses to a similar research tool. TIA ‘carers’ have
not previously been systematically asked for their views in relation to needs
following TIA. Due to the very small number of participants it is not possible to
draw any firm conclusions but this line of enquiry has offered some intriguing

insights into life after TIA.

Interviews with professionals involved in the care of people following TIA
demonstrated the range of approaches used. Some of the medics were very
clear that their remit was primarily focused on diagnosis and medical
management. The nurses reported an approach that looked at people
holistically, considering physical, emotional and social issues. There was
general agreement that the materials presented from initial interviews and focus
group appeared reasonable. There were four new needs identified from a
professional perspective. They were ‘diagnostic uncertainty; ‘TIA as part of

wider vascular disease’; ‘returning to “normal” ’; and ‘willingness to change’.

Recruitment / response rate
2a — staff survey

The email and postal requests were sent together with a reminder, two weeks
after initial contact. The response rate of 20% was lower than would be
desired, despite the use of a single reminder, it is in keeping with the response
rates of other remote surveys (Nulty, 2008; Scott et al., 2011). There are likely
to be several factors influencing the response rate, such as available time.
Many of the members provided work email addresses rather than their personal
email addresses to the fora (personal communication), which may have
influenced their ability to complete the survey at work. There had been
comments regarding difficulty understanding the relevance of the questions to
the subject matter during development. This had been addressed as far as
possible, by trying to clarify the intent of the survey in the participant information
sheet and invitation. However, it is recognised that nurses are less likely to
complete a survey if it does not appear relevant (Van Geest & Johnson, 2011),
and the free text comments also suggest that perceived relevance may have

been an issue.
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The response rate was within acceptable limits, although on the low side. Most
respondents were stroke specialists (56%), a further 20% were nurses working
on a stroke unit. Therefore 76% of the respondents work regularly with stroke
and 71% saw TIA patients at least once a week.

2b — patient and carers views

The initial focus group demonstrated that the participant selection and
screening processes worked. The actual accrual of participants was low
Northwest. There was approximately a 10% positive response rate (5/55) for
the focus group, which is in keeping with the reported experiences of other
researchers (Reynolds, 2011). The focus group aimed to recruit people who
had experienced a TIA over the previous 13 months. The positive responses
were all from people within seven months of their event. This means there
could be differences in peoples’ perceptions of the relevance of research for
them as time passes. The TIA service from which the potential participants for
the focus group were recruited was one where follow-up was rarely offered;
outstanding results were forwarded to the patient and GP when they became
available.

Recruitment for interviews was also approximately 10% in the Southwest
(10/92). Most patients who participated in semi-structured interviews had
received care in a service where investigations and results were typically
available on the first day of attendance, and follow-up was routinely offered to

all patients with a diagnosis of TIA.

TIA patients can be difficult to recruit into research due to a range of possible
reasons, including; a desire to forget the event and ‘put it behind them’; lack of
belief in the diagnosis; low importance attached to the event; and a need to play
the event down and minimise importance of the TIA (Gibson & Watkins, 2012).
Carers can be even more difficult to identify, reach and recruit. Also, carers
may not recognise the contributions that they have made following a loved-one
or friend’s TIA. The role may be viewed as normal behaviour in the face of
illness on the part of a significant other. Finally, it is not possible to predict what
number or proportion of the invitations were actually passed to a potential carer

for consideration. Therefore, it is not possible to know whether the low
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recruitment was due to the lack of recognition of the carer role by the person
experiencing TIA, or a lack of interest in participating on the part of the carer

themselves.

In view of the very slow recruitment into the carers’ questionnaire, an alternative
approach was considered, which would allow carers to potentially be recruited
at clinic attendances directly. This change was drafted as a protocol
amendment and submitted to NRES as a substantial amendment. This was
considered to be too far from the original protocol and approval was not
granted. It was suggested that drafting the proposed recruitment method as a
separate protocol was more likely to be successful; however, this was not

pursued due to time constraints of the research project.

2c — Staff interviews

Recruitment used a modified snowball method. This method of recruitment is
usually used with hard to reach groups where personal contact is likely to
improve the chances of participation (Atkinson & Flint, 2001). Although the
author had a short-list of professional groups deemed to be desirable to
interview, the recruitment was led by the recommendations of previous
participants. The benefit of using this sampling strategy was that professionals
that were unknown to the researcher or may not have been considered by the
researcher as potential participants would be considered and contacted. The
starting point for recruitment was a Stroke Consultant physician, a Community
Stroke Co-ordinator and a Stroke Nurse Practitioner. These professionals had
expressed an interest in participating in TIA research at a previous stroke
conference held in the Southwest of England. Each of the index participants
made recommendations for further potential participants. Some of whom were
subsequently interviewed, whilst some were not. The GP Practice Nurse was a
professional of particular interest in the research, since it appeared that Practice
Nurses provide the majority of the support and advice available in primary care.
The recommendations locally did not deliver a potential participant. One
Practice Nurse had expressed an interest in participating in research at the
stroke conference. She works in the Home Counties and it is possible that
service delivery is different in that area to the services provided in the South of

England.
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Findings in relation to SNM
It was interesting that the staff survey showed high levels of positive responses

to physical needs and problems, particularly since participants were asked to
consider TIA in isolation of any other conditions. This could represent staff
acknowledging that sometimes patients are given a diagnosis of TIA, when they
clearly still have on-going focal neurology, or could be due to the interpretation
of the question and might relate to the symptoms at onset of TIA. Participants
were asked to disregard other pre-existing problems. However, that does not
explain 15% of respondents reporting that spasticity or spasm were relevant or
important. Fractures and bone loss are also quite difficult to understand in this
context. The 30% response that falls / accidents were definitely relevant, might
be in relation to leg weakness at the time of onset, leading to a fear of falling (if
another TIA or stroke were to occur). Another possibility might be that
respondents were considering the needs of the patients they typically see in TIA
clinics where up to 50% of those seen may not have a TIA diagnosis (Dennis et
al., 1990; Kelly et al., 2001). When considering the ‘yes’ and ‘maybe’ responses
together, there appeared to be a real appreciation of the potential mental /
emotional impact of TIA. Itis interesting to note that only 78% of respondents
felt that body image would be related to any needs following TIA. There is a
growing body of research to support the views of respondents regarding
elements in the mental / emotional domain. In particular, ‘anxiety’, ‘fear’ and
‘depression’ (Moran et al., 2013), all of which have rated very highly in the
survey. Added to that is ‘anger and frustration’ which rated highly in the survey
but is not so prominent in the literature. ‘Motivation, focus and confidence’ is
also highly rated in the survey and there are some previous reports of difficulties
with those issues (Arts et al., 2008).

Since this research started, there has been a publication looking at memory
loss following TIA (Pendlebury et al., 2011). In practice, there was a recognition
and awareness of memory being a concern following TIA. It can be argued that
on-going cognitive impairment represents stroke rather than TIA, and could
demonstrate misdiagnosis of the patient. Speech and understanding problems
and needs identified may possibly relate to the symptoms at initial onset of TIA.

On-going problems, by definition, would indicate stroke rather than TIA.
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In terms of TIA as a condition, taken in isolation, many of the everyday living
needs would not be expected to feature highly following TIA. Particularly the
needs relating to functional issues such as ‘walking’, ‘limb movement’, ‘balance’,
‘hygiene’ and ‘continence’. These relatively high responses (>30% definitely, or
possibly relevant) could be due to misinterpretation of the question, symptoms

experienced at onset or again, may be due to misdiagnosis of a minor stroke.

When considering the responses from the domain of re-enablement, it was
difficult to understand why such a high proportion of respondents felt that ‘aids
or adaptations’ might, or would, be needed following TIA. However, all the re-
enablement needs rated highly, and this was perhaps due to the nursing and
therapy ethos of health promotion working towards the recovery of

independence and autonomy.

Within the domain of social needs, ‘driving and transport’ was recognised as a
key feature following TIA. This is perhaps not surprising since TIA is a short-
lived phenomenon which, in the UK carries a DVLA requirement to cease
driving for 28 days, despite the early resolution of symptoms (DVLA, 2016).
Patients need to be informed of these regulations and understand the rationale
and consequences of non-compliance. Another element that rated highly was
‘work’. This may demonstrate an appreciation of the psychological impacts of
TIA or the fatigue that some patients report. Obviously, support in relation to
work will not be needed by all patients, for example, those who have retired, but
it is none the less high on the agenda of the healthcare professionals who

participated.

Finally, financial / legal needs responses were considered. It was somewhat
surprising to see that 5% of respondents felt there was a definite need for
‘palliative care’ following a TIA. Although TIA would not typically be considered
a terminal event, it is well recognised that it can be a warning of an imminent
major stroke (Rothwell et al., 2004). It might be, that those staff who responded
positively to ‘palliative care’, were in fact referring to discussions about
advanced planning in the event of a stroke, although it would also seem likely
that the TIA had not been considered in isolation. A few of the responses in this

domain suggest that the questionnaire may not have been completed as
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intended, therefore, caution may be required when interpreting the data

obtained.

In looking at the frequency with which each need was identified by patients,
there is a risk that less common, thus potentially more hidden needs could be
overlooked. For example, one of the participants who identified oral health as a
need, had been diagnosed with sub-acute bacterial endocarditis, which is likely
to have influenced his perceptions due to the links between oral health and
hygiene and his cardiac disease. Dental and oral health would not be a need or
issue for most people, and could potentially be overlooked without specific
insight into this participant’s history, but for him, it was a significant concern.
Another example is that only one person identified needs relating to
relationships and sex life. However, for this individual it was his greatest

concern following his TIA, and had caused him significant anxiety and upset.

Physical needs. Considering the definition of TIA as focal neurological
symptoms that had completely resolved (WHO, 1975), it is interesting to note
the high levels of fatigue reported within the group. It might suggest that fatigue
is centrally mediated or due to unrecognised cerebral infarct (Winward et al.,
2009; Barbour & Mead, 2012; Fens et al., 2012). The other two frequently
reported issues (more than three participants) were needs relating to ‘vertigo’
and ‘balance’. It is difficult to know whether these concerns are related to
central neurology, because there is the possibility that in addressing risk factors,
in particular hypertension, there could be an element of drug induced postural
hypotension (Kamaruzzaman, et al., 2010; Milazzo et al., 2012), that could
cause, or contribute, to these difficulties. There are also reports of patients
being given a diagnosis who have persisting neurological deficits (Moreau,
Jeerakathil & Coutts, 2012).

Mental / emotional needs. ‘Quality of life’ was identified as a need in over half
the participants, demonstrating that although, by definition, the medical view
would be that these people are ‘back to normal’, the experience has had a
detrimental impact on their perception of quality of life. Relatively high levels of
‘anxiety’, ‘fear’ and ‘depression’ were also identified. These are recognised
after effects of stroke, but their presence following TIA has only been reported
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more recently (Arts et al., 2008; Luijendijk et al., 2011; Spurgeon et al., 2012).
Dealing with others’ reactions was also highlighted. TIA does not generally
carry a stigma. On probing, this related to feeling a loss of autonomy or feeling
‘watched’ caused by the behaviour of friends and family.

Communication needs. ‘Talking’ scored highest in the communication
category. This was usually due to communication difficulties during the TIA
itself, rather than following the episode. Participants were keen to discuss this
element of their symptoms and it was clearly very disturbing for them at the
time. Needs relating to both ‘muddled thinking’ and ‘memory’ were also
identified by four participants in each case. These problems were ongoing,
following the initial TIA, although one participant reported her memory was
initially poor, but improved over the following weeks. These deficits have been

reported in the literature (Pendlebury et al., 2011).

Everyday living needs. These included ‘prevention of stroke’, which scored
highest with ten out of the twelve participants identifying it as important. This
was closely followed by ‘keeping healthy’ being identified by nine participants.
Seven participants identified ‘general health’ (maintenance). These are
commonly identified needs which fit in well with TIA service provision, so they
are more likely to be met than some of the less obvious needs. Other slightly
lower scoring needs were ‘managing medication’ and ‘dietary adaptations’.
Both are likely to have slightly different meanings for people following stroke or
TIA. Those with TIA appear to be referring to ensuring they are taking the
appropriate medication and altering their diet in line with healthy eating
recommendations, rather than the physical dexterity and swallowing skills to

manage their medications and food.

Re-enablement needs. The only re-enablement need to be identified by five
participants was the need for ‘information and advice’. It was unexpected that
this was not highlighted by more participants considering the body of evidence
relating to information provision following stroke reported in a recent Cochrane
review (Forster et al., 2012). It could be that the participants felt they had
received the information they required, and therefore it was not perceived as a
need.
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Social needs. ‘Driving and transport’ was the only need in this category to be
identified by five participants. This initially appeared a low response rate for an
issue that is likely to be a significant restriction for people following TIA,
however only seven of the twelve participants were drivers prior to their event,
which is in keeping with research findings (McCarron, Loftus & McCarron,
2008).

Financial / legal / care needs. The main concern relating to care needs, was
regarding ‘family strain / wellbeing’. This research included a small non-
probability sample. For this reason, it is possible that any need identified in the
SNM might apply to an individual at some time following their TIA. Itis also the
case that the more commonly identified needs tend to be more readily
recognised by professionals, as can be seen in Phase 2a. However, the less
common needs may well represent a larger problem for the person who
experiences them, because those needs are less likely to be recognised and

addressed in clinical practice.

There were several issues or needs expressed by people following TIA that did
not quite fit within the SNM. Some of the needs are similar to those found in the
SNM but are discussed in a different context to that following stroke, where

longer lasting physical or mental impairments occur.

The findings from the patient interviews were presented to patients as part of
the focus groups. This showed that the following needs were originally in the
stroke only classification within the Venn diagram, but the group participants felt
they needed to be moved to the Stroke and TIA intersection. ‘Benefits /
financial’ related to potential increased costs associated with the diagnosis,
such as travel costs caused by not being able to drive, but also including higher
premiums for travel insurance, or not being able to access some financial
products following diagnosis. ‘Vision’ was included because the composition of
the focus group participants had a high number of patients who had
experienced visual disturbance as part of their TIA. This added a new
perspective to the research of TIA, not only, by including vision as part of the
TIA / stroke intersection of the Venn diagram but also, by demonstrating a
variety of pathways into healthcare that had previously not been considered.
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Patients within the focus group who experienced visual problems at onset,

typically appeared to consult their optician as their first contact with healthcare.
The response of the optician was varied, with one patient advised to attend the
local eye hospital as a matter of urgency and the other advised to see their GP.
In each case this led to delay in attending TIA services, and potentially offering
an opportunity for improving access pathways to promote rapid recognition and

referral and appropriate treatment.

Power of attorney was also highlighted as important following TIA. The
participant who felt strongly about this had a personal experience with her sister
having a TIA followed by a major stroke, after which she (sister) lacked capacity
to make her own decisions. The participant had experienced difficulties dealing
with her sister’s affairs on her behalf and felt people should be encouraged to
put a power of attorney in place following TIA, to reduce the burden on family
and friends, although this may not be as generalizable as some of the other
findings. Finally, ‘self-management’ was identified as desirable following TIA,

with people being encouraged to take responsibility for their own health.

There were similarities between the responses obtained from the staff survey
and carers questionnaire. Out of 48 elements identified as relevant to carers,
31 elements were shared by the ‘nursing and other staff’ who had identified 42
elements in total. During the focus groups one of the TIA only needs related to
information for carers / significant others about TIA. This has also been

highlighted by the carers themselves.

Findings in relation to needs not found in SNM
Some of the comments received in the free text section of the staff survey had

in fact been covered within the main body of the questionnaire, for example the
responses relating to secondary prevention and lifestyle issues. There were
also a few people who felt the need to clarify their interpretation of what
constitutes a TIA. This was probably due to the bias towards on-going
symptoms in the elements identified given that the SNM was developed with
stroke survivors. Some responses indicated that needs would be based on an
individual's coping strategies; perception of events; and their support network;
and should be based on what the patients themselves place most value on.
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Only a single research paper was published before this research was
conducted illustrating the fear and anxiety people may experience following TIA
(Arts et al., 2008). The most obvious example of the loss of independence for
many people is the suspension of driving privileges for 28 days following the
event. Within the small number of participants interviewed, all but one driver
had been told about the DVLA regulations. It is well documented that driving
advice is not always well managed by staff, probably due to their lack of
awareness of DVLA regulations following TIA (Batool et al., 2014). A repeated
theme during discussions was about the need to rebuild damaged confidence.
Because the TIA occurred with no warning, there was concern about their
abilities to continue with their normal activities, for example, cycling, and in
some cases a reluctance to plan for the future. These themes offer a target for

clinical intervention, possibly at the follow-up consultation.

The previously identified TIA only needs were discussed by both focus groups.
There seemed to be a consensus that the TIA only needs initially identified,
seemed reasonable and participants could identify with them. There were,
however, two new needs that became apparent when the groups were talking
together. One need related to ‘feeling a fraud’ and ‘making a fuss about
nothing’. This, it was agreed, was due to the brevity of symptoms and the fact
that they apparently recovered completely. This impacted on the participants’
desire to seek help. There was concern that they might have imagined their
symptoms, or concern that they would not be believed. This fits in with denial
and avoiding delay, but seemed distinct from those needs.

The other emergent need related to the ability to ‘sustain changes’ made
acutely following a TIA. One participant spoke of ‘slipping back’ into his old
ways and behaviours. This need links closely to stroke prevention and risk
reduction, but again is subtly different in terms of context. It is well recognised
that lifestyle changes often do not always translate into long-term behaviour
changes (Leistner et al., 2012). However, sustaining changes was felt to be a

need following TIA and was included on that basis.

173



Strengths
2a — Staff survey

It would have been useful to know where individuals who completed the survey
worked, to evaluate the geographical scope of the survey. However, in many
hospitals there are only a few specialist stroke staff, which would have
potentially made some of the participants identifiable. For this reason, work
locations were not requested. By distributing the questionnaire through the
NSNF and SSNF there was the potential to capture views from across the UK,
thus representing a range of service provision models as well as a range of

professional roles. This can be considered a strength of the research.

2b — Patients and cares views

Previously within the programme of research, the approach had been
predominantly quantitative, with the use of survey tools. The initial patient focus
group, and interviews were the first elements of the research, designed to seek
a greater understanding of responses by using a mixture of both quantitative
and qualitative methods. This was achieved by combining a card sort exercise
and review of the SNM with qualitative data collection using a focus group and
semi-structured interviews. The methodology used in this sub-study was
broadly iterative, using a realist approach, trying to be impartial, but employing
active listening skills and reflection. It could not be considered Grounded
Theory since a pre-existing framework (SNM) was used to guide the focus
group and interviews. The analysis was conducted using systematic coding of
concepts. The data analysis led the discovery of trends and patterns within
interviews and between participants (Corbin & Strauss, 2015), and influenced
the evolution of the data collection methods during the study, based on an

iterative process (Charmaz, 2006).

There were advantages to the use of a mixed methods approach. Firstly, the
continued use of the SNM enabled comparisons across different participant
groups during the analysis of Phase 2 as a whole. Secondly, the use of a more
qualitative approach was less constrictive and allowed participants to explore
and explain their experiences and associated needs. Thirdly, using an iterative
approach, the first three interviews were predominantly about reviewing the

SNM elements, provided as a deck of cards, sorting them into categories
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relating to relevance and then scoring for importance. As the interviews
progressed, so the format changed to a discussion about the participant’s
experiences followed by the card sort (participants 4 and 5). This moved to a
less structured interview, where at the end, the researcher fed back the needs
identified during the discussion, thus giving immediate feedback and validation
of researcher’s interpretation. This was followed by the participant reviewing

the remaining cards to ensure nothing was missed.

One of the strengths of the focus groups was that by returning to the data
generated in the interviews, there was the ability to gain some validation of the
experiences and needs identified by the individual interviews of people who had
experienced a TIA. The research is building on the findings of previous sub-
studies to form a bigger picture. This process is known as triangulation and
helps to confirm that findings obtained in one area, are relevant to other people
in a similar, but not identical situation (Golafshani, 2003; Shenton, 2004).
However, it must be recognised that small numbers were involved and it is
possible that findings may only relate to local services, and local service users.
The ability to review findings that included input from carers and professionals

also enabled differing viewpoints to be considered.

Recruitment for the focus groups resulted in groups with participants who had a
time span of between 7 and 20 weeks elapsed since their TIA. This helped to
develop an understanding of how needs might change over time after a TIA.
This was considered a strength of the research in that it clearly demonstrated
that there are different needs according to how long ago the event occurred, but

also demonstrated that in some cases some needs can persist.

A strength of the carer questionnaire was the method selected for this part of
the research. The questionnaire was kept deliberately similar to the previous
guestionnaire utilised with nurses and other healthcare staff, and was based on
the SNM (French et al., 2008). This allowed for comparison between the views

of professionals and those of carers.
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2c¢ — Staff interviews

A semi-structured interview method was used to enable a depth of enquiry
whilst still retaining common themes between interviews. The material provided
for the discussion ensured that the issues, problems and needs identified by
people experiencing a TIA remained the central feature of the discussion, but

did not prevent new ideas or themes from emerging.

A modified snowball method of recruitment was used for the staff interviews.
This enabled people to be interviewed who would not have otherwise been
selected, thus giving a greater diversity of opinions and experiences. The
personal introductions in some cases were very helpful. For example, the
Community Stroke Co-ordinator had been engaged in some work on community
stroke services, so she recommended the author speak to the Commissioner of
Stroke Services at the Clinical Care Group. Her recommendation enabled easy
access to both the commissioner and, through him, to a GP, who are historically

difficult to interview due to their pressure of work.

Limitations
2a — Staff survey

By the nature of survey techniques, there were limitations imposed on the
responses, based on the questions asked and response choices available. This
was, to some extent, mitigated by the provision of a free text box for any other
comments at the end of the survey, which allowed participants with strongly
held views to share them. The survey tool also prompted free-text responses to

outline any perceived gaps in identified needs following TIA.

Response rates below 60% are often considered unacceptable. This is
particularly in relation to publication of research. The response rate at the
conferences was limited by the number of computer terminals available for use
in breaks and at lunch time. The sampling at regional conferences was well
received, the computers were in almost continuous use during the times
available, and sometimes there were even queues forming. In retrospect, it
would have been better to have more computer stations available so as not to
limit participation. Another strategy that could have been employed, to improve
participation at the conferences, would have been to include the web address
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on the participant information sheet. Those potential participants who were
unable to access the computers during breaks at the conferences could then

have participated from home after the event.

It is difficult to be sure exactly how many people received the invitation to
participate in the on-line survey, or via post, since NSNF and SSNF
membership lists are updated at most once a year (personal communication),
and if members have moved to a new house, changed job or email address,
they may not have received the questionnaire (Bandilla, et al., 2012).
Membership fees for both the groups is relatively low, which might mean that
membership is perceived as having limited monetary value, and could account
for members failing to ensure their current contact details are held. Members of
the NSNF and SSNF who attended either conference, and completed the
survey on line at that time, would not have been expected to respond to the

invitation via their stroke forum.

Several of the survey participants also remarked on how difficult they found it to
complete the questionnaire due to the strong bias towards stroke.
Unfortunately, this was inevitable once the decision was made to include all the
stroke needs identified, and not remove those relating to potential on-going
problems. This decision may have been proved to be the correct one, based on
the unexpectedly high rate of positive responses for many of these elements. It
can be seen as a strength of the study, since there had been no prior editing of
the potential needs documented in the SNM, and elements were provided in the
format presented in the SNM, since the report had been aimed at a professional
audience. Although there was overlap with the items on the SNM and staff
perception of needs following TIA, there was perhaps a different emphasis.
However, the survey method did not allow participants to clarify their responses

other than via the free text box.

2b — Patient and carer views

The researcher sometimes found it difficult to inhabit the research role and not
offer opinions, support or advice. The researcher’'s own experience as a stroke
nurse practitioner, where she sees many patients in clinic in a similar one-to-

one situation, required her to focus very hard on gathering people’s experiences
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and exploring their view of needs, rather than addressing those needs that were
revealed. On reviewing the transcripts of the interviews, it was apparent that,
particularly in the earlier interviews, there was some blurring of roles. Itis
important to be aware of researcher stance and biases, as they will impact on

how the researcher will respond during the interaction (Walsh & Downe, 2006).

The interview with Participant Seven at her own home was interrupted by two
telephone calls, following which it became apparent from her tone of voice and
body language that she was no longer interested in finishing the interview. For
this reason, the researcher cut the interview short. On reflection, it might have
been better to face the situation head on and ask the participant whether she
was willing to continue the interview, rather than picking up on non-verbal cues
and interpreting them as the participant’s desire to cease the interview (King &
Horrocks, 2010). As part of that reflection on practice it was decided that any
further situations of a similar nature would provoke the question ‘Are you happy
to continue with the interview / encounter?’, although this situation did not arise

again.

One participant, following discussion with the supervisory team, was not
included in the analysis and evaluation. This decision was reached because,
when the potential participant screening was conducted, there was no evidence
on this person’s medical records of subsequent stroke. However, when the
researcher was welcomed into the participant’'s home to conduct the interview, it
became apparent that she had sustained a stroke, for which she was treated at
a different hospital, shortly after her attendance in TIA clinic. A judgement was
made at the time that to abort the interview at that point would be inappropriate
and cause distress to the participant. For that reason, the interview was
conducted, with a focus on the initial TIA. Unfortunately, the responses
received during the interview demonstrated that it was difficult for the participant
to tease out events and feelings relating solely to the TIA. Since the participant
had been hospitalised for a couple of weeks and was told she had sustained a
stroke, it was decided that it would not be appropriate to include the data. The
decision was because the subsequent stroke was a pre-existing exclusion
criterion. This demonstrated a limitation in the screening process used for the

study, since there was no mechanism to capture data from other hospitals. On
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reflection, this situation could easily have been avoided by checking the
screening criteria with potential participants when discussing the study and

arranging a meeting.

The focus groups were conducted with a small number of participants selected
from two areas of the UK, Northwest and Southwest. It would not be possible to
claim that the findings from these interviews are generalizable in any way,
since, to some extent, perceived needs are likely to be related to the model of
TIA service to which an individual has been exposed. Within the group
sampled, data saturation appeared to be reached with the final interviews not
revealing any new themes. However, it is not possible to state that patients
drawn from another area, who had been exposed to other services, would only

have the same views.

Sampling was based at two District General Hospitals, and was limited to
potential participants who had received a TIA diagnosis during the preceding 13
months. Every eligible potential participant was contacted. There were surplus
responses for interviews in the Southwest, but in the Northwest, there was very
limited response to contact by mail. The difficulties experienced with recruiting
to focus groups led to the use of interview methods, which changed the type of

data obtained and very likely altered the longer-term trajectory of the research.

The biggest limitation to the carers’ survey is the small sample number.
However, it has produced some interesting results which would certainly bear
further investigation. Attempts to increase recruitment met with an unfavourable
opinion from the ethics committee, who felt the changes were too radical to
warrant being considered a substantive amendment and recommended
presenting the changes as a separate study. Another limitation was that it was
not possible to probe further into some of the responses received, due to the

anonymity offered to participants when they were recruited.

Using a qualitative research method would have potentially offered a deeper
insight into carer views, but a far higher response rate had initially been
anticipated. At the point, it became apparent that recruitment of carers was
problematic, there was insufficient time to plan and execute a separate study

specifically targeting them, rather than relying on ‘co-recruitment’ via potential
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participants for other elements of the programme of research. However, the
addition of the views of carers about the SNM element in relation to their
experience of caring for someone following TIA adds a depth to the overall

research that would otherwise be lacking.

