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ABSTRACT

Introduction

This study aimed to work with older people attegdanregional falls and syncope
service, older people with the falls-associateduwlur liver disease primary biliary

cirrhosis, relatives and local physiotherapy pteaxiers to develop a framework for
physiotherapy practice to promote self-managemedhtaalherence with an exercise-

based falls prevention programme for older peopte awlong-term condition.

Methods

Focus groups were conducted with older people ditigna regional falls and
syncope service (3 groups, total 12 participantsjatives (1 group, total 4
participants) and local physiotherapists (4 grotps| 18 participants). Participants
were asked to propose strategies to promote selegeanent and adherence with an
exercise-based falls prevention programme. Theategties were tested and refined

in an experimental case-series for 10 older pewfile primary biliary cirrhosis.

Findings

The older people participating in the focus groepearch expressed a long-term
commitment to exercise-based falls prevention p@gnes. They valued
approaches that promoted self-efficacy and selfagament. The physiotherapists

indicated that the older people they came intoadnwith were poorly motivated to



participate in an exercise-based falls preventimgm@mmme. They demonstrated a

limited awareness of strategies to promote seit&tly and self-management.

Visual analysis of the experimental case-seriea datealed unstable baselines and
fluctuations throughout the treatment and follow ppases in keeping with
variations in disease-specific quality of life me@s, suggesting that long-term
conditions interact with measures that predict amdnitor falls-risk and self-
efficacy. The exercise-based falls prevention paognes had perceived benefit for
older people with primary biliary cirrhosis. Howeyehis was not evident in the
measures selected, many of which demonstratedliagceifect in the population
group under investigation. The self-managementtegiies had low levels of
perceived acceptability. Participants indicated thay lacked the necessarily skills
to monitor their progress with an exercise-basdl$ farevention programme on

completion of the experimental case-series.

Conclusion

This study demonstrated that self-management doesiincomfortably within the

philosophy of routine clinical practice. The franmmWw for physiotherapy practice
developed during the course of the current study th@ potential to empower
physiotherapists and older people with long-termditions identified as being at
increased risk of falling to work in partnershipdiallenge existing approaches to

clinical service delivery.
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CHAPTER 1. INTRODUCTION AND LITERATURE

REVIEW

1.1.Overview of chapter

The purpose of the opening chapter of this thesitoisituate the current study
within the context of the relevant and contemportitgrature. The chapter will
begin by setting out the background to, and ratemar, the study. The author’'s
clinical and academic roles within a regional faled syncope service and
biomedical research centre in ageing will be disedsto establish the scope and
focus of the thesis. To provide the theoreticainiesvork underpinning the current
study, the concept of self-management for long-teonditions will be examined
from a political, psychosocial and biomedical petjve. These three approaches to
self-management will be used to critically revieve tfalls prevention literature to
identify areas where current knowledge is lackinganflicting. The chapter will

conclude by identifying specific areas for futunguiry and intervention.

1.2.Background to and rationale for study

The author of this thesis is a practising physihist, based in a regional falls and
syncope service, and has over 10 years experieglogeing exercise-based falls
prevention programmes for older people at riskadlirfg in a variety of clinical
environments. This thesis will chart the reseangt@sses and outcomes that led to

the development of a framework for physiotherappcpce to promote self-
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management and adherence with an exercise-basegfavention programme for
older people with a long-term condition. This sectwill discuss the key concepts
of falls, adherence, long-term conditions and ssflagement. It will introduce the
auto-immune falls-associated chronic liver disepsmary biliary cirrhosis as the
specific long-term condition in which the phenomeoia self-management and

adherence with an exercise-based falls preventiogrgmme will be investigated.

In the context of an ageing population, falls itefdife represent a significant and
increasing public health concern worldwide. Betwesre third and one half of
community-dwelling older people fall each year (€&pie et al., 2009), and
approximately 50% of those who fall do so repeat€@inetti et al., 1998). Falls are
associated with considerable mortality, morbidigguced functioning and increased
dependency (Masud & Morris, 2001), and carry a hoaggt to health and social
services, individuals, families and carers. Scuffhat al (2003) conducted an
analysis of national databases to estimate the aumbaccident and emergency
attendances, admissions to hospital and associcdeel costs as a result of
unintentional falls in older people, and discoverdwht falls cost the British
Government approximately £981 million per annum.plio this figure in context, it
equated to 20% of the total National Health Serexxpenditure on pharmaceuticals
and 3.3 times the total National Health Servicedfing earmarked for mental health,
coronary heart disease, cancer and primary cavécesrin England. Most of these
costs (66%) were attributable to falls in thoseda@®é years and above. The major

cost driver was in-patient admissions, accountargdb.4% of the total cost of falls.
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Long-term care costs were the second highest, atiogufor 41% of government

expenditure.

The last 10 years have seen a marked expansiafisrrésearch, meta-analyses and
local and national management guidelines, reflgctin increased multi-disciplinary
professional awareness of falls and falls prevansimategies (Davison & Marrinan,
2007). A simple distinction is often made betweengle and multi-factorial
interventions. Clinical guidelines advocate a mifattorial approach to falls
prevention incorporating: identification of fallsstory; assessment of gait, balance,
mobility and muscle weakness; osteoporosis riskggeed functional ability; fear
of falling; visual and cognitive impairment; uriyamcontinence; home hazards;
neurological and cardiovascular assessment; andicatech review (National
Institute for Health and Clinical Excellence, 200#owever, a meta-regression
comparing single and multi-factorial interventiordemonstrated that single
interventions can be as effective at reducing fadlshose with multiple components
(pooled rate ratios 0.77, 95% confidence interv&l70- 0.89 and 0.68 — 0.89

respectively) (Campbell & Robertson, 2007).

Exercise-based falls prevention programmes have Baewn to reduce falls-rate
and falls-risk when delivered as a multiple-compungroup exercise (rate ratio
0.78, 95% confidence interval 0.71 — 0.86; riskor& 83, 95% confidence interval
0.72 — 0.97) or individually-prescribed multiplencponent home-exercise (rate ratio
0.66, 95% confidence interval 0.53 — 0.82; riskor&@ 77, 95% confidence interval

0.61 — 0.97) (Gillespie at al., 2009). Despite tirewing body of high-quality
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research evidence to support the efficacy of egerbased falls prevention
programmes, however, clinical experience and aevewf the academic literature
would suggest that their impact is often limited jpgor uptake and adherence,
particularly in the long-term. Participants in rassh trials are highly selected, yet
refusal rates in excess of 50% are commonly repq@@ampbell et al., 2001), and
uptake of simple exercise interventions in the camity as low as 10% have been
documented (Fabacher et al., 2002). Further attritthrough drop out and non-
adherence, are frequently reported as studies gsegrTwelve months into a
commonly-cited randomized controlled trial evalogti a general practice

programme of home-exercise to prevent falls in mldemen, for example, only

42% of participants were still completing the exsEgrogramme 3 times per week
as instructed (Campbell et al., 1997). These figsinwould suggest that older people
at risk of falling may be reluctant to participateand / or experience difficulties

maintaining a long-term commitment to exercise-Hastlls prevention

programmes.

In the United Kingdom, approximately 17.5 millioegple are currently living with

one or more long-term condition (Department of ltea2004a). Over the next 50
years the number of people aged 60 years and swestimated to more than triple
and, in developed countries, will account for altrm®e third of the total population
(Department of Health, 2005). Associated with tig® will be an increase in the
prevalence of long-term conditions such as diabedsthma, arthritis and heart
disease (Newman et al.,, 2004). Long-term conditiomgently account for more

than half the global disease burden and have begerided as a primary challenge
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for 21 century healthcare systems (World Health Orgaitimat2005). Already,
30% of the population with long-term conditions @aet for 70% of National
Health Service expenditure (de Silva, 2011). Intmited Kingdom, approximately
80% of general practice consultations, 60% of dgysnt in hospital and 70% of
emergency admissions are related to long-term tondi (Department of Health,
2004). Identifying effective approaches to clinicsdrvice delivery that reduce
dependency on healthcare professionals and en@umdgiduals with long-term
conditions to increase their sense of control amdl-keing is imperative to cope
with the escalating healthcare costs associatdud avitageing population (Newman

et al., 2004; de Silva, 2011).

It is prevalent in both research and clinical practo use the term self-management
to describe the variety of ways in which healthganafessionals support individuals
with long-term conditions to manage their caretie tommunity (Lau-Walker &
Thompson, 2009). There are a wide range of invigtito support self-management.
These can be categorized on a continuum of intéore) with basic information
provision about healthy behaviours and other texdiniopics at one end of the
spectrum and initiatives that actively seek to suppehaviour change and increase
self-efficacy at the other (de Silva, 2011). Sedrmagement support has been found
to be consistently associated with improved healittomes in a variety of long-
term conditions (Corben & Rosen, 2005), and moattdroners would agree that
self-management is an important aspect of conteanpohealthcare delivery
(Hughes, 2004). Despite such observations, howetlex, contradictions and

challenges associated with actualizing the conceptself-management for
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individuals with long-term conditions means thahwage gulf still exists between
political rhetoric and the realities of routinential practice (Newman et al., 2004;

de Silva, 2011).

The current study was conducted under the auspicadiomedical research centre
in ageing (liver theme). Established in 2007, amuded by the National Institute of
Health Research, the centre is composed of sevemet dementia and
neurodegenerative ageing, stroke and cardiovascalgeing; mitochondrial

abnormalities in ageing and age-related diseaggsn@g and type Il diabetes; liver
disease in ageing; musculoskeletal disease in ggesion and ageing. Clinical and
academic roles within a regional falls and syncepevice and biomedical research

centre in ageing provided a unique opportunity to:

1. Involve local stakeholder groups with experience mkscribing and
participating in an exercise-based falls preventipogramme in the

development of strategies to promote self-managearehadherence.

2. Test and refine these strategies in a small saroplelder people with
primary biliary cirrhosis as part of a larger praigrme of activities to define
the burden of chronic liver disease and to devetgpoved clinical services

for older people living with this long-term conditi.

Primary biliary cirrhosis is a progressive auto-ioma cholestatic liver disease that
predominantly affects women (Kaplan & Gershwin, 200 here is no specific cure,

with 5% of individuals ultimately requiring liveransplantation (Heathcote, 2000).
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The mean age of onset is 50 years, with 50% ofscpesenting over the age of 65
(Talwalkar & Lindor, 2003). Primary biliary cirrhizssaffects all races, yet seems to
cluster within specific geographical areas (Primteal., 2001) Epidemiological
research suggests that primary biliary cirrhosisca$ up to 30 per 100, 000 of the
population (James et al.,1999), and 1 in 700 womeat the age of 40 (Metcalf et
al., 1997). The most common symptoms associatddmitnary biliary cirrhosis are
fatigue, pruritis (itch), dry eyes and mouth, armhmitive impairment (Jones &
Newton, 2005). The ageing demographic of the géngrapulation and
improvements in the medical management of chroivier Idisease have led to
increased numbers of older people with primaryabylicirrhosis presenting to auto-
immune liver clinics in secondary healthcare féedi (Newton et al., 2000). In
addition to the liver-related clinical featureslmed above, it is now recognized that
older people with primary biliary cirrhosis sufférom a range of co-morbid
processes (Frith et al., 2010). These are not ttyréoked to the severity of the
underlying liver disease, but present a uniquekehallenges for older people with
primary biliary cirrhosis and the healthcare prsfesals responsible for delivering

their care.

Several studies have demonstrated that autonorsfamigtion, which is a significant
risk factor for falls, is highly prevalent in primabiliary cirrhosis at all stages of the
disease process (Hendrickse & Triger 19R2mpler et al.,1994Keresztes et al.,
2007). Abnormalities in skeletal muscle function, demoaitgtd using magnetic
resonance spectroscopy, might also predispose idudils with primary biliary

cirrhosis to falling (Hollingsworth et al., 2008)he potential impact of falls could,
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in turn, be increased by the high prevalence oéapsirosis associated with this
long-term condition (Talwalkar & Lindor, 2003). Tidentify the prevalence and
sequelae of falls in primary biliary cirrhosis atadidentify modifiable risk factors,
our research team undertook a cross-sectional gpbigal population census of
primary biliary cirrhosis and two control groupstinpary sclerosing cholangitis
(another cholestatic chronic liver disease), ancommunity-dwelling population
without chronic liver disease from the same gedgiglly-defined area (Frith et al.,
2010). Self-assessment tools completed by the tlwa®rts determined the
prevalence of falls, injuries and associated symgtsuch as postural dizziness and
fear of falling. To establish the prevalence ofabbkshed falls-risk factors, all
participants were invited to attend for multi-digoiary falls assessment regardless

of whether or not they had previously fallen.