2c — Staff interviews

Not all recommendations for interviews resulted in an agreement to be
interviewed, and there were some professional groups the author was keen to
talk to but was unable to secure an interview. One group were paramedics.
They are often the first healthcare professional to be in contact with someone
following TIA. The aim was to understand their thought processes during that
very acute phase in the patient journey, clarifying which needs they felt people
had, immediately following the index event. Several different routes were taken
to access a paramedic. The local ambulance station lead was contacted and
asked if any of the staff would be available to participate. Individual paramedics
known to the Emergency Department Consultant were also contacted, but no

response was forthcoming following a second approach.

Another group the author was very keen to talk to were opticians. Following the
focus groups that formed an earlier sub-study of Phase 2b, it became apparent
that opticians play a greater role in management of TIA than had previously
been appreciated. The first opticians contacted were those who perform NHS
retinal screening. It was thought that they were more used to working with the
NHS and therefore might be more willing to be interviewed. This approach did
not result in an interview. At that point, all interviewees were asked if they could
recommend an optician who might be prepared to be interviewed. This did not
result in an interview either. Local optician shops were approached in a general
way to try and establish why recruitment was unsuccessful. It transpires that in
the area local to the author, in the Southwest of England, all the opticians
working in branches of the main chain-store opticians were locums, and
therefore paid by the hour. The branch managers were not prepared to pass
the invitation to participate in research to their opticians. The small independent
opticians tended to be single practitioners and unwilling to participate due to
workload. For this reason, no optician was interviewed despite this being

highlighted as an area of interest. The inability to interview a paramedic and an
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optician and include their insights in the analysis of the data collected is a

limitation of this part of the research.

Implications for creating a model of needs
To create a model that would allow needs to be identified, and services to

become more responsive, the data was reviewed in relation to time from event.
Some novel needs were clearly time critical, and it could be seen that needs
changed during the time course following the event. Four time-periods were
identified, which fit with the patient experience and current service provision
based on the NSS (DH, 2007) and the NICE Guideline 68 (NICE, 2008). The
time-points are: Onset; diagnosis; Early (diagnosis - 28 days); Later (29+ days).

Analysis of the views of need at each time-point will be considered.

5.6 Synthesis
Phase 2 has explored needs following TIA from the perspectives of patients,

staff, and carers. The starting point in each case was the use of the SNM,
based on the understanding that since TIA and stroke are part of the same
disease continuum, it was thought likely that some needs were likely to be

shared by those who have experienced both stroke and TIA.

In each sub-study, an iterative approach enabled the methods to develop,
allowing the identification of TIA specific needs that are not to be found in the
SNM. In the results section, the findings of each sub-study were reported in
isolation. In the analysis section, results will be considered in relation to the
aims of Phase 2. These were to explore how needs identified in people
following stroke might also be relevant to people following TIA; to understand
the views of patients, carers and staff about their perceptions of needs following
TIA and identify areas of agreement and disagreement between groups; to
identify and understand needs that were identified following TIA which appear
distinct and unique to TIA and, finally, to develop a draft model of needs

following TIA.

The mis-match in perception of needs between study groups is perhaps the
clearest demonstration of how and why needs can remain unidentified and

therefore un-met following TIA.

181



Relevance of SNM and mismatches between groups
Comparison has been made regarding the elements of the SNM that each

group (patients, staff and carers) felt were relevant following TIA. To ensure
that the output is as comprehensive as possible, those elements that were
considered ‘possibly relevant’ were included with those elements considered
‘definitely relevant’. The majority of the SNM needs (48) that were considered
‘potentially relevant’ following TIA were identified by patients, carers and staff
(Figure 18, page 184). This suggests a recognition that a range of needs may
arise following TIA. There was a total of 20 needs that the staff or carers
thought ‘might be relevant’ that the patients themselves did not feel were
potentially an issue. Itis likely that, when considering a long list of possible
needs, those people who have not experienced TIA for themselves were
reluctant to discount needs that seemed possible in some circumstances. The
patients appeared more comfortable excluding potential needs, possibly
because they were able to speak from their own experiences. A number of the
needs included by staff and carers were physical or practical needs e.g.
cooking, using the toilet, washing / dressing / clothes. It may be that patients
might have difficulties in these areas, but it would not be expected to be due to
experiencing TIA, which would be expected to leave no physical deficit in
function after the event resolved. It is possible that some responses identifying
physical needs might relate to the TIA itself, when there could potentially be
problems with, for example, mobility, if leg weakness was present. This

explanation could account for some of the unexpected responses.

All the needs identified by the patients were also included within the responses
from both staff and carers, with the exception of oral / dental care, which was
not identified as a need by carers. This might be due to staff awareness
regarding the link between dental infections and sub-acute bacterial
endocarditis, which can potentially cause cardiac emboli. From a patient

perspective one man (Participant 3), stressed the importance of dental care:

“I think that is most important...... | think it's an on-
going.... | always make sure | go to the dentist every six

months”. .
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Within the card sort exercise this was considered relevant but it is not clear that
it was considered a need specifically following TIA, rather an ongoing

philosophy. This was not noticed or further explored at the time of the interview.

Overall there is a high level of agreement between the groups of participants in
the research. There are no needs within the SNM that have been identified by
patients alone. This suggests that recognition of the potential for needs to arise
is present in all groups, and that the SNM provided a useful starting point for the
research. Stroke and TIA are closely related conditions so it is unsurprising that
there is such a degree of commonality.
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There is also a comparison between groups of those elements that are thought
to be definitely relevant in each group (Figure 19). This relates to needs where
there were less doubts about relevance, and it is demonstrated in a far greater
level of agreement between groups. There were 49 needs identified by patients
as ‘definitely relevant’, a further 11 needs were considered ‘definitely relevant’
by professionals or carers. This suggests that staff and carers might be trying
to meet needs that don’t exist. This could possibly explain patient reports of
family “fussing”, making them feel ‘watched’, ‘smothered’, or “wrapped in cotton
wool.” This might be classified as ‘reactions of others’ which is found as a TIA

only need.
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Figure 19 Venn diagram summarising needs from the SNM that are thought to be definitely relevant following TIA
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The majority of needs are recognised by all groups, but not all members of
any of the groups will have identified all the needs. The most commonly
identified needs considered important by each group of participants (patients,
staff and carers), have also been identified and can be seen in Figure 20
(page 189). This clearly defines the mismatch between the priorities of each
group. This figure shows that although professionals and carers have
previously identified all the needs found in this Venn diagram, they haven’t
necessarily recognised the importance of them to patients.

Carers think ‘washing / dressing / clothes’ and ‘independence’ are very
important, but patients do not agree. Healthcare professionals recognise
three of the most important needs, ‘General health — maintenance’,
‘Prevention of stroke — risk reduction’ and ‘Information / advice’. These needs
are the needs professionals typically address, but of the 19 needs identified
by patients, 16 have not been identified as highly important by healthcare
professionals in the research. Carers do not appear to appreciate the

perceived importance of information and advice.

There are a wide range of needs, some of which are physical, such as
balance and vertigo, or talking, but most are concerned with emotions,
cognition, or centred on strategies to optimise health. There are a few other
needs such as driving and fatigue that do not naturally fit into those
categories and will be considered separately. It is possible that needs
associated with vertigo and balance could be caused by medication given to
lower blood pressure. In some cases, lowering blood pressure can result in
postural hypotension (Sathyapalan, Aye & Atkins, 2011; Zang, 2013), which
presents as dizziness and light-headedness, and might be described as
vertigo, and can impact on balance. The other physical need is about talking,
and it may be that this relates to the experience of the presenting symptoms

rather than an ongoing need.

Emotional needs include anxiety, fear and depression, but this category
could be expanded to include dealing with others’ reactions and family strain
/ well-being. Cognition includes memory and muddled thinking. These
appear to be short-lived problems, which is backed up by recent research
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(Pendlebury et al., 2011; Sivakumar et al., 2014a; 2014b) but consideration
needs to be given to a TIA or minor stroke contributing to multi-infarct

dementia (van Rooij et al., 2014).

In terms of optimising health, this includes general health — maintenance,
prevention of stroke — risk reduction, information / advice, dietary
adaptations, keeping healthy — lifestyle, and managing medication. Some of
the needs from the SNM have a specific meaning following TIA, for example
dietary adaptations in the context of stroke related to the need for modified
food and fluid textures to help with the management of dysphagia. In the
context of TIA, it is used to reflect changes in eating habits in relation to the

avoidance of high fat, salty and sugary foods.

Managing medication is another example. Following TIA, it appears to be
more about concordance and understanding why treatment has been given,
whereas there may be much more physical needs following stroke in relation
to being able to identify medications, take them out of packaging and safely

swallowing them.

Two needs in this category have not yet been considered, one is fatigue,
which has only recently been documented as a sequela of TIA as well as
stroke. The other need is driving and transport. Again, the context alters the
meaning. For example, following TIA there is a brief 28-day suspension of
driving privileges, whereas following a stroke there may be additional
physical, sensory or cognitive difficulties that might affect someone’s ability to
drive. Also, the ability to use taxis and public transport might be impaired
following a stroke due to general mobility issues, which would not be

expected to be the case following a TIA.
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Exploration of specific needs which are unique to TIA
A range of new needs were identified that appear to be specific to TIA, either

entirely novel, or different interpretations of pre-existing SNM headings. These
new interpretations are based on the different context that is present following
TIA. These novel needs can be seen added to the SNM in Figure 21 (page
193).

Dealing with feeling a fraud. This was commonly described as ‘not wanting to
waste the doctor’s time’, or minimising the extent and severity of the symptoms.
It was interesting that one of the focus group members, who reported a brief
episode of monocular blindness that resulted in major vascular surgery, still
reported feeling like a ‘fraud’.

Validation of experience. Patients appeared to want friends, family and
medical staff to acknowledge that something serious had happened, that it was
real, and that it really did require further action. This need links closely with
Encouragement to seek help, which was the most common response, when
patients shared their experiences with others. There was only one case where
third parties did not prompt help-seeking behaviours, but that was the only
example within the research. The sample size was very small and it may well

be that with a bigger sample size, more examples would be found.

Avoidance of delay. Once a patient is seen by a TIA service, it often becomes
apparent that time is critical in relation to stroke risk reduction. Some patients
took a circuitous route into TIA care, and some people experienced
considerable delays during their contacts with healthcare professionals. All
patients involved in the research felt that rapid access was essential and felt
this needed to be addressed in terms of public awareness (particularly since
TIA can result in transient visual problems, which are not part of the FAST
campaign). There was also a feeling that all members of the healthcare team
should be aware that TIA is a medical emergency and requires rapid referral to

specialists.

Denial. The need to reinforce the importance of the event, without inducing
undue anxiety is great. TIA is diagnosis of exclusion and relies on clinical
history taking, and the absence of other pathologies or explanations for the

event. This makes it more difficult for patients to understand that although all
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the tests have shown negative results, that does not mean that they have not
had a TIA, in fact that is what makes the diagnosis more likely. When specific
risks, such as atrial fibrillation or carotid stenosis can be identified, it enables
treatment to be more targeted, but some people still find it difficult to come to

terms with a change in health status.

Acceptance. This relates to acknowledging that the TIA event carries some
significance and importance for the individual. It links with denial at onset of
symptoms but may continue throughout the patient’s journey, because they
need to acknowledge that the event was real and requires appropriate
intervention to reduce potential risk of stroke.

Coping with Self-monitoring / hypervigilance. Self-monitoring and
hypervigilance are two sides of a single coin, in that self-monitoring enables
people to take responsibility for themselves and so make decisions about the
management of their health. This links to self-management found in the SNM.
However, with hypervigilance, there are patients who become fixated on their
TIA symptoms, constantly checking and behaving in a way that suggests they
perceive constant threat. This is unique to TIA and is highly undesirable, it
might feed anxiety and depression if the patient feels out of control in relation to
their health. It is not clear whether the experience of TIA heightens anxiety,
which may result in frequent checking for new or repeated symptoms and
potentially lead to health anxiety disorder (Olatunji, Deacon & Abramowitz,
2009). Another explanation might be that the sudden and very transient nature
of TIA prompts people who believe themselves to be well to become sensitised
to any minor changes or sensations in their body, which they would not normally
notice. A number of patients talked about how they check their limbs, speech
and vision in response to various stimuli.

Positive attitude. Developing a positive attitude helped people to deal with the
diagnosis and the realisation that they may not be as healthy as they had
thought. By focussing on what could be done, and using the experience to
allow a re-evaluation of priorities, it was felt that this could help in moving
forward after a TIA.

Sustaining change. As time passed after the event, the less anxious people

felt, and therefore, maintaining the changes to lifestyle and continuing
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medication when feeling well became less appealing, and more difficult to

achieve.

Over-protectiveness. Many patients talked about how the people around them
treated them differently after a TIA. They talked about family members
suggesting they should do less, stop carrying out activities that they found
enjoyable, and otherwise treating them as less capable. In discussion with
carers when they attended an interview, it became apparent that this response
was seen as a demonstration of love and concern by the carer rather than a bid

to deprive the patient of their traditional role.

Information for carer. This is distinct from the information needs of the
patients themselves. Information / advice is within the re-enablement needs in
the SNM, but the context is to do with people feeling that their condition is either
given too much importance by others or is not taken seriously enough, because
they have recovered, and this can then contribute to the patient ‘feeling a fraud'.
This may be because they are aware that something significant has occurred
but friends and family don’t appear to appreciate the implications of the event.
So information needs for family and friends post TIA is quite different and

unique in the impacts if left as an unmet need.
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Figure 21 SNM with TIA specific needs
added

MENTAL/EMOTIONAL WELL-BEING NEEDS

Mood disorder*
Anxiety
Depression*
Emotional lability*
PTSD
Anger/frustration*
Personality/behaviour change*
Quality of life
Carer strain/well-being*
Coping/adaptation*
Motivation/focus/confidence*
Body/self image*
Independence*
Dealing with others’ reactions*
Fear*

NEED — an ability or aspect of life where
support for either the stroke survivor or carer

SOCIAL NEEDS

TIA SPECIFIC NEEDS / PROBLEMS
Acceptance

Feeling a fraud

Self-monitoring / hypervigilance
Positive attitude

Information for carer

Sustaining change

Validation of experience
Encouragement to seek help
Over-protectiveness

Avoidance of delay

Denial

PROBLEM: a condition, impairment or
functional limitation acquired as a

consequence of stroke

EVERDAY LIVING NEEDS
Locomotor activity/function*

walking*

arm movement*
hand/fine control*
balance/standing*

Activities of daily living*

eating
continence

washing/dressing/clothes*

Extended activities of daily living

cooking
shopping*
housework*

Managing medication*
Dietary adaptations*

Work* may be required to promote health and well-

Driving/transport*
Relationships/sexuality*

Role change*

Social activity/contact with others*
Leisure/holidays*

Religious observance*
Participation/engagement

FINANCIAL/LEGAL and CARE NEEDS
Palliative care

Benefits/financial advice/support

Child care

Power of attorney /NOK*
Residential/day care*

Care support/packages*
Respite*/emergency care*

Pet care*

being, or to maximise activity/participation

COMMUNICATION/COGNITION NEEDS
Expressive speech*
Understanding

Reading/writing/numeracy*
PHYSICAL HEALTH NEEDS Cognitive impairment

Health status Memory*

Health behaviour
Secondary prevention*
Altered sensation*
Pain*

Epilepsy*

Fractures, bone loss
Falls/accidents*
Dental/oral health
Fatigue*

Spasticity

Spasms*
Swallowing*

Sleep/ sleep apnoea
Vision*/hearing*
Nausea/vertigo*
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Information/advice*
Training/support*

Self-manage ment*
Empowerment/decision making
Access to services*
Advocacy*

Aids and adaptations*

Health and safety*

IT/web access*



When the output from Phase 2c is included, together with TIA specific needs
previously identified, a greater agreement between groups can be seen
(Figure 22, page 196). In Phase 2c professionals were asked to prioritise
needs, this data was added to Figure 21.

There are many more needs in common when the Specific TIA needs and
professional priorities are also considered. Notably ‘quality of life’ moves into
the intersection that represents all three participant groups. In Figure 19, there
was only one need in common between patients and professionals alone. An
additional six needs are in the ‘patient / professional’ intersection; ‘family strain
/ well-being’, ‘keeping healthy’ and ‘managing medication’ from the SNM and
three new TIA specific needs; ‘validation of the experience’, ‘encouragement

to seek help’ and ‘sustaining change’.

The professionals also talk about psychological support, which is likely to be a
blanket term which might include many of the other needs identified by
professionals and patients. Psychological support could encompass the
following needs: the need to manage fear, anxiety, and depression, dealing
with others’ reactions, maintaining a positive attitude, learning acceptance,
support with self-monitoring / hypervigilance, understanding ‘feeling a fraud’,
developing confidence in self and future, reinforcing self-image and receiving

reassurance.

Links could also be seen in relation to information giving. Within TIA, a
specific need to provide information to carers has been identified, this
potentially links with concerns about family / carer strain and the need to
manage over-protectiveness in family and friends, which can impact on
independence. So, in addition to psychological support that could also be an
over-arching need in relation to information for both the patient and the family /

carers.

A further category of need might be the need to reduce risk and recover. This
could include quality of life, keeping healthy, managing medication, dietary
adaptations, general health maintenance, secondary prevention, willingness to
change, sustaining change and returning to normal. Also within this category

could be driving and transport.
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The next category would be the need to act appropriately from onset to
diagnosis. This would include the need for validation of experience,
encouragement to seek help, avoidance of delay, management of denial; and
accepting diagnostic uncertainty. Several of the psychological needs are also

likely to be linked to, or caused by, diagnostic uncertainty.
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Figure 22 Venn diagram showing needs regarded as highly important or TIA specific from Phase 2 of the research
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Development of a draft model of needs following TIA
From the patient data gathered in Phase 2, it was possible to identify at which

time-point the identified significant needs arose. In some cases, there was
blurring of boundaries; needs might be found in more than one time-point.
Another set of elements were identified as ‘bridges’. These were factors which
patients felt had facilitated progress or helped to identify or meet needs. These
needs and bridges as identified by the patients can be found in Figure 23 (page
205).

Analysis of the views of need at each time-point will be considered.

Onset. This is the point at which focal neurological symptoms are noticed or
identified. Symptoms can be very short-lived and, as such, may not cause
alarm or a recognition that a serious event has occurred. It is easy to dismiss
symptoms once they have passed. This denial or avoidance behaviour would
be less likely to be seen following stroke, since by the nature of stroke
symptoms, they persist for over 24 hours. Shock appears to be one of the
features at onset. This response is in relation to the sudden onset of the
symptoms themselves, rather than the ongoing implications of having had a
TIA.

Recognition of what the symptoms might represent was varied amongst the
patients involved in the research. Many didn’t realise the significance, others
did, but most still required encouragement to seek medical advice. Staff were
of the opinion that recognition was a problem, particularly with symptoms that
don't fit the Stroke Association FAST campaign. The FAST campaign was
designed to detect anterior cerebral circulation strokes (Wilson et al., 2014).
These are the more common site of cerebral events and have slightly more
easily recognisable symptoms. Posterior cerebral circulation strokes can
present in such a way as to mimic many other conditions and therefore it is
more difficult to provide a public awareness message that is likely to have an
acceptable level of sensitivity and specificity. It was also felt that improving
public awareness of TIA would help to encourage early presentation to

healthcare.
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There were mixed experiences in relation to the acuity of response once
patients had sought medical advice, with one patient not receiving a diagnosis
until almost a month after the event, whereas other patients commented on how
quickly things happened after first contact with a clinician. Current guidelines
recommend rapid assessment following TIA. However, it is recognised that not
all clinicians treat TIA with the necessary acuity. It was reported that most GPs
will see less than five TIAs each year, which is likely to make initial suspicion of
a TIA diagnosis potentially more challenging.

A ‘bridge’ was identified between Onset and diagnosis. This ‘bridge’ consisted
of aspects of the patient experience that they felt helped them to move from
‘onset of symptoms’ to ‘diagnosis’. Two main themes emerged across the
transition: ‘validation of experience’ and ‘help-seeking behaviours’. Validation of
the experience was about confirming that the event was real and that it carried
significance. In many cases, it was the confirmation from a third party that the
symptoms experienced, although now resolved, did in fact merit further action.
Even when the patient was anxious about the event, a third party often helped
with decision making. There are also reports that third parties might in some
cases delay presentation to health care. There was one example in the
research of a patient’s friends not encouraging her to seek immediate help,
although if they had, she would probably have acted on their validation of the
event. Previous research into potential delays in attending hospital following
stroke have suggested that sometimes third parties might delay the process
(Jones et al., 2007). Help-seeking behaviour is complex and the majority of
data within the research suggested that third parties had a broadly positive
impact on help-seeking behaviour and in many cases instigated it. Reluctance
to act on what are perceived as minor events, appears to stem back to issues of
denial and ‘feeling a fraud’. By validating the experience and encouraging the
individual to act, third parties can be instrumental in ensuring patients access

health care.

Diagnosis. ltis likely to be very worrying to discover brief symptoms that are
readily dismissed can be a warning of the potential for serious illness. Patients

report needs relating to accessing services and understanding the diagnosis,
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professionals are also concerned with these issues, and also voice concerns

about patients’ ability to retain information following a TIA diagnosis.

Accessing services can be confusing for patients, if symptoms have resolved.
There can be a reluctance to contact emergency services. However, when the
urgency of response becomes apparent, it can be frightening. Many patients
voiced the view that if they had a similar episode in the future they would react
differently. This is also a concern for professionals.

Making a diagnosis of TIA is known to be clinically challenging (Brown, 2001;
Johnston, 2002; Farhat et al., 2009; Catangui et al., 2013; Nadarajan, 2014),
and is typically a diagnosis of exclusion, with tests that give negative rather than
positive results to support the diagnosis. This can make it harder for patients to
understand what has happened and what it will mean to them. Professionals
also feel there are needs and issues surrounding diagnosis. This emphasises
the impact on the patient’s sense of self and well-being and the challenge to the
patient’s health beliefs. On the subject of making the diagnosis, there is an
awareness that, when explaining the results of investigations to patients, there
is a fine line between scaring the patient with the idea of having a stroke,
balanced against the reassurance that test results were normal. In fact, the
normal test results can be very worrying, because, if nothing specific can be
identified as the cause, then it makes risk reduction seem less certain.

Negative test results can also feed denial behaviours and cause the patient to
doubt the diagnosis. One younger patient wanted a second opinion, because
she was seen by a doctor from the elderly care department and she was
worried the doctor might not understand the implications of having a TIA at a

young age.

Information was also raised as a need by both professionals and patients.
Professionals talked about the perceived difficulty absorbing information when
anxious. Patients’ views were slightly different. They reported feeling that they
wanted to know and understand what had happened, what could be done about
it, and what to expect next. One area of need was related to the information
provision for family or carers. Patients reported a mixture of responses to news

of their TIA. Some patients reported feeling restricted by well-meaning
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relatives, while others felt their family had not appreciated the significance of the

event since they appeared to have fully recovered.

A ‘bridge’ was identified between ‘diagnosis’ and ‘early recovery’. This ‘bridge’
was aspects of the patient experience that they felt helped them to move from
‘diagnosis’ to the ‘early’ phase of recovery. This consisted of three themes;
medication, secondary prevention and stroke nurse. The professionals also

identified ways to meet needs following TIA.

Medication seemed to be a reassurance for some patients whilst, other patients
were less keen to take long term medication. Patients had previously
considered themselves well, yet were given a range of long-term medications.
In some cases, they did not believe they needed this treatment, since they were
not convinced about the diagnosis, either due to denial or possibly due to a
poorly explained diagnosis. One patient in the research was very unhappy with

the lack of information about the side effects of the medication he was given.

Risk reduction, or management in relation to lifestyle, was also seen as a way
to move forward following TIA, particularly initially following diagnosis. It
seemed that some patients responded to lifestyle advice as though the changes
would prevent, rather than reduce, the risk of further TIA or stroke. This is tied
up with individual health beliefs (Grisolia et al., 2015). Lifestyle modification
was seen as a positive step which might be protective. Initially after diagnosis,

patients were keen to identify ways to minimise future risk.

A number of patients identified their interactions with a stroke nurse as being of
help when moving from diagnosis to early recovery. This would be in addition
to the follow-up appointment some patients receive from the stroke service as
recommended by the National Stroke Strategy (DH, 2007).

Early recovery, diagnosis to 28-days. This is the time-period that appears to
give rise to the most needs. Patients identified eight main needs and

professionals identified one in common and an additional three needs.

The patient needs included issues around driving restrictions since the
diagnosis of TIA carries a 28-day suspension of driving privileges. There were

two main issues in relation to driving. One was the inconvenience and potential
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cost of not being able to drive and the loss of independence. The other issue
was concerned with the need for discipline and self-control in refraining from
driving. This was particularly difficult when the patient did not believe in the
diagnosis.

There were also needs relating to ‘self-monitoring’ or hypervigilance. This
theme was about checking to see whether new symptoms had manifested
themselves. Some people talked about checking for specific symptoms if not
feeling well, others suggested that anxiety was prompting regular checking
which might not be healthy and could slow recovery and alter self-perception.
Professionals also recognise the potentially harmful effects of self-monitoring.
There was a more helpful behaviour of self-management, where patients and
medical staff could work together to manage risk. However, professionals
acknowledged that support is needed for those people who feel able and willing
to take ownership of their health, but patients should not be pushed into self-
management if they were not comfortable with it.

Professionals reported that support for patients was perceived to be the 4-week
follow-up appointment. In many cases this contact was provided by specialist
nurses. Fatigue and memory loss are both phenomena that are recognised
post-stroke, but until recently there was little research documenting these
problems following TIA (Winward et al., 2009; Mackenzie et al., 2011; Fens et
al., 2012). Recent research suggests the mechanism that causes fatigue
following TIA is likely to be centrally mediated (Barbour & Mead, 2012), since
there should not be a physical cause of fatigue if all physical symptoms have

resolved.

The financial impacts of TIA are not necessarily immediately apparent to
patients or staff. People cannot drive for 28 days and this can cause additional
transport costs, but more hidden costs are the implications for travel insurance,

life insurance and other financial products.

Willingness to modify lifestyle was a final need identified by the professionals.
They said they experience problems with those patients who remain in denial
regarding the diagnosis, as those patients were typically less likely to change

their behaviour.

201



One of the professionals’ suggestions about how needs might be identified and
addressed was through the use of a ‘cardiac rehabilitation’ model of aftercare.
Both myocardial infarction or ischaemia, and stroke are vascular diseases.
Messages about lifestyle modification, risk reduction and medication are similar
for both cerebral and cardiac diseases. There is a strong tradition of the
provision of structured aftercare following an ischaemic cardiac event. Cardiac
rehabilitation typically consists of a structured programme of information giving,
exercise and peer support. It has been suggested that people who have had a
TIA or non-disabling stroke would benefit from a similar programme (Prior et al.,
2011; Kirk et al., 2014; Marzolini et al., 2014). The repeat contacts over a
relatively short period would also help the organisers identify less obvious
needs, and allow the group to support each other.