Significantly more of the primary biliary cirrhosisohort had fallen (72%P <
0.001) than both control groups. Fifty five percéat fallen in the last yeaP (<
0.001) and 22% more than once in the last year @.01). Seventy percent of fallers
had fractured a bone and 19% were admitted to tabsjpioth significantly more
than controls. Postural dizziness was significamtlyrse in fallers with primary
biliary cirrhosis P < 0.001), as was balanc® & 0.001) and lower limb muscle
strength P < 0.002). Lower limb muscle strength was indepetigessociated with

number of falls in the previous yedr£ 0.184,P < 0.001).

This study demonstrated for the first time thalsfafe common in older people with

primary biliary cirrhosis, and occur significantiyore often than in a matched non-
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liver disease community-dwelling population andiaif-disease control group.
Despite such observations, however, this patieougrhad not previously had
access to an exercise-based falls prevention progeain the local region. After
conducting a series of focus groups with local aetakder groups to identify the
factors influencing uptake and adherence with asra@se-based falls prevention
programme, it was with this novel population oferlgheople identified as being at
increased risk of falling that the thesis authoosehto test and refine acceptable
strategies to promote self-management. The findiraya both of these approaches
were used to inform a framework for physiotherapycfice to promote self-
management and adherence with an exercise-basegfavention programme for
older people with a long-term condition, and thigl Wwe presented in the final

chapter of this thesis.

1.3. Clarification of terminology

The World Health Organization define adherencetlaes éxtent to which a person’s
behaviour — taking medication, following a dietddror executing lifestyle changes,
corresponds with agreed recommendations from athoaaé provider (Sabate,
2003 p. 3). Authors across all healthcare disogdlifrequently consider the terms
and phenomena of adherence and compliance as syoasyand use them
interchangeably (Bissonnette, 2008). However, canpé implies that patients
must abide obediently by a prescribed treatmentre@nd is often associated with
blame, on the part of patients or healthcare pstdesls, if the process is

unsuccessful (Sabate, 2003). Adherence, on the b#rel, places the emphasis on
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understanding a patient's complex and fluctuatiegliticare needs and promotes
their role as active partners in the planning amghlémentation of a treatment
programme (Clemson et al.,, 1999). In keeping wite philosophical principles

underpinning the current study, adherence willHeegreferred term throughout this

thesis.

It is widely acknowledged that adherence is a prymdeterminant of the
effectiveness of a healthcare intervention, sinoer @dherence attenuates optimum
clinical benefit (Sabate, 2003). A variety of hlaalire interventions with established
efficacy in randomized controlled trials are le$teaive (and cost effective) in
clinical practice as a result of non-adherence @¥gr & Donovan-Hall, 2007). The
research focus of this dissertation is self-managegrand adherence with exercise-
based falls prevention programmes for older peapll long-term conditions.
However, it would appear that poor adherence wehlthcare interventions is a
global phenomenon. In developed countries, a nurobaigorous reviews have
identified that adherence with clinical intervemsoamongst individuals suffering
from a variety of chronic health complaints avesagaly 50% (Sabate, 2003). In
keeping with other forms of healthcare, physiothgra not immune to the problem
of poor adherence. Bassett (2003) identified thattai 65% of individuals were
either non-adherent or only partially-adherent wigh home-based exercise
programme, and that 10% typically failed to conmgplet prescribed course of

treatment.
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Self-management support has been defined as ‘thistarsce caregivers give
patients with chronic disease in order to encourdgiy decisions that improve
health-related behaviours and clinical outcomesd@&hheimer et al., 2005 p. 4).
For self-management support to be effective it merstompass the ability to
monitor one’s condition and to affect the cognitileehavioural and emotional
responses necessary to maintain a satisfactorytyjoéllife (Barlow et al., 2002).

These definitions would imply that self-managemennore than simple adherence
with treatment guidelines. In addition it incorp@® the psychological and social

implications of living with a long-term conditioNéwman et al., 2004).

By focussing simply on adherence, Paterson (200dlje\es that healthcare
professionals negate an individual’s ability to makoices and decisions regarding
how best to manage their care. Such observatiopgtably raise the question:
should individuals with long-term conditions adh&vea plan of treatment that they
did not contribute to equally, or should healthgarefessionals adhere to the needs
and wishes of individuals with long-term conditiogtdughes, 2004)? It has been
suggested that an emphasis on self-management rsuppg provide the key to
promoting active long-term participation with cbkal interventions, such as
exercise-based falls prevention programmes, foividdals with a long-term

condition (Department of Health, 2005).

To provide the theoretical framework underpinnihg turrent study, the concept of
self-management for long-term conditions will beaexned from a political,

psychosocial and biomedical perspective.
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1.4. Self-management: a political perspective

Medical and technological advances over the lasyédfrs have presented health
systems throughout the developed world with a nieallenge — how best to support
an ageing population with long-term conditions (@i et al., 2005). It is perhaps
not surprising, therefore, that the Labour Govemin{@997 — 2010) placed self-
management support at the heart of their drive toleamize the National Health
Service. Expert patient initiatives seek to empowsatividuals with long-term
conditions to take control of their own healthcdret also recognize the importance
of ongoing professional support and expertise imagang that independence
(Hughes, 2004). Building upon the white pap®aving Lives: Our Healthier Nation
(Department of Health, 1999) aiithe NHS Plan: A Plan for Investment, A Plan for
Reform (Department of Health, 2000),he Expert Patient: A New Approach to
Chronic Disease Management for the®2tentury (Department of Health, 2001a)
recommended action over a six year period to initeduser-led self-management

for long-term conditions to all areas of the Na#ibHealth Service by 2007.

Based on the principle that individuals who are enoonfident in their ability to

manage their long-term condition are more likelyhve better health outcomes
(Donaldson, 2003), the mainstay of the Expert RatRrogramme was a six-week
self-management training course offering supportife skills such as decision-
making, coping with pain and fatigue, and managilgtionships with healthcare
professionals (Tattersall, 2002). Delivered by wials who were themselves

living with a chronic health complaint, these c@asswere generic rather than
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condition-specific and open to anyone with a loagrt condition (Jordan &

Osborne, 2007).

A variety of methods were used to evaluate thet giltase of the Expert Patient
Programme. A randomized controlled trial involvieg9 individuals with self-
defined long-term conditions identified that thex sveek programme increased
patients’ self-efficacy by a moderate amount, bad la relatively small impact on
the amount of energy people reported (energy whted as the health status
outcome relevant to the majority of individualsihig with a long-term condition).
There was no change in health service utilizatisam( of general practice
consultations, practice nurse appointments, act@®h emergency attendances, and
out-patient visits) although overnight hospital stays and use of dag €acilities
were reduced in the intervention group. A healtbneenics analysis indicated that
Expert Patient Programmes had the potential to ds¢ effective as the overall
reduction in service utilization offset the cost @élivering these interventions

(Rogers et al., 2006).

Despite such observations, however, a qualitatieesqgnal experience survey
identified that Expert Patient Programmes oftenfoeced the value and salience of
individual's pre-existing self-care activities, mat than initiating alternative
behavioural changes (Rogers et al., 2006). Thesinfis were explained by the fact
that such initiatives often draw in people who aleeady committed to self-
management and who tend to be white, middle cladsweell-educated (Jordan &

Osborne, 2007), leading critics to suggest thatelExPatient Programmes increased
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social inequalities by failing to target those wlithited education and low economic
resources (Foster et al., 2003). There was alserobd to be a lack of integration
with other initiatives aimed at individuals withng-term conditions and clinical
services received from primary and secondary healéh facilities, making it
difficult for healthcare professionals to reinforttee learning gained as a result of
attending these programmes (Tattersall, 2002).alileors concluded that recruiting
sufficient people to make an impact at a public lthedevel would prove
problematic. Rather than being concentrated on rglesi programme, it was
suggested that central resources for self-managemgport should be directed
towards a variety of systems and interventions Waild be better placed to meet
the wide range of needs of individuals living witing-term conditions (Rogers et

al., 2006).

During their election campaign, the Labour Governhpedged to move away from
the Conservative’s focus on the internal market aowhpetition, and concentrate
instead on supporting the principle of partnershigrking (Forster & Gabe, 2008).
During their first three years in power, howevée tabour Government continued
the consumerist discourse favoured by their Comsier predecessors. NHS Direct,
a nurse-led telephone helpline, was introducedd®81lto provide faster advice and
information about health, illness and the Natiddahlth Service so that individuals
were better able to care for themselves and tlaenlies. Similarly, NHS walk-in

centers were introduced to widen access to primarg facilities by offering no-

appointment consultations in the evenings and atkemds as well as during

traditional office hours. In both cases, the messags that the National Health
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Service was accessible, convenient and, aboveca#itomer-focused (lliffe &

Munroe, 2000).

In 2000, the Labour Government broke away from pinevious government’s
expenditure plans and initiated a programme of dwali Health Service investment
at a level (annual budget increases of 7%) ana foeriod (seven years) unequalled
in any other healthcare system (Department of Hea000). However, this
substantial increase in healthcare spending anésiment in workforce and
infrastructure was accompanied by a tightening exft@l control and regulation
through the introduction of a framework for perf@amce targets and assessment
which included: enhanced regulation of clinicalnskards; quality-based contracts
for doctors; and increased management accountalfiléwis & Gillam, 2001).
Whilst the Labour Government continued to talk abite role of the individual
consumer, this spending increase represented a to@ads a more collectivist

approach to healthcare delivery (Foster & Gabe8200

The government’s funding increase of 2000 was atohc opportunity to change
the culture of National Health Service reform, amdmmentators have
acknowledged that clinical services did improve patients (Maynard & Street,
2006). However, healthcare in the United Kingdormesimot exist as a single-
system, but rather as a collection of locally-basgstems that are influenced as
much by their own idiosyncratic features and |duzktories as they are by larger
national forces (Gallagher et al., 2008). Such olzgmns have led critics to suggest

that, by concentrating on national targets for vagtiand service delivery, the
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Labour Government’s spending plans diverted atbenéiway from the real task of

modernizing and improving the National Health SesvjWilson et al., 2005).

Over the last 30 years, governments have repeatatigmpted to undertake
structural reorganizations of both the National [He&ervice and Department of
Health (Smith et al., 2001). This reorganizatiors loéten been cyclical, with new
governments or ministers reinventing structurahmgements that their predecessors
abolished, seemingly unaware or uninterested ihneasganizations (Walsh, 2010).
Few National Health Service reorganizations havenbgroperly evaluated, but a
recent study (National Audit Office, 2010) ideradi more than 90 reorganizations
of central government departments and agencieselea@t2005 and 2009. Although
it is considered a substantial underestimate, ts¢ of 51 of these reorganizations
for which data were available was found to be iness of £780 million. The report
concluded that the benefits of many of these revrgéons were unclear, that the
process was often poorly managed, and that th@iadtinhad a mainly adverse effect

on performance.

In their seminal white papeEquality and Excellence: Liberating the NHS
(Department of Health, 2010), the Coalition Goveenin (2010 — date) also
emphasize the importance of placing patients athéeet of the National Health
Service. Through an information revolution and ¢geahoice and control, their
mantra ‘no decision about me without me’ highligtite importance of involving

patients fully in their own care. However, despitaring promised to ‘stop the top-

down reorganizations of the NHS that have got i wWay of patient care’ (HM
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Government, 2010), the secretary of state for hed@lhdrew Lansley, announced
plans to abolish strategic health authorities amgry care trusts, create about 500
new general practice consortiums to handle heakhcammissioning, hand over
public responsibilities to local authorities, sttieg Department of Health of many of
its functions, force all National Health Serviceoyiders to apply for foundation
trust status, and restructure the arrangementshéaithcare regulation (Walsh,
2010). To reconcile bottom-up local processes apddbwn policy initiatives, it
would appear that healthcare professionals will ibereasingly required to
demonstrate that they support self-management twhkitsaining accountable for the

clinical decisions they make.

1.5. Self-management: a psychosocial perspective

There is overwhelming evidence that changing anividdal's health-related
behaviour can have a major impact on some of ttge$a causes of mortality and
morbidity (National Institute for Health and Climic Excellence, 2007). The
Wanless reportsSecuring Our Future Health: Taking a Long-Term View
(Department of Health, 2002) as&curing Good Health for the Whole Population:
Final Report (Department of Health, 2004b) highlighted the massyrowth in
healthcare costs facing the British Governmentdyt did not invest in reducing
demand for clinical services as well msproving supply. The reports outline a
position in the future in which levels of publicgagement with health are high and
the use of preventative and primary care servipiisw@ed, helping individuals with

long-term conditions to remain healthy. Much of therent discussion surrounding
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self-management in contemporary healthcare is baserlmodel of empowerment,
in which individuals with long-term conditions acensidered equal partners in the
clinical decision-making process (Holmstrom & Rqi2§10). Identified as the best
option for the future organization of healthcaréwbey, this fully-engaged scenario
requires behavioural change and its social, econ@md environmental context to
be placed at the heart of all disease preventicategfies (National Institute for

Health and Clinical Excellence, 2007).

Justification for the study of health behaviourba@sed on two assumptions: that in
developed countries a substantial proportion oftatity from the leading causes of
death is due to particular behaviour patterns; thiatl these behaviour patterns are
modifiable (Conner & Norman, 2005). This ‘psychatmj malleability’ (O’Brien-
Cousins, 2000 p. 284) may provide the key to pramgoself-management and
adherence with a variety of clinical interventidos older people with a long-term
condition. Epidemiological studies have found cdasable variations in the
personal characteristics of individuals who perfdrealth behaviours. Approaches
taken to understand these behaviours have been arahyaried and represent a
rapidly expanding sub-discipline of health psyclyyi¢Ballinger & Payne, 2002). A
broad distinction is often made between factoransic to the individual (socio-
demographic factors, personality, social suppagndions) and factors extrinsic to
the individual (taxing tobacco and alcohol, sulmity sports facilities). The former
have received most attention from health psychetegand, within these intrinsic
factors, cognitive variables have been focusedsotih@ most proximal determinants

of behaviour and behaviour change (Connor & Norn2805).
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Models of how these cognitive factors produce weibehaviours are referred to as
social cognition models and have been widely usetidalth psychologists. Social
cognition models are recognized to have contribwitedur understanding of who
performs health behaviours and how extrinsic factoray produce behaviour
change. Justification for focussing on social ctgaifactors is twofold: firstly, they
are assumed to be important causes of behaviowhwhediate the effects of other
determinants (such as social class); and secotiily, are considered to be more

open to change than other factors (such as perggr{@onnor & Norman, 2005).

At present, there is no strategic approach to bdebhawchange across government,
the National Health Service or other sectors, amahyrdifferent models, methods
and theories being used in an uncoordinated wag.Ndtional Institute for Health
and Clinical Excellence (2007) published public Itteayuidelines on the most
appropriate generic and specific interventions wppert attitude and behaviour
change at population, community and individual lsev&Vhilst these guidelines
acknowledge the extensive body of psychologicatraiiure supporting social
cognition models of health behaviour and behavihange, the research evidence
evaluating the use and relevance of these modetsfawnd to be inconsistent.
Although the academic literature does not currendlypport any particular
theoretical approach to behaviour change, thre@alsoognition models and their
constructs (the theory of planned behaviour, soc@dnitive theory and the
transtheoretical or stages of change model) have ehgarticular effect on the
development of self-management strategies for olgdeople with long-term

conditions and warrant further exploration withine tcontext of the current study.
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1.5.1.Theory of planned behaviour

According to Ajzen’s (1991; 2002) theory of planneehaviour, the intention to
perform a particular behaviour is the most impdrfaetor in actually engaging in

that behaviour. Intention is formed through an ajgal of:

* Attitude — an evaluation of the positive and negative comsecges of

performing the behaviour (coping appraisals vetbtesat appraisals).

« Subjective norm— an evaluation of whether relevant others (suctaasly

or friends) would approve of the behaviour.

* Perceived behavioural control— an evaluation of whether it is easy or

difficult to carry out the behaviour.

Discussing the risks and benefits of clinical im&tions or care options is
becoming an increasingly important aspect of modezalthcare delivery and is a
vital component of self-management support (McRirei& Siegert, 2007). It has
been suggested that the way information is predebtdnealthcare professionals can
have a significant effect on the decisions madeolafer people with long-term
conditions regarding the care they receive andsdfemanagement strategies they
choose to adopt (Edwards et al., 2001). Whilstethera paucity of evidence in this
field, it would appear that individuals are mordliwg to take risks when faced with
the potential costs of a decision but more riskrswavhen faced with the potential

benefits of a decision (McCaul et al., 2002). Rathnand Salovey (1997) labelled
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messages addressing the costs of not taking aasoloss-framed messages and
those addressing the benefits of taking actionaais-fjamed messages. As a general
rule it would appear that gain-framed appeals eragmi individuals to perform
behaviours involving minimal risk, such as prevém&abehaviours; whereas loss-
framed messages encourage individuals to perforhmavieurs involving some

degree of risk, such as detection behaviours (Mc€&&al., 2002).

Open and immediate online access to health infeomahas reshaped the
boundaries between healthcare professionals andsidodls with long-term
conditions (Thompson et al., 2009). The paternaligpproach to clinical service
delivery in which healthcare professionals maketlad treatment decisions and
closely monitor the patient’s progress is now cdesed inappropriate (Kennedy,
2005). Contemporary healthcare has placed indilichteon at the heart of clinical
practice, and the primary task of the healthcaegsional is to work from a
common core of knowledge to promote participatoggision-making (Sandman &
Munthe, 2010). This involves not only presenting évidence to support or refute a
particular intervention, but also encouraging indlisals with long-term conditions
to reflect on the options presented and relateetloggions to the values they place
on benefit and harm (Muir-Gray, 2008). Whilst it wid appear that self-efficacy
and social support play an important role in tfea$ of message framing when the
targeted behaviour requires a reasonable leveletffcempetence (Williams &
Clarke, 2001), more research is needed to adeguadelress this issue within the

fully-engaged scenario of self-management for ltarga conditions.
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1.5.2.Social cognitive theory

In Bandura’s (1977; 2001) social cognitive thedryman motivation and action are

based on three types of expectancies:

» Situation-outcome — beliefs about which consequences will occur witho
interfacing personal action. Susceptibility to albie threat would constitute

a situation-outcome expectancy.

e Action-outcome expectancy- the belief that a given behaviour will or will
not lead to a given outcome. For example the bétaf quitting smoking

will lead to a reduction in the risk of lung cancer

» Self-efficacy expectancy- the belief that a behaviour is, or is not, witaim
individual's control. A belief that an individuak,i or is not, capable of
performing a particular behaviour, such as exergisiegularly, would

constitute a self-efficacy expectation.

One of the earliest attempts to incorporate selfiagament support into routine
clinical practice involved an educational approaéidividuals with long-term
conditions were provided with information in a titawhal didactic format, with the
expectation that greater knowledge would lead tpr@miate changes in health
behaviour (Newman et al., 2004). It is now widebk@owledged, however, that
effective self-management support needs to addressdividual’'s confidence (self-

efficacy) in their ability to manage specific adiies rather than simply convincing
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them of the value of these activities (Lau-WalkefBompson, 2009). An individual
may, for example, believe that adopting a particbkhaviour will improve his or
her future health (high outcome expectancy). Howetleey may still dismiss this
strategy because they do not see themselves bigiegoacommence the behaviour

or believe themselves incapable of sustainingetr dvne (low self-efficacy).

Self-efficacy is important to understand within tlentext of contemporary
healthcare delivery because it has proved amen#blelinical intervention
(Gallagher et al., 2008). Expectations of selfesitly are currently considered to be
the most powerful determinants of behaviour chasmee self-efficacy beliefs
determine the initial decision to perform a giveahaviour, the effort to be
expended, and persistence in the face of advefBaypdura, 1997). It should be
pointed out, however, that self-efficacy is not ergonality characteristic that
operates independently of contextual factors; raiherelates to beliefs about
capabilities of performing specific behaviours iartcular situations (Bandura,
1997). An individual's efficacy expectations willary greatly depending on the
particular task and context in which they are regqli It is, therefore, inappropriate
to characterize an individual as having high or kmif-efficacy without reference to
the specific behaviour and circumstance with whibk efficacy judgement is

associated (Cheal & Clemson, 2001).

A precise understanding of the theoretical basideypinning self-efficacy and
outcome expectation would enable healthcare proiesis and researchers to be

more specific in the design and application of ataisle strategies to support self-
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management for individuals with long-term condispnand more able to
differentiate and explain the separate elementhede complex health behaviours
within the context of specific clinical interventi® (Lau-Walker & Thompson,

2009).

1.5.3.The transtheoretical model

Developed by Prochaska and DiClement (1983) toagxphtentional behaviour
change, the transtheoretical model is based omprdmise that an individual will

move through a series of five stages when attemptirthange their behaviour:

* Pre-contemplation — no intention to change behaviour in the foreskea

future or denial of need to change.

« Contemplation — intention to change within next 6 months.

* Preparation — serious intention to change within next 30 days

* Action — engaged in behavioural change at required level

* Maintenance— sustaining behavioural change for 6 months aemo

Movement through these stages may occur in a lif@sttion. However, more
commonly, individuals are observed to move throtlggse stages repeatedly, in a

cyclical manner, leaving and re-entering the cantm at varying points before
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maintenance is finally achieved (Burbank et alQ®0 The transtheoretical model
recognizes that behavioural change is a dynamicegsand that individuals often
make many initial attempts to modify their behavjooanly to lapse again within a

few days or weeks (Marcus & Simkin, 1993). The stagf change outlined above
are integrated with decisional balance (the prod emns of adopting a given

behavioural change) and self-efficacy. The bengfitss) of making a health-related
behaviour change are said to increase and the @usts) decrease as an individual
progresses along the continuum from pre-contengplat maintenance (Burbank et

al., 2000).

One of the most promising suggestions for suppgthehavioural change in clinical
practice is to tailor the intervention to suit thelividual’'s readiness to change
(Connor & Norman, 2005). In this approach, the easmh on self-management
support becomes more intensive with increasing inead to change. A pre-
contemplator may, for example, simply be given iinfation about the behaviour;
the contemplator given the opportunity to weigh tine pros and cons of the
behaviour; and those in the preparation stage ebsga discussion about how to
proceed with changing their behaviour (Rollnickagt 1993). Individuals in the
action stage are considered to have already maglgfisant changes in their
behaviour and the goal at this stage would be affirem commitment and social
supports; whilst for those in the maintenance stdge aim would be to encourage

active problem solving to prevent future relapsarfBnk et al., 2000).
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Prochaska et al (1992) have demonstrated thatntioirs of progress people make
with a programme is directly related to the stdgeytwere at prior to commencing
the initiative. The majority of individuals accesgihealthcare interventions are said
to be in the contemplation stage, where ambivaléneecentral problem (Rollnick

et al., 1993). Rather than making a simple dich@wsndistinction about whether or
not a particular health behaviour is being practicee development of strategies to
deal with this ambivalence in a constructive mamey support individuals with

long-term conditions to move through the incremiestages of behaviour change

more effectively (Burbank et al., 2000).

1.6. Self-management: a biomedical perspective

Despite the existence of policy directives in theited Kingdom supporting self-
management, the increased prevalence of long-terditions continues to expose
significant limitations in the dominant models d@dtthcare delivery, which remain
reactive, curative and focussed on the managemerdcote episodic illness
(Department of Health, 2007). In these establisimediels of healthcare delivery,
patients’ reports of illness are taken to indidage existence of disease processes. To
this end, the individual’'s condition is reducedatget of signs and symptoms which
are investigated and interpreted within a traddigositivist biomedical framework.
Accurate diagnosis of the pathology permits sadactif appropriate therapies which
restore the disease processes to (or near to) hdhma curing (or improving) the

patient’s illness (Mead & Bower, 2000).
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It is often perceived that healthcare professioge power by virtue of their
knowledge (Hughes, 2004). Traditional clinical girees have tended to categorize,
label and judge individuals with long-term conditsp and medical diagnoses have
historically been used in a negative way to creddpendency on the part of
individuals with long-term conditions and the nefed expertise on the part of
healthcare professionals (Wilson-Thomas, 1995).hiwithe dominant models of
clinical service delivery, healthcare professiondiagnose and treat the problem
whilst the individual is considered the sourcela problem and deemed responsible

if the clinical intervention is unsuccessful (Sah&003).