When the professionals were asked whether they could identify anything else
that might help identify or address needs in the ‘Early’ stage after a TIA, they
suggested review of current information to determine whether newer formats

might make the information more accessible.

A ‘bridge’ was identified between ‘early recovery’ and ‘later recovery’ (29 days
onwards). This ‘bridge’ comprised aspects of the patient experience that they
felt helped them to move from ‘early’ to ‘later’ recovery. The two identified

themes of this bridge were positive attitude and sustaining change.

Many people talked about how they had coped with receiving a diagnosis of
TIA. They talked about how a positive attitude helped them. The positive
attitude could be developed by acting to improve the situation and returning to
normal levels of activity as soon as possible.

Sustaining change was the other bridge identified going forward after a TIA.
That was about how the shock of the event made it relatively easy to make
lifestyle changes. But as the event became less prominent, as time passed, it

became more difficult to maintain the changes.

Later, 29 days onwards. Needs identified as being more prominent after the
first month following a TIA really appear to be related to emotions or

perceptions, either self-perception or the perceptions of others.
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The perceptions of others concern people following TIA. The diagnosis doesn’t
typically carry a stigma, but some people feel they are treated differently after
having a TIA. One man talked about how he and his partner are more vigilant,
always keeping an eye on each other. Another participant talked about her
concerns that disclosing her medical history might make potential partners

reluctant to commit to a long-term relationship.

Four needs were identified in relation to how people feel after a TIA. The needs
were described as ‘quality of life’, ‘role change’, ‘fatigue’, and ‘return to work’. A
patient, when asked about her quality of life talked about how her fear and
anxiety impact her life now. A patient talked about role change in relation to
driving and his self-confidence. He has ceased driving at the request of his
family, but now feels that this has damaged his position in the family and he has
lost his independence. Fatigue has been reported in the literature following TIA,
despite there being no obvious physical changes (Winward et al., 2009),
although it has been reported that the fatigue improved over the weeks and
months following the TIA. Linked to other people’s perceptions is concern
regarding security of employment. One patient talked at length about her

concerns about keeping her job.

Professionals had other concerns regarding needs after the initial 28 days.
These were about the availability of service provision. One professional talking
about continued support in primary care, reported that patients are seen for just
ten minutes. This consultation has to cover medical, psychological and social
issues, so focus is given to Quality Outcome Framework objectives; blood
pressure, anticoagulation for atrial fibrillation (AF), and cholesterol medication.
Unless the patient highlights any other problems, needs are probably not
identified or addressed. However, it could be argued that patients need to take
a more pro-active approach in identifying and presenting needs to their GP.
The problem with that argument, in the case of TIA, is the patient’s inclination to
down-play the initial symptoms, thus not connecting subsequent needs or
difficulties as being related to the initial TIA. There is a recognised lack of
ongoing support and access for patients to see the stroke team after the follow-

up appointment at approximately 4 weeks.
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Another concern that professionals had is in relation to what they called the
‘drop-off effect’. This mirrors the patients’ concerns regarding sustaining
change and is about maintaining the changes made following TIA. Itincludes
lifestyle changes and continued concordance with medication. This need might
be mediated by the professionals. It is important that where patients have
previously had a TIA, they should be given optimum secondary prevention.
Sometimes patients become less anxious as time passes following a TIA, and
doubts about the diagnosis persist, thus potentially prompting the patient to stop

taking their medication or lose focus in maintaining lifestyle changes.

The professionals had a number of ideas about how needs might be recognised
and addressed after the initial 28-day period. These included the availability of
a Health Hub, where all services can be accessed and appropriate signposting
can be offered from one central point. This would make the journey much
easier for the patient, who would be seen by staff with a full awareness of the

services available locally.

It was felt that more effort should be made to offer empowerment to patients, to
encourage them to take responsibility for their health, but also to acknowledge
that something serious and potentially life-changing has happened. Promoting
self-efficacy was a way to address needs by supporting a desire to change, as
was continued access back to the stroke service for advice. Some services
offer longer term support via telephone contacts. This is not universally

available, but appears to be on professionals’ ‘wish list’.
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Figure 23 Shows the draft model of TIA needs based on key time points

following TIA
Onset Diagnosis Early Later (After
(diagnosis to 28 days)
28 days)
s Needs that span the patient journey e ————s—)
Fear & anxiety
Needs / Overcoming Faster access to | Coping with Dealing with
issues or denial health care driving restrictions | others’ reactions
problems
identified by Recognition of | Clarity regarding | Self-monitoring Maintaining
those who symptoms diagnosis quality of life
have Self-management
experienced Timely Quality Dealing with role
aTIA emergency information Support change
response
Managing the Coping with
Dealing with financial impact fatigue
shock
Dealing with Returning to
Understanding fatigue work / other
there may be a activities
range of Returning to work
symptoms
Strategies to
Dealing with manage poor
‘Feeling a memory
fraud’
‘Bridges’ Validation of Risk reduction Positive attitude
identified by experience
those who Medication Sustaining
have Help-seeking change
experienced behaviour Stroke Nurse
aTIA
Needs / Poor Difficulty Willingness to Lack of primary
issues or recognition of absorbing modify lifestyle care support
problems problem information when
identified by anxious Active Drop-off effect
staff Denial / participation in
avoidance Diagnostic recovery
behaviour difficulty /
uncertainty Hypervigilance
Delay in
seeking help Lack of Formal follow-up
professional
awareness
Professional | Improved public | Improved staff Vascular rehab Health Hub
suggestions education and training / programme
about how awareness awareness Empowerment
needs might New formats for
be met Improved clarity | health education Promote self-
of and lifestyle efficacy
communication promotion
Continued
access back to
the stroke
service for
advice
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5.7 Summary
Phase 2 has examined needs following TIA, based initially on the SNM as a

starting point. It has used a variety of research methods drawing from both
guantitative and qualitative paradigms. Participants have been drawn from a
range of groups including patients, carers and professionals, and a range of
geographical areas. This variety of enquiry and participants offers a richness to
the data which helps to make it trustworthy and credible. A significant
proportion of the needs identified in stroke patients via the SNM have also been
demonstrated to be relevant after TIA. A range of needs unique to TIA have
also been found. The development of a draft model of needs following TIA that
is structured around the passage of time and the changing needs that someone
might experience following a TIA, makes the research findings more accessible
and potentially useful in clinical practice. The next phase of the program of
research is review of the draft model of needs following TIA by an expert panel

comprising a group of patients, professionals and carers.
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6. PHASE 3: REFINEMENT OF A PREVIOUSLY DEVELOPED
MODEL OF NEEDS FOLLOWING TIA USING FOCUS GROUP
METHODS WITH AN EXPERT PANEL

6.1 Introduction
Phase 2 reported the development of a draft model of needs following TIA. The

model was based on findings from patients, carers and professionals. In Phase
3 the draft model was presented to an expert panel comprising patients, carers
and professionals together, to refine the model and develop ideas about how

needs might be identified and met.

6.2 Background to Phase 3
Over the course of this programme of research, Phase 1 looked at the national

context of TIA service provision in 2011. Phase 2 used the SNM (French et al.,
2008), as a basis for exploring views of patients, carers and professionals. The
findings from Phase 2 were synthesised to develop a draft model of needs
following TIA. The model consists of two parts, a comprehensive list of
potential needs and a temporally based model of common needs that change
over time. Phase 3 of the research will review the model to establish whether it
fits with people’s experiences of TIA, either from a patient perspective or that of

a professional or carer.

Phase 3 Aim
To synthesise and validate the findings of the research programme in relation to

the draft model of needs.

Phase 3 Objectives
1. To identify where, within a timeline of the TIA journey, needs would be

most prominent.

2. To ask the expert panel to consider the framework model of needs
following TIA, sharing their views of whether the model fits with their
experiences, or not.

3. To review ways in which needs might be identified and met, by health
and social care staff, and by patients and carers.
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4. To present a draft model of patients’ needs following TIA to an expert
panel of patients, carers and health and social care professionals,

obtaining feedback and opinion to refine and validate the model.

6.3 Methods
This final phase of the planned research comprised a focus group using an

expert panel that included patients, carers and professionals. The meeting
lasted approximately three hours in total. Each group of people included in the
expert panel had a variety of knowledge and experience to bring to the meeting.
By aiming for maximum diversity within the group, the benefit of using a focus
group method was the interaction and discussions that provided richness to the
data (Krueger & Casey, 2009).

Professionals were from the South Central and Southwest regions of England.
People with a diagnosis of TIA were recruited from a TIA clinic in an NHS
Hospital in the Southwest of England. The meeting was conducted at the same
hospital that hosted the TIA clinic from which potential participants were

recruited.

This study was recruiting three types of people. Recruitment of people following
TIA was from patients that had attended a TIA clinic at a hospital in the
Southwest between 15t May 2014 and 315' October 2014, and had a confirmed
diagnosis of TIA documented in their medical records. Carers were identified
by those people contacted as potential participants, who felt they had received
their support. Professionals who had previously been interviewed or contacted

as part of the program of research were also potentially eligible to participate.
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Sampling and recruitment
People following TIA

It was necessary to ensure that only suitable potential participants were
recruited. Therefore, a set of screening criteria were developed.

Screening questions

e Did the person have a diagnosis of TIA? (yes).

e |Is the person still alive? (yes).

e |s there evidence the person has not had a completed stroke since TIA
diagnosis? (yes).

¢ |Is there evidence the person has not had a formal diagnosis of dementia
or terminal illness since TIA diagnosis? (yes).

e Is there evidence the person does not have a documented

communication problem? (e.g. severe deafness, language problems).

(yes).

The recruitment process used a dual approach, with some patients being
contacted retrospectively, and others being invited to participate prospectively
at TIA clinic by the consultant who saw them. The invitation contained an

information sheet about the study.

To identify people retrospectively, clinical staff from the TIA clinic provided
anonymised data from the TIA database for assessment against inclusion /
exclusion criteria. Anonymised data had the TIA database number ascribed
which was utilised as the key. All data relating to the TIA clinic attendance,
other than demographics, was available for screening. This ensured only

appropriate potential participants received an invitation by post.

People invited to participate retrospectively received information by post. The
information contained a letter of introduction from the consultant who made the
diagnosis, and a participant information sheet explaining the research project

and what was expected of participants.

People who had experienced a TIA were asked to identify an individual whom
they felt offered them practical, emotional or physical support either during or

after, their event. The invitation was extended to these people (carers) too, (the

209



term ‘carers’ was avoided in the supporting literature, as this might be felt to
imply the provision of direct personal care or help around the home). People
following TIA, or their carers, could express their interest in participating or ask
any guestions by telephoning the researcher. They could also register their

interest by completing a tear off slip and returning it in a prepaid envelope.

Inclusion criteria

People following TIA

e Diagnosis of TIA made since 15t May 2014.
e Aged 18 or above.
e Willing to participate.

e Able and willing to give consent.

¢ I|dentified as carers of someone who has been diagnosed with a TIA
since 15t May 2014.

e Aged 18 or above.

e Willing to participate.

e Able and willing to give consent.

Exclusion Criteria
People following TIA
e Subsequent stroke diagnosis.
e Diagnosis of dementia or terminal illness.

e Not able to speak English fluently.

Carers
e Formal diagnosis of dementia or terminal iliness.

e Not able to speak English fluently.

e Death of person to whom support was given.

Professionals

Professionals were drawn from those who participated in, or had been
contacted, regarding the professional interviews reported in Phase 2.

Professionals involved in interviews during an earlier phase of research and
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professionals identified using a modified snowball recruitment technique, as
experts in their field, were contacted by either post or email and invited to
participate. A modified snowball recruitment method (Atkinson & Flint, 2001)
was employed within Phase 2 of the research, and identified a range of
professionals that might be expected to have a wide range of perspectives in

relation to TIA care and support.

The professional cohort extended to people who work as part of a charitable or
community organisation, where the person receives a salary for their work.
These individuals had to offer support or help to people following TIA on a
regular basis to be eligible to be included. A follow-up contact was made with
professionals, if a response had not been received within two weeks of the
original contact. No further contact relating to the study was made if the

professional failed to respond on second contact.

Inclusion criteria

e Offer support or services to people following TIA in a professional
capacity.

e Offer support or services to people following TIA as part of a charitable or
community organisation.

e Willing to participate.

Exclusion Criteria

e Do not have regular contact with or provide services for patients following
TIA.

Conduct

On arrival, the researcher gave all participants an opportunity to ask any further
questions and answered any queries. Participants were reminded that the
groups would be audio-recorded. They were also reminded that they could
withdraw at any time without needing to give a reason, or take a break and
come back. The group started with a welcome and a brief overview of the
programme of research. Participants were introduced to the group. Ground
rules were established (Roberts, 1997), such as confidentiality, respect for other

people’s views, the need to have only one conversation within the group, and
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the importance of getting the group talking to each other, rather than answering
questions. Establishing ground rules was led by the researcher, but participants

were asked to contribute and share their views.

In the initial exercise, the group was split in two, and each group, with a
facilitator, was asked to consider four time-points following TIA. Two facilitators
assisted the two groups to consider the timeline and add issues, problems and
needs to the appropriate sections. They were also asked to add any identified
ways to address the needs where possible. The four time-points were: onset;
diagnosis; early (diagnosis-28 days), and later (29 days +). For each time-point
the sub-groups were asked to identify the problems and issues experienced, or
potentially likely following TIA. When problems and issues were identified, the
group was asked to phrase these as needs. The example given was, if the
problem was pain, then the need might be for pain-relief. This exercise was
conducted before any material was provided to the groups. This was to obtain
open responses without causing potential bias by offering either the SNM or any
of the findings from the current programme of research. Once the groups had
completed this exercise, the facilitators fed the results back to the whole group

and similarities and differences were discussed.

Material provided for expert panel discussion

Once the unstructured exercise relating to needs at different time-points
following TIA, had been completed, the researcher presented the draft model of
TIA needs as developed by the programme of research. Five tables were
presented to the expert panel. The first was a summary of needs identified by
people who have experienced TIA (Figure 23, Page 205). This first table
included ‘patient bridges’. These are the needs or enablers which help people
move from one time-point to the next. The next two tables contained source
data in the form of quotes to illustrate the needs outlines in the summary. The
final two tables summarised the professionals’ views of needs and their

suggested solution to address unmet needs, also including illustrative quotes.

The researcher explained what the five tables represented, and then gave the
group time to read and discuss the material. They were asked whether the

needs identified made sense in light of their experiences and whether there was
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anything missing, which should be added. Finally, they were asked their views

on how needs should be met and by whom.

At the end of the discussion, the researcher summarised the session, to ensure
clarity and probe for misunderstanding, consensus and outlying views. This
helped to ensure the researcher’s interpretation was correct and enable
clarification where necessary. Finally, the group were invited to add any other
thoughts or views not previously discussed in relation to the model,
categorisation of needs or strategies to identify or meet the unmet needs.

Briefing material for facilitators can be found in Appendix D1.

Data collection

The expert panel was audio-recorded using analogue (tape) and digital
recorders. Following the expert panel meeting, the facilitators discussed and
reflected on the information gathered and facilitation process. This reflection
was also audio-recorded, transcribed and included in the analysis of the group.
The reflection also enabled the researcher to obtain feedback on her facilitation
of the whole group, and receive suggestions to further improve her

performance.

Data analysis
The expert panel audio-tapes were subsequently transcribed in full.

Transcription was reviewed for errors and to understand the dynamics of the
group, (e.g. laughter, pauses, tone of voice). Theme identification was
performed by the researcher, who immersed herself in the data, by means of
repeated listening to the recordings whilst reading the transcripts. Using a key-
concepts framework classic approach to analysis, units of meaning and themes
were identified (Krueger & Casey, 2009). This was reviewed by a senior
academic supervisor with experience in analysing focus group data. Where
differences in interpretation occurred, these were discussed with the research
team to reach agreement.

Ethical issues

Ground rules of confidentiality and respect were discussed at the start of the
expert panel meeting. Due to the nature of the expert panel, complete

anonymity could not be guaranteed. The expert panel meeting was audio-
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recorded. The recordings were kept in a locked cupboard until they were
transcribed, at the earliest possible opportunity. Once transcription was
checked against the recordings, and was identified as being correct, the audio
recordings on tape were destroyed; the electronic recording was retained for
initial analysis and destroyed as soon as possible thereafter. All data was
stored with no personal identifiers (just a participant number) in secure

electronic storage at UCLAN.

Tacit consent was demonstrated by participants’ attendance. Written consent
was required from all group participants prior to involvement in research.
Formal consent was taken at the group by the researcher following the
principles of GCP. There were always at least two facilitators (one being the
researcher) with the group, to provide support for any participant who needed it

although this was not necessary on the day.

Since people were recruited via an NHS Hospital in the Southwest, it was
necessary to obtain NRES approval for the research. An ethics submission was
completed via IRAS and was reviewed and approved on 27" June 2014, NRES
No. 14/EE/1017. Local Research and Development and University approval

was also obtained. A full set of study documents can be found in Appendix D2.

6.4 Results
A total of fifty-one potential participants who had been given a diagnosis of TIA

between May and October 2014 received invitations to participate in the
research. Eighteen received the invitation prospectively at their first TIA clinic
attendance, 33 received an invitation by mail. Five positive responses were
received from people who had experienced a TIA. Three of these had a spouse
identified as their carer. One identified a shop-worker as her supporter (carer)
and one reported not having anyone she felt was a carer. The three spouses
were also prepared to participate in the research as carers. Unfortunately, one
couple were unable to attend on the date planned for the meeting. A further
couple dropped out shortly before the group when a date was received for
planned surgery. The group comprised three people who had TIA, one carer
and four professionals, details can be found in Table 36. Thumbnail pen

sketches of participants can be found in Appendix D3.
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Table 36 Details of participants in the expert panel

Participant Identity Clinical symptoms
No.
(1) Emergency Department Consultant
(i) Stroke Nurse Practitioner
(iii) 46-year-old female TIA 7 weeks ago | Left arm weakness
(iv) 76-year-old female TIA 11 weeks ago | Left leg weakness
v) Specialist Stroke Consultant
(vi) Research Physiotherapist
(vii) 86-year-old male TIA 9 weeks ago Left sided weakness
(viii) Wife of participant (vii)

Newly identified needs
There was only one new need identified by the expert panel. This was

‘protecting carers’, which might link to information for carers and over-protective
family and friends. The other needs identified are tabulated below (Table 39).
The two groups also produced a representation of their views of needs and

problems / issues at each time-point. These can be seen in Tables 37 and 38.
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Table 37 Tabulated results of Group A discussions

Onset

Diagnosis

Early (0-28 days)

Later (after 28 days)

Problems / issues

Unexplained tiredness

Feeling unwell, not knowing why
Sudden onset

Who to go to, what to do

Warning signals

Other conditions

Seeking help, accessing healthcare
Recognition of symptoms

Do the public know the symptoms
Recognition, Access to healthcare — GP
Vs ED Vs Ambulance

Ambulance crew

Frightened

Wide range of presentations of
symptoms — not readily understood

Problems / issues

Quick service

Hidden symptoms

No follow-up with results of MRI
First experience of ill health

Lack of information

Shock — out of the blue

Didn’t know when it would happen
again

Men find it psychologically challenging
Shock, denial, upset, v. emotional
Vulnerability

Worried about severe stroke

Loss of control

Problems / issues

Going home

No dietary advice

Uncertainty of tests and waiting for
results

Bombarded with information

Point of contact from someone who
understands

Taking medication, statins, side effects
Health beliefs, smoking cessation,
drinking

Different age groups have different
needs

Problems / issues

Others needing to know you have TIA
history

Psychological aspects

Side effects from drugs

Guilty

Lack of recognition of financial
implications of TIA

No option not to work

Going back to work as a health
professional — left as believed to
already know — so no support
Knocked confidence

Look OK so believed to be OK
No follow-up after 28 days

Needs

Reassurance from health care
professionals or lay-professionals
Public need to recognise symptoms
Training and Education with ambulance
crews

Someone to take charge and make
decisions

Signposting to access to healthcare for
TIA

Needs

Support from family members & friends
Contact details for after event to speak
to someone who knows

Emotional support and reassurance

Needs

How to access information

Information re. ability to work — back to
normal routines

Contact details for stroke / TIA
specialists

More contact

Needs

Reinforcement of health beliefs TIA
identity / ‘medilert’

Review further down the line

Later education programme post 28
days

Knowing how to access help / IAPT
Information about TIA / stroke support
outside health system

Lifelong access to TIA / stroke service
TIA helpline
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Table 38 Tabulated results of Group B discussions

Onset

| Diagnosis

| Early (0-28 days)

| Later (after 28 days)

Proactive management
of risk factors even
before the event

C——  The need to validate the experience

—

The need for reassurance you are doing the right thing

The need for signposting for information

——————>

The need for significant others to understand what is going on

The need to understand when can return to work, driving, holidays

The need to manage emotions
The need to manage fatigue

The need for:

Patients to recognise
symptoms in a timely
manner

Speedy access to specialist
medical opinion
Understanding that TIA
symptoms can be very
different to stroke
Understand the immediate
actions: Not driving, Inform
insurers, Contact healthcare
professional

The need for:

Clarity

Understanding the
implications of the diagnosis
(likelihood of stroke)
Understanding why it
happened

The need for:

Understanding what | could
do to reduce the risks of it
happening again
Understanding the
implications of not being
able to drive and whether
that will be long-term

The need for:

Ongoing monitoring of risk
factors e.g. Cholesterol
Ongoing lifestyle advice to
avoid “slipping back”
Acceptance that
medications should be life-
long

Lifestyle advice for family
members who might be at
similar risk of vascular ill
health

Solutions:

Information sessions later post TIA to enable peer contact

Explicitly invite significant others to attend at least part of a diagnostic consultation
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Table 39 Consolidated needs, initially based on the SNM, with TIA only

needs added

Stroke only

TIA and stroke
common

TIA and stroke less
common

TIA only

Using the toilet
Washing/dressing/
clothes

Cooking

Shopping

Pain

Hearing

Fractures / bone loss
Epilepsy

Spasticity / limb
tightness
Swallowing problems
Understanding
others’ talking
Religious observance
Participation /
engagement

Access to services
Advocacy

Aids / adaptations
Health & Safety
Child care

Training & support
Residential / day
care

Respite / emergency
care

Pet care

End of life issues

General Health
maintenance
Keeping healthy
lifestyle

Prevention of stroke
risk reduction
Managing medication
Dietary adaptations
Balance

Fatigue

Quality of life
Anxiety

Dealing with others’
reactions

Talking

Driving / transport
Information / advice
Family strain / well
being

Depression

Fear

Dental / oral health
Eating and drinking
Independence
Housework
Altered sensation
Nausea

Vertigo

Walking

Falls / accidents
Arm movements
Hand / finger
movements

Sleep disturbance
Difficulty sleeping
Mood swings
Anger / frustration
Personality /
behaviour change
Motivation / focus /
confidence

Body / self-image
Reading/writing/
numbers

Muddled thinking
Memory

Work
Relationships / sex
Role change

Social activity /
contact

Leisure / holidays
Training / support
IT / internet

Care support at
home

Benefits / financial
Vision

Power of attorney
Self-management
Empowerment /
decision making

Self-monitoring /
hypervigilance
Over-protective
friends and family
Positive attitude
Acceptance
Validation of
experience
Encouragement
to seek help
Denial

Avoid delay
Sustaining change
Feeling a fraud
Information for
carer

Symptom
recognition
Diagnostic
uncertainty
Willingness to
change
Returning to
normal
Continued access
to advice

Help to
understand
diagnosis
Knowing how to
access help
Psychological
support
Professional
understanding of
TIA

Protecting carers

Needs in bold represent needs moved from stroke only to stroke and TIA, or new TIA specific

needs.
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As the research progressed, so the newly identified needs have been added

or moved from one section to another. The needs identified in Phase 2 have
been added (Table 39).

Recommendations about how needs might be met

Eight suggestions were made regarding how needs might be addressed.

These were

1.

6.5

© N o 0o B~ WD

Life-long access to stroke team for advice.
Telephone support.

Cardiac rehabilitation model developed for TIA.
TIA education programme post 28 days.
Longer-term formal TIA follow-up.
Understanding healthcare options.

Primary prevention.

The use of a medic-alert.

Discussion

The expert panel confirmed that the TIA needs previously identified seemed

reasonable. When given a blank canvas, except for one, all the needs

identified had previously been included in the model of needs following TIA.

The expert panel identified which time-points were most likely to be associated

with specific needs. Finally, the expert panel made suggestions for how needs

might be met, and by whom.

Recruitment for this study was easier. This could be that all the methods used

for recruitment had already been used in previous studies. The response rate

was also higher. It is not clear why this might be the case, but could be due to

referring to the potential participants as experts, and demonstrating high

regard for their knowledge and experiences. One couple withdrew shortly

before the expert panel was to be held, but this was unavoidable because one

of them received an appointment for planned surgery, for which they had been

waiting some months. A 50% positive response rate from professionals was

also very gratifying. The professionals were all known to the researcher from

previous interviews. Their continued support suggests that the professionals
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were interested in the research, and could see the value of it and therefore

were prepared to make time to participate.

The use of facilitators with subgroups was a decision based on the desire to
minimise bias. During the research, the researcher has developed clear views
regarding the needs identified following TIA. By asking two skilled and
impartial facilitators to conduct the first part of the expert panel, the risk of the
researcher leading the group was reduced. The two facilitators were briefed
prior to the meeting (briefing notes can be found in Appendix D1), and left to
conduct the blank-canvas review of the TIA timeline however they wished.
Differences in the approach used by each group was marked. Group A first
identified problems and issues then looked at how they could translate into
needs. Group B focused on needs from the start, and identified needs that

they felt spanned more than one time-point.

The initial ‘blank canvas’ approach to the ‘timeline’ was essential, because
throughout the research the discussions have been based upon the output of
the SNM (French et al., 2008) and any previously identified TIA only needs. A
number of previous studies looking at emotional and psychological problems
following TIA demonstrated a range of difficulties, including fatigue, memory
problems and anxiety (Moran et al., 2014). However, the methodology was
such that participants were provided with a range of options, rather than
asking, without prompting, what difficulties had been experienced. This
prompting could potentially introduce bias. The same could be said for the
previous elements of this programme of research, since the majority is based
on the SNM and the identified ‘TIA only’ needs. By asking for views without
access to the previous work, it was possible to see whether the same issues,
problems and needs were identified. The blank-canvas approach was
somewhat confounded by including professionals who had previously had
contact with SNM and TIA only needs. However, this contact was only during
the interviews which occurred four to five months prior to the expert panel. It

was felt unlikely that they would have detailed recall of the SNM after this time.

Saturation of data was suggested but not clearly demonstrated. No new

needs or themes were identified within the timeline data. Timeline data were
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considered in combination with the summary Venn diagram and the material
presented following the initial exercise. That no new needs were identified
was encouraging in that it suggests that the most prominent needs have been
identified. The sample sizes for the research preclude claims of data
saturation, but the use of a variety of research methods to produce similar

results lends credibility to the findings.

The needs generated by the ‘blank canvas’ timeline exercise were considered
in relation to the previously generated data, and each need was mapped
against the closest previously identified need (Table 40). Although the two
groups used slightly different ways of representing the data the findings were
very similar and where they differed from each other, there was still a common
thread with previously identified needs.
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Table 40 Listed needs identified using the blank timeline exercise

Previously identified need

Needs

Returning to normal

Reassurance

Symptom recognition

Timely symptom recognition

Professional understanding of TIA

Training for paramedics

Validation of experience

Someone to take charge

Information / advice

Sign-posting through health provision

Avoidance of delay

Speedy access to specialist service

Help to understand diagnosis

Understand difference between TIA and stroke

Information and advice

Immediate actions re driving, insurance etc.