Clinical encounters between individuals with loegat conditions and healthcare
professionals provide a critical juncture for thelange of information to promote
patient empowerment and participatory decision-mgkiFinset, 2008). It is now
widely recognized that the extent to which healtbcprofessionals are able to
instigate and participate in effective communicattiuring the clinical encounter is
likely to influence the extent to which individualgth long-term conditions adopt
self-management strategies outside of the hea#hsetting (Kennedy et al., 2005).
Healthcare professionals who adopt empowering igectrespect an individual’s
ability to make decisions, value their input in Isudecisions and are able to
relinquish control if an individual decides to r&j¢he advice given (Holmstrom &
Roing, 2010). All too often, however, practitioneessume the language of
empowerment, including statements that patienigyaation in treatment decisions
is welcome, whilst at the same time behaving inaamer that implies professional

dominance (Mead & Bower, 2000). Although some Inealte professionals may
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support empowerment as a goal of patient particpait has been suggested that
their socialization to the practitioner-as-expenddal of clinical service delivery is
so deeply rooted that they proffer patient partitigm largely as an extension of

their power base, rather than as a truly collalbaratenture (Mayes, 2009).

It is through language that the structures of povedations are maintained and
ideologies are internalised (Wilson-Thomas, 199%). understand the paradoxes
that currently exist surrounding self-managemepipstu for individuals with long-

term conditions, more research is needed regarti@gvert and covert ways that
practitioners cling to professional dominance angbede participatory decision-

making (Paterson, 2001).

1.7.Literature review

In keeping with the philosophical principles underpng self-management for
long-term conditions, continued participation wéih exercise-based falls prevention
programme has the potential to reduce demandseonethithcare delivery system by
encouraging older people at risk of falling to pky active role in improving their
mobility and physical functioning as well as pretneg future falls (Yardley et al.,
2007). However, within falls prevention, healthcarefessionals have traditionally
adopted an actuarial approach to clinical serviglevery (Rubenstein, 2006; Swift,
2006). In the 1980s, various risk factors assodiateh falls were identified and
evidence from prospective community-based studiesnastrated that an

individual’'s risk of falling increases dramatically relation to the number of risk
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factors present (Tinetti et al.,, 1988). Althougterth is no reliable and agreed
classification system, falls-risk factors are oftdescribed as being intrinsic or
extrinsic to the individual. Over 400 recognisedkrifactors for falls have been
identified in the academic literature. Table 1.Xade the most commonly-cited

independent falls-risk factors.

Table 1.1. Summary of the most commonly cited indemdent falls-risk factors

(Adapted from Davison & Marrinan, 2007)

Intrinsic risk factors Extrinsic risk factors

Muscle weakness Walking aids

Abnormal gait and / or balance
Visual impairment
Cognitive decline
Concomitant iliness:
* Arthritis
e Depression
* Peripheral neuropathy
* Parkinson’s disease
» Stroke
Age > 80 years

Inappropriate footwear
Home / environmental hazards
Polypharmacy (> 4 medications)
* Benzodiazepines
* Antidepressants

* Antipsychotics

Although exercise-based falls prevention programimege been shown to reduce
falls in those who take part, they can only proffeative at a population level if

participation rates are high (Yardley et al., 200f)ere is increasing recognition in
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the academic literature that, by focussing on thentification and reduction of
physical risk factors, current models of clinicahsce delivery fail to recognize the
perceived threat that falls and falls preventioratsgies pose to older people’s
personal and social identities (Ballinger & PayB8@02). These observations may
help to explain the low levels of uptake and adhegereported in the academic

literature and witnessed in routine clinical preeti

In 2007, the Prevention of Falls Network Europelhied guidelines for promoting
the engagement of older people in activities tovgme falls (Yardley et al., 2007).
Initially developed from a review of the academierhture, the clinical experience
of core group members, and subsequent qualitatideqaantitative studies of older
people’s views, these recommendations were refinexdigh a consultation process
with members of the falls-prevention community whidrew on Delphi survey and

nominal group techniques. The final recommendatasessummarized in Table 1.2.
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Table 1.2. Recommendations for promoting the engageent of older people in

activities to prevent falls (Based on Yardley et al 2007)

1. Raise awareness in the general population that riakieg specific
physical activities has the potential to improvéahae and prevent falls.

2. When offering or publicizing interventions, prote immediate benefits

that fit with positive self-identity.

3. Use a variety of forms of social support to eyggalder people in

interventions.

4. Ensure that the intervention is designed to rieeheeds, preferences and

capabilities of the individual.

5. Encourage confidence in self-management ratherdbpandence on

professionals, by giving older people an active rol

6. Draw on validated methods for promoting and asegdbie processes that

maintain adherence, especially in the longer term.

Much of the research evaluating the impact of aserbased falls prevention
programmes published in the academic literatured&te has employed an
experimental design. These studies tend to focuguamtitative measures, such as
reduction in falls-rate and falls-risk, and do oweertly acknowledge the concerns or
agendas of older people at risk of falling or théamily members. The
recommendations presented in Table 1.2 were infdrine substantial qualitative
and quantitative research which targeted the viefns wide range of older people,
and prompted reviews by Nyman and Ballinger (208008) which explored how
these recommendations could be implemented inneuwtlinical practice. Despite
the existence of such publications, however, tietitle indication that researchers

and healthcare professionals are currently supgpudlder people at risk of falling
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and their families to play a major role in determghwhat kind of interventions are

relevant and what kind of outcomes are desirabil @ al., 2007).

A review of the falls prevention literature was entdken prior to commencing the
current study. This review was initially perform@dviay 2006, revisited throughout
the course of the study in response to the focaspgand experimental case-series
findings, and comprehensively updated in Septen#frl. After consulting a
typology of reviews (Grant & Booth, 2009), it wasailed that a critical review of
the falls prevention literature would be most irepimg with the philosophical and
methodological principles underpinning the currgtnidy. A critical review attempts
to demonstrate that the writer has extensivelyenged the relevant literature by
presenting, analysing and synthesizing materiainfi@ diverse range of sources.
Typically narrative in style, a critical review dias the writer to take stock by
establishing what is of value within a particuladly of work, and often provides the
launch pad for a new phase of conceptual think(agaidt & Booth, 2009). Rather
than being subjected to a formalized quality aseess, the literature presented in a
critical review is evaluated according to its cguteal contribution and often results

in a completely new interpretation of the existdaja.

Relevant theoretical and empirical literature waeniified from searches of
electronic databases (Cinahl, Psych Articles and \WleScience). In addition to
academic articles, relevant policy documents wedentified by searching
appropriate government websites. Further literatwes identified by selecting

publications from the reference lists of relevaapgrs. To maintain a contemporary
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focus to the discussion, searches were restricté&hglish language, peer-reviewed
papers published between 2000 and 2011. The ssarategy employed in the

current study is illustrated in Table 1.3.

Table 1.3. Search strategy

Fall* OR Accidental falls

AND

Aware* OR Understand* OR Perception* OR ExpectatiddbR Recogni* OR

Perspective*

AND

Prevent*

To understand the complexities surrounding uptakkaaherence with an exercise-
based falls prevention programme, it is necessarmgonsider the wider historical,
economic, cultural and social contexts underpinmmgdern healthcare delivery.
Extending the work of Yardley et al (2007) and Nynand Ballinger (2007; 2008),
the identified literature will be presented undier thematic headings informed by
the recommendations set out in Tablel.2 and irgateal using the theoretical
framework of self-management for long-term condisigoresented in Sections 1.4,

1.5 and 1.6 of this thesis.
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1.7.1.Recommendation 1: Raise awareness in the general aoation
that undertaking specific physical activities hashe potential to improve

balance and prevent falls

Although most falls do not result in physical injuit has been estimated that
around one in five will require medical attentidil(espie et al., 2009). Fall-related
injuries become more common with increasing ageréximately 2% of men and
4% of women in their sixties will suffer a fall-e¢ed injury. However, these figures
rise to 15% and 16% respectively by the eighth dec# life (Kannus et al., 1999).
The most serious fall-related injury is undoubtethie fractured neck of femur.
Whilst only 1% of falls result in hip fracture (Nigtvet al., 1989), the consequences
for an older person can be devastating. It has Iseggested that 20% of older
people will be dead within 12 months of hip fraet@and, of those who do survive,
many will require assistance with activities oflgdiving (Cumming et al., 2000).
Marottoli et al (1992) analysed the functional ames of 120 older people
presenting with fractured neck of femur over a érygeriod. Pre-fracture, 86% were
able to dress independently, 75% could mobiliseepethdently, and 63% could
climb a flight of stairs. Six months post-fractutbese figures had fallen to 49%,
15% and 8% respectively. It is perhaps not sumpgisiherefore, that more than 80%
of women over 75 years of age surveyed by Salkéldl §2000) expressed a
preference for death rather than the loss of inde@ece and quality of life that

could result from a fall resulting in a fractureeick femur.
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Despite several high profile health promotion caimps over recent years to
promote awareness in the general population thdicipating in an exercise-based
falls prevention programme has the potential toroup balance and prevent falls, it
would appear that many older people remain unavedreéheir risk of falling
(Yardley & Todd, 2005) and that opportunities teyent falls are often overlooked,
with risk factors only becoming evident after anjurious fall has occurred
(American Geriatrics Society & British Geriatricectety, 2011). In support of these
observations, Whitehead et al (2006) conducted -s&émnctured interviews with 60
older people attending the Accident and Emergengyaitment of a district general
hospital in Adelaide, South Australia, following amurious fall. Their findings
revealed that, whilst 45 (75%) participants con®ddalls to be a concern for their
age group, only 33 (55%) believed falls were préajele and, more importantly,
only 31 (52%) had been invited to participate inexercise-based falls prevention
programme after experiencing a fall. Reasons faosing not to take part in an
exercise-based falls prevention programme includadk of time and interest;
perceiving they were already doing enough physmetivity; difficulties with
transport, leaving the house or partner; an inghiti perform the exercises due to

old age; and believing they were unlikely to fajaan in the future.

Building upon these findings, Yardley et al (20@®)nducted focus groups and
semi-structured interviews with 66 older peoplensstn 61 and 91 years of age. Of
those participating in the study, 33 (50%) had nefalen, 18 (27%) had

experienced one fall, and 15 (23%) two or moresfallhematic analysis revealed

that participants viewed falls prevention primardy a means of hazard reduction,
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using mobility aids and reducing activities. Onlyegparticipant was aware that falls
could be prevented by carrying out specific adggitto improve strength and
balance. Falls advice was typically regarded agutseprinciple, but not personally
relevant or appropriate. The information providedswoften considered to be
common sense, only necessary for older or morebl@idaindividuals, and

potentially patronizing or distressing.

Healthcare professionals working with older peojhe a variety of clinical
environments have an important role to play in ghevention of falls and injuries
through screening and referral to appropriate falés/ention services (Dickinson et
al., 2011). It is recommended that older people in contact witkalthcare
professionals should be asked routinely whether tiaee fallen in the past year and
asked about the frequency, context and charadtsrist the falls (National Institute
of Health and Clinical Excellence, 2004). Older plecare the predominant users of
healthcare services (Reed et al.,, 2006). Howeuedies have shown that this
patient group do not receive as much health edutaind prevention advice as
younger generations (Callahan et al., 2007). Téupsasents a missed opportunity to
promote awareness of falls in later life and tooemage older people at risk of

falling to participate in exercise-based falls getvon programmes.

Communication is a two-way process and most effedtn exchanges with others
with whom we share an understanding of languagkiesa beliefs and accepted
ways of behaving (Gallagher et al., 2008). Althougdsearchers have been

attempting to define a fall since the 1980s (Kalldgternational Work Group on the
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Prevention of Falls by the Elderly, 1987; Lach let 8991; Nevitt et al., 1991, Lord
et al.,, 2001; Lamb et al., 2005), it would appehattfalls continue to be
conceptualized differently by older people, heatlecprofessionals and the wider

academic research community.

Zecevic et al (2006) carried out telephone intevgievith 477 community-dwelling

older people aged over 75 and 31 healthcare profeds. Participants were asked
to define a fall and provide reasons for fallinpeTauthors identified that, whilst the
research literature focussed mainly on the desonpif a falls event, older people
and healthcare professionals tended to associlisenfiare with antecedents and
consequences. The reasons for falling most commaiigd by older people

included; poor balance; the weather; inattentionedical conditions; indoor

obstacles; outside surface hazards; slips, tripstunbles; dizziness; attitude; and
muscle weakness. The order of the most frequeitdyg ceasons for falling amongst
healthcare professionals differed somewhat andidied: medical conditions; poor
balance; medication; indoor obstacles; vision;tad®; the weather; assistive
devices; inattention; and slips, trips or stumb{@sly two healthcare professionals
associated falls with psychosocial factors, and otder people and only one
healthcare professional provided a definition dikh as specified in the research

literature.

By focussing on the consequences of falls, theaerisk that non-injurious falls will
be disregarded by older people and healthcare gwiofeals, negating the

opportunity for early intervention and reducing tileelihood of preventing more
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serious falls in the future. To promote awarendssxercise-based falls prevention
programmes and to make them more accessible andhrelto the entire population,
researchers and healthcare professionals must nawwesy from reductionist

definitions of falls and falls prevention strategjieand consider alternative

explanations that emphasize opportunity and vasoethl identity.

1.7.2.Recommendation 2: When offering or publicizing inteventions,

promote immediate benefits that fit with positive glf-identity

Risk is frequently invoked in contemporary accoums ill health, but its
construction is often constrained by a rationapstspective which focuses on
physical causes and functional outcomes, and tieaepts risk as external to the self
and predictable (Ballinger & Payne, 2002). Whilsalthcare professionals are often
orientated to the management of physical falls;ribkre is increasing evidence to
suggest that older people are more concerned Wwéhrisk to their personal and

social identities, leading to further dissonancehinclinical encounter.

Ballinger and Payne (2000) conducted semi-strudturerviews with 20 healthcare
professionals (10 physiotherapists and 10 occupatitherapists), and 8 older
people admitted to an orthopaedic trauma wardvielig a fall resulting in fractured
neck of femur. In keeping with previous researcto iperspectives of health and
illness, the authors discovered that individualizemtounts of falls were neither
neutral nor objective, but fashioned to achievetipaar ends. The therapists’

accounts were formulated through a risk discounsewhich their expertise as
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healthcare professionals was privileged. Withis tiscourse, falls were considered
predictable events which healthcare professionats & duty to try and prevent.
Older people were presented as vulnerable, neeghprant, and sometimes
foolhardy. In contrast, the older people’s respengere formulated through a moral
discourse, in which their commendable personaliemland competencies were
highlighted. Although the older people were apmatee of all the help they had
received whilst in hospital, they refuted negatagsessments of their mental state,
moral character and ability to take care of thewesel The older people were
reluctant to assume responsibility for the eveeégling to their hospital admission,

often attributing their fall to the carelessnesstbiers.

The findings from this study would suggest thateolgeople’s accounts of falling
have a moral dimension in which personal identitiesd to be protected. Identity is
knowing who you are and what is meaningful to y&idd, 2002). In sociological
terms, identity is derived through social interastsince it is through interaction in
our social groups that we develop our values, petidoeliefs and meanings (Walker
et al., 2011). Conceptually, Jenkins (2008) suggetbtat identity may be
distinguished on three levels: one socially cortséd (collective identity); and two
levels of personal identity — outer self (shownotbers), and inner self (a unique
self-definition). Identity is not fixed but contieg to develop over time in response
to life experiences. The collective identity of ageis recognized by all. However,
as individuals age, it has been suggested thatctiisctive identity may begin to

conflict with personal identity (Walker et al., 201
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Research involving older people is beginning to stjoe accepted stereotypes.
However, Minichiello et al (2000) have demonstrathdt negative attitudes are
internalized by older people, impelling them tostisiate from old age by struggling
to maintain the appearance and self-perceptionndépendence. Evidence from
qualitative studies would suggest that traditioapproaches to clinical service
delivery emphasize the negative social consequeatesyeing that many older

people fear. The need to attend falls preventiassds, make safety modifications in
the home, wear protective clothing or use mobditys is often seen as announcing
the transition to old age, physical decline andcfiomal dependence (Kingston,

2000). Such findings may help to explain the lowels of uptake and adherence

documented in the academic literature and witnessealitine clinical practice.

Understanding an individual's core belief systemms assist healthcare professionals
to work in partnership with older people to promatelf-management and
participatory decision-making (Vermeire et al., 20@abate, 2003). Yardley et al
(2007) developed a postal questionnaire basedeothdory of planned behaviour to
determine whether threat appraisals (perceived ridkconsequences of fallingy
coping appraisals (perceived benefits and apprgméss of undertaking exercise-
based falls prevention programmes) were most closghted to older people’s
intention to participate in an exercise-based fplisgramme and, therefore, more
likely to promote uptake. Four hundred and fiftyeocommunity-dwelling older
people were recruited from a diverse range of ssur¢o ensure that frailer older
people who may find it difficult to complete andtumn a postal survey were

included in the study, 107 individuals were re@difrom sheltered accommodation
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and luncheon clubs and invited to participate mcttired interviews. The authors
discovered that intention to carry out an exertigsed falls prevention programme
was most closely related to coping appraisal thanthreat appraisal. Coping
appraisal was based on an evaluation of the matgnpal benefits of exercise,
including enjoyment of the activity and improveméengeneral health status, mood,
confidence and the ability to get out and aboutyel as reduction in falls-risk. As
expected, participants’ intention to participateaim exercise-based falls prevention
programme was strongly associated with the bdtiaf it was a suitable activity for
someone like themselves, and that family, friendd &ealthcare professionals
considered it to be appropriate. Concerns aboutthehehe exercises would be
harmful, tiring or painful and whether the respamdewould be able to perform
them were also related to strength of intentiorpaaticipate in an exercise-based

falls prevention programme.

This study only examined intention to participate an exercise-based falls
prevention programme, not the actual undertakind armaintenance of regular
exercise. However, these findings would indicatat thider people respond more
favourably to health promotion messages about inealgeing and maintenance of
independence than to warnings about falls-risk iajuty prevention. Although it
may be necessary to try to overcome denial of paiséalls-risk in order to
persuade older people of the need to undertakefispecercises to improve strength
and balance (Whitehead et al., 2006), it would apfg®at presenting exercise-based
falls prevention programmes primarily as a meansnaintaining or improving

physical functioning would be more compatible wéh older person’s sense of
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positive self-identity. This may provide the keypammoting uptake and long-term

adherence with an exercise-based falls preventiogramme.

1.7.3.Recommendation 3: Use a variety of forms of sociaupport to

engage older people in interventions

Whilst the majority of early falls prevention stedi focussed on home-exercise
(Campbell et al., 1997; Robertson et al.,, 2001)idence from randomized
controlled trials has emerged more recently todaid that once-weekly supervised
group exercise, conducted in community setting$ aitrisk older people, is also
effective in reducing falls (Barnett et al., 2008kelton et al., 2005). Group
programmes have been commended for their intemctiature and fostering of
social relationships, which have been shown to aw@tealth by inducing feelings
of emotional wellbeing (McAuley et al., 2003). Déspsuch observations, however,
it has been suggested that home-based interverdrensasier to tailor to individual
need and are associated with fewer barriers tacpaation, such as difficulties with
transport (Newman et al., 2004). A Cochrane revidveertain condition-specific
exercise programmes identified that home-basedaiiniés were generally more

effective in sustaining long-term adherence (Ashiwet al., 2005).

To identify the extent to which older people ardling to participate in different
falls prevention activities and how this may vary different sectors of the
population, Yardley et al (2008) surveyed individuaged over 54 years of age

from 10 cities across the United Kingdom. The syrassessed willingness to attend
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classes of strength and balance training, carryeaetcise-based falls prevention
programmes at home, or accept support to reduce h@pards. Participants were
asked their gender, age, education, home tenureicegroup, and how often they
had fallen in the past year. Based on 5440 respoilise/as discovered that over
60% of the sample would consider following an eiserdased falls prevention
programme at home, and 36.4% would definitely pgodite. In contrast, however,
only 22% would definitely attend group sessions] d4.1% would definitely not
attend. Over half of respondents were willing tonsider making home
modifications. As expected, older age and recefis faere associated with
undertaking exercise-based falls prevention program at home and accepting
home modification, suggesting that falls preventstrategies are viewed as most
relevant by those considered at highest risk. Timdas concluded that health
promotion programmes should give prominence to hbased performance of
strength and balance training as a method of eaging the entire older population

to engage in falls prevention activities, includthgse most at risk.

Regardless of whether exercise-based falls premeptiogrammes are delivered in a
home or group environment, the relationship betwten patient and healthcare
professional is often considered an important dateant of treatment outcome
(Hall et al., 2010). To explore the meaning of ifgl for older people who had
participated in a falls prevention programme andestablish the importance of
personal identity in falls prevention interventipalker et al (2011) conducted
semi-structured interviews in a convenience sangblél older people who had

recently completed a weekly exercise-based fallsvgtion programme. The
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authors discovered that participants attended #ilks fprevention programme
because a healthcare professional they respectekfeared them, not because they
believed they would receive any personal benefamfattending. In keeping with
the findings of Ballinger and Payne (2000), theeoldeople interviewed described
the importance of good manners and respect wheditipating in exercise-based
falls prevention programmes — a learned behaviograuthors referred to as polite

compliance.

It has been suggested that until older people canopen with healthcare
professionals about their experiences and ideasy ttannot fully engage in
participatory decision-making (Paterson, 2001). Eeer, such findings would
indicate that current approaches to clinical servielivery have allowed the
relationship between healthcare professionals daher people at risk of falling to

remain grounded in the traditional power differahtf active doctor and passive
patient (Boote et al., 2002). These observationsflico with the philosophical

principles underpinning self-management for longateconditions and may be
contributing to the low levels of uptake and adheeswith an exercise-based falls
prevention programme documented in the researehnalitre and witnessed in

routine clinical practice.

It has been estimated that 80-90% of care for iddals with long-term conditions
iIs undertaken by older people or their relatives @llva, 2011). Despite such
observations, however, healthcare professionaenassume that family members

hold similar views about goals and treatment plagnwithout asking them to
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validate this assumption (Paterson, 2001). Witlailts fprevention, little is known
about the consequences of falling for informal egivers who are predominantly
the family members of frailer older people with sondegree of cognitive
impairment. To explore the impact of falling forilr community-dwelling older
people with and without cognitive impairment anditifamily members, Faes et al
(2010) conducted grounded theory interviews with @ldler people (three
cognitively unimpaired; four with mild cognitive pairment; and three with
dementia) and their primary care-givers. All of tharticipants described fear of
falling and social withdrawal. Most were unablenme a cause for their fall, and
rejected the idea that falls were preventable at tbar of falling could be reduced
by carrying out specific exercises to improve sjtbnand balance. The primary
care-givers all reported a fear of their family nioem falling. However, they
indicated that their relative’s cognitive impairnh@vas more burdensome than their
falls and believed that a falls prevention prograsmmould not be useful because of
their family member’s cognitive impairment, physideealth problems, age and

personality.

To complement these findings, Horton and Arber @0€onducted separate in-
depth interviews with 35 older people who had eiguexed recurrent falls and their
primary care-givers. The actions taken by relatit@sporevent future falls were
classified as: protective; coercive; negotiatinggaging; and reflective of mutual
respect. The authors discovered that negotiatidwemn older people and their
family members varied according to gender. Sonsgdor mothers undertook only

protective and coercive actions, resulting in tlodgler relative developing a passive
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and submissive role. In contrast, daughters cafimgtheir fathers most often
undertook engaging and negotiating actions, whinpavered their older relative in
the decision-making process. Daughters were foartthve a peer-like relationship
with their mothers, and undertook primarily negtig as well as engaging actions.
The two sons who cared for their fathers took necsjg actions but maintained

mutual respect for each other.

These findings would suggest that falling has majbysical and psychological
consequences for older people and their relateed,that primary care-givers need
more advice and support from healthcare profeskiotm manage falls in the
community. An enhanced understanding of the waywhich the gender of dyad
members influences the nature of negotiation batvedger people at risk of falling
and their primary care-givers may enable healthpanéessionals to develop more
appropriate strategies to support older peoplethen relatives to develop a long-

term active commitment to exercise-based falls gm&on programmes.

1.7.4.Recommendation 4: Ensure that the intervention is ésigned to

meet the needs, preferences and capabilities of thrdividual

Personalized assessment and education for faeiien is very resource intensive
and, it has been argued, is only reliably costotiffe for those considered at
increased risk of falling due to advanced age erptesence of established medical
risk factors (Chang et al., 2004; Gillespie, 20Q4nnus et al., 2005). Whilst there is

marked heterogeneity in the characteristics ofviddials who fall (Davison &
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Marrinan, 2007), established approaches to clingavice delivery commonly
involve the identification of high-risk sub-group§the population deemed most at
risk of falling, such as those with cognitive immaent (Shaw, 2002), hospital
inpatients (Oliver et al., 2007), or care homedests (Rubenstein et al., 1996). In
practice, however, up to half of injurious fallscac in those who are not very old,
frail or unwell, but amongst older people who coaé to be active despite some

decline in their balance capabilities (Stel et2003;Wijlhuizen et al., 2008).