Information for carers

Support from family and friends

Continued access to advice

Contact details for knowledgeable person

Psychological support

Emotional support and reassurance

Diagnostic uncertainty

Clarity or diagnosis

Help to understand diagnosis

Implications of diagnosis — risk of stroke

Help to understand diagnosis

Understanding why it happened

Information / advice

Access to information

Returning to normal

Returning to normal

Continued access to advice

More contact with professionals

Prevention of stroke

Risk reduction

Driving Driving
Sustaining change Reinforcement of health beliefs
Validation of experience Medic alert

Knowing how to access help

Review beyond 28 days

Knowing how to access help

Knowing how to access help

Social activity / contact

Support outside the health system

Knowing how to access help

Lifelong access to TIA / stroke service

Continued access to advice

TIA helpline

Knowing how to access help

Ongoing monitoring of risk factors

Knowing how to access help /
sustaining change

Ongoing risk management — slipping back

Sustaining change

Acceptance that medication should be life-long

Risk reduction

Lifestyle advice for family who might be at risk.

Validation of experience

Validation of the experience

Information for carers

Significant others need to understand event

Fatigue

Fatigue management

Psychological support

Manage emotions.
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The expert panel helped to confirm and validate the previous findings from
throughout the programme of research. Over the course of the research,
many needs initially identified within the SNM (French et al., 2008), have also
been found to be relevant to those people who have experienced a TIA. A
reasonably high number of TIA only needs have also been identified. In some
cases, these overlap with needs identified in the SNM, but the context or

approach is different, making them distinct needs in their own right.
There were eight suggestions about how needs might be met.

Life-long access to stroke team for advice (1), is also linked to Telephone
support (2). It was felt that there needs to be access back to the stroke
service, either via self-referral or via a health care professional (GP or practice
nurse). This would address a number of needs including help with sustaining
change, emotional and psychological problems following TIA, access to quality
information, reassurance, returning to normal discussions about secondary
prevention and risk management, primary prevention for family members,

information and support for carers and others.

Cardiac rehabilitation for TIA (3). It was suggested that provision of a
rehabilitation programme similar to that provided following cardiac problems
would encourage activity and provide a venue for TIA education programme
post 28 days (4). The benefit of this model would be that individuals
themselves and their carers can establish peer support during the
rehabilitation programme, which is likely to be more effective than
professionals dictating change (Dennis, 2003; Solomon, 2004). Another
recommendation was for Longer-term formal TIA follow-up (5), a formal
follow-up after the standard 28-day one, perhaps at six months, in a similar

way to that of stroke survivors.

Understanding healthcare options (6). It was felt that people generally do
not understand the variety of ways to access healthcare. In addition to their
GP, or the Emergency department, there is also an Out of Hours GP service,
and the medical helpline number 111, from which advice or referral can be
obtained. The message of FAST is recognised to have had an impact on
stroke presentation, but had not had significant impact on TIA. People who
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still have symptoms present should be directed to hospital and attendance in
the Emergency Department, since ongoing symptoms could represent stroke.
If symptoms have resolved, people should see a doctor that same day. They
should be referred into a specialist clinic within 24 hours for people at higher
risk, and within one week for those at lower risk based on a stroke risk
assessment tool (Johnston et al., 2007; NICE, 2008).

Primary prevention (7), and public health messages to promote a healthy
lifestyle and reduce all vascular risk, need to be more prominent in the media
and within GP surgeries. One group suggested people who have experienced
a TIA might like to wear a Medic Alert (8), or carry a card stating that they
have had a TIA. This was discussed but met a mixed response from other
patients and professionals. It was agreed that carrying a card in your purse or
wallet with details of current medication and health issues would be useful if at

any time someone presented at hospital and was unable to speak.

It was also suggested that as a stroke community there should be a single
term to represent TIA. TIA is also referred to as a ‘mini-stroke’, a ‘minor
stroke’ an ‘aborted stroke’ and a ‘transient ischaemic attack’. This causes
confusion. One patient reported having had a mini-stroke and TIA on different

occasions and did not appreciate that the two diagnoses were the same.

6.6 Conclusions
Overall the expert panel validated the previous findings of the research.

Validation of the model and summary documents were obtained in that no
entirely new needs were identified. The expert panel helped to refine the
model by reviewing the needs previously identified and suggesting ways in
which needs might be addressed. The expert panel were clear that they saw
value in offering formal follow-up for longer than the current 28 days.

Implications for Practice

When setting up new services or reviewing current services for people with
TIA, it might be helpful to consider the structure and content of the follow-up
contact. Exploration of common and less common needs is important since

the less common needs are potentially those that are most likely to be missed
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and not identified. Peoples’ needs change over time following TIA and
although suggestions have been made of when needs are most likely to be

felt, there is going to be variation based on individuals.

Longer term, people should have the details of a knowledgeable person who
can answer questions and offer support and reassurance. This might be a
member of the stroke team, but equally, they could be appropriately trained
practice nurses, people from charities such as the Stroke Association, or
dedicated others in the community. It was felt that setting up a group
analogous to cardiac rehabilitation for people with TIA and minor stroke would
offer a venue to provide training, support, and promote lifestyle changes
(Kronish et al., 2014). 1t would also potentially address a number of the needs

based on moods and emotions.

Implications for further research
Within the research as a whole, there is little input from carers, and this is true

also of the expert panel, where ultimately only one carer participated. Further
research into the role and expectations of carers, along with an assessment of
their needs, distinct from those of the person they are supporting would be
helpful in identifying which needs these carers are currently addressing for
people who have experienced TIA. This is important because carers appear
not to recognise the role they play in relation to the person who has
experienced a TIA. This means that the informal support provided is very hard
to understand. Thus, for those people who do not have access to someone
who can fulfil this role, there is likely to be greater needs experienced following
TIA. This is due to the fact that the perception of need is actually the
perception of unmet need, since once a need is addressed it no longer
remains a need. By better understanding the role of carers it might be
possible to predict the additional needs which are typically met by this group

and therefore potentially not identified.
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6.7 Summary
Within Table 39 the needs are presented in some cases as needs, but some

are also presented as problems or issues. In the process of finalising and
refining the model of needs following TIA, it will be necessary to turn the TIA
only problems and issues into needs. This will be presented in Chapter

Seven.
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7. PRESENTATION OF A MODEL OF NEEDS AFTER TIA AND
SUMMARY OF RESEARCH

7.1 Introduction
This chapter presents the final model of needs following TIA, that has been

developed in this thesis. First, a brief summary of the research will be
presented. After the model has been presented, a series of issues will be
considered. These include, whether a model was able to capture the
complexities of the topic; how Lee’s framework of needs assessment
supported the structure of the research; and how the SNM supported the
content of the research. The strengths and limitations of the research as a
whole will be considered and evaluation of the researcher’s personal
development will also be described. Finally, the contribution to knowledge will
be demonstrated, together with recommendations for further research and

suggestion for how the model might be used in clinical practice.

7.2  Summary of research
This thesis has presented a series of interlinked studies that have followed a

path through needs analysis as outlined by (Lee et al., 2007a; 2007b).

Phase 1 of this research looked at the national picture of TIA service provision
using a questionnaire distributed by BASP. The survey found that service
provision across England, Scotland and Wales, for people with suspected TIA
was highly variable in terms of frequency of clinics; duration of appointments;
access to investigations; personnel involved in clinics, and whether patients
could expect to have a second follow-up appointment, or not. Those services
that did not provide a follow-up appointment, appeared to offer a less
comprehensive service than the services that routinely followed-up patients

following TIA.

Phase 1 demonstrated that very few (2/59) services offered all four key
features of best practice, although if repeated today, it is likely that TIA
services have continued to evolve and a far greater proportion would now
meet all key features. At the time of the survey (2011), only 41% of services
routinely offered follow-up to all people following TIA. This is likely to impact
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on the ability of services to identify and address needs experienced following

TIA, since the focus at initial contact was on making the diagnosis.

Phase 2 utilised a stroke needs mapping (French et al., 2008) as the starting
point to explore needs following TIA with patients, carers and staff via a multi-
study iterative process. A model was constructed based on interviews and
focus groups with patients, survey and interviews with staff and a

questionnaire used with carers.

Phase 2 showed that although there are similarities between the needs
experienced by people following TIA and stroke, there were some needs
identified following TIA, which had not been previously identified following
stroke. It was also noted that some needs that were found to be in common
between stroke and TIA, held a different meaning for those who had
experienced TIA, to the apparent meaning for people following a stroke.
During Phase 2, it also became apparent that needs change over time from
the index TIA, which led to the development of a draft model of TIA needs that
reflected the changing needs over time. It was noted that the potential range
of needs was great, and whilst there appeared to be a core group of needs
that were relevant to most people following TIA, less common needs would be
less likely to be identified (by either the patient or the professional) and

therefore less likely to be addressed.

There is considerable overlap between needs identified following stroke and

TIA. However, there are some needs that are unique to TIA. There are mis-

matches between needs perceived by professionals and carers on behalf of

patients and those actually reported by patients themselves. This mis-match
could contribute to unmet needs. Needs following TIA can be grouped as

common or rare, and emerge at different time-points after the initial event.

Phase 3 consisted of an expert panel that reviewed the draft model of needs
following TIA and validated and refined the draft. The panel included
representation from patients’, carers and staff, and discussion of a proposed
model of needs following TIA allowed a greater understanding these needs to
be shared throughout the group. Phase 3 enabled the formulation of a final

model of needs following TIA which is presented in this chapter.
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Four validated time-points were identified as: ‘onset of symptoms’; ‘diagnosis;
‘early’ (0-28 days), and ‘later’ (29 days +). This led to a final model of needs
following TIA being agreed based on each of those time-points. A number of
needs that appear unique following TIA were identified. These included the
need for encouragement to seek help, management of denial, dealing with
diagnostic uncertainty, and managing hypervigilance. These needs have not
been reported following stroke, at least not in the same context. Although
there are a number of reports about delay in presentation following stroke
(Harper at al., 1992; Feldmann et al., 1993; Williams et al., 1997; Wester et al.,
1999; Parahoo et al., 2003; Carroll et al., 2004; Kleindorfer et al., 2006; Muller-

Nordhorn et al., 2009), the context is very different.

7.3 Presentation of final model
The final model of needs following TIA is a combination of the output from

Phases 2 and 3 of the research. Needs have been presented using the words
of participants. The needs have been split into the four time-points previously
presented, and needs were refined to create a final model (Figure 24), which
should be viewed in conjunction with the final Venn diagram (Figure 25). The
final model of needs has identified a range of ‘core’ needs that most people
are likely to experience and the Venn diagram that demonstrates the range of
potential needs that might be experienced. Less common needs are
potentially less likely to be identified, but may result in significant difficulties for
the patient if they are not identified and addressed.

Needs following TIA have been demonstrated to be complex and specific to
each individual. The use of multiple research methods, and participants from
a range of time-points from the index event, has provided a richness of data
which has illustrated a variety of potentially hidden needs following TIA. The
wide range of presenting symptoms has contributed to the variation in

experiences, as has each individual's coping strategies.

The needs presented in Figure 24 represent the more common needs and
how they might change over time. It is recognised that the time-points are

somewhat arbitrary, and individual patients may move more slowly (or quickly)
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through the pathway, or may move backwards and forwards as their

circumstances change.

The model of common needs (Figure 24), has also identified some needs that
fit into more than one time-frame. The need to ‘validate the experience’ spans
all four time-frames and seems to be a key on-going theme that impacts help-
seeking behaviour, adoption of secondary prevention strategies and the long-
term maintenance of those strategies. The other needs were felt to be equally
relevant from obtaining a diagnosis, these include: the need for signposting for
information and services; the need for reassurance you are ‘doing the right
thing’; and the need for significant others to understand what is going on. A
further three needs were outlined after diagnosis has occurred, they were: the
need to understand when you can return to work, drive and go on holiday; the
need to manage emotion (the emotions of both the patient and those of the
significant other); and the need to manage fatigue. In terms of what patients,
carers and staff felt jointly would help people following TIA, three main

suggestions were made:

e Explicitly invite significant others to attend at least part of a diagnostic
consultation.

¢ Information sessions later post TIA to enable peer contact (similar to
cardiac rehabilitation model).

e Contact details available for stroke / TIA specialists, for ongoing advice,

support and signposting of services.

These potential solutions were thought to be relevant for all time periods

except onset, before diagnosis has occurred.

Figure 25 highlights the significant overlap between stroke and TIA needs, but
also demonstrates a wide range of needs that are currently unique following
TIA. Clearly it would be unlikely for any one individual to experience all the
needs identified in the Venn diagram attributed to having had a TIA. However,
as a comprehensive review of potential needs, or problems following TIA, it

offers an insight into just how wide ranging the needs might be.
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Figure 24 Final model of common needs following TIA.

Onset

| Diagnosis

| Early (0-28 days)

| Later (after 28 days)

Proactive management
of risk factors even
before the event

C—  The need to validate the experience

—

The need for signposting for information and services

The need for reassurance you are doing the right thing —

The need for significant others to understand what is going on

The need to understand when you can return to work, driving, holidays

The need to manage emotions
The need to manage fatigue

The need for:

Patients to recognise
symptoms in a timely manner
Speedy access to specialist
medical opinion
Understanding that TIA
symptoms can be very
different to stroke

The need for:

Clarity regarding diagnosis
Understanding the implications
of the diagnosis (likelihood of
stroke)

Understanding why it happened
Support from family & friends
Emotional support and

The need for:

Understanding what could be
done to reduce the risks of it
happening again
Understanding the implications
of not being able to drive and
whether that will be long-term
Strategies to manage possible

The need for:

e Ongoing monitoring of risk
factors e.g. Cholesterol

e Ongoing lifestyle advice to
avoid “slipping back”

e Acceptance that medications
should be life-long

o Lifestyle advice for family

e Understand the immediate reassurance after effects; fatigue, memory members who might be at
actions: Not driving, contact loss, loss of confidence similar risk of vascular ill
knowledgeable healthcare e Strategies to promote self- health.
professionals management and avoid e Dealing with role change

e QOvercoming denial & feeling a hypervigilance e Lifelong access back into TIA
“fraud’. e Being aware of financial services if necessary

implications
Solutions: Explicitly invite significant others to attend at least part of a diagnostic consultation

Information sessions later post TIA to enable peer contact (similar to cardiac rehab model)
Contact details available for stroke / TIA specialists
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Figure 25 Summarising final research findings relating to the relevance of stroke needs to people following TIA

Stroke

Acceptance
Feeling a fraud
Self-monitoring /
hypervigilance
Positive attitude
Professional understanding

of TIA
Information for carers

Psychological support
Wide range of symptoms

Pain

TIA

== == == Stroke and Commonly
identified TIA needs

Work
Memory
Reading / writing / number

Personality / behaviour change
Relationships /sex ~ Muddled thinking

Social activity / contact
Sleep disturbance

Anger / frustration

Cooking
Shopping

Using the toilet

Hearing

Epilepsy Advocacy

Care support at home
Housework IT / internet

Hand / finger movements
Motivation / focus / confidence Difficulty sleeping

Swallowing problems

Fractures / bone loss

,D— I- - -th- E —— t- o -DrT/i:g7t;r:p:rt~\ Sustaining change
Religious observance ealing with others’ reactions N .
8 Family strain / well-being Fear : Valld.atlon of.experl.ence
Spasticity / limb tightness : Information / advice Depression Doing the right thing
) . I General health - maintenance Quality of life Encouragement to seek help
Underhstand';g others tla“:ng § Dietary adaptations Fatigue | [Help to understand diagnosis
Washin ressing / clothes i - i )
g/ g/ | KMeeplng hea'tgy l!festyle Anxiety : Over-protectiveness of
Participation / Engagement I anagn.wg medication ) ] Talking J family and friends
N\ Prevention of stroke — risk reduction Balance
N e e e e m # | CoOntinued access to advice

Respite / emergency care Empowerment / decision making

Mood swings Independence  Leisure / holidays Diagnostic uncertainty

Body / self-image Nausea Dental/ oral health / Knowing how to access help
ltered sensation ~ Vertigo Training / support Willingness to change
Power of attorney  Vision Eating/ drinking
Arm movements  Benefits / financial
Self-management Role change

Falls / accidents
Walking

End of life issues

Access to services
Returning to normal

Aids / adaptations

Health & Safety Lifestyle advice for family

Residential / day care
Pet care

Avoidance of delay
Symptom recognition
Denial

Child care
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7.4 Discussion
The development of a model of needs following TIA demonstrates that needs

change over time, although there may be some overlap between time-points.
The model is a simplified representation of needs post-TIA, but is based on
the needs identified by patients, staff and carers. The draft model was
validated and refined by a panel comprising patients, staff and carers. The
final model shows the common needs that change over time. In addition,
there is a diagram (Figure 25) demonstrating a comprehensive range of
potential needs following TIA. This is important because less common needs
are less likely to be recognised and therefore less likely to be met. Even the
needs in the ‘stroke only’ section on the left of the Venn diagram (Figure 25)
could still be relevant to some people following a diagnosis of TIA, but the
participants involved in the research did not think they were relevant. Whilst
the ‘stroke only’ items were unlikely to be relevant, it cannot be stated that
they would never be considered relevant. The model will help clinicians to
use the findings of this research to provide services that probe for un-met

needs following TIA.

Process
Despite there being a wide range of established needs assessment tools

available (McEwen et al., 1995; Cowley et al., 2000; Williams et al., 2000;
Asadi-Lari et al., 2003b; Low et al., 2003; Williams et al., 2007), the use of a
novel framework enabled it to be used as a guide, rather than constraining
the research as it developed. Lee’s framework of needs assessment had
only previously been used in educational settings (Lee et al., 2007b). The
framework itself was based on a blend of previous work (Kaufman & English,
1979; Witkin & Altschuld, 1995), but was clearly described (Lee et al.,
2007b). A strength of the framework was that it enabled a mixture of
paradigms, methods and participant groups to be included (Lee et al., 2007a;
2007b), whilst plotting a focussed path through the research. The fit with this
programme of research was good. Lee’s framework facilitated a move away
from a biomedical model, and thus enabled the focus of the research to be
the needs experienced, rather than the condition that lead to potential needs.
A weakness of this approach is that there is no precedent or validation for
use of the framework in this way.
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The use of a stroke needs mapping could be seen as both a strength and a
weakness of this research. Although stroke and TIA can be seen as different
parts of a cerebrovascular spectrum of disease, there are very distinct
differences between the two conditions in terms of expected physical
disability. It is possible that use of the SNM might have been directive or
inhibited the natural expression of needs that might otherwise have been
offered. To minimise that possibility, the first part of the expert panel was
conducted with no reference to any material other than the four time-points
(onset, diagnosis, 0-28 days, 29 days onwards), which were developed from
the findings of Phase 2. The second part of the expert panel looked at the
draft model developed from the programme of research. There was nothing
entirely new presented at this point, although there were variations that

reflected the personal experiences of the participants.

Another benefit of using the SNM is that it provided a common starting point
for each participant group, which facilitated comparisons between the views
of patients, staff and carers. A range of participants with different
perspectives, have been included throughout the research. By eliciting the
views of patients’ staff and carers, triangulation of data sources was possible,
which is thought to improve the validity of the data (Golafshani, 2003). The
mis-match between groups offers insights into how the groups view needs

following TIA. This illuminates how needs might fail to be recognised.

Further strengths of this research include the use of a mixture of quantitative
and qualitative methods, which bring a breadth to the data. Within the
qualitative elements more than one method of data collection has been used,
which offers triangulation of methods (Shenton, 2004; Carter et al., 2014).
Comparing the data obtained by interviews and focus groups showed many
areas of agreement and similarities in the themes developed, however the
interviews revealed more personal information than was obtained in a group
setting, for example, one man during the interviews talked about the profound
impact medication had on his libido and the sudden onset of impotence. This
was not mentioned at all in any group setting, whereas individuals during
interviews did not talk about the financial aspects of their TIA, but this was a
common theme in the focus groups. All the interviews and focus groups

(excluding the expert panel) had the same basic structure, based on the
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SNM, which was reviewed in full during each encounter. This form of
triangulation demonstrated that the data obtained was largely consistent
across methods (Lambert & Loiselle, 2008; Carter et al., 2014).

A clear outline of study conduct at each stage enables the replication of the
individual studies if required, indicating a transparent process and the
provision of quotes allows assessment of the interpretation of data. Data
were reviewed by the researcher and a senior academic with experience,
initial coding and theme generation were discussed in detail, later coding and
groupings were reviewed more generally as the research progressed and the
researcher gained experience and confidence in using the research methods
employed.

Limitations within this thesis include relatively low response rates to the two
national surveys conducted, although response rates were in keeping with
other findings within the literature (Nulty, 2008; Wiebe et al., 2012). Although
there were four participants recruited from the Northwest of England, most of
the participants lived or worked in the South of England (with the exception of
a practice nurse from the Home Counties). This could potentially reduce
generalisability of these findings to other areas of the UK, and would require
further evaluation. The majority of patients were recruited from a single area
in the Southwest of England, although their TIA care could have been
delivered in any one of three local hospitals. Recruitment was more
successful in the Southwest than the Northwest and it could be speculated
that the service delivery models in each area could have influenced the
response rate, since there was no follow-up provision in the Northwest and

all patients in the Southwest were offered follow-up.

A further limitation was the inability to interview an optician and a paramedic,
who, it might have been anticipated, would further add to the richness of the

data collected and would have completed Phase 2c of the study more fully.

Searching the literature for this research and thesis was challenging due to
the novel area of enquiry, and the breadth of potential topics. A wide range
of residual problems and needs emerged during the conduct of this research.
Data was published examining the experience of TIA, which added to the

body of evidence, and required an iterative approach to the literature. An
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important proportion of studies ten out of a possible 57, reported specific
problems after TIA with mixed data from patients with minor stroke and TIA.
This is either by design, or by virtue of using the WHO definition of TIA
(WHO, 1975). The mixed data could be seen as both a strength and a
limitation; a strength, since literature found was likely to be relevant to real
world situations, and limitation in that mixing TIA and minor stroke might

result in an over-estimation of problems or difficulties following TIA.

Finally, there is always a risk of self-selection when considering research of
any kind (Mehra, 2002). It is not possible to determine whether the
participants differed in any significant way from those who chose not to
participate. In relation to TIA in particular there is also the potential that
those patients who have not reported their TIA are very different to those that
have reported it. Patients who have not reported their symptoms may
possibly still worry about what the episode might have been, but equally, they
might be exhibiting a more effective denial response. If a TIA has occurred
but not been diagnosed, there is a very real risk that people will experience
potential after effects such as fatigue or memory loss, but, without the TIA
diagnosis, it is more difficult to explain the symptoms and potentially more
alarming for symptoms to not have an attribution. Another disadvantage of
patients not seeking help and receiving a diagnosis is, if they have in fact
sustained a minor completed stroke, they miss out on the highly structured
ongoing risk management, monitoring and regular follow-up available (DH,
2007).

Personal development
The process of post-graduate research teaches a range of skills, among

them organisation and prioritisation skills, and the development of tenacity.
The researcher has been a specialist nurse for nearly twenty years and it is
second nature to want to identify patient problems and suggest solutions.
Developing an awareness of perspective has been an important part of
reflecting on the research process and findings (Walsh & Baker, 2004; Walsh
& Downe, 2006). This is coupled with the experience of working in a less
familiar paradigm, since previous research experience has been quantitative
in nature. One of the hardest skills to adopt has been learning to listen,
reflect, but not offer advice. In the early patient interviews, there was some
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blurring of the research and clinical roles at times. This was identified on
review of the data, and the researcher modified her behaviour and learned to
avoid offering therapeutic suggestions. Transcripts of interviews were
reviewed and the supervisory team critiqued performance and offered
suggestions of other ways individual situations might have been dealt with.
Later interviews utilised a greater degree of active listening and reflection,
which also helped to validate the data obtained at the time of the interview.
Facilitation skills have also been developed, enabling the researcher to
confidently conduct focus groups, ensuring that all participants have an
opportunity to contribute. An understanding of how to handle qualitative data
has developed during the programme of research, with analysis reviewed
and discussed with the supervisory team to ensure emerging themes are
clearly based in the findings, not biased by the preconceptions of the

researcher or team.

7.5 Contribution to knowledge
No previous needs mapping for people following TIA has been published.

This thesis contributes to the knowledge base of TIA experience by providing
a model of needs that might be found following TIA.

Needs have been identified by patients, carers and staff and cover physical,
psychological, and social domains. The focus groups conducted in Phase 2
were the first to demonstrate how needs change over time, and this was key
to the structure of the final model. The model of needs following TIA (Figure
24) provides an appreciation of how needs might change over time following
TIA.

The whole range of identified needs have been categorised into common and
less common ones (Figure 25). There are a number of unexpected problems
or needs found in the stroke and TIA intersection, for example; arm
movements, hand / finger movements, walking, falls / accidents, nausea,
vertigo, and care / support at home. These all suggest incomplete recovery
and possibly represent minor stroke rather than TIA. However, even if the
patient receives a diagnosis of TIA, they still must manage the needs they

perceive.
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Some of the ‘TIA only’ needs have not previously been reported. These
include concerns about ‘feeling a fraud’, the need to validate the experience,
hypervigilance and the impact of diagnostic uncertainty. These have been
explored within this thesis, together with a number of other ‘TIA only’ needs
that, whilst referenced in the existing body of literature, were not prominent,

or in some cases not present at all at the start of this research.

This thesis clearly demonstrates, for the first time, that people following TIA
have extensive needs, despite complete symptom resolution. This adds to
the growing knowledge that TIA is not a benign event which can be treated
merely as a risk factor for stroke, but has far reaching consequences for
patients, and offers opportunities to improve interventions for people

following TIA.

There may be a case for abandoning TIA as an individual condition and
combining it with stroke. The on-going nature of needs following TIA might
mean that patients are better served if they were able to access the standard
ongoing support that is available to people following stroke i.e. six-week, six
month, then annual reviews. However, that is unlikely to happen quickly, so
providing material that demonstrates the breadth of potential needs and how
needs might change over time will give health care practitioners insight into

how best to support this group of patients.

A further, methodological contribution, is the use of Lee’s framework for
needs assessment. This has not been used before in health, and has proven

to be a useful roadmap through the needs assessment process.

7.6 Further research
Prior to the start of this programme of research the majority of research

conducted into TIA was relating to TIA as a risk factor for stroke (Johnston et
al., 2000; Lovett et al., 2003; Coull, Lovett & Rothwell, 2004; Giles &
Rothwell, 2007b). There was also literature about secondary prevention,
surgery, medication and lifestyle (Rothwell et al., 2007). There was some
research about symptom recognition, but this was mainly mixed with stroke
recognition for obvious reasons (Pancioli et al., 1998; Rowe, Frankei &
Sanders, 2001; Yoon et al., 2001; Reeves, Hogan & Rafferty, 2002; Johnston
et al., 2003). There was even a limited amount of research about the
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experience of TIA, and some recognition that some people had lasting
difficulties following TIA (Rao et al., 2001; Chardavoyne & Frechette, 2006;
Arts et al., 2008). This thesis has looked specifically at the needs that might
be experienced following TIA and, as such, has further explored the

persistent after-effects of a diagnosis of TIA.