Clinical specialities and dedicated services aimdocentrate skills and experience,
making assessments more effective and targetex/émigons easier to deliver than
more generalist or broad-based approaches. Howéwerprocess of delivering
specialist care relies on the assumption that thereategories of patient that can be
readily differentiated (Reed et al., 2006). Theidlzl Service Framework for Older
People (Department of Health, 2001b) suggeststlieae is a tendency for clinical
services to take a collective approach to the oérelder people which does not
acknowledge their individual needs or perceptiohask and ill-health. Whilst the
Yardley et al (2008) study introduced in Sectior.3d.identified that advanced age
and recent falls were associated with an increéikelihood to undertake exercise-
based falls prevention programmes, the author®désed that individuals who had
recently retired or not yet reached retirement wgald also consider undertaking
specific exercises to improve strength and balambe. acceptability of exercise-
based falls prevention programmes to this age gnoegns that it may be possible to
engage individuals in activities to reduce theskrof falling in later years at a time

when undertaking such interventions may pose f@aecerns or difficulties.
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It has been suggested that health promotion sjsialnd clinical services work
together to produce the at-risk individual and tti@s is achieved through the
willing participation of older people, who viewas a duty and moral obligation to
participate in the maintenance of their own heéhallinger & Payne, 2002). When
asked about falling, the older people and relatpadicipating in the Walker et al
(2011) study introduced in Section 1.7.3 demonstiah shared construct of
individuals they considered to be fallers and naltefs. In keeping with the findings
of Zecevic et al (2006), these were not definethasn same way as in the research
literature. It was suggested that individuals sk of falling would be over the age of
80 and have ill health or poor mobility. Only twbtbe nine participants who had
fallen before recognized themselves as fallers. @bthors identified that the
participants’ personal values and beliefs abouts fanabled them to place
themselves in one of two groups: the self-assefled and the self-assessed non-
faller. Participants’ self-assessments were fouadbé based upon individual
perceptions of their health and role in societyheatthan the number of falls
experienced. One participant who described heeseH non-faller had experienced

five falls over an 18 month period.

Placing individuals into groups or categories toe purposes of identifying risk of
falling has stereotyped older people (Reed et 280Q6). Such findings provide
further evidence to support the importance of psabadentity in falls prevention
and question the cost-effectiveness of a collecapproach to clinical service
delivery. In keeping with the philosophical pringp underpinning self-

management for long-term conditions it would appbat a holistic, person-centred
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approach to falls prevention that acknowledges pleesonal identity of the
individual and not the social construct of an olderson at risk of falling is vital to
the promotion of uptake and adherence with an eetmased falls prevention

programme.

1.7.5.Recommendation 5: Encourage confidence in self-magament
rather than dependence on professionals, by givinglder people an

active role

Over the past decade, fear of falling has emergedrnaimportant and common
syndrome affecting as many as one in four commuiwglling older people
(Martin et al., 2005). The concept of fear of fadjiwas originally introduced by
Murphy and Isaacs (1982) who described it as pabsyndrome. However, studies
have shown that up to 50% of older people presgntith fear of falling have never
actually experienced a fall (Murphy et al., 200@}hilst fear of falling may be a
reasonable response to certain life events or teihsg self-imposed activity
restriction caused by fear of falling often excead$ety requirements (Cheal &
Clemson, 2001). Moreover, evidence from prospectemmunity-based studies
would suggest that self-mediated gait changes andmdlitioning secondary to fear
of falling and activity restriction may actuallywse older people to fall (Friedman et

al., 2002).

Enhancing self-efficacy is one strategy that hasnbfund to be effective as a

means to enhance activity participation after d. f8klf-efficacy is a central
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construct of social cognitive theory from which rgaof the current programmes
aimed at promoting self-management for individuaith long-term conditions are
derived. Bandura (1997) suggests that the folloveimgnponents should be included

in a programme aimed at changing health behaviour:

Skills development and practice

* Mastery experiences

» Exposure to positive role models

* Information provision

» Self-affrming verbal persuasion (assurance of igbilto carry out

behavioural change)

Development of social supports

In a small qualitative study, Cheal and Clemsor03@sed in-depth interviews and
a Modified Falls Efficacy Scale (Tinetti et al., %) to evaluate a 6 session falls
prevention and self-efficacy training programme. s&h on Bandura’'s
recommendations, a major emphasis of the programae providing mastery
experiences and skills development in community ifitpbactivities. Interviews
were conducted 2 weeks prior to commencing therprome and 4 weeks after

completion. Ten referrals were received, and 8viddals (5 men and 3 women)
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agreed to participate in the study. Before the mwgne, 6 individuals reported
having fallen at least once and the remaining t@d éxperienced loss of balance.
Prior to attending the programme, all participashescribed reduced activity levels
due to fear of falling. Four participants no longkd their own shopping and only

one participant continued to use public transport.

Prior to commencing the programme, the older peapiggested that falls and
physical decline were an inevitable part of theiraggrocess. Few were able to
make suggestions for avoiding future falls; ondip@ant claiming she was too old
to learn anything new. Upon completion of the pamgme, however, the older
people demonstrated enhanced levels of self-effiGaed were able to identify

appropriate strategies for reducing falls-risk @anoimoting independence. Six out of
seven participants demonstrated an increase in kMhailified Falls Efficacy Scale

scores as a result of participating in the programimprovements in Modified Falls
Efficacy Scale scores were associated with incoeasévity participation, such as

walking outdoors, using public transport and thenptetion of housekeeping tasks.

A central theme of the British Government’s modeation agenda for health and
social services in England and Wales is the pranati independence for all client
and patient groups. This is linked, on the one haoda general requirement for
services to be more focussed on the needs of thddnals using them and, on the
other hand, to the aim of reducing dependence couree-intensive services
through prevention and rehabilitation (Finset, 200Bespite such observations,

however, the concept of independence is rarelynddfiin these publications. In
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search of an appropriate operational definitionck&e et al (2003) reviewed the
published literature on independence in old age.e Tmost common
conceptualization in the academic literature eqhaidependence with the absence
of reliance on others. However, for older peoplelependence was found to be
broader concept that encompassed not only se#aedi but also self-esteem, self-

determination, purpose in life, personal growth aadtinuity of the self.

Empowering older people to make informed choicesutitheir care and treatment,
through discussion and time for reflection, is faméntal to the promotion of
independence (Tanner, 2001). However, it has beggested that viewing the
assessment of falls-risk as a professional anchteghtask which is the preserve of
experts has contributed to a conservative appréaatiinical service delivery in

which patient-initiated activity is seen as chajjemy and potentially dangerous
(Ballinger & Payne, 2002). Learned helplessnesthésstate in which individuals
believe they have no opportunity or ability to cpantheir lives. In contrast,

however, learned resourcefulness exists when itdals take charge of their lives
(Walker et al., 2003). By recognizing that indepemek is a subjectively self-lived
experience, Secker et al (2003) suggest that it beaypossible to combine high
levels of dependence with high levels of experidnoe felt independence; a
particularly pertinent combination for healthcam®fpssionals working with older

people at risk of falling.

Roe et al (2008) conducted semi-structured intersi@ith a convenience sample of

27 older people (mean age 84 years; range 65-98)hatl experienced a recent fall
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(within the last 10 days). Eighteen of these irdlingls agreed to participate in
follow-up interviews (3 - 4 months later). Theyabsered that people who reflected
on their falls and sought to understand why and Hwey had occurred developed
strategies to prevent future falls, faced their fe@aintained control and choice, and
continued with activities of daily living. Those whdid not reflect on their fall and

did not know why it occurred restricted their aittes and environments and

remained in fear of falling.

Whilst the added value of cognitive behaviouralatgtgies over traditional
approaches remains uncertain, it would appearBhaatlura’s recommendations are
easily translated into routine clinical practicedaeadily applicable to the issue of
falls prevention in older people. Assisting indivads to reflect on their falls and to
understand why and how they occurred could helpgmefuture falls, allay fear,
enhance self-efficacy, and aid the promotion oepwhdence relating to activities of

daily living.

1.7.6.Recommendation 6: Draw on validated methods for pnmoting
and assessing the processes that maintain adherenespecially for the

longer term

Sustainability is viewed as an important dimensiorthe quality and success of
health promotion programmes (Scheirer, 2005). Itwigely accepted that for
communities and individuals to derive continued dfggs, programmes and

programme involvement must be maintained in thegdmmm (Alexander et al.,
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2003). Preventing falls amongst community-dwelling oldesople is an ongoing
process that cannot be dealt with effectively tigftothe adoption of a short-term
strategy. At a community level, individuals are toually entering old age and
emerging as potential candidates for health pramotand injury prevention
programmes. At an individual level, there is inciag recognition that older people
should be encouraged to maintain their health d&nldi@s over time (Hanson et al.,
2009). Whilst long-term adherence has been showpet@oor across a range of
health promotion interventions, Carter et al (2008)gest that it may be particularly
likely to occur if the programme requires prolonged unsupervised self-
management, involves lifestyle modification, or slo®t provide immediate relief
from symptoms. Exercise-based falls prevention fanognes have the potential to
possess all of these characteristics and it isgparimot surprising, therefore, that as
many as 60-80% of individuals admit to partial omplete non-adherence with a

home-exercise programme (Engstrom & Oberg, 2005).

It is easy to assume that such common-sense vieWsavalue of health promotion
initiatives, such as exercise-based falls prevarpimgrammes, are universally held.
However, in doing so healthcare professionals mayninimizing the social
dimension of such activities (Ballinger & Payne,0@R Whilst the prevention of
falls and associated injuries is a public healibrgy in many developed countries,
there is increasing recognition in the academeardiiure that older people may not
attach the same significance to this goal in rauthnical practice. Ballinger and
Clemson (2006) conducted semi-structured interviemth 11 individuals (9

women, 2 men) who had recently completed a 6 sessialti-faceted falls
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prevention and self-efficacy training programme.aflaiscussing the consequences
or outcomes of participation, a decrease in thelihlbod of future falls was rarely
mentioned. Despite such findings, however, sevefahe participants did speak
about improvements in performance, skills or atiie!s associated with risk of
falling, such as lower limb muscle strength and fefafalling. These observations
led the authors to suggest that the issue of allimght be better addressed within
health promotion initiatives for older people byusting it amongst more general

aims, such as the enhancement of lifestyle angribraotion of wellbeing.

Little research has been carried out to evaluaebttst context for the delivery of
exercise-based falls prevention programmes. Howether National Institute for
Health and Clinical Excellence (2007) have suggkstat significant events or
transition points in people’s lives, such as benliggnosed with a long-term
condition, may provide a valuable opportunity fahlviour change because it is
then that individuals often re-evaluate their ovehdwiour and have the necessary
contact with healthcare professionals to be supddtirough the incremental stages

of behaviour change.

The increased use of screening liver biochemistofilps means that individuals
with asymptomatic disease now constitute 20-60%albfiirst time diagnoses in
primary biliary cirrhosis (Talwalkar & Lindor, 2003 The changing clinical
spectrum of this long-term condition results paftlym earlier diagnosis and partly
from the recognition of anti-mitochondrial antibesias a marker for the disease

(Newton et al., 2000). As many individuals now r@swith non-classic features, a
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key question arises as to the natural history ohany biliary cirrhoses. Although
the risk of progression remains, the disease caiaséde extremely prolonged, with
a significant proportion of individuals remaining early-stage disease throughout
the normal lifespan (Metcalf et al., 1997). In thespect, the prognosis associated
with non-classic forms of the disease can be exhgngood. Despite such
observations, however, two concerns are emergitigeidcademic literature. Firstly,
even in those with little or no disease progressiwalth-related quality of life can
remain significantly impaired over many years. ety emerging data from
longitudinal studies would suggest that, althougferirelated mortality remains
relatively low in individuals with non-classic fosof the disease, overall mortality
is elevated significantly, with an excess of nometi related deaths (Jones &

Newton, 2005).

Delivering health promotion interventions, suchexercise-based falls prevention
programmes, within the fully-engaged scenario ocggist services for older
people with long-term conditions may provide thg k& promoting long-term active
participation; reducing mortality and morbidity amaproving health-related quality

of life.

1.8. Future directions from the literature

An emphasis on supporting self-management for iddals with long-term
conditions has led to increased recognition in dademic literature that active

ongoing participation with an exercise-based fplsvention programme should be
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considered a form of behaviour change. Howeverpldler people are to feel
empowered to take greater responsibility for tlwaire, they need to feel they have
the ability to change their behaviour and thatsitin their best interests to do so
(Hughes, 2004). The use of theory in self-managénmeeds to become more
explicit if we are to establish which social cogmit models and their constructs are
most valuable in supporting self-management anderadice with clinical

interventions, such as exercise-based falls prexeptrogrammes.