The role of the carer in TIA has not previously been explored. Within this
thesis, the role has been alluded to, but due to difficulty accessing this
participant group, more questions have been raised than answered. Further
research into this role may suggest informal ways that patients may receive

the help they require to meet their identified needs.

It would also be interesting to present the TIA needs model to patients
following stroke, to see whether they identify with some of the needs that are
currently considered ‘TIA only’. It is certainly possible that considerable
overlap may be found, because the SNM upon which the range of needs is
based, was conducted with patients who had been discharged following
stroke (French et al., 2008). Therefore, some of the needs at onset or
diagnosis may not have been captured by the methods used in the stroke
needs mapping. Needs have been identified in a study population that was
predominantly from one area. It would be important to determine whether the
local service model has had an impact of the needs experienced following
TIA. As previously discussed ‘met needs’ are often not perceived as needs
by the individual concerned (Asadi-Lari et al., 2003a). Repeating elements of
the research with patients from other geographical areas, where the service
provision would not be identical, will help to establish the degree to which the
care provided by TIA services impacts on the experience of TIA. If there are
no new or different needs identified it would lend further credibility to the
research presented in this thesis, and suggest the findings are generalizable.
The findings of this research could be used as a starting point to look at

possible interventions for people following TIA.
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7.7 Recommendations for practice
The most important outcome of this research has been to highlight the wide

range of potential needs that might be felt by someone who has experienced
a TIA. The needs presented in the ‘model of needs following TIA” are
typically the more common needs, but the Venn diagram demonstrates the
breadth of other problems that might be experienced.

Figure 25 shows the overlap between stroke and TIA needs. This is
important in relation to which definition is used for TIA. Both require apparent
complete resolution of symptoms, the difference is whether an ischaemic
lesion has been excluded on MRI scanning (Easton et al., 2009). In practical
terms, the needs most likely to arise, regardless of the presence or absence
of ischaemia, would be expected to be those needs / problems found in the
‘dotted box’ situated with, in the intersection between stroke and TIA.
Therefore, practitioners need to be aware of these and to screen for needs
related to them, in addition to the needs identified within the timeline model.
The less common needs are much more likely to be undetected, and
therefore unmet, potentially leading to distress, sub-optimal recovery, or poor
adherence to secondary prevention strategies. TIA follow-up services should

probe for a range of potentially undisclosed needs.

One area of potential pathway development might be to create more formal
links between commercial opticians and secondary care. By encouraging
those opticians who suspect TIA to make a direct referral to stroke services,
rather than opticians recommending patients should see their GP or attend
the local eye hospital, delay can be avoided. This is clinically important since
one in five patients with ocular TIA require vascular surgery, which is a time

critical treatment (Lavallee et al., 2013; Wilson et al., 2014).

If staff have a heightened awareness of the range of potential needs that
might be present following TIA, it might encourage them to probe more
carefully for unrecognised needs. Access to the new model of needs
following TIA and comprehensive list of potential needs might help
professionals consider needs, beyond the needs for diagnosis and secondary
prevention. Identification of needs could help them to be met to improve

patient outcomes and experience. An appreciation of how needs are likely to
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change over time should also help healthcare staff to offer interventions and
support when it is most needed. The TIA needs model should also be
considered in relation to how TIA services generally are commissioned and
provided.

7.8 Conclusion
This thesis has explored the needs experienced following TIA from the

perspective of patients’ carers and staff. It has contributed to knowledge by
demonstrating the changing needs of patients over time following TIA,
identifying the variety of needs that might be experienced, and looking at how
needs might be addressed. In order to provide effective and individualised
care, it is essential to incorporate an appreciation of how needs change over
time, and also the potential breadth of needs experienced by people after
TIA.
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Appendix A

Al Search strategy for literature review

Database(s): Ovid MEDLINE(R) Epub Ahead of Print, In-Process & Other Non-
Indexed Citations, Ovid MEDLINE(R) Daily and Ovid MEDLINE(R) 1946 to

Present
Search Strategy:

= = = = [ = = = © 5] ~ <)) o1 N w N = 3+
~ (o)) al N w N [ o

Searches Results
Ischemic Attack, Transient/ 19696
ischemic attack, transient.mp. 19736
transient ischemic attack.mp. 7100
exp Ischemic Attack, Transient/ 19696
ischaemic attack, transient.mp. 1
TIA.mp. 7266
"mini-stroke".mp. 23
lor2or3or4or5or6or7 27156
Personal Narratives/ 3037
consequences.mp. 227112
problems.mp. 511688
impairment.mp. 251549
Experiences.mp. 163352
dysfunction.mp. 379644
9orl10orllorl2ori3orl4 1438839
8 and 15 1894
limit 16 to (english language and humans) 1063




Database(s): Embase 1974 to 2017 August 10
Search Strategy:

#: Searches Results
1: Ischemic Attack, Transient/ 7498
2: ischemic attack, transient.mp. 216

3: transient ischemic attack.mp. 34297
4: exp Ischemic Attack, Transient/ 32486
5: ischaemic attack, transient.mp. 1

6: TIA.mp. 14797
7: "mini-stroke".mp. 36
8:10r20r3or40r50r60r7 41369
9: Personal Narratives/ 36069
2 consequences.mp. 277252
g problems.mp. 614705
£ impairment.mp. 445858
2 Experiences.mp. 186426
ﬁ dysfunction.mp. 623191
2 9orl10orllorl2orl3orl4 2021377
2 8 and 15 4337
g limit 16 to (english language and humans) 3501
2 qualitative.mp. 240627
119||17 and 18 24




Interface - EBSCOhost Research Databases
Search Screen - Advanced Search
Database - CINAHL Complete

# Query Results
S15 S7 AND S14 447
S14 | S8 OR S9 OR S10 OR S11 OR S12 OR S13 539,791
S13 dysfunction 61,390
S12 experiences 233,282
S11 | impairment 61,062
S10 | problems 188,031
S9 consequences 51,449
S8 personal narrative 1,791
S7 (S1 OR S2 OR S3 OR S4 OR S5 OR S6) 4,057
S6 TIA 1,829
S5 transient ischemic attack (tia) 1,041
S4 transient ischaemic attack 3,365
S3 transient ischemic attack 3,365
S2 ischaemic attack, transient 3,365
S1 ischemic attack, transient 3,365




Interface - EBSCOhost Research Databases
Search Screen - Advanced Search Database - PsycINFO

S15 S7 AND S14 85

S14 S8 OR S9 OR S10 OR S11 OR S12 OR S13 1,170,017
S13 dysfunction 63,659
S12 experiences 497,961
S11 impairment 131,815
S10 problems 504,305
S9 consequences 127,853
S8 personal narrative 3,145
S7 (S1 OR S2 OR S3 OR S4 OR S5 OR S6) 2,247
S6 TIA 1,159
S5 transient ischemic attack (tia) 445

S4 transient ischaemic attack 1,686
S3 transient ischemic attack 1,686
S2 ischaemic attack, transient 1,687
S1 ischemic attack, transient 1,687




Appendix B

Bl Service Provision Survey — final version
,

1. TIA First contact

* 1. Which Hospital do you work for?
(Name of Hospital and Stroke Network)

e.g. Lancashire Teaching Hospitals NHS Foundation Trust, Lancashire and Cumbria
Network

[ ]
* 2. Which days of the week are new TIA patients seen? (please tick all that apply)
D Monday
[] ruesday
I:I Wednesday
[] murscay
[] Frisay
[] seturaay
|:| Sunday

Other service provision (please specify)

3. How long are your new patient slots in TIA clinic? (or TIA new patient contacts if not in
clinic setting)

O 5 Minutes
O 10 Minutes
O 15 Minutes
O 20 Minutes
o 30 Minutes
O 45 Minutes
O 60 Minutes
O Other

If other, please specify




* 4, Which professionals see TIA patients at first attendance? (please tick all that apply)
D Care of the Elderly Consultant
D Neurology Consultant
D Consultant General Physician
D Vascular Surgeon
D Junior Doctor (Specialist Trainee)
I:’ Junior Doctor (Foundation Trainee)

D Stroke Specialist Nurse

D Clinic Nurse
D Other

If other, please specify

5. Who has overall responsibility for the clinic?
O Care of the Elderly Consultant
() consutiant General Physician

O Neurology Consultant

O Vascular Surgeon

O Junior Doctor (Specialist Trainee)

O Stroke Nurse Specialist

Q) over

If other, please spacify




* 6. What activities occur at first clinic attendance? (please tick all that apply)

Results available during 1st  Performed within 1 week

i i erformed in clinc
Performed prior to clinic P elinic attendance?

History taking

Physical examination
Brain .imaginq

Carotid imaging

Blood tests

BP measurement

12-lead ECG
Echoeardiogram
Transcranial Doppler
24-hour ECG

Diagnosis given

Prognosis discussed
Lifestyle advice given and
discussed

Antiplatelets started
Referral to vascular surgeon

Consultation with vascular

N O
I O O |
I

surgeon

Other activities that occur at first visit (please specify)

following clinic

I O




2. TIA Follow-up

* 1. Do TIA patients have routine follow-up after their initial contact?

O Yes, all
(O same
O None

At what point after TIA first contact are patients followed up?

a

&

2. What duration are your planned TIA follow-ups?

(O sminutes

O 10 Minutes
O 15 Minutes

O 20 Minutes

O 30 Minutes

O 45 Minutes

O 60 Minutes

O Other

O No TIA follow-up

If other, please specify

1

10



* 3. Who sees TIA patients at follow-up? (Please tick all that apply)
D Care cf the Elderly Consultant
D Neurology Consultant
D Consultant General Physician
D Vascular Surgeen
D Junier Doctor (Specialist Trainee)
D Junior Doctor (Foundation Trainee)
D Stroke Specialist Nurse
D Clinic Nurse
D GP
!:' Practice Nurse

D Community Stroke Nurse

D Community Matron

D No TIA follow-up available

D Other

If other, please specify

Iz

11




4, Who takes clinical responsibility for the follow-up episode?
(] care of the Eiderty Cansutant

D Neurology Consultant

D Consultant General Physician

|:| Vascular Surgeon

D Junior Doctor (Specialist Trainee)

D Junior Doctor {Foundation Trainee)

D Stroke Specialist Nurse

l:‘ Clinic Nurse

[Jer

|:| Practice Nurse

D Community Stroke Nurse
D Community Matron
D No TIA follow-up

D Other

If olher, please specify

* 5. What activities occur at TIA follow-up? (Please tick all that apply)

D Give lest results
D Confirm diagnosis
D Discuss prognosis
D Modify medication
D Information giving
D Lifestyle counselling
D Answering guestions
D No TIA follow-up
|:| Other

If other, please specify

12




* 6. Where does follow-up activity occur? (Please tick all that apply)

|:| Hespital Clinic (Cut Patient Department)

|:| Stroke Ward

[] e surgery

|:| Community Centre
I:l Patient's Own Home
|:| No TIA follow-up
l:l Other

If other, please specify

7. Are you willing to be contacted for further discussions around the responses you
have made? If you are, please supply your contact details (Name, phone number or e-

mail address)

Name [ |

Phone number [ |

email address | ‘

13



B2 Cover letter and Information sheet to accompany the survey

uclan

University of Central Lancashire

Cover letter for questionnaire
Dear Colleague,

| am writing to request your help with a research project. Your help will involve completing
an on-line questionnaire. If you are willing to help, please follow the link, which will take you
directly to the questionnaire. The research project is looking at what models of TIA care are
currently available in England, Scotland and Wales.

This is the first phase of a programme of post graduate research. Attached is an information
sheet, which explains more about the questionnaire. The on-line questionnaire should not
take more than 6-7 minutes to complete.

Please click on link  http://www.surveymonkey.com/s/FX88RDG and complete ASAP, but
within 3 weeks of receipt.

Thank you for your help and co-operation.

Laura Gleave Laura Gleave
Research Student Stroke Nurse Practitioner
University of Central Lancashire Poole Hospital NHS Trust
01202 263039 / 07970794788 Longfleet Road
LGleavel@uclan.ac.uk Poole

Dorset

BH15 2JB

Supervisors:

Dr Jo Gibson Prof Caroline Watkins

Senior Lecturer Caroline Watkins

Clinical Practice Research Unit Care Professor of Stroke & Older
People's School of Health Brook 419

University of Central Lancashire School of Health Preston
PR1 2HE University of Central Lancashire
01772 895144 Preston

PR1 2HE 01772 893646/5542

Dr Michael Leathley

Clinical Practice Research Unit,
School of Health

University of Central Lancashire,
Preston, PR1 2HE.

01772 89 3647
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uclan

University of Central Lancashire

What are patient needs after Transient Ischaemic Attack?

Chief Investigator: Laura Gleave

Supervisor: Dr Jo Gibson

What is the purpose of the questionnaire?

This guestionnaire is the first phase of a research project that aims to answer the
research question “What are patient needs after Transient Ischaemic Attack?” In the
first instance the goal is to identify a range of TIA service delivery models, across
England, Scotland & Wales.

Why have | been invited?

All members of BASP have been asked to contribute to this survey.

Do | have to take part?

As with any research, participation is voluntary.

What will | have to do?

Please follow the supplied link and complete the questionnaire. There are 13
guestions, it should take no more than 6-7 minutes.

Will my taking part in the study be kept confidential?

The aim of this phase of the project is to identify different types of TIA service models.
Once your service has been classified, the data will be stored on the mainframe
computer at the University of Central Lancashire. Your data will not be directly
identified and due care will be taken to maintain anonymity of responses.

Informed Consent?

Formal consent is not required for a survey of this nature. It is considered implicit
consent if you complete the questionnaire.

15



What if there is a problem?

Complaints -If you have a concern about any aspect of this study, you should ask to
speak to the researcher who will do her best to answer your questions
(07970794788). If you remain unhappy and wish to complain formally, you can do
this through the School Health, University of Central Lancashire, to the Head of
School, Bernard Gibbon. bgibbon@uclan.ac.uk

What will happen to the results of the research study?

Service configurations will be clustered to form distinct service models. The results
of the questionnaire will remain identifiable until the service has been classified. Data
from the online survey will be downloaded and stored on the University secure server.

Who is organising and funding the research?

This research is funded by the University of Central Lancashire, Preston. The team
working on the project are based in the School of Health. There is no payment to the
team for including individuals in the study.

Who has reviewed the study?

This study has been internally reviewed by the research team of the School of Health,
the Faculty of Health Ethics Committee, at University of Central Lancashire, and NHS
R&D at Poole Hospital NHS Trust, to ensure that the highest standards of planning
and conduct are applied to this project.

16
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B3 Full list of free text responses Initial contact

Free text comments

plus results given at the end of clinic

Unspecified

Initial 30 minute slots; pts return as and when tests available

as required - can be 1-2hrs

20 mins initial assessment then 10 review post imaging (same day)

Including Ultrasound time in clinic

30 mins for consultant, 40 mins for Special Registrar

30-40mins with ANP then 30 mins with consultant

See 2 per day except for clinic

B4 Full list of free text from Follow-up

Free text comments

20 mins for Spr, 15 mins for consultant

Variable

may occur in separate general medical clinic depending on clinician

17



B5 Full list of free text re. staffing

Free text comments

Stroke Physician, TIA co-ordinator

Associate Specialist Care of the Elderly

vascular ultrasonographer

Associate Specialist

Vascular Ultrasound

specialist registrar ( neurology )

HCA - trained in TIA service

First contact could be an A&E, Medical on-call junior doctor or a GP

Stroke Physician

Speciality doctor in stroke medicine - staff grade registrar level

TIA specialist nurse

Speciality doctors in stroke care

Vascular Lab Technician, ECG Technician

Clinical Pharmacologist with Specialist training in Stroke

i dont understand this question

Stroke Consultant-seems to be missing above!

Consultant Stroke Physician

Clinical Pharmacologists x2

Consultant or registrar in stroke medicine or vascular medicine
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B6 Full list of free text activities initial

Free text comments

Other activities that occur at first visit (please specify)

consideration of randomisation into a clinical trial

Statin started if needed, CXR done, 24 hour BP if needed

MRI usually after 1 week

Discharged in most cases

This is a badly constructed question. Many of the answers depend on
circumstances

transthoracic echo not routinely done. Where needed a bubble echo will be
done within 1-2 weeks

24 hr ECG and ECHO only in selected cases

Business case for same day MRI-DW!I in progress

chest x — ray

ECHO & 24 hr tape sometimes depending on service pressures. Vasc
referral or consultation will depend on patient

consultation with vascular surgeon - surgeons not in clinic but on call
vascular surgeon would then usually see on same day

CT is done urgently same day if necessary; but typically within 1-2 weeks.
Echo and 24 tape not routinely done on everybody

Patient given leaflets and written instructions; stroke mimics appropriately
managed

ABCD2 telephonic triage before clinic attendance by TIA specialist nurse

If high risk 2 slots are available for first clinic attendance day for carotid
Doppler and referral is done appropriately

Not to drive for 1 month; To come to A&E if symptoms recur and last ~30
mins (for thrombolysis)

Driving advice given in clinic if appropriate. Echo usually carried out more
than 1 week after clinic.

if investigation ie CT scan deemed necessary

Statins also commenced and anti-hypertensives in selected patients

Delays with some investigations

We consult immediately with the Vascular Surgeon (Consultant on-call), and
those eligible for surgery get admitted immediately to the Surgical
Assessment Unit.

Referral to vascular surgeon or radiologist in context of MDT
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B7 Full list of free text activities at follow-up

Free text comments

Order any tests that haven't been done

Refer to post stroke group, arrange bubble echo, do further blood tests, re
Image, assess for depression etc. as needed.

Referral for further specialist treatment e.g. PFO Closure

Review of diagnosis if initially uncertain

Control risk factors

Referral on to other teams if appropriate eg to neurology, or haematology for
thrombophilia screening

We often discuss MRs which we don't get same day
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Appendix C

Cl
survey

Final version of the nurses’ survey and supporting documents for

Introduction

This survey is to try and establish which issues nurses feel are relevant to patients following TIA.

A list of needs identified in patients following stroke has been compiled based on literature review and discussion. It
is thought that some of these needs might be relevant to people following TIA.

The aim of this survey is to identify which of these identified needs are thought to be important to patients following
TIA. Please consider the TIA in isalation, although we appreciate many patients with TIA will have other co-
morbidities.

Your views are valuable and your help would be appreciated. The computer-based questionnaire will identify a range of
issues relevant to stroke survivors, you are asked to rank these items as important, might be important and not
important to patients following TIA.

The survey should not take long to complete and your participation will be considered as consent. No identifying data
will be collected, but you will be asked about your job role.

All data will be stored at UCLAN in a secure manner, and no individuals will be identifiable.
Thank you for taking part.

Laura Gleave
Research Student UCLAN
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1. Do you have contact with patients with TIA?

O Yes, regularly {(mast weeks)

O Yes, occasionally (most months)
O No
2. Which category most closely represents your professional role?

O Specialist nurse
O Stroke Unit nurse

O General ward nurse with interest

O otrer

Other (please specify)

3. Which of the following physical health needs, would in your opinion be relevant /
important to patients following TIA?

Yes

=
@
<
=3
®

Health status
Health behaviour
Secondary prevention
Altered sensation
Pain e
Epilepsy

Fracture, bone loss.
Falls / accidents
Dental / oral health
Fatigue

Spasticity

Spasms

O000000000000E

Swallowing
Sleep / sleep apnoea
vision / hearing

Nausea / vertigo

0000000000 0]000e]e
OCOOOO0OOO0OO0O0O00O

OO0
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4. Which of the following Mental / emotional well-being needs would in your opinion be
relevant / important to patients following TIA?

Yes

=
)
<
o
®
z
S

Mood disorders e.g.
Anxiety

Depression
Emotional lability

Post traumatic stress
disorder

Anger / frustration

Personality / behaviour
change

Quality of life
Carer strain / well-being
Coping / adaptation e.g.

Motivation / focus /
confidence

Body / self image
Independance .

Dealing with others’
reactions

() OOOECOLIOSUIOC IO IO
NG00 60000 06 68080
() OOOFIOOIORL IO OO

Fear

5. Which of the following communication / cognition needs would in your opinion be
relevant / important to patients following TIA?

5
»
=
)
<
-3
@
z
o

Expressive speech

Understanding

Reading / writing /
numeracy

Cognitive impairment

Memory

*e 000
OO0 00O
OO OO
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6. Which of the following everyday living needs would in your opinion be relevant /
important to patients following TIA?

Yes

=
o
<
-3
@®

Walking
Arm movements
hand / fine control
Balance / standing
Eating
Continence

Washing / dressing /
clothes

Cooking
Shopping
Housework

Managing medication

G0 e0e 9009080
OCO00O OOOOO00:E

00000 OOOOOOO

Dietary adaptations

7. Which of the following re-enablement needs would in your opinion be relevant /
important to patients following TIA?

Yes

=
o
<

=3
@

Information / advice
Training / support
Self-management

Empowerment / decision
making

Access to services
Advocacy
Aids and adaptations

Health and safety

OO0O000 OO0
00000 OOOO
O0O0O00 OOO0s

IT / web access

8. Which of the following social needs would in your opinion be relevant / important to
patients following TIA?

=<
o
n
=
o
=<
S
o

Work

Driving / transport
Relationships / sexuality
Role cnanée

Social activity / contact
with others

Leisure [ holidays

Religious observance

OO0 OOOOO
000 00000
OO0 OOO00s

Participation /
engagement
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9. Which of the following financial / legal and care needs would in your opinion be
relevant / important to patients following TIA?

<
@
@
=
o
<
o
@

Palliative care

Benefits / financial
advice f support

Child care

Power of attormey / NOK
Residential / day care
Care suppeort / packages

Respite / emergency care

O00000 OO
O0CO0000O OO
O00000 0OOs

Pet care

10. Are there any other needs, that have not been covered elsewhere in this survey, that
would, in your opinion, be relevant / important to patients following TIA?

Please specify
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University of Central Lancashire

Survey of nurses’ perceptions of patients’ needs following TIA

Survey cover sheet

This survey is part of a programme of post graduate research working towards a
PhD. The overall aim is to understand ‘what are patient needs after Transient
Ischaemic Attack?’

Previous research conducted at the University of Central Lancashire (UCLAN) has
identified a range of potential needs following stroke. The aim of this survey is to
determine which of these identified needs are thought to be important to patients
following TIA.

Your views are valuable and your help would be appreciated. The computer-based
survey will identify a range of issues relevant to stroke survivors, you are asked to
rank these items as ‘important’, ‘might be important’ and ‘not important’ to patients
following TIA.

The survey should not take long to complete and your participation will be
considered as consent. No identifying data will be collected, but you will be asked
about your job role. All data will be stored at UCLAN in accordance with data
protection principles and no individuals will be identifiable.

Thank you for taking part.

Laura Gleave Laura Gleave
Research Student Stroke Nurse Practitioner
University of Central Lancashire Poole Hospital NHS Trust
01202 263039 /07970794788 Longfleet Road
LGleavel@uclan.ac.uk Poole

Dorset

BH15 2JB
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Dr Jo Gibson

Senior Lecturer

Clinical Practice Research Unit
People's Care

School of Health

University of Central Lancashire
Preston PR1 2HE

01772 895144

Dr Michael Leathley
Clinical Practice Research Unit,

School of Health
University of Central Lancashire,

Preston, PR1 2HE.
01772 89 3647

Supervisors:
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University of Central Lancashire

What are patient needs after Transient Ischaemic Attack?

Chief Investigator: Laura Gleave

Supervisor: Dr Jo Gibson

What is the purpose of the survey?

To identify which needs identified following stroke are also thought to be important to
patients following TIA, in the opinion of nurses.

Why have | been invited?

Nurses attending this conference are invited to participate

Do | have to take part?

As with any research, participation is voluntary.

What will | have to do?

Complete the computer based survey, stating which needs you feel are important,
might be important or are not important to patients following TIA. This will take 3-4
minutes.

Will my taking part in the study be kept confidential?

You will not need to identify yourself during the survey, but you will be asked whether
you are a ‘specialist nurse’, ‘stroke unit nurse’ or ‘general nurse with an interest’.

Informed Consent?

Formal consent is not required for a survey of this nature. It is considered implicit
consent if you complete the questionnaire.

What if there is a problem?

Complaints -If you have a concern about any aspect of this survey, you should ask
to speak to the researcher who will do her best to answer your questions
(07970794788). If you remain unhappy and wish to complain formally, you can do this
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through the School Health, University of Central Lancashire, to the Head of School,
Bernard Gibbon. bgibbon@uclan.ac.uk

What will happen to the results of the research study?

The aim is to develop a comprehensive list of potential needs following TIA which will
help to inform interview guides for later research in focus groups and semi-structured
interviews.

Who is organising and funding the research?

This research is funded by the University of Central Lancashire, Preston. The team
working on the project are based in the School of Health. There is no payment to the
team for including individuals in the study.

Who has reviewed the study?

This study has been internally reviewed by the research team of the School of Health,
the Faculty of Health Ethics Committee, at University of Central Lancashire, to ensure
that the highest standards of planning and conduct are applied to this project.
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University of Central Lancashire

Survey of nurses’ perceptions of patients’ needs following TIA

Survey invitation

The survey is part of a wider programme of post graduate research. The overall aim
is to understand what patient needs are following a Transient Ischaemic Attack.

Previous work conducted at the University of Central Lancashire (UCLAN) has
identified a range of potential needs following stroke. The aim of this survey is to
determine which of these identified needs are thought to be important to patients
following TIA.

Your views are valuable and your help would be appreciated. The on-line survey
will present a range of issues identified as relevant to stroke survivors. You will be
asked to rank these items as ‘important’, ‘might be important’ and ‘not important’ to
patients following TIA.

The survey should not take long to complete and your participation will be
considered as consent. No identifying data will be collected, but you will be asked
about your job role. All data will be stored at UCLAN in accordance with data
protection principles and no individuals will be identifiable.

Remember, this survey is anonymous and it will not be possible to identify or link
any responses to individuals.

Laura Gleave Laura Gleave
Research Student Stroke Nurse Practitioner
University of Central Lancashire Poole Hospital NHS Trust
01202 263039 /07970794788 Longfleet Road
LGleavel@uclan.ac.uk Poole

Dorset

BH15 2JB
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Dr Jo Gibson

Senior Lecturer

Clinical Practice Research Unit
People's Care

School of Health

University of Central Lancashire
Preston PR1 2HE

01772 895144

Dr Michael Leathley
Clinical Practice Research Unit,

School of Health
University of Central Lancashire,

Preston, PR1 2HE.
01772 89 3647

Supervisors:
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University of Central Lancashire

Survey of nurses’ perceptions of patients’ needs following TIA

Dear SSNF Member,

| am a research student at the University of Central Lancashire looking into patient
needs following Transient Ischaemic Attack (TIA). The survey is part of a wider
programme of post graduate research. The overall aim is to understand what
patients’ needs are following a TIA.

Previous work conducted at the University of Central Lancashire (UCLAN) has
identified a range of potential needs following stroke. The aim of this survey is to
determine which of these identified needs are thought to be important to patients
following TIA.

| am writing to ask for your help. Your views are valuable and your help would be
appreciated. The on-line survey will present a range of issues identified as relevant
to stroke survivors. You will be asked to rank these items as ‘important’, ‘might be
important’ and ‘not important’ to patients following TIA.

The survey should not take long to complete and your participation will be
considered as consent. No identifying data will be collected, but you will be asked
about your job role. All data will be stored at UCLAN in accordance with data
protection principles and no individuals will be identifiable. Could | ask you to
complete the survey by 315 March 2012.

Remember, this survey is anonymous and it will not be possible to identify or link
any responses to individuals.

Survey link: https://www.surveymonkey.com/s/TIA _nurses_survey

Thank you very much for your help in this matter,

Laura Gleave

Research Student
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Laura Gleave

Research Student

University of Central Lancashire
01202 263039 / 07970794788

LGleavel@uclan.ac.uk

Supervisors:

Dr Jo Gibson

Senior Lecturer

Clinical Practice Research Unit
People's Care

School of Health

University of Central Lancashire
Preston PR1 2HE

01772 895144

Dr Michael Leathley
Clinical Practice Research Unit,

School of Health
University of Central Lancashire,

Preston, PR1 2HE.
01772 89 3647
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C2 Patient interview guides

Initial interview guide

Introduce research

Obtain consent

Explain card sort

Conduct card sort

Discuss needs identified as relevant and possibly relevant

Probe for any TIA only needs

Modified interview guide

Introduce research

Obtain consent

Ask about TIA experience

Ask about needs experienced / identified
Ask about what might have helped

Sort through the SNM needs cards and present those thought to be relevant
to patient and discuss.

Give remaining cards to patient to pick out any others thought to be relevant
Discuss any additional cards identified
Probe for any TIA only needs

Summarise discussion to check understanding
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Patient information - Interviews

‘(@4‘4
u C I a n Lancashire Teaching Hospitals m
University of Central Lancashire NHS Foundation Trust

What are patient needs after Transient Ischaemic Attack?

An exploratory focus group of people with a recent diagnosis of
TIA.

(Interviews)

Please keep for future reference.

Chief Investigator / Researcher: Laura Gleave.

Supervisor: Dr Jo Gibson.

Part 1

We would like to invite you to take part in a research study. Before you
decide you need to understand why the research is being done and what it
would involve for you. Please take time to read the following information
carefully. Talk to others about the study if you wish. (Part 1 tells you the
purpose of this study and what will happen to you if you choose to
participate. Part 2 gives you more detailed information about the conduct of
the study).

Ask us if there is anything that is not clear or if you would like more information.
Take time to decide whether or not you wish to take part.

What is the purpose of the study?

The purpose of the study is to explore patients’ perceived needs after a mini-stroke

or TIA (Transient Ischaemic Attack). We want to know what you felt your needs
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were following your TIA. This study is being undertaken entirely independently from
your hospital doctors and GP, as part of a postgraduate research degree based at
the University of Central Lancashire.

To date there has been no comprehensive review of patient needs following TIA.
This study is part of a programme of work that aims to fully explore TIA patients’
needs so that they can be identified and assessed. By fully understanding patients’
needs after TIA, it might be possible to propose strategies to meet these identified
needs.

Why have | been invited?

You have been given the diagnosis of TIA, within the past 15 months and have been

selected at random to be invited to participate in this research.

Do | have to take part?

It is up to you to decide. You will be asked to read this information sheet and decide
whether you would like to take part. If you are willing to participate, we will ask you
to sign a consent form before you participate, to show you have agreed to take part.
You are free to withdraw at any time, without giving a reason. This would not affect

the standard of care you receive.

What will happen to me if | take part?

If you did not feel able to participate in focus groups at the University of Central
Lancashire in Preston, you might consider an individual interview, which could be
held face to face in your home, at the University in Preston, at another venue of your
choosing or via the telephone.

You are still encouraged to identify someone, a family member or friend, who helped
you following your TIA. The person you identify will have the opportunity to
contribute to our research by completing a survey. Please give them the
‘Exploratory survey’ information sheet to read and consider (Printed on lilac
paper). If they are interested and willing to participate, please ask them to complete
the tear off reply slip and include it with yours in the prepaid envelope. It is up to you

whether you wish to invite someone or not.
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Expenses and payments

You will be offered reimbursement for reasonable travel and parking costs to a
maximum of £20.

What will | have to do?

You will be asked about your experiences after being given a TIA diagnosis. You
will be given materials that are also being used with the focus groups, and asked

your opinion about what is important to you after a diagnosis of TIA.

The interview will be audio recorded. After the interview, a written record of the
recording will be made, and the audio recording destroyed as soon as possible.

Interviews will not last more than 90 minutes.

What are the possible disadvantages and risks of taking part?

Some people may find talking about their TIA experiences upsetting. It is entirely up
to you what needs and concerns you share with the researcher. If you do become
upset, the interview will be stopped and there is no obligation for you to continue if

you do not want to.

What are the possible benefits of taking part?

We cannot promise the study will help you, but the information we obtain from this
study will help improve our understanding of the experiences of people following
TIA.

What happens when the research study stops?

We will look very carefully at all that has been discussed, to identify patterns. All
data will be held anonymously and stored on the Mainframe computer at the
University of Central Lancashire, in a password protected file. Your confidentiality
will be maintained by storing identifiable data separate from the written record of the

group discussion.

What if there is a problem?

Any complaint about the way you have been dealt with during the study or any
possible harm you might suffer will be addressed. The detailed information on this is

given in Part 2.
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Will my taking part in the study be kept confidential?

Yes. We will follow ethical and legal practice and all information about you will be

handled in confidence. The details are included in Part 2.

If the information in Part 1 has interested you and you are considering
participating, please read the additional information in Part 2 before making

any decision.

Part 2

What will happen if | do not want to carry on with the study?

You can choose to stop participating at any time during the study. It will not affect

your medical care.

What if there is a problem?

Complaints - If you have a concern about any aspect of this study, you
should ask to speak to the researcher who will do their best to answer your
guestions (07970794788). If you remain unhappy and wish to complain formally, you
can do this through PALS at Royal Preston Hospital (Tel. 01772 522972), details
can be obtained from the hospital, or contact Nigel Harrison Acting Dean of the
School of Health, at the University of Central Lancashire (Tel. 01772 893701).

Harm, NHS based research - In the event that something does go wrong
and you are harmed during the research and this is due to someone’s negligence
then you may have grounds for a legal action for compensation but you may have to
pay your legal costs. The normal National Health Service complaints mechanisms

will still be available to you (if appropriate).

Will my taking part in this study be kept confidential?

All information which is collected about you during the course of the research
will be kept strictly confidential, and any information about you that is used or
published, will have your name and address removed so that you cannot be

recognised.
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Involvement of the General Practitioner/Family doctor (GP)
It is standard practice to inform a patient's GP of their participation in a

research study. However, it is your decision whether you would like your GP
informed of your participation in this study. There is no medical intervention,
so it would be unlikely for participation to have a direct effect on your health
care. Neither your GP, nor any other person involved in your care will be
informed of anything discussed in the interview, unless you disclose

something that would be harmful to yourself or others.

What will happen to the results of the research study?
All data will be stored with no personal identifiers (just a participant number)

in secure electronic storage at the University of Central Lancashire. Any
paper based information generated during the interview will be scanned and
saved electronically. Electronic data will be password protected and stored
on the University’s mainframe computer. Access to any data is restricted to
the research team only and no information that could identify you will be
made public. Any publications or reports arising from this study will include
only anonymised information. Audio recordings will be written up and original
recordings destroyed. We may use the anonymised data and the report in
other related research projects. It will not be possible for any participant to
be identified by this anonymised data. Anonymised direct quotes may be

used may be used in the write up of the study.

Who is organising and funding the research?
The study is to be undertaken as part of a postgraduate research degree and

has no external funding. The University of Central Lancashire is the

institution hosting the researcher.

Who has reviewed the study?
This study has been internally reviewed by the research team at the School

of Health, and the Faculty of Health Ethics Committee at the University of
Central Lancashire, and has also been reviewed by an NHS Ethics
Committee to ensure that the very highest standards of planning and conduct
are applied to this project. All associated documents such as this information

sheet and letter of invitation have also been reviewed.
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Why might | not be selected for the research?

Depending on the level of responses, it is possible that we will reach the
numbers needed to answer our questions without asking you to participate.
If you are not needed, | would like to take the opportunity to thank you for

your interest.

If you have any further questions and would like to discuss the
research further, please contact Laura Gleave on 07583342448. | will

then call you back.

You can also contact me by email at LGleavel@uclan.ac.uk,

or by post at:

Laura Gleave,

C/o. RANVC / Rockley Ward
Poole Hospital,

Longfleet Road

Poole,

Dorset.

BH15 2JB

Thank you for taking the time to read through this information and for
considering this request.

If you have decided you would like to participate, please contact the
researcher on 07583342448.
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C3 Focus group template

Opening question (to get
everyone speaking)

“Please tell us who you
are, and how long ago
you had your TIA?"

10 Minutes

Introductory question (to
the subject)

“Please work in pairs with
someone you don’t
already know. Have a
brief (5 minute) chat and
then tell the group two
things you have found out
about the person you
were talking to, in relation
to their TIA experience.”

20 Minutes

1% Key question
(exercise)

“Please sort the following
cards into three columns
as a group. Those things
that are ‘definitely
relevant’ for most people
after TIA, those that ‘might
be relevant’ for most
people after TIA, and
those that are ‘not
relevant’ after a TIA.”

20 Minutes

2"? Key question
(consideration)

“Which needs do you
think are essential?
Please place them in
order.”

20 Minutes

3" Key question
(summary)

“If you could give doctors,
nurses and others in the
NHS advice about helping
people after a TIA, what
would you suggest?”

20 Minutes

Ending question

“Is there anything we
should have talked about,
but didn’t in relation to
your needs following
TIA?”

15 Minutes

Summary

“These are the key points
we have picked up from
today’s discussions. Is
there anything we have
missed, or
misunderstood?”

10 Minutes
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Table of needs provided for Focus Group

Stroke only

TIA and stroke
common

TIA and stroke less
common

TIA only

Using the toilet
Washing/dressing/clothes
Cooking

Shopping

Pain

Vision

Hearing

Fractures / bone loss
Epilepsy

Spasticity / limb tightness
Swallowing problems
Understanding others’
talking

Religious observance
Participation /
engagement

Self management
Empowerment / decision
making

Access to services
Advocacy

Aids / adaptations
Health & Safety

Benefits / financial
Advice & support

Child care

Power of attorney
Residential / day care
Respite / emergency care
Pet care

End of life issues

General Health
maintenance
Keeping healthy
lifestyle

Prevention of stroke
risk reduction
Managing
medication

Dietary adaptations
Balance

Fatigue

Quality of life
Anxiety

Dealing with others’
reactions

Talking

Driving / transport
Information / advice
Family / supporter
strain / well being
Depression

Fear

Dental / oral health
Eating and drinking
Independence
Housework

Altered sensation
Nausea

Vertigo

Walking

Falls / accidents

Arm movements

Hand / finger movements
Sleep disturbance
Difficulty sleeping
Mood swings

Anger / frustration
Personality / behaviour
change

Motivation / focus /
confidence

Body / self image
Reading/writing/numbers
Muddled thinking
Memory

Work

Relationships / sex
Role change

Social activity / contact
Leisure / holidays
Training / support

IT / internet

Care support at home

Self monitoring /
hypervigilance
Over-protective
Positive attitude
Acceptance
Validation of
experience
Encouragement to
seek help

Denial

Avoid delay
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Patient information — focus groups

>85e
uclan Poole Hospital /23
University of Central Lancashire NHS Foundation Trust

What are patient needs after Transient Ischaemic Attack?

Exploration of previously identified needs using focus group
techniques.

Please keep for future reference.

Chief Investigator / Researcher: Laura Gleave.

Supervisor: Dr Jo Gibson.

Part 1

We would like to invite you to take part in a research study. Before you
decide you need to understand why the research is being done and what it
would involve for you. Please take time to read the following information
carefully. Talk to others about the study if you wish. (Part 1 tells you the
purpose of this study and what will happen to you if you choose to
participate. Part 2 gives you more detailed information about the conduct of
the study).

Ask us if there is anything that is not clear or if you would like more information.

Take time to decide whether or not you wish to take part.
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What is the purpose of the study?

The purpose of the study is to explore patients’ perceived needs after a mini-stroke
or TIA (Transient Ischaemic Attack). We want to know what you feel your needs are
following your TIA. This study is being undertaken entirely independently from your
hospital doctors and GP, as part of a postgraduate research degree based at the

University of Central Lancashire.

To date there has been no comprehensive review of patient needs following TIA.
This study is part of a programme of work that aims to fully explore TIA patients’
needs so that they can be identified and assessed. By fully understanding patients’
needs after TIA, it might be possible to propose strategies to meet these identified

needs.

Why have | been invited?

You have been given the diagnosis of TIA, within the past 15 months and have been

selected at random to be invited to participate in this research.

Do | have to take part?

It is up to you to decide. You will be asked to read this information sheet and decide
whether you would like to take part. If you are willing to participate, we will ask you
to sign a consent form before you participate, to show you have agreed to take part.
You are free to withdraw at any time, without giving a reason. This would not affect

the standard of care you receive.

What will happen to me if | take part?

If you agree to take part, you may be invited to attend a group meeting to discuss
your experiences with others who have also had a TIA. The meeting will last up to

three hours.

Light refreshments will be provided.
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Expenses and payments

You will be offered reimbursement for reasonable travel and parking costs incurred

in relation to the focus group, to a maximum of £20.

What will | have to do?

At the meeting you will meet with others who have also had a TIA. As a group, you
will be asked to consider needs identified by people following TIA in relation to your
own experience. This will help us to understand what needs are important to people
who have had a TIA. You can help by talking and listening to others and sharing
your experiences. You do not have to share anything you do not feel comfortable
with.

The focus group will be audio recorded. After the group finishes, a written record of

the recording will be made, and the audio recording destroyed as soon as possible.

What are the possible disadvantages and risks of taking part?

Some people may find talking about their TIA experiences, or listening to others’
experiences upsetting. It is entirely up to you what needs and concerns you share
with the group. As part of the ‘ground rules’ of the focus group, the discussion
should remain confidential within the group, and not be discussed with others later,
however due to the nature of focus groups complete anonymity cannot be

guaranteed.

What are the possible benefits of taking part?

We cannot promise the study will help you, but the information we obtain from this
study will help improve our understanding of the experiences of people following
TIA.

What happens when the research study stops?

We will look very carefully at all that has been discussed, to identify patterns. All
data will be held anonymously and stored on the hospital Mainframe computer and
on the Mainframe computer at the University of Central Lancashire, in a password
protected file. Your confidentiality will be maintained by storing identifiable data

separate from the written record of the group discussion.
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What happens if | am treated by the researcher?

Where possible this will not happen. However, if the researcher does participate in
your care between you agreeing to participate in a focus group and the group itself,
you will be offered to opportunity to withdraw from the group, if you feel participating

might be uncomfortable or awkward for you.

What if there is a problem?

Any complaint about the way you have been dealt with during the study or any
possible harm you might suffer will be addressed. The detailed information on this is

given in

Part 2.

Will my taking part in the study be kept confidential?

We will follow ethical and legal practice and all information gathered will be handled

in confidence. The details are included in Part 2.

If the information in Part 1 has interested you and you are considering
participating, please read the additional information in Part 2 before making

any decision.

Part 2

What will happen if | do not want to carry on with the study?

You can choose to stop participating at any time during the study. It will not affect

your medical care.

What if there is a problem?

Complaints - If you have a concern about any aspect of this study, you
should ask to speak to the researcher who will do their best to answer your
questions (07583342448). If you remain unhappy and wish to complain formally, you
can do this through PALS at Poole Hospital NHS Foundation Trust (Tel. 01202
448499), details can be obtained from the hospital, or contact Dr Nigel Harrison
Dean of the School of Health, at the University of Central Lancashire (Tel. 01772
893701).
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Harm, NHS based research - In the event that something does go wrong
and you are harmed during the research and this is due to someone’s negligence
then you may have grounds for a legal action for compensation but you may have to
pay your legal costs. The normal National Health Service complaints mechanisms

will still be available to you (if appropriate).

Will my taking part in this study be kept confidential?

As previously stated, it is not possible to guarantee complete confidentiality
since there will be other participants in the group, however all participants will
be asked to treat the group discussion as confidential to the group members
and not talk about the meeting with others after the event.

All information which is collected about you during the course of the research
will be kept strictly confidential, and any information about you that is used or
published, will have your name and address removed so that you cannot be

recognised.

Involvement of the General Practitioner/Family doctor (GP)
It is standard practice to inform a patient’'s GP of their participation in a

research study. However, it is your decision whether you would like your GP
informed of your participation in this study. There is no medical intervention,
so it would be unlikely for participation to have a direct effect on your health
care. Neither your GP, or any other person involved in your care will be

informed of anything discussed in the group.

What will happen to the results of the research study?
All data will be stored with no personal identifiers (just a participant number)

in secure electronic storage at the University of Central Lancashire and at
Poole Hospital NHS Trust. Any paper based information generated during
the group will be scanned and saved electronically. Electronic data will be
password protected and stored on the University’'s mainframe computer.
Access to any data is restricted to the research team only and no information
that could identify you will be made public. Any publications or reports
arising from this study will include only anonymised information. Audio

recordings will be written up and original recordings destroyed. We may use
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the anonymised data and the report in other related research projects. It will

not be possible for any participant to be identified by this anonymised data.

Who is organising and funding the research?
The study is to be undertaken as part of a postgraduate research degree and

has no external funding. The University of Central Lancashire is the
institution hosting the researcher.

Who has reviewed the study?
This study has been internally reviewed by the research team at the School

of Health, and the Faculty of Health Ethics Committee at the University of
Central Lancashire, and has also been reviewed by South Central - Berkshire
NHS Ethics Committee to ensure that the very highest standards of planning
and conduct are applied to this project. All associated documents such as

this information sheet and letter of invitation have also been reviewed.

If you have any further questions and or would like to discuss the
research further, please contact Laura Gleave on 07583342448.

Thank you for taking the time to read through this information and for
considering this request.
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Cc4 Carers Final Questionnaire

TIA Supporter Questionnaire

A TIA (transient ischaemic attack) is the medical term for a ‘mini-stroke’. You have
been invited to participate in this survey because someone who has had a TIA has
identified you as a person who offered practical or emotional support to them, when
they were having a TIA or afterwards.

Please answer all questions. Remember all responses are
anonymous, and nothing that you disclose in this survey will be made
public in any way that would allow you to be identified. You do not need
to write your name on the questionnaire.

If you would like some help to fill in the survey, or perhaps are unsure
about what some of the terms mean, please ask the researcher who
will be happy to help.

The first few questions are about you, as the person who offered
practical or emotional support to someone following their TIA
diagnosis.

Q1. Are you male or female?

Male O

Female O
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Q2.

Q3.

Q4.

Q5.

In what age range are you?

18 - 30 O
31-45 O
46 — 60 O
61-75 O
76 + O

Would you rate your OWN general health as

Very good
Good

Poor

O O O O4d

Very poor

Do you live with the person who has had a TIA?

Yes O No O

What is your relationship to the person who has had a TIA?

Spouse / partner O

Friend O

Relative O (Please state) ............cceeevvvviivnnnnn

The next questions are about needs that have been identified as
important to many people who have had a stroke. Needs can be
considered as problems, difficulties or concerns. The person you
accompanied to the meeting today has not had a stroke. We are
asking your opinion about which of the following needs you think
are, or might be relevant to people who have had a TIA.

Some of the items that follow may seem odd. That is because we have
included all the needs that have been identified as important after
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stroke. TIA is a different condition from stroke, but we want to know
what the similarities and differences are between people’s needs after
stroke and TIA. There are no right or wrong answers to the following
guestions, we are interested in your experiences.

Q6. Which of the following everyday living needs do you think are
important or relevant following a diagnosis of TIA?

Yes Maybe No
General health (maintenance) O O O
Keeping healthy (lifestyle) O O O
Prevention of stroke O O O
(risk reduction)
Dental / oral health O O O
Eating and drinking O O O
Using the toilet O O O
Washing / dressing / clothes O O O
Cooking O O O
Shopping O O O
Housework O O O
Managing medication O O O
Dietary adaptations O O O
Independence O O O
Comments:

Please continue on a separate sheet if necessary. Please state Q6

51



Q7. Which of the following physical needs do you think are
important or relevant following a diagnosis of TIA?

Yes Maybe No

Senses
Altered sensation (e.g. numbness)O O O
Pain O O O
Vision O O O
Hearing O O O
Nausea O O O
Vertigo (dizziness) O O O

Movement
Walking O O O
Balance / standing O O O
Falls / accidents O O O
Fractures / bone loss O O O
Arm movement O O O
Hand and finger movement O O O

Possible complications
Epilepsy (fits or seizures) O O O
Spasticity / limb tightness O O O
Swallowing problems O O O
Sleep disturbance O O O
Fatigue (tiredness) O O O

Comments

Please continue on a separate sheet if necessary. Please state Q7
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Q8. Which of the following emotional needs do you think are
important or relevant following a diagnosis of TIA?

Yes Maybe No
Quality of life O
Difficulty sleeping
Anxiety
Depression
Mood swings
Anger / frustration
Personality / behaviour change
Motivation / focus / confidence

Body image / self image

Dealing with others’ reactions

O OO0 000000 aOO0
O OO0 000000 Od
O OO0 0000000 aO0OO0

Fear

Comments

Please continue on a separate sheet if necessary. Please state Q8
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Q9. Which of the following communication / thinking needs do you

think are important or relevant following a diagnosis of TIA?

Yes Maybe No
Talking O O O
Understanding others’ talking O O O
Reading/writing/numbers O O O
Muddled thinking O O O
Memory O O O
Comments

Please continue on a separate sheet if necessary. Please state Q9

Q10. Which of the following social needs do you think are important
or relevant following a diagnosis of TIA?

Yes Maybe No
Work O O O
Driving / transport O O O
Relationships / sex life O O O
Role change O O O
Social activity and O O O
contact with others
Leisure / holidays O O O
Religious observance O O O
Participation / engagement O O O

Comments

Please continue on a separate sheet if necessary. Please state Q10
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Q11. Which of the following employment needs do you think are
important or relevant following a diagnosis of TIA?

Yes Maybe No
Information / advice O O O
Training / support O O O
Self-management O O O
Empowerment / decision making O O O
Access to services O O O
Advocacy O O O
Aids and adaptations O O O
Health and safety O O O
IT / internet access O O O

Comments

Please continue on a separate sheet if necessary. Please state Q11
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Q12. Which of the following financial / legal and care needs do you think are
important or relevant following a diagnosis of TIA?

Yes Maybe No
Benefits, financial O O O
advice and support
Child care O O O
Power of attorney O O O
Residential / day care O O O
Care support at home O O O
Respite / emergency care O O O
Pet care O O O
End of life issues O O O
Family/supporter strain/well-being O O

Comments

Please continue on a separate sheet if necessary. Please state Q12

The final questions are about the support your relative/friend and you received
from the hospital and primary health care services after the TIA.
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Q13. Is there anything the hospital could have done differently
that might have made things easier after the TIA diagnosis was made?

Yes O No 0O

If yes, please give details

Please continue on a separate sheet if necessary. Please state Q13
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Q 14. Is there anything that your GP, practice nurse or other
primary care staff could have done differently that might have made
things easier after the TIA diagnosis was made?

Yes O No 0O

If yes, please give details

Please continue on a separate sheet if necessary. Please state Q14
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Q15. Was there anyone or anything specifically that made things
easier after the TIA diagnosis was made?

Yes O No O

If yes, please give details

Please continue on a separate sheet if necessary. Please state Q15
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Q16. Finally, is there anything not covered elsewhere in this
guestionnaire that has concerned or worried you in relation to the
person who has had a TIA?

Yes O No O

If yes, please give details

Please continue on a separate sheet if necessary. Please state Q16

THANK YOU FOR TAKING THE TIME TO COMPLETE THIS SURVEY
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C5 Interview template for Professional interviews

Fiea
>R
UCIa N Poole Hospital m
University of Central Lancashire NHS Foundation Trust

Interview schedule

e What professional involvement do you have with people following TIA?

¢ Please examine this list of needs identified by people following TIA, do
you think any of these unexpected? If so which ones and why?

e Are there any needs that you would have expected to see on the list
which are missing?

¢ In your experience, how are patients’ needs assessed and identified in
practice?

¢ Which of the listed needs are currently met either by yourself or
others?

e How are those needs met?

e Of the unmet needs, can you suggest how they might be met?

¢ Which three needs do you feel are the priority to address?

e |s there anyone caring for, or offering services to people following TIA,
that you feel | should talk to?
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C6 Table showing all free text comments clustered by main theme

Theme

Are there any other needs that have not been covered
elsewhere in this survey that would, in your opinion,
be relevant / important to patients following TIA?
Please specify

General
comments
about the
survey

Most of the survey seems stroke centred not TIA and may
not be as relevant to sufferer of TIA, but still relevant

| didn't really understand questions???? All are relevant but
depends on individual when assessed??

Difficult to say as you are talking about TIA, which usually
do not have too many long term effects. If you were asking
about stroke then that would be different!

| feel anything at all could be relevant following TIA
depending on the individual and how the TIA has affected
them, their coping strategies, social support networks and
general wellbeing.

| have answered the survey thinking that the patients have
already resolved but may still have worries about certain
aspects.

Clarifying
definition of
TIA

Many of these questions appear to relate to stroke rather
than TIA which by definition should have resolved.

Following TIA, all of these symptoms should have resolved
in a 24 hr period. If the symptoms have not then all of the
above will affect the individual differently depending on
what they themselves place most value on

All questions answered on the assumption that all the TIA
symptoms resolved within 24 hrs otherwise they have had
a stroke and the answers would be very different

some of these are hard to answer as for a true TIA they are
not relevant (the symptoms have resolved) but actually
they may not have the TIA in isolation so some issues may
therefore be relevant

TIA symptoms last for less than 90 minutes on average,
with full resolution or they are diagnosed with stroke. Your
survey seems to be aimed at stroke patients.

No. The questions ask for our opinion following TIA so full
recovery should happen. If it is minor stroke as well then
the answers may be different.

Many of these questions seem irrelevant if itis a TIA -
which means the patient has fully resolved and has no
residual deficit. the questions appear more for stroke or
minor stroke

Found survey difficult to complete - TIA shouldn’t leave
ongoing/lasting physical or cognitive problems (otherwise
should be classed as stroke) so unsure how to answer a lot
of the questions.

Reiteration of
survey items

| hope | have understood the questions in what you are
looking for, | answered no in question 6 as a patient with a
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TIA should have no symptoms after 24 hours. Also | would
educate patients about the FAST campaign and speak
about risk factors and lifestyle changes, self-management
is very important in TIA as often it is a warning that they are
at increased risk of a stroke.

A lot of TIA patients fear that they will go on in later life and
have a "big" stroke

Follow up re: B/P, medications any other health related
issues

Lifestyle modification - smoking cessation, exercise

Lifestyle changes - behaviour change management.

Education, education, education!!!

Avalilability of prompt services for secondary prevention i.e.
smoking cessation clinics, vascular access

Family/carer support

In my experience after a TIA people need lots of
information and help/encouragement to change lifestyle as
required.