Despite the existence of policy directives in theited Kingdom advocating self-
management for individuals with long-term conditidhe critical review of the

academic literature presented in this chapter noat to expose conflicting trends
in contemporary healthcare. On the one hand, tier® growing insistence on
patient participation, empowerment, shared decisiaking and effective clinical

communication; on the other, an increased emphasiseconomic constraints,
efficiency, fragmentation of services and hi-tedogy healthcare (Finset, 2008).
The danger of the latter is that older peoplesk of falling may be looked upon as
objects, rather than as individuals with complexltieare requirements. Modern
healthcare delivery is currently influenced by twaradigms: patient-centred
practice and evidence-based practice (Hughes, 2@gr the last decade both
approaches have rapidly gained in popularity ardsapposed to affect the daily
decision-making of healthcare professionals durirmytine clinical practice

(Hasnain-Wynia, 2006). Whilst both are highly relet; however, a closer

inspection of the academic literature would sugtfest evidence-based practice and
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patient-centred practice are traditionally consdeas belonging to entirely separate

paradigms (Ford et al, 2002).

Patient-centred practice is a humanistic bio-psgob@l concept, combining ethical
values on the ideal clinician with psychotherapeutheories on facilitating
individuals’ disclosure of real worries and negtitia theories on clinical decision-
making (Bensing, 2000). In contrast, evidence-bapedattice is a positivistic
biomedical concept which focuses on offering health professionals the best
available evidence about the most effective treatnier their patients (Hasnain-
Wynia, 2006). Although at first glance the concepevidence-based practice may
appear patient-centred, it is not (Bensing, 20@)}).treating modern healthcare
delivery as a rational-cognitive enterprise, it bagn suggested that the uniqueness
of individuals accessing healthcare services, the@ds, preferences and emotional
status may be easily overlooked as relevant fagtotee clinical decision-making

process (Ford et al., 2002).

First described in the 1970s in response to a gésense of dissatisfaction with
traditional biomedical models of healthcare delyegpatient-centred practice has
evolved over the years to embody a complex setrafepsional, sociological and
political ideas about the patient-practitioner tielaship (Mead & Bowers, 2000;
van Dulman, 2003). Whilst it has been argued thatiept-centred practice is
justifiable on humanistic grounds alone (Hughed)40there is still not enough
evidence available to support the statement thaergecentred practice leads to

better health outcomes (Hughes et al., 2008). Théservations have inevitably
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raised the question: how patient-centred is eviddrased practice; and how
evidence-based is patient-centred practice (Ben&@@0; Hasnain-Wynia, 2006)?
The challenge in actualizing the concept of selfiagement and adherence with an
exercise-based falls prevention programme for olpeople with a long-term

condition may lie in attempting to bring these sapaworlds together.

Most professions have their own histories whichehakiaped and thus determined
the culture of science within that discipline (Bean, 2011). From its grass roots in
remedial massage in the late™16entury, physiotherapy gained recognition as a
professional discipline by adopting the traditionrmbmedical model of clinical
service delivery (Wiles & Barnard, 2001). Treatnsentere anticipated to provoke
repeatable responses from human bodies which wepected to respond in
predictable ways (Roberts, 1994). Physiotherap@isepted that diseases and
disorders could be explained in terms of changdailures in body systems and did
not consider that both response to and originglrdéss could be accounted for in
psychological and sociological terms (Pratt, 198%)ysiotherapy intervention was
applied to counter disease or disability, with #im of curing the individual or
restoring normal function (Roberts, 1994). The tiret of physical problems by
physical means formed the core of physiotherapymmngiotherapists’ use of their
hands in treatment became the key element thanhglisshed them from other

disciplines (Williams, 1986).

By aligning themselves with established biomedmaldels of healthcare delivery,

the evidence-base underpinning physiotherapy dpedl@ery much in accordance
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with the logical positivist paradigm of science, igh focuses on describing,
explaining, predicting and controlling from a retianist perspective (Wilson-
Thomas, 1995). Evidence-based practice and bestiggaguidelines often rely on
randomized controlled trials, or rather on metahmes of only the best randomized
controlled trials, as the gold standard for infarqiclinical decision-making
(Hasnain-Wynia, 2006). Whilst not wanting to underenthe enormous relevance
that randomized controlled trials have had, and Wwave, for the scientific
development of modern healthcare delivery, it igpamant to emphasize that
randomized controlled trials are disease-orientatadpatient-orientated (Bensing,
2000). Randomized controlled trials are performadhomogenous patient groups
that are artificially constructed by the strictlefohed diagnostic criteria of the
disease under investigation (Ford et al., 2002kdmtrast, however, routine clinical
practice is filled with individuals who demonstrate wide diversity in related
symptom patterns and an even wider diversity inwag they evaluate and cope
with these symptoms (Gzil et al., 2007). It is dkathis diversity, the author of this
thesis would argue, that makes routine clinicatfpca so rewarding. To work in an
ontological framework based on empowerment and eshadecision-making,
healthcare professionals and researchers workitigolder people at risk of falling
must begin to ask different questions, negotiatferdint actions and assess
outcomes in a different way to traditional reseambthods and approaches to

clinical service delivery.
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1.9. Summary

Whilst there is good research evidence to supperefficacy of exercise-based falls
prevention programmes, typically half those inviteal take part accept and
subsequent adherence is often only partial. A calitreview of the academic
literature would suggest that supporting self-managnt and behaviour change may
provide the key to promoting uptake and adherenite an exercise-based falls
prevention programme. The increased prevalencengfterm conditions associated
with an ageing population has placed patient-cdnmectice, empowerment and
shared decision-making at the heart of United Kamgdhealthcare policy. However,
to actualize the concept of self-management forividdals with long-term
conditions, healthcare professionals and reseachast be prepared to change the
way they deliver and evaluate clinical intervensipsuch as exercise-based falls
prevention programmes. This chapter has providedctintext to and justification
for the current study. Chapters 2 and 3 will owatlithe methodological and
philosophical principles underpinning the study aedcribe the associated research
methods employed to develop a framework for phigi@py practice to promote
self-management and adherence with an exercisetlfabegrevention programme

for older people with a long-term condition.
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CHAPTER 2. METHODOLOGY

2.1.0verview of chapter

This chapter will set out the research aim, obyestiand theoretical propositions
underpinning the current studyexamine the philosophical paradigm and
methodological assumptions, and introduce the nastlemnployed. (Chapter 3 will
provide a more detailed account of the associasédarch methods). It will discuss
the ontological and epistemological complexitiesoagated with mixed methods
research and provide a critical realist rationabe €ombining qualitative and
quantitative approaches. A methodological critiqiiehe Medical Research Council
guidelines for the development, evaluation and enmntation of complex
interventions to improve health will be provideddaoonsideration given to the
suitability of this framework to inform the desigof critical realist studies.
Recognizing the emancipatory potential of critieglism, the chapter will conclude
by emphasizing the importance of involving locahkstholder groups in health

research that attempts to change or enhance exdiivical practices.

2.2.Research aim

To develop a framework for physiotherapy pract@eromote self-management and
adherence with an exercise-based falls preventiogramme for older people with

a long-term condition.
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2.3.Research objectives

1. To identify the factors influencing uptake and adinee with an exercise-
based falls prevention programme from the perspestof older people at

risk of falling, relatives and local physiothergmyactitioners.

2. To develop and test acceptable strategies to pemsgf-management and
adherence with an exercise-based falls preventimgr@amme for older
people with a long-term condition identified asrggiat increased risk of

falling.

2.4. Theoretical propositions

1. Established models of clinical service deliveryttfacus on the short-term
reduction of physical falls-risk are not compatiklgh older people’s sense

of positive self-identity, leading to low levels gptake and adherence.

2. Practical self-management strategies, based oncdéiméral constructs of
social cognition models, have the potential to prtarself-management and
adherence with an exercise-based falls preventimgr@amme for older
people with a long-term condition identified asrgpiat increased risk of

falling.
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2.5. Clarification of terminology

The definitions provided in this section repres&ey terms that will be used
throughout this chapter. The philosophical startmpted by the researcher provides
a basic set of beliefs that guide their actionse¢@ell, 2007 p. 248). The
overarching research philosophy is considered atheg contains the researcher’s
epistemological, ontological, and methodologicatrpises’ (Denzin & Lincoln,
2007 p. 13). Ontology refers to the nature of b@ngxistence (Bergin et al., 2008),
and epistemology to ‘the study of the nature of videolge and justification’
(Schwandt, 2001 p.71). Methodologies are the rekeapproaches that structure
and rationalize epistemic concepts for investigapurposes (Lipscomb, 2008), and
methods the technical means by which data are ifhtcollected and analysed
(Rolfe, 2006). Table 2.1 sets out the methodoldgittategy of the current study to

be explicated in this and the following chapter.
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Table 2.1. Methodological strategy of current study

Research process Methodological strategy Thesis section
Philosophical Critical realism 2.6
paradigm
Research approach Qualitatively-driven mixed methods 2.7
Research Informed by Medical Research Council 2.8
framework guidelines for complex interventions
Methods Focus groups and experimental case-series 3.2.6nd 3
Data Qualitative (focus groups) and 3.4 and 3.9
Quantitative-Qualitative (case-series)
Analyses Framework analysis (focus groups) 3.5and 3.11
Graphical, visual and framework analysis
(case-series)

2.6.Research philosophy

To enhance rigour, it is important to carefully samier not only the research

methodology but also the philosophical intent a& #tudy (Wilson & McCormack,

2006). This section will introduce critical realisas the philosophical paradigm

underpinning the current study. Critical realism d@a umbrella term used to

categorize the work of a range of philosophers e taken ontological questions

about the nature of the natural and social world agarting point for their analysis

(McEvoy & Richards, 2003). Contemporary criticadlism most commonly refers

to a philosophical approach associated with theidBriphilosopher Roy Bhaskar,
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which combines a general philosophy of sciencengtandental realism) with a
philosophy of social science (critical naturalistn)describe the interface between
the natural and social worlds (Modell, 2009). SiBteaskar made the first steps in
popularising the theory of critical realism in th870s, it has become one of the

major strands of social scientific method (McEvoyRé&hards, 2006).

Critical realists distinguish between three différentological domains of reality:

the empirical; the actual; and the real (Harrit®1l®). The empirical domain is
founded on (observable) experience. However, atitiealists acknowledge that not
all events are experienced. As a result of this, abtual domain consists of both
experiences (the empirical) and events. Criticalists believe that reality exists
independent of our knowledge of it (Kazi, 2003).thdlugh reality cannot be
apprehended directly as it is not open to obsamait can be inferred through a
combination of empirical observation and theoryegation (McEvoy & Richards,

2006). This leads to the third domain, the realwimch experience (empirical),
events (actual) and mechanisms all occur (Bergal.e2008). The three ontological

domains within the critical realist paradigm atastrated in Table 2.2.
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Table 2.2. The three ontological domains within theritical realist paradigm

(Adapted from Bhaskar, 2008)

Experiences Events Mechanisms
Empirical .
Actual . .
Real . . .

Within the context of the current study:

 The real is comprised of the factors influencindf-seanagement and

adherence with an exercise-based falls preventiogramme.

* The actual relates to the implementation of an@gesbased falls prevention
programme in practice and the ensuing events that ar may not be

observed.

* The empirical refers to what happens as a resuhefmplementation of an
exercise-based falls prevention programme and tRkperences of
physiotherapy practitioners and older people & oisfalling as a result of

prescribing and participating in these programmes.

Critical realism argues that science is a sociadpct, and makes a fundamental
distinction between two dimensions of knowledge: ttansitive and the intransitive
(Bergin et al., 2008). Critical realists believatliprogress is possible because the
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intransitive nature of reality (enduring structuessl processes) provides a point of
reference against which theories can be testedifiRRéd & Wight, 2000). However,
it not possible to fully apprehend this reality as perceptions are shaped by our
theoretical resources and investigative intere#tazi( 2003). The distinction
between the three ontological domains of realitygiical, actual and real) implies
notions of relativity: the same event might be pered differently; influenced by
different mechanisms; or that the same underlyieghmanism may lead to different

events in varying contexts (Vassilev et al., 2011).

Causal concepts are ubiquitous in every branchhebretical science, in the
practical disciplines and in everyday life (Howiek al., 2009). In the medical

sciences, in particular, claims about causal wtatiips are often based on the
application of statistical methods of data analysiewever, the source and type of
data often place important constraints on the @oicstatistical method as well as
on the warrant attributed to the causal claims dase the use of such methods
(Ward, 2009). Statistical methods cannot estahtisiof of a causal relationship
through association. The causal significance of association is a matter of
judgement which goes beyond any statement of statfigprobability (Howick et al.,

2009). Even in those cases in which there are geadon to believe that an
association between a purported cause and effeuttian artefact of selection or
measurement bias, an ever present danger is thahasbociation is the result of

confounding and not a genuine cause-and-effedigathip (Ward, 2009).
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The most influential and widely applied work onntié/ing causality in the health
sciences is that of the British epidemiologist atatistician, Austin Bradford Hill.
Hill (1965) described nine features that may bedus® evaluate whether an
association is causal. These are: (1) strength: $tomng is the association between
cause and effect; (2) consistency: the relationghjresent in multiple places, and
the results are replicable; (3) specificity: whetliee cause leads to an effect or
group of effects (for example, smoking causingedis versus smoking causing lung
cancer); (4) temporality: the cause precedes tfeetef(5) biological gradient: does
the level of the effect or risk of it occurring ne@ase with an increase in the level of
the cause (for example, a dose-response curvepldaibility: is there some event
that could potentially connect cause and effestemgicurrent biological knowledge;
(7) coherence: the relationships should not canivgéh what we know of the
disease; (8) experiment: the condition can be edt€prevented or ameliorated) by
an appropriate experimental regimen; and (9) awalafier finding the relationship
between, for example, human papillomavirus and icarwcancer we may more

readily accept that a virus could cause another dfcancer.

Whilst originally developed as a research toolhia tnedical sciences, it has been
suggested that Hill's criteria are equally applieato research conducted in the
social sciences which attempts to establish thetexte of causal relationships
between social phenomena (Ward, 2009). Despite shshrvations, however, not
everybody is sanguine about their use. Rothman Sarter (2005) suggest that,
whilst epidemiologists frequently make use of Hiltriteria, their use has, at best,

dubious value. The problem, they claim, is thatdh@re ambiguities, fallacies and
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vagaries associated with each criterion. In a sim¥lein, Goodman and Philips
(2004) note that there is no clear way to quarttigy degree to which each criterion
is met (which makes comparative assessments dadreliff statistical associations
very difficult at best), or how to aggregate suesults into a judgement about
causation. These kinds of criticisms have led targe body of literature debating
the meaning, application and use of specific gaieas well as proposals for

extending and modifying Hill's original criteria (&vd, 2009).

It has been suggested that high-quality randomcedrolled trials often provide
sufficient evidence that a particular treatment seau an outcome. However,
sufficiently well-conducted randomized controlledals are rare. Trials can be
unsuccessfully blinded, and may suffer from undettdiases (Howick et al.,
2008). In addition, much of the research conduatdtie health and social sciences
is based upon non-experimental or observational. dahe of the most important
issues in contemporary health and social scientesefore, concerns making
warranted causal claims from non-experimental weolation data (Ward et al.,
2009). Causality, from a critical realist perspeeti refers to the process of
identifying generative mechanisms and how they walikcovering if they have
been activated and under what circumstances thgg baen activated (Sayer,
2000). Critical realists recognize that world isamplex and messy place and, with
few exceptions (and those are almost exclusively controlled laboratory
conditions), a characteristic feature of socialrmgmeena is that they are usually the
result of multiple causal influences (Modell, 2008ccording to critical realism,

therefore, different generative mechanisms areaogssarily equally comparable as
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they operate on different levels of abstractiorr. thts reason, a variety of concepts
are necessary to deal with relationships and meésimanoperating on different
levels. The latter means that the complex relatignbetween the empirical, actual
and real can only be grasped through the developmwiemultiple perspectives,
whilst the ultimate test for conceptual and theoeg¢tdevelopment should be their
practical adequacy for understanding the eventprocesses under investigation

(Vassilev et al., 2011)

In critical realist studies, understanding the naettms at work and the contexts in
which they operate provides a theoretical undedstgnof a given phenomena
which can then be used to optimize the effects rofirdervention by countering

blocking mechanisms, or by changing the intervensio that it is more in keeping
with the contexts in which a positive outcome hiasaaly been achieved (Robson,
2002). The philosophical and methodological pritespunderpinning the current
study meant that it was possible to utilise thalifigs from the focus group and
experimental case-series to build upon the themefiropositions developed in
response to clinical observations in the workpland a comprehensive review of
the contemporary academic literature. The outcorheths process was the
development of the framework for physiotherapy pecac to promote self-

management and adherence with an exercise-basegfalention programme for

older people with a long-term condition presentethe final chapter of this thesis.

At a fundamental level, all forms of research anduiry develop from a human

desire to understand and make sense of the woddndrus (Bryman, 2007).
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Despite such observations, however, many methogiotegtbooks continue to
differentiate between qualitative and quantitatiepproaches, which have
traditionally been regarded as separate paradig@esgan, 2011). It has been
suggested that critical realism offers an attra&ctalternative to the established
research paradigms of positivism and interpretividitEvoy & Richards, 2006;
Modell, 2009). To provide a contextualized accoaintritical realism in relation to
the current study, it is necessary to briefly cdaesithe philosophical paradigms of

positivism and interpretivism and their associatexthodological underpinnings.

Quantitative approaches that incorporate standeddimeasures and statistical
techniques are usually affiliated with the posgiyparadigm. Often associated with
the natural sciences, positivism is based on theoguphy that an individual's
preconceptions must be set aside in order to iyewotjective facts based on
empirical observations (Robson, 2002). With regardiefinitional characteristics,
researchers engaged in quantitative research teneimploy large and random
samples, reduce complex phenomena to a few singoi@bles, test hypotheses,
work deductively, and generalize their findingsaaowider population (Bergman,
2011). Quantitative approaches associated with pibgtivist paradigm include
closed-response interviews and questionnaires,oraizeéd controlled trials and

systematic reviews with meta-analyses (McEvoy &fards, 2006).

In contrast, qualitative approaches, based on nonmenic narratives, are commonly
associated with the interpretivist paradigm. Redears conducting qualitative

research typically employ small samples, are naggonist about their subject
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matter, concern themselves with subjective expeegework inductively, and study
phenomena in their natural setting (Bergman, 20Raijticipants are selected on the
basis of how useful they are likely to be for theguit of the inquiry, and the views
of participants who are not representative of taeegal sample are actively sought
out (Kitzinger 2006). Qualitative approaches assted with the interpretivist
paradigm include focus groups, unstructured inesvgi textual analysis and

ethnographic case-studies (McEvoy & Richards, 2006)

From a critical realist perspective there are twairmproblems with positivist
methodologies. Firstly, they focus exclusively drservable events and fail to take
into account the extent to which these observatiars influenced bya priori
theoretical frameworks (Modell, 2009). Secondlysipuist approaches deal with
relationships between the various elements of @lsegstem as though they were
cut off from external influences in a closed systemd fail to take account of the
interactions between mechanisms and the contextshich they occur (McEvoy &
Richards, 2006). Whilst critical realists acknowgedthe value of interpretivist
methodologies that focus upon human discourse gpgons and motivations, they
are critical of interpretivist researchers who ftil relate these factors to the
underlying social structures which may enable arsti@in the actions of individuals

or to the social structures in which these indigidiare embedded (Williams, 2003).

The logic that underpins critical realism is calletroduction. This involves moving
from the level of observation and lived experiete@ostulate about the underlying

structures and mechanisms which may account for ghenomena involved
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(Mingers, 2003). Retroduction has been defined ‘asmode of analysis in which
events are studied with respect to what may hawest imave, or could have caused
them’ (Kazi, 2003 p. 806). In short, it means agkivhy events happened in the way
they did. For critical realists the ultimate godl msearch is not to identify
generalisable laws (positivism), or to investigtte lived experience or belief of
social actors (interpretivism), but to develop dmepevels of explanation and

understanding (McEvoy & Richards, 2006).

Adopting a critical realist stance within the cunrstudy meant that it was possible
to navigate and reconcile the polarized paradigfmaterpretivism and positivism.
The epistemological journey undertaken during tbhaerge of the current study is

illustrated in Figure 2.1.

Figure 2.1. Representation of philosophical underpinings of current study

| =

Interpretivism Critical realisn Positivism
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In Figure 2.1, critical realism occupies a centpalsition on a philosophical
continuum anchored at either end by the polariza@gigms of interpretivism and
positivism. To identify the factors influencing age and adherence with an
exercise-based falls prevention programme at d legal, a series of focus groups
were conducted with older people attending a reajidalls and syncope service,
relatives and physiotherapy practitioners. In thesy, it can be seen that the study

began towards the interpretivist end of the phiddscal continuum.

Whilst acknowledging the value of interpretivist timedologies, however, critical
realists allow for the possibility that the accaunf research participants may be
incomplete or even misguided (Appleton & King, 2R(Recognizing the limitations
of a purely qualitative paradigm (Mason, 2006), fiheus group findings were used
to develop practical strategies to promote selfagament and adherence with an
exercise-based falls prevention programme. These wested and refined in an
experimental case-series with a small sample aérotetople with primary biliary
cirrhosis. Experimental approaches attempt to ekte plausible rival hypotheses
which might explain a series of observations arabénthe researcher to make valid
inferences about the available data (Robson, 2082, this could be seen to
represent a move towards the positivist end of phdosophical continuum.
However, whilst group-based methods often obscuarkevaash out fluctuations in
behaviour by pooling the data, single-case exparimeffer a way of investigating
fluctuations in behaviour over time and enable ¢ffects of an intervention to be

judged against these fluctuations (Morley, 1994).
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In critical realist research, Clare (2003) sugg#sas quantitative data should always
be complemented by an interpretivist approach. @npdetion of the experimental

case-series, the quantitative data were presemtgghigally and a series of semi-
structured interviews conducted with participarashelp explain the trends and
patterns observed in the data. In this way, it barseen that the study ended by

returning towards the interpretivist end of thelpéophical continuum.

2.7.Methodology

Although employing a mixed methods methodology,uFég2.1 illustrates that the
current study began and ended towards the intérggteend of the philosophical
continuum. Adopting a qualitative approach to mixedthods research (Mason,
2006) offers enormous potential for generating neays of understanding the
complexities and contexts of social experience. rQe last 10 years, mixed
methods have become widely advocated in healthemearch (Pawson & Tilley,
2001; Johnstone, 2004; Bryman, 2006, Lipscomb, P008e to increased
recognition that social experience and lived resiare multi-dimensional, and that
our understandings of these phenomena may be imipbegd or inadequate when

viewed through a single methodological lens (Mag@Q6).

Whilst the qualitative-quantitative dispute has niissively been described as
‘sterile’ (Rycroft-Malone et al.,, 2004 p. 88), Lgmsnb (2008) warns that the
advantages of a mixed methods approach may be depghif researchers do not

adequately explore the theoretical and philosophidgantological and
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epistemological) arguments underpinning these ndetlogical arguments. In this
section, methodological pragmatism will be con&dstvith a critical realist stance
to mixed methods research to illustrate how theedahvolves a more ‘principled
approach’ (McEvoy & Richards 2006 p. 68) to the bomng qualitative and

quantitative approaches.

Methodological pragmatists, such as Johnson andu®ghuzie (2004); Morgan
(2007); Scott and Briggs (2009); and Felizer (20Hdyue that researchers should
use whatever methods are necessary to obtain aptiresults, even if this involves
switching between alternative paradigms. The lafithe pragmatist position is that
neither quantitative nor qualitative methods alare sufficient to develop a
complete analysis. For this reason, both approactagsbe used in combination to
complement each other (Creswell et al., 2004). @emxplicit about the
methodological underpinnings of mixed methods @sidinay appear needlessly
abstract to healthcare researchers who are grgppith complex real world issues
(Foss & Ellefsen, 2002). However, if the qualitatipart of a mixed methods study
is grounded in interpretivism, whilst the quantitatpart is steeped in positivism,
the two components cannot be logically combinediwibne single, coherent and
consistent research design (Bergman, 2011), andanmgsers will encounter
difficulties when attempting to make sense of disst data obtained using methods
based on conflicting epistemological assumptionerl@®z & Lindsay, 2003;

Johnstone, 2004).
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Critical realists argue that the choice of reseangthods should be dictated by the
nature of the research problem, and in many cdsessuggested that the most
effective approach will be to use a combinationgofantitative and qualitative
approaches. What is important from a critical sdgtierspective, however, iow
these methods are used (Modell, 2009). Criticalistsaargue that it is only
appropriate to combine qualitative and quantitataqgproaches if a common
ontological and epistemological position can betansed (Liscomb, 2008).
Adopting an anti-conflationist position, criticakalists have pointed out that,
although there are general differences betweentgat@re and qualitative methods,
these differences cannot be described as an allaemly dichotomy. They argue
that there are many approaches which cross théidread quantitative