Also emotional support - fear and reduced confidence can
be big issues after TIA

TIA specific
comments

How soon after TIA are we speaking about. The answers
depend on how well people cope with a diagnosis even
though physically they are fully recovered they may not
perceive themselves that way

Travel Information Sympathetic Travel Insurance
Companies

Stroke nurse follow up

What follow-up support/appointments to expect from
Hospital/GP (e.g. pt's unaware of Stroke Nurse Practitioner
& expect to see Dr/Consultant)

| feel TIA patients need follow up post diagnosis by a
person who is knowledgeable regarding TIA and
prevention

Knowing when or if it will happen again

What are the risks of further TIA and stroke

Education of family / close others who need to understand
what has occurred

Verbatim report of comments
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Cc7 Screening Flowcharts Northwest and Southwest
Flow Chart Showing Screening Process for Potential Participants for Focus Group

10 potential subjects not
screened 26 potential subjects had no TIA episode in their
Potential subjects 5 died, 2 in-patient,3 medical records
identified > notes required for clinical
reasons
150 8 potential subjects had clear details of TIA
episode, but insufficient clinical detail
regarding other screening criteria
78 po.tent.la.l subjects 17 potential subjects did not meet the
were ineligible —>| diagnosis criterion of TIA
62 potential subjects
identified from medical
records 8 potential subjects had documented
cognitive problems

1 patient died since last
clinical contact 6 potential subjects had subsequent strokes

y

55 potential

6 patients unable to confirm

subjects sent s
still alive

invitations to . . i
participate 13 potential subjects had other clinical

64 exclusions




Flow Chart Showing Screening Process for Potential Participants for Semi-structured interviews

Potential subjects
identified
126

3 potential subjects not
N screened

64 potential subjects
identified from medical
records

y

59 potential
subjects sent
invitations to
participate

2 RIP, 1 in-patient

59 potential subjects
were screening failures

21 potential subjects had been seen or treated
by the researcher

9 potential subjects had clear details of TIA
episode, but insufficient clinical detail
regarding other screening criteria

11 potential subjects did not meet the
diagnosis criterion of TIA

7 potential subjects had documented
cognitive problems

5 patient RIP since last clinical
contact

4 potential subjects had subsequent strokes
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C8 Patient interview participant thumbnail pen sketches

1. This interviewee was a retired lady aged 79 years. She experienced her
TIA 10 months prior to her interview. She lived with her disabled husband for
whom she was the main carer. Other medical conditions included
hypertension, diabetes, scoliosis and kyphosis of her spine requiring the use
of a walking frame. On the day of her TIA she was sitting in the kitchen
reading her newspaper when she realised she ‘didn’t feel quite right’, and
discovered she couldn’t work out how to use the telephone, when trying to
contact her daughter. When she was eventually able to do so, her daughter
thought her mother ‘didn’t sound right’ and arranged for a neighbour to go
round whilst she and her son travelled to her mother’s house. The neighbour
completed the FAST test. She was seen by her GP the following day and
referred to the TIA clinic at the local hospital the next day where the diagnosis

was confirmed.

2. This interviewee was a 36 year old lady who was in full-time employment as
a pharmacist in a community hospital. She lived alone. She had previously
experienced two TIAs and a completed stroke. She had suffered with
depression since her stroke in 2007, but had no other past medical history of
note. She was a non-smoker. She was not overweight and enjoyed walking
and trekking. This interview was established to explore the experiences of her
most recent TIA, which occurred seven months previously when she had a
viral infection, which lead to an episode of dizziness, poor co-ordination and
word-finding problems that lasted 10-15 minutes. The symptoms came on
while she was at work and she was encouraged to see the Out Of Hours
doctor based at the community hospital where she worked. He made a
diagnosis of TIA and sent her to the main hospital. She was signed off work

for one month.

3. The next interviewee was a 72 year old man who lived with his wife in a
retirement flat, and was a former engineer. He had his TIA two months prior to
his interview. Relevant medical history included a myocardial infarction seven
years ago, hypertension and high cholesterol. He had, what he considered, a

‘good’ diet, and walked and swam regularly following his myocardial infarction.
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On the day of his TIA he was in the sitting room during the evening when his
wife and son noticed his mouth had drooped and his speech was slurred. His
wife called an ambulance, and by the time the paramedics arrived he ‘felt a
fraud’, because his symptoms had disappeared. He was taken to the
Emergency Department (ED) that evening where he was told he had probably
had a TIA. His wife was also given information in ED. He was transferred to a
ward after 02:00 the following morning and later in the morning he felt
completely back to normal. He was discharged later that day (Saturday) and
was seen in clinic on Monday, when further investigations were performed and

a final diagnosis of TIA was made.

4. This interviewee was a 59 year old man who lived with his wife in a house in
the South West of England. He was a banker who was going through the
process of redundancy at the time of his TIA. It was four months since his
symptom onset and three months since he felt he had received a TIA
diagnosis. He had previously been a fit and well man, who was quite
physically active and cycled to work daily at the time of the event. His TIA
symptoms were somewhat atypical in that initially, he noticed cognitive
problems, such as difficulty operating equipment or providing well known
phone numbers. He described feeling unwell and ‘spaced out’ at work one
morning. His colleagues noticed he was not ‘himself’ and suggested he went
home, which he did. His wife persuaded him to visit his GP. Over the course
of the following month he received a range of investigations and eventually
was told he had had a TIA.

5. This lady was a 70 year old retired teacher from the South West of England.
She had her TIA six weeks prior to her interview. She had a history of
paroxysmal atrial fibrillation and had previously been on warfarin, which she
reported was stopped by her GP as unnecessary. Recently, she had noticed
an increase in palpitations and a new GP had planned to start warfarin at the
time she had her TIA. Her husband had a TIA himself four years ago. On the
day of her TIA she had been out in the garden hanging out some washing.
When she walked back into the kitchen, her husband noticed her face and arm
weakness and said ‘tell me you are joking’, which she did not understand at

the time, as she was unaware of any problem. He sat her down and
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performed the FAST test and immediately called an ambulance. She was
admitted to hospital overnight and when she woke the next morning she felt
entirely back to normal. She was told, before discharge that day, that her
diagnosis was TIA. She was rather tearful during her interview, but wished to

continue.

6. This interviewee was an 88 year old man who had his TIA three months
previously. His wife has been in hospital for six weeks at the time of the
interview. He was a retired engineer, who was usually fit and active and
played bowls 2-3 times each week. He had a serious head injury in his forties
and he had a stroke in his seventies, from which he recovered with only minor
residual problems of sensory impairment in his left arm and leg. On the day of
his TIA he was bowling with a friend, when he noticed his left leg was not
working properly. He was still able to walk, so he walked about for a while,
hoping to ‘walk it off’. After about half an hour he went and had a cup of tea,
at which point he felt he had recovered, nevertheless, he mentioned it to his
GP the following day and was referred to the TIA clinic, where he received his
TIA diagnosis.

7. This lady was an 82 year old widow. She had her most recent TIA six
months ago. She has atrial fibrillation and has been treated with ablation and
has had a demand pacemaker fitted. She also has a tissue valve replacement
to which she attributes the atrial fibrillation. She recounts having had two
TIAs, one in the Coronary Care Unit following a cardiac admission and one
that prompted her invitation to participate in this research. Her care was split
between the local NHS provider and private hospitals. On the day of her TIA
she was sitting in her living room alone, when she noticed pins and needles in
the right side of her face and her right arm. When she tried to speak to
herself, her speech was slurred. The symptoms lasted about 90 minutes, but
she went to bed and contacted her GP the following day after discussing the

episode with her daughter. Her diagnosis was confirmed in TIA clinic.

8. This interviewee was a 87 year old lady, who was living with her partner.
She had her most recent TIA two months ago. She had diabetes and has
previously had difficulties controlling her blood glucose levels, but at the time

68



of the interview her diabetes was under control with an HbAlc of 5.8. She
stated she had a number of TIAs, although her descriptions of her symptoms
were atypical. On the day of her most recent TIA she was in the car with her
daughter. She felt altered sensation in both legs and when her daughter
stopped the car she could not stand or speak properly. Her GP referred her to

TIA clinic where she was diagnosed as having had a TIA.

9. This interviewee was an 83 year old man who was a retired banker. He had
his most recent TIA five months ago. He has had a total of three TIAs, the first
approximately 15 years ago. He was diabetic and had some episodes of
symptomatic hypoglycaemia in the past. He enjoyed travelling and was very
active for his age. On the day of his most recent TIA he was having breakfast
when he realised he was unable to speak. He attracted the attention of his
partner, who had been present during previous episodes, so realised what
was happening and phoned for an ambulance immediately. The aphasia
lasted about five minutes. He was taken to hospital where he was seen in the
ED, then transferred directly to the TIA clinic, where he was seen quickly. He
was seen and investigated with CT and carotid imaging. He was sent to
cardiology for an echocardiogram, but during the investigation he developed a
second episode of aphasia and was rushed back to ED for consideration of
thrombolytic treatment. He recovered again quite quickly and was taken back
to TIA clinic.

10. This interviewee was an 86 year old man. He had one, possibly two, TIAs
approximately four months ago. He was semi-retired, having built up his own
construction company, which had been taken over by his son. However, he
still involved himself in some business activity. He was a keen sailor and since
his recent TIA and other health issues had not been out on a boat, which he
felt was a significant loss to his quality of life. He felt that his problems started
when he had an episode of transient global amnesia. He had been fit and well
until then. On the day he experienced, what was subsequently thought to be,
his first of two TIAs, he was visited by a friend. During the visit he became
aware his speech was not making sense, but he was unable to explain this to
his friend. He was told at the time it was a TIA. The second episode occurred

whilst sitting chatting with his wife. She observed a right facial weakness and
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slurred speech. She phoned for an ambulance and her husband was taken to
the local hospital. The symptoms were transient and he was seen in TIA clinic

the following day, where a TIA diagnosis was given.

11. The final participant was an active 80 year old, who had her TIA
approximately four months prior to the interview. She was a retired infant
school head teacher. She lived with her husband. She enjoyed gardening
and shopping, was active in the University of the Third Age and did various
crafts and activities. She had been fit and well since her TIA. On the day of
her TIA she woke up as usual about half past seven, but when she attempted
to get out of bed, she found her right leg would not move and her right arm
was not working quite properly either. Her husband recognised immediately
that it looked like a stroke and called an ambulance. By the time she arrived
on the stroke ward, use of her leg was returning. She was kept in hospital for
two nights because she came in over a weekend and ‘they wanted to do more

tests’. Her symptoms had completely resolved within 24 hours.

70



C9 Patient focus group participant thumbnail pen sketches

Participant A. A 65 year old retired social worker who lived with her husband.
She was hoovering when she developed a sudden onset of right face, arm,
and leg weakness. She was also unable to speak. Her husband called an
ambulance. Her symptoms started to resolve after a few minutes, but the
weakness recurred in hospital. Once the symptoms fully resolved, later the

same day, she was sent home.

Participant B. A 76 year old semi-retired farmer’s wife, who was still involved
in the running of the dairy. She had experienced four TIAs over a period of
three years. Each event occurred at night when she was asleep. She woke
on each occasion to find left facial weakness and altered sensation, which
resolved quickly. She reported the hospital could not find any reason for these

events.

Participant C. A 69 year old lady who experienced ‘tunnel vision’ to the right
and felt unsteady. Symptoms lasted approximately ten minutes and resolved
completely, at which point she dismissed the event. The following day she
attended her GP surgery for a routine blood test, but did not report the event.
Later the same day she returned to the GP surgery for a blood pressure
check, which showed her BP to be elevated, at which point she mentioned her
visual problems and was referred into TIA clinic. Participant one normally

enjoyed good health and lived alone.

Participant D. An 83 year old man, who experienced visual loss in one eye on
two occasions on a Saturday approximately seven weeks prior to the focus
group. He had previously received radiotherapy to that eye following a
tumour. He assumed the visual loss was due to the tumour recurring. He
attended the GP surgery on Monday and was referred to the Eye Infirmary,
where a diagnosis of a TIA was made and he was referred to the TIA clinic.

He lived with his wife.

Participant E. A 63 year old lady who experienced partial loss of vision in one
eye for 10 seconds, about ten weeks prior to the focus group. She phoned her

optician the day after her visual loss, and he recommended she speak to her
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GP, who immediately referred her to TIA clinic. She was found to have a
critical carotid stenosis and received vascular surgery within one week of the
initial event. She reports feeling ‘a fraud’ because her symptoms were so
trivial. This lady lived with her husband and they enjoyed an active life.

Participant F. A 91 year old lady who had several TIAs over a period of 6
years. Her most recent event was two months ago. Each occurrence involved
her speech and right arm. This lady lived next door to her daughter, but was
usually independent for personal care, although her daughter cooked and
cleaned for her. Her daughter encouraged her to seek medical advice
following the event.

Participant G. A 72 year old lady who had several hours duration of loss of
speech and right arm weakness about five months prior to the focus group.
She was known to have atrial fibrillation and was in the process of
commencing warfarin when she had her TIA. She lived with her husband, who

recognised her symptoms and called for help.

Participant H. A 58 year old man who experienced some left arm weakness,
slurred speech and unsteadiness that lasted for five to ten minutes. He had
dismissed his symptoms when they resolved and so did not seek help for
several days until he was advised by a friend to contact his GP. This occurred
about four months prior to the focus group. Participant H lived alone.

Participant I. An 87 year old lady who woke one morning about nine weeks
prior to the focus group and noticed her left arm and leg felt heavy. She tried
to get out of bed, fell to the floor, and could not get up. She lived with her
husband who had advanced dementia. She called 999 and was taken to
hospital. Participant | was already improving as the paramedics arrived.
However at the focus group it became apparent that, although she had been
told she had a TIA, and that was the diagnosis in her medical records, this

lady had residual arm weakness with impaired function.

Participant J. A 64 year old retired nurse who had a 15 minute period of
dysphasia whilst out with friends. She recognised what was happening, but
since it resolved relatively quickly she chose not to seek help until after the

weekend. She had extensive comorbidity, renal disease and inclusion body
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myositis which limited her mobility. Participant J lived alone and had an active

social life.
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C10 Table Showing the TIA only concepts and supporting quotes.

Issues

Supporting quotes to illustrate need

Denial

“Oh yes, coz | didn’t want to go the next day. | said
‘I'm OK, I don’t need to go anywhere’. | thought | was
wasting their time, you know...” 1

“I| feel a bit of a fraud really, why have | got you out?”
3 (to paramedics)

“there’s been no physical evidence that I've had a TIA,
which is great, | was thinking, coz you do wonder what
the hell is going on, but there’s been no physical
evidence other than the behaviour on the day...” 4.

Avoidance of delay

“the number one concern really was the passage of
time having seen the doctor before being seen at the
hospital...I can remember the final diagnosis meeting |
had with (names doctor) in the hospital and she said |
couldn’t drive within a month. 1 said ‘A month is up
tomorrow’...” 4 (negative)

“fortunately he knows, he’s seen it before, and well, he
immediately calls an ambulance, and we make our
way up to the hospital, which only takes five or ten
minutes...” 9 (positive)

Encouragement to
seek help

“one of my colleagues, with more common sense than
me at the time, said ‘I don’t think you're right...” 4
“Well my daughter, my eldest daughter wanted to take
me straight to the hospital and | said no, | don’t want
to go, so she got on to the doctor, my doctor, and got
me an appointment into the clinic...” 8

Validation of the
experience

“they tried to see me move my arms and | seemed to
be alright then...l wondered what came over me...” 1

Over protective

“I'm told with no uncertain terms what | can do and
don’'t do by my husband...” 11

views “l used to phone or text her and we were texting
all the time, coz | was worried about leaving her on
her own, because of what happened in the first
place...” Husband of participant 5

Positive attitude

“it’'s important to try to get back to normal as soon as
possible, with a view that everything was positive, and
| think if you've got positive people around you, that’s
always helpful...” 3

Self monitoring /
hypervigilance

“I sometimes think ‘are my arms alright, are my legs
alright’, so | check them and then | rub my neck and
head...”. 5

Acceptance

“It's no good worrying, you've just got to get on with it,
you know...” 11
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C11 Table showing free text responses to the supporters’ survey questions

Free text responses

Is there anything
the hospital could
have done
differently that
might have made
things easier after
the TIA diagnosis
was made?

e On reflection | feel that if we had presented
through A&E the diagnostic process would have
been more immediate and therefore more relevant.
However once the tests were finally carried out,
then the hospital staff was able to supply support.
Perhaps the GP referral could have been more
speeded up — although minor symptoms were
evident following the incident it seemed to me that
an immediate follow up would have been more
appropriate.

e It would have been nice if further contact from
other services e.g. stroke association, nurse lead,
focus groups or other services had been
highlighted. It appears that if you have a TIA you
usually recover very quickly (within a few hours)
and are then quickly discharged.

e More information on how much rest is required
following TIA as opposed to encouragement to
return to normal activity as much as possible

Is there anything
that your GP,
practice nurse or
other primary
care staff could
have done
differently that
might have made
things easier after
the TIA diagnosis
was made?

e As already stated the only different action that
could be taken in this case was to be referred
more speedily

e Arranged to see the person who suffered the TIA
and explained what may happen or prescriptions
that may be taken to prevent further TIAs or even
stroke. 1 also think there is a lot of confusion
around a TIA or stroke and even some consultants
may confuse patients when talking to their patient
after a hospital admission.

e The care was exemplary at (names hospital)

e It would have been helpful to have been given
information about stroke groups in the area

Was there anyone
or anything
specifically that
made things easier
after the TIA
diagnosis was
made?

e The hospital procedure turned out to be very
reassuring, so there was nothing in particular they
could have done to enhance the service.

e Family support and encouragement

e Discussions with the stroke clinic at (hames
hospital)

is there anything
not covered
elsewhere in this
guestionnaire that
has concerned or
worried you in

e Indeed most concerns & worries are set out in this
survey. We have been lucky to get back to almost
full recovery. However my major concern is about
any side effects that seem to go hand in hand with
the prescribed preventative medication,
considering that they will be planned as a long
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relation to the
person who has
had a TIA?

term prospect. We have been lucky that it has
turned out to be a relatively low attack and
whereas we don’'t want further attacks to be upon
us, we also do not want personality change / lack
of libido & other minor physical changes — as it
seems to me that the whole person can change as
a result of the attack itself & or the medication!?
Depending on the hospital a TIA / potential stroke
is taken has a substantial impact on the type of
treatment you receive of the follow-up you are
entitled to. Also this may lead to further TIAs or
even a proper stroke.

Has the aneurysm in (names person supported)’s
knee had or been a causal effect of the TIA
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C12 Professional participant thumbnail pen sketches

Participant (a). Stroke Consultant Physician who sees people with TIA either
as new patients in clinic, when a diagnosis is made, on the Acute Stroke Unit

or at follow-up clinic.

Participant (b). Community Stroke Co-ordinator. Her main role is to
complete the six month reviews following stroke. She has contact with people
following TIA when they are referred to her for community support.

Participant (c). GP, who is also the commissioning lead for Stroke Services
with a Clinical Care Group based in the South West of England. His
responses were based on a mixture of his clinical experience of people

following TIA and his views as a commissioner of services.

Participant (d). Stroke Nurse Practitioner who sees patients following TIA as
new patients in clinic where a diagnosis is made. She also sees people in

follow-up clinics and in the Emergency Department.

Participant (e). TIA Nurse Specialist, whose main role is to see people at
follow-up and ensure they understand what has happened, promote lifestyle

change, and answer questions.

Participant (f). Trainee Consultant Practitioner, who is a therapist by
background. She is currently in an acute placement within a stroke service in
the South West of England. Her experience with people following TIA is
mainly in observing a wide range of clinicians providing acute and follow-up

TIA services.

Participant (g). GP in the South West of England. His role in relation to
people with TIA is the initial recognition of symptoms and potential diagnosis,
and forward referral for specialist assessment. Most GPs will see 3-4 new
TIAs per year, but will have more patients on their books who have previously
had a TIA.

Participant (h). Emergency Department Consultant. The majority of people
seen with TIA in the ED are initially brought in by ambulance as FAST positive

for consideration for thrombolysis. If their symptoms are rapidly resolving, they

77



are monitored very closely, and if complete resolution occurs, they are usually

referred to the TIA clinic for specialist assessment.

Participant (i). Consultant Neurologist, with a special interest in rehabilitation.
Participates in delivering acute TIA clinic services. Sees people in clinic and
makes a diagnosis. He rarely offers follow-up appointments, leaving provision
of these to the nursing team.

Participant (j). Research Physiotherapist. Recently completed some
research with people following TIA and gained insight into their experiences as
part of the research conducted.

Participant (k). GP Practice Nurse from the Home Counties. She expressed
an interest in participating in research previously at a regional conference.
She provides clinics for the management of long-term conditions, and within
that remit, has stroke / TIA clinics which monitor and support patients and

meet Quality Outcome Framework (QOF) requirements for the GP practice.
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C13

High priority needs identified during professional interviews.

Participant

Needs

1 — Stroke Consultant

Risk reduction
Keeping Healthy
Psychological support

2 — Community Stroke
Co-ordinator

Reassurance
Lifestyle advice
Confidence
Secondary prevention

3 — Commissioner of
Services and GP

Psychological support
Lifestyle advice
Seeing TIA as part of vascular disease

4 — Stroke Nurse

Health promotion (secondary prevention)

Practitioner Psychological support
Sustaining change

5 —TIA Nurse Risk reduction

Specialist Validation of the experience

Help seeking
Advice and support

6 — Trainee Consultant
Practitioner

Secondary prevention (lifestyle and medication)
Empowerment
Psychological support

7-GP

Information and advice
Psychological support
Secondary prevention (lifestyle and medication)

8 — Emergency
Department Consultant

Secondary prevention
Healthy lifestyle
Family / supporter strain

9 — Consultant
Neurologist with a
special interest in
Rehabilitation

Restoring physical fithness
Self-image
Returning to everyday life

10 — Research
Physiotherapist

Emotional support
Assessing willingness to change
Secondary prevention (lifestyle and medication)

11 — GP Practice
Nurse

Secondary prevention (lifestyle)
Medication
Quality of life
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Appendix D
D1 Facilitators briefing papers

Group A

Facilitator: C. Dickson

ED consultant
Stroke Nurse Practitioner
Patient

Patient

Group B
Facilitator: B Clark

Stroke Consultant
Research Therapist

Patient

Carer

Group Lead: Laura Gleave

Supervisor: Jo Gibson

Scribe: Debbie Webb
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13:30

14:00

14:20

15:00

15:20

15:30

15:45

16:15

16:30

Agenda

Lunch and signing of consent forms

Welcome and introduction LG
Group work. Identifying needs Facilitated CD & BC
Feedback CD & BC

Coffee

Presentation of current model of needs LG

Group work — combining ideas & agreeing needs

Suggestions for how best to meet needs

Close
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Facilitators questions

What needs do you think fit into each time slot?
Do some needs span more than one time slot?
What are the issues / problems / difficulties?
How might needs be met?

Who could / should meet the needs?
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Onset

| Diagnosis

| Early (0-28 days)

| Later (after 28 days)

A

v
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D2 Full set of study documents
Invitation in clinic

‘(@4‘4
UCIa n Poole Hospital m
University of Central Lancashire NHS Foundation Trust

Letter of invitation

You have been given the diagnosis of mini-stroke, or TIA (Transient Ischaemic
Attack).

At Poole Hospital we are conducting some research supported by University of
Central Lancashire looking at what people feel they need after this diagnosis.

I wonder whether you would be interested in participating in this research? You
are offered the opportunity to participate in a meeting and give your views on a
model (description) of TIA needs developed based on previous research in this
area. We need people to help us refine the model by discussing it at a meeting
and sharing their thoughts and views.

If you feel someone helped to support you either practically, emotionally or
physically during or after your TIA, we would be interested in having them join
you at the group. If you are considering participating, would you please ask
them whether they will join you? Please show them this letter and the enclosed
information sheet (lilac paper).

If you attend a meeting, there would be others who have also been given the
same diagnosis, people who have offered support to those who have had a TIA
and professionals who provide support or services to people who have had a
TIA. There will be a maximum of ten people at the meeting.

If you think you might be interested, would you please read the enclosed
information sheet (yellow paper). Once you have read the information provided,
if you have any questions please contact Laura Gleave, the researcher, who
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would be happy to answer your questions (07583342448), she will phone you
back to avoid you having the cost of the telephone call. Alternatively you can
contact her by email or complete the response slip attached to the information
sheet and send it back in the pre-paid envelope.

The group will be run in early November 2014, at Poole Hospital.

There is absolutely no obligation to participate, and your future treatment will not
be affected in any way if you choose not to participate. The doctor you have
seen today is only involved in making contact with you and inviting you to
consider participating, they will not be at any of the meetings and will not have
access to any of the information gathered.

For practical reasons the researchers cannot include anyone with severe
hearing loss, so please be aware of this. If you, or your ‘supporter’ have any
communication problems, please discuss them with the researcher. Every
reasonable effort will be made to include you, but a minimum level of
communication will be necessary to participate in a group discussion. If you use
reading glasses, please remember to take them with you if you participate.

It is also possible that you will not be selected to attend a meeting, even if you
have stated your willingness to participate. If this happens, it is because they
already have sufficient participants, but we are grateful for your interest.

Thank you for your consideration,

Dr S Ragab

Consultant Stroke Physician
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Invitation by post

‘(@4‘4
UCla n Poole Hospital [\'/Z5)
University of Central Lancashire NHS FoundatiOﬂ Trust

Letter of invitation

You have been given the diagnosis of mini-stroke, or TIA (Transient Ischaemic
Attack).

At Poole Hospital we are conducting some research supported by University of
Central Lancashire looking at what people feel they need after this diagnosis.

I wonder whether you would be interested in participating in this research? You
are offered the opportunity to participate in a meeting and give your views on a
model (description) of TIA needs developed based on previous research in this
area. We need people to help us refine the model by discussing it at a meeting
and sharing their thoughts and views.

If you feel someone helped to support you either practically, emotionally or
physically during or after your TIA, we would be interested in having them join
you at the group. If you are considering participating, would you please ask
them whether they will join you? Please show them this letter and the enclosed
information sheet (lilac paper).

If you attend a meeting, there will be others who have also been given the same
diagnosis, people who have offered support to those who have had a TIA and
professionals who provide support or services to people who have had a TIA.
There will be a maximum of ten people at the meeting.

If you think you might be interested, would you please read the enclosed
information sheet (yellow paper). Once you have read the information provided,
if you have any questions please contact Laura Gleave, the researcher, who
would be happy to answer your questions (07583342448), she will phone you
back to avoid you having the cost of the telephone call. Alternatively, you can
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contact her by email or complete the response slip attached to the information
sheet, and send it back in the pre-paid envelope.

The group will be run in early November 2014, at Poole Hospital.

There is absolutely no obligation to participate, and your future treatment will not
be affected in any way if you choose not to. Your name has been passed to me
by the clinician who saw you in clinic, however, they will not be at any of the
meetings and will not have access to any of the information gathered.

For practical reasons the researchers cannot include anyone with severe
hearing loss, so please be aware of this. If you have any communication
problems, please discuss them with the researcher. Every reasonable effort will
be made to include you, but a minimum level of communication will be
necessary to participate in a group discussion. If you use reading glasses,
please remember to take them with you if you participate.

It is also possible that you will not be selected to attend a meeting, even if you
have stated your willingness to participate. If this happens, it is because they
already have sufficient participants, but we are grateful for your interest.

Thank you for your consideration,

Dr S Ragab

Consultant Stroke Physician
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Professional letter of invitation

‘(@4‘4
UCla n Poole Hospital [\'/Z5)
University of Central Lancashire NHS FoundatiOﬂ Trust

Date

Dear,

I hope you don’t mind me contacting you again. My name is Laura Gleave. |
am currently undertaking some post graduate research looking at the needs of
people following TIA.

By definition a TIA is ‘a sudden, focal neurological deficit that lasts for less than
24 hours, is of presumed vascular origin, and which is confined to an area of the
brain or eye perfused by a specific artery.” There must be complete recovery
within 24 hours, with no residual deficit (WHO 1989). For this reason TIAs
would not be expected to give rise to persistent symptoms, but nonetheless,
some people who have experienced a TIA do seem to have difficulties or
problems after the event.

There are some studies that have looked at the experiences of patients after
stroke. However, there is little research published about the experience of,
impact on, and meaning of having a TIA for patients. This gap in knowledge
may be addressed by identifying patients’ perceived needs following TIA and
adding to the evidence base upon which service provision could be built.

You suggested at interview that you might be interested in participating in an
expert panel. Can you help me, please?

| am putting together an expert panel comprising patients, supporters and
professionals and would value your input. | am planning a focus group using
the expert panel to review a previously developed model of TIA needs, with a
view to validating and refining the model. Discussion will focus on which needs
are associated with TIA, categorisation of needs, and how needs can be
identified and met.

The meeting will be held on 7th November 2014, and conducted in the day room
on the Stroke Rehab ward at Poole Hospital.

The meeting will last no longer than 3 hours, but is likely to last less than that. It
will be audio recorded and subsequently transcribed and anonymised. Quotes
may be used for reporting purposes but there would be no way that any quotes
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could be traced back to you as an individual. For more detail, please see the
attached information sheet.

If you are interested in helping me with my research, please contact me so | can
answer any questions you might have. It is possible that you will not be
selected to attend a meeting even if you have stated your willingness to
participate. If this happens it is because we already have sufficient participants,
but | am grateful for your interest.

| can be contacted at work on 01202 263039, out of hours mob. 07583 342448,

email LGleavel@uclan.ac.uk

Thank you for taking the time to read this invitation. | look forward to hearing
from you in due course.

Yours sincerely,

Laura Gleave

Stroke Nurse Practitioner, Poole Hospital NHS Foundation Trust
Research Student, University of Central Lancashire
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Information sheet - patients

e
uclan Poole Hospital 53
University of Central Lancashire NHS Foundation Trust

What are patient needs after Transient Ischaemic Attack?

Refinement of a previously developed model of needs following TIA
using focus group methods with an expert panel.

Please keep for future reference.

Chief Investigator / Researcher: Laura Gleave.

Supervisor: Dr Jo Gibson.

What is the purpose of the study?

The purpose of the study is to explore patients’ perceived needs after a mini-stroke or
TIA (Transient Ischaemic Attack). This study is being undertaken entirely
independently from your hospital doctors and GP, as part of a postgraduate research

degree based at Poole Hospital and supported by the University of Central Lancashire.

To date there has been no comprehensive review of patient needs following TIA. This
study is part of a programme of work that aims to fully explore TIA patients’ needs so
that they can be identified and assessed. By fully understanding patients’ needs after

TIA, it might be possible to propose strategies to meet these identified needs.

In this, the final phase of the research, we will present a model (description) of what TIA
needs appear to be and will ask you to consider categorisation of needs and how best

to meet those needs.

We are very keen for you to participate in our expert panel, to help us understand TIA
from your experience as a patient. As someone who has experienced a TIA, you have
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expertise which the professionals and research team lack. We would really appreciate

your participation.

If there is someone who you feel offered you particular help and support either during
or after your TIA, we would be very keen to hear from them as well (We call these

people supporters). There is a separate information sheet for them (lilac paper).

Why have | been invited?

You have been given the diagnosis of TIA, since 1% May 2014 and have been selected

to be invited to participate in this research.

What will | have to do?

At the meeting you will meet with others who have also had a TIA or been involved in
the care of people following TIA. As a group, you will be asked to consider a model of
needs identified by people following TIA. The model has been developed based on
information gathered over the course of a number of research projects. You will be
asked your views on the model presented. By talking and listening to others and
sharing your own experiences, we aim to refine and validate the proposed model of
needs following TIA. You will also be asked about the importance of various needs and
possible ways in which those needs could be met. You do not have to share anything

you do not feel comfortable with.

The expert panel meeting will be audio recorded. After the group finishes, a written
record of the recording will be made, and the audio recording destroyed as soon as

possible.

Do | have to take part?

It is up to you to decide. You will be asked to read this information sheet and decide
whether you would like to take part. If you are willing to participate, we will ask you to
sign a consent form before you participate, to show you have agreed to take part. You
are free to withdraw at any time, without giving a reason. This would not affect the
standard of care you receive. Ask us if there is anything that is not clear or if you would

like more information. Take time to decide whether or not you wish to take part.
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What will happen to me if | take part?

If you agree to take part, you may be invited to attend a group meeting to discuss your
experiences and views with others who have had a TIA, their supporters or healthcare
professionals who care for people following TIA. The meeting will last no more than

three hours in total.

Light refreshments will be provided.

Expenses and payments

You will be offered reimbursement for reasonable travel and parking costs incurred in

relation to the expert panel meeting, to a maximum of £20.

What are the possible disadvantages and risks of taking part?

Some people may find talking about their TIA experiences, or listening to others’
experiences upsetting. It is entirely up to you what experiences you share with the
group. As part of the ‘ground rules’ of the expert panel meeting, the discussion should
remain confidential within the group, and not be discussed with others later, however

due to the nature of the meeting, complete anonymity cannot be guaranteed.

What are the possible benefits of taking part?

We cannot promise the study will help you, but the information we obtain from this

study will help improve our understanding of the experiences of people following TIA.

What happens when the research study stops?

Your involvement ends. There will be no further contact relating to the research. We
will look very carefully at all that has been discussed, to identify patterns. All data will
be held anonymously and stored on the hospital Mainframe computer and on the
Mainframe computer at the University of Central Lancashire, in a password protected
file. Your confidentiality will be maintained by storing identifiable data separate from

the written record of the group discussion.

What if there is a problem?

Any complaint about the way you have been dealt with during the study or any possible

harm you might suffer will be addressed.
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What will happen if | do not want to carry on with the study?

You can choose to stop participating at any time during the study. It will not affect your
medical care.

What if there is a problem?

Complaints - If you have a concern about any aspect of this study, you should
ask to speak to the researcher who will do their best to answer your questions
(07583342448). If you remain unhappy and wish to complain formally, you can do this
through PALS at Poole Hospital NHS Foundation Trust (Tel. 01202 448499), details
can be obtained from the hospital, or contact Dr Nigel Harrison Dean of the School of
Health, at the University of Central Lancashire (Tel. 01772 893701).

Harm, NHS based research - In the event that something does go wrong and
you are harmed during the research and this is due to someone’s negligence then you
may have grounds for a legal action for compensation but you may have to pay your
legal costs. The normal National Health Service complaints mechanisms will still be

available to you (if appropriate).

Will my taking part in this study be kept confidential?

As previously stated, it is not possible to guarantee complete confidentiality
since there will be other participants in the group, however all participants will be
asked to treat the group discussion as confidential to the group members and

not talk about the meeting with others after the event.

All information which is collected about you during the course of the research
will be kept strictly confidential. No quotes of other data used or published will

be made public in a way that could allow you to be identified.

Involvement of the General Practitioner/Family doctor (GP)
It is standard practice to inform a patient's GP of their participation in a research

study. However, it is your decision whether you would like your GP informed of
your participation in this study. There is no medical intervention, so it would be
unlikely for participation to have a direct effect on your health care. Neither your
GP, or any other person involved in your care will be informed of anything
discussed in the group.
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What will happen to the results of the research study?
All data will be stored with no personal identifiers (just a participant number) in

secure electronic storage at the University of Central Lancashire and at Poole
Hospital NHS Trust. Any paper based information generated during the group
will be scanned and saved electronically. Electronic data will be password
protected and stored on the University’s mainframe computer. Access to any
data is restricted to the research team only and no information that could identify
you will be made public. Any publications or reports arising from this study will
include only anonymised information. Audio recordings will be written up and
original recordings destroyed. We may use the anonymised data and the report
in other related research projects. It will not be possible for any participant to be

identified by this anonymised data.

Who is organising and funding the research?
The study is to be undertaken as part of a postgraduate research degree and

has no external funding. The University of Central Lancashire is the institution

hosting the researcher.

Who has reviewed the study?
This study has been internally reviewed by the research team at the School of

Health, and the Faculty of Health Ethics Committee at the University of Central
Lancashire, and has also been reviewed by East of England - Norfolk NHS
Ethics Committee to ensure that the very highest standards of planning and
conduct are applied to this project. All associated documents such as this

information sheet and letter of invitation have also been reviewed.
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If you have any further questions and would like to discuss the research
further, please contact Laura Gleave on 07583342448. She will then call
you back.

You can also contact her by email at LGleavel@uclan.ac.uk,

or by post at:

Laura Gleave,
Clo. Rockley Ward
Poole Hospital,
Longfleet Road
Poole,

Dorset.

BH15 2JB

Thank you for taking the time to read through this information and for
considering this request.

If you have decided you would like to participate, please fill out the slip attached
and return it in the pre-paid envelope.

would / would not be interested in participating in a expert panel discussion
about needs following a diagnosis of TIA, or mini-stroke.

| would prefer to be contacted by:

Phone O NUMDEI e

E-mail O AdAresS ..o

Post O AdAreSS .o
Signed ... Date ..o

Information sheet — carer

95


mailto:LGleave1@uclan.ac.uk

s

"ﬁ'b -
udlan Poole Hospital [/253
University of Central Lancashire NHS Foundation Trust

What are patient needs after Transient Ischaemic Attack?

Refinement of a previously developed model of needs following TIA
using focus group methods with an expert panel.

Please keep for future reference.

Chief Investigator / Researcher: Laura Gleave.

Supervisor: Dr Jo Gibson.

What is the purpose of the study?

The purpose of the study is to explore patients’ perceived needs after a mini-stroke or
TIA (Transient Ischaemic Attack). This study is being undertaken entirely
independently from your hospital doctors and GP, as part of a postgraduate research

degree based at Poole Hospital and supported by the University of Central Lancashire.

To date there has been no comprehensive review of patient needs following TIA. This
study is part of a programme of work that aims to fully explore TIA patients’ needs so
that they can be identified and assessed. By fully understanding patients’ needs after

TIA, it might be possible to propose strategies to meet these identified needs.

In this, the final phase of the research, we will present a model (description) of what TIA
needs appear to be and will ask you to consider categorisation of needs and how best

to meet those needs.

Why have | been invited?

You have been identified as someone who supported a person who has experienced a

TIA. The support might have been physical, emotional or practical. The person with
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the TIA has been invited to participate in some research at Poole Hospital, supported
by the University of Central Lancashire. As part of that invitation, they were given this
information sheet to pass to someone they felt played a significant role in offering them
support. In earlier research it has become apparent that supporters may have a
different perspective and different experience of TIA to those of the person who
experienced it. For that reason we are very keen for you to participate in our expert

panel, to help us understand TIA from perspective of the supporter.

What will | have to do?

At the meeting you will meet with others who have also had a TIA or been involved in
the care of people following TIA. As a group, you will be asked to consider a model of
needs identified by people following TIA. The model has been developed based on
information gathered over the course of a number of research projects. You will be
asked your views on the model presented. By talking and listening to others and
sharing your own experiences, we aim to refine and validate the proposed model of
needs following TIA. You will also be asked about the importance of various needs and
possible ways in which those needs could be met. You do not have to share anything

you do not feel comfortable with.

The expert panel meeting will be audio recorded. After the group finishes, a written
record of the recording will be made, and the audio recording destroyed as soon as

possible.

Do | have to take part?

It is up to you to decide. You will be asked to read this information sheet and decide
whether you would like to take part. If you are willing to participate, we will ask you to
sign a consent form before you participate, to show you have agreed to take part. You
are free to withdraw at any time, without giving a reason. This would not affect the
standard of care you or the person with TIA receive. Ask us if there is anything that is
not clear or if you would like more information. Take time to decide whether or not you

wish to take part.

What will happen to me if | take part?

If you agree to take part, you may be invited to attend a meeting to discuss your
experiences and views with others who have had a TIA, their supporters or healthcare
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professionals who care for people following TIA. The meeting will last no more than

three hours in total.

Light refreshments will be provided.

Expenses and payments

You will be offered reimbursement for reasonable travel and parking costs incurred in
relation to the expert panel meeting, to a maximum of £20.

What are the possible disadvantages and risks of taking part?

Some people may find talking about their TIA experiences, or listening to others’
experiences upsetting. It is entirely up to you what experiences you share with the
group. As part of the ‘ground rules’ of the expert panel meeting, the discussion should
remain confidential within the group, and not be discussed with others later, however

due to the nature of the meeting, complete anonymity cannot be guaranteed.

What are the possible benefits of taking part?

We cannot promise the study will help you, but the information we obtain from this

study will help improve our understanding of the experiences of people following TIA.

What happens when the research study stops?

Your involvement ends. There will be no further contact relating to the research. We
will look very carefully at all that has been discussed, to identify patterns. All data will
be held anonymously and stored on the hospital Mainframe computer and on the
Mainframe computer at the University of Central Lancashire, in a password protected
file. Your confidentiality will be maintained by storing identifiable data separate from

the written record of the group discussion.

What will happen if | do not want to carry on with the study?

You can choose to stop participating at any time during the study. It will not affect your

medical care or the care of the person who had a TIA.
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What if there is a problem?

Complaints - If you have a concern about any aspect of this study, you should
ask to speak to the researcher who will do their best to answer your questions
(07583342448). If you remain unhappy and wish to complain formally, you can do this
through PALS at Poole Hospital NHS Foundation Trust (Tel. 01202 448499), details
can be obtained from the hospital, or contact Dr Nigel Harrison Dean of the School of
Health, at the University of Central Lancashire (Tel. 01772 893701).

Harm, NHS based research - In the event that something does go wrong and
you are harmed during the research and this is due to someone’s negligence then you
may have grounds for a legal action for compensation but you may have to pay your
legal costs. The normal National Health Service complaints mechanisms will still be

available to you (if appropriate).

Will my taking part in this study be kept confidential?

As previously stated, it is not possible to guarantee complete confidentiality
since there will be other participants in the group, however all participants will be
asked to treat the group discussion as confidential to the group members and
not talk about the meeting with others after the event.

All information which is collected about you during the course of the research
will be kept strictly confidential. No quotes of other data used or published will

be made public in a way that could allow you to be identified.

What will happen to the results of the research study?
All data will be stored with no personal identifiers (just a participant number) in

secure electronic storage at the University of Central Lancashire and at Poole
Hospital NHS Trust. Any paper based information generated during the group
will be scanned and saved electronically. Electronic data will be password
protected and stored on the University’s mainframe computer. Access to any
data is restricted to the research team only and no information that could identify
you will be made public. Any publications or reports arising from this study will
include only anonymised information. Audio recordings will be written up and
original recordings destroyed. We may use the anonymised data and the report
in other related research projects. It will not be possible for any participant to be

identified by this anonymised data.
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Who is organising and funding the research?
The study is to be undertaken as part of a postgraduate research degree and

has no external funding. The University of Central Lancashire is the institution

hosting the researcher.

Who has reviewed the study?
This study has been internally reviewed by the research team at the School of

Health, and the Faculty of Health Ethics Committee at the University of Central
Lancashire, and has also been reviewed by East of England - Norfolk NHS
Ethics Committee to ensure that the very highest standards of planning and
conduct are applied to this project. All associated documents such as this

information sheet and letter of invitation have also been reviewed.
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If you have any further questions and would like to discuss the research
further, please contact Laura Gleave on 07583342448. She will then call
you back.

You can also contact her by email at LGleavel@uclan.ac.uk,

or by post at:

Laura Gleave,
Clo. Rockley Ward
Poole Hospital,
Longfleet Road
Poole,

Dorset.

BH15 2JB

Thank you for taking the time to read through this information and for
considering this request.

If you have decided you would like to participate, please fill out the slip attached
and return it in the pre-paid envelope.

would / would not be interested in participating in a expert panel discussion
about needs following a diagnosis of TIA, or mini-stroke.

| would prefer to be contacted by:

Phone O NUMDEI e

E-mail O AdAresS ..o

Post O AdAreSS .o
Signed ... Date ..o

Information sheet - professionals
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University of Central Lancashire NHS Foundation Trust

What are patient needs after Transient Ischaemic Attack?

Refinement of a previously developed model of needs following TIA using focus group
methods with an expert panel.

Please keep for future reference.

Chief Investigator / Researcher: Laura Gleave.

Supervisor: Dr Jo Gibson.

What is the purpose of the study?

To date there has been no comprehensive review of patient needs following TIA. This
study is part of a programme of work that aims to fully explore TIA patients’ needs so
that they can be identified and assessed. By fully understanding patients’ needs after
TIA, it might be possible to propose strategies to meet these identified needs.

Earlier elements of this research programme have suggested a range of needs
identified by patients and professionals. Interestingly the two groups of needs, whilst
having many similarities, also have considerable differences. A model of needs
following TIA has been developed and will be presented in this phase of the research
for consideration, refinement and validation. Needs will be categorised and the ways in
which needs might be identified and met, by health and social care staff and by patients
and supporters will be considered.

Why have | been invited?

You have been identified as someone who cares for or supports people following TIA.
You may have been recommended to be contacted by a work colleague, who feels you
may have insight or information that would be relevant to the research. Please don't
worry if you feel that you do not have a major role in TIA after-care, there may be a
specific element to your role that has prompted contact.

What will happen if | take part?

You will join us at a venue in Poole Hospital where you will be asked to complete a
written consent form then participate in a group discussion based on a proposed model
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of needs following TIA. You will be invited to participate in a group comprising patients,
supporters and professionals — the expert panel. The meeting will last no more than 3
hours, but is likely to finish before that. Light refreshments will be provided.

Expenses and payments?

You will be offered reimbursement for reasonable travel and parking costs to a
maximum of £20.

What will | have to do?

The group will consider the model presented and discuss how well it fits with the
experiences of the group. The group will be asked for suggestions about how to refine
the model. Needs will be categorised and consideration will be given to how needs can
be identified and met

The group will be audio recorded. After the meeting, a written record of the recording
will be made, and the audio recording destroyed as soon as possible. The meeting will
last no more than three hours

What happens when the research study stops?

Your involvement ends. There will be no further contact relating to the research. We
will look very carefully at all that has been discussed, to identify patterns. All data will
be held anonymously and stored on the Mainframe computer at the University of
Central Lancashire and in the Poole hospital mainframe computer, in a password
protected file. Your confidentiality will be maintained by storing identifiable data
separate from the written record of the interview.

Will my taking part in the study be kept confidential?

Yes. We will follow ethical and legal practice and all information about you will be
handled in confidence.

All information which is collected about you during the course of the research will be
kept strictly confidential, and any information about you that is used or published, will
have your name and address removed so that you cannot be recognised
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What will happen to the results of the research study?
All data will be stored with no personal identifiers (just a participant number) in

secure electronic storage at the University of Central Lancashire and at Poole
Hospital NHS Trust. Any paper based information generated during the group
will be scanned and saved electronically. Electronic data will be password
protected and stored on the University’s mainframe computer. Access to any
data is restricted to the research team only and no information that could identify
you will be made public. Any publications or reports arising from this study will
include only anonymised information. Audio recordings will be written up and
original recordings destroyed. We may use the anonymised data and the report
in other related research projects. It will not be possible for any participant to be
identified by this anonymised data. Anonymised direct quotes may be used
may be used in the write up of the study.

Who is organising and funding the research?
The study is to be undertaken as part of a postgraduate research degree and

has no external funding. The University of Central Lancashire is the institution
hosting the researcher.

Who has reviewed the study?
This study has been internally reviewed by the research team at the School of

Health, and the Faculty of Health Ethics Committee at the University of Central
Lancashire, and has also been reviewed by East of England - Norfolk NHS
Ethics Committee to ensure that the very highest standards of planning and
conduct are applied to this project. All associated documents such as this
information sheet and letter of invitation have also been reviewed.

Why might I not be selected for the research?

Depending on the level of responses, it is possible that we will reach the
numbers needed to answer our questions without asking you to participate. If
you are not needed, | would like to take the opportunity to thank you for your
interest.

Complaints - If you have a concern about any aspect of this study, you should ask to
speak to the researcher who will do their best to answer your questions
(07970794788). If you remain unhappy and wish to complain formally, you can contact
Nigel Harrison, Dean of the School of Health, at the University of Central Lancashire
(Tel. 01772 893701).
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If you have any further questions and would like to discuss the research
further, please contact Laura Gleave on 07583342448. | will then call you
back.

You can also make contact by email at LGleavel@uclan.ac.uk,

or by post at:

Laura Gleave,

Cl/o. RANVC / Rockley Ward
Poole Hospital,

Longfleet Road

Poole,

Dorset.

BH15 2JB

Thank you for taking the time to read through this information and for
considering this request.

If you have decided you would like to participate, please contact the researcher
on 07583342448 or 01202 263039 or via email.
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Letter of confirmation

Dear,

Thank you for agreeing to participate in research looking at peoples’ needs and
experiences following a TIA or ‘mini-stroke’.

We have now finalised the arrangements for the meetings. | would like to confirm your
place on the expert panel being held between 1:30pm and 4:30pm on 7" November
2014.

The meeting will be held in the day room of the stroke rehabilitation ward (Brownsea
ward) on Level 4 of the Philip Arnold Unit. Please report to the TIA clinic receptionist,
Debbie on arrival.

When you arrive you will be offered lunch. Please inform me of any dietary
requirements you may have. The first half an hour will be taken up with paperwork and
lunch, then the meeting itself will start. Even if the meeting starts late it will finish on
time.

During the meeting you will be asked to use your experiences and views about needs
following a TIA. You will be given some material to discuss as a group, and some tasks
to complete. | will then present the model of TIA needs that is based on the research
findings so far. We will then look at creating a refined model which takes account of
your views and experiences.

Parking will be available free of charge in the main multistory car park.

If you have any further questions or need to contact me for any other reason, | can be
contacted on 07970794788 or 01202 263039. Please be aware | will be away from 1%
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to 31% October inclusive, but can be contacted by email at LGleavel@uclan.ac.uk
during this time.

| look forward to meeting you on 7" November,

Kind regards,

Laura Gleave
Stroke Nurse Practitioner, Poole Hospital NHS Trust

Research Student, University of Central Lancashire
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CONSENT FORM (Poole only)
Study Number:

Patient Identification Number for this trial:

Title of Project: What are patient needs after Transient Ischaemic Attack?

Refinement of a previously developed model of needs following TIA using focus
group methods with an expert panel.

Name of Researcher: Laura Gleave. Please
initial
boxes
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1. I confirm that | have read and understand the information sheet dated
19" June 2014 (version 3) for the above study. | have had the opportunity
to consider the information, ask questions and have had these answered
satisfactorily.

2. I understand that my participation is voluntary and that | am free to
withdraw at any time without giving any reason, without my medical care
or legal rights being effected.

4. | agree to my GP being informed of my patrticipation in the study.

5. I understand that group will be audio-recorded and transcribed.

6. | understand that anonymised direct quotes may be used in the write up
of the research.

7. | agree to take part in the above study.

Name of Patient Date Signature

Name of researcher Date Signature
taking consent

When completed, 1 for patient; 1 for researcher site file
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CONSENT FORM
Study Number:

Supporter Identification Number for this trial:

Title of Project: What are patient needs after Transient Ischaemic Attack?

Refinement of a previously developed model of needs following TIA using focus
group methods with an expert panel.

Name of Researcher: Laura Gleave.

Please initial
boxes
1. I confirm that | have read and understand the information sheet
dated 19" June 2014 (version 3) for the above study. | have had
the opportunity to consider the information, ask questions and
have had these answered satisfactorily.

2. I understand that my participation is voluntary and that | am freg
to withdraw at any time without giving any reason, without my
legal rights being affected.

3. I understand that interview will be audio-recorded and
transcribed.

4. | understand that anonymised direct quotes may be used in the
write up of the research.

5. | agree to take part in the above study.

Name of Supporter Date Signature

Name of researcher Date Signature
taking consent

When completed, 1 for patient; 1 for researcher site file
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University of Central Lancashire NHS Foundation Trust

CONSENT FORM
Study Number:

Professional Identification Number for this trial:

Title of Project: What are patient needs after Transient Ischaemic Attack?

Refinement of a previously developed model of needs following TIA using focus
group methods with an expert panel.

Name of Researcher: Laura Gleave.

Please initial boxes
1. I confirm that | have read and understand the information sheet
dated 19" June 2014 (version 3) for the above study. | have had
the opportunity to consider the information, ask questions and
have had these answered satisfactorily.

2. I understand that my participation is voluntary and that | am free
to withdraw at any time without giving any reason, without my
legal rights being affected.

3. I understand that interview will be audio-recorded and
transcribed.

4. | understand that anonymised direct quotes may be used in the
write up of the research.

5. | agree to take part in the above study.

Name of Professional Date Signature

Name of researcher Date Signature
taking consent

When completed, 1 for patient; 1 for researcher site file
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D3 Expert panel participant thumbnail sketches

Participant (i). Emergency Department Consultant. Many people seen with
TIA in the Emergency Department are initially brought in by ambulance as
FAST positive, for consideration for thrombolysis. If their symptoms are rapidly
resolving, they are monitored very closely and if complete resolution occurs,

they would usually be referred to the TIA clinic, for specialist assessment.

Participant (ii). Stroke Nurse Practitioner who sees patients following TIA as
new patients in clinic, where a diagnosis is made. She also sees people in

follow-up clinics, and in the Emergency Department.

Participant (iii). A 46 year old lady who was given a TIA diagnosis 7 weeks
previously. She had an episode of numbness and ‘pins ‘n’ needles’ in her left
side, which lasted for several hours. She lives alone and works full time as an
employee of the Stroke Association, working in the community with TIA and
stroke survivors. She called an ambulance and was taken to the Emergency
Department.

Participant (iv). A 76 year old lady, who had her TIA 11 weeks ago. Her initial
symptom was left leg weakness and an ‘inability to walk straight’ in the high
street. This lasted about 30 minutes. She was observed by a shop keeper who
came to her assistance, sat her down and suggested she should see a doctor.
This was over a weekend, so she waited and saw her doctor on Monday. She
lives with her husband who has previously had a stroke.

Participant (v). Stroke Consultant Physician who sees people with TIA either
as new patients in clinic, when a diagnosis is made, on the Acute Stroke Unit or
at follow-up clinic.

Participant (vi). Research Physiotherapist. Recently completed some
research with people following TIA and gained insight into their experiences as

part of the research conducted.

Participant (vii). An 86 year old man who had a TIA 9 weeks ago. His
symptoms were difficulty standing up and weakness / numbness across the left
side of his body, which lasted about five to ten minutes. He considers himself to

be generally fit and well. He is a retired chef and usually does all the cooking at
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home and feels he normally has a good diet, and takes plenty of exercise. He

was surprised and disappointed to have a TIA.

Participant (viii). Wife of participant 7, considers herself to be in good health.
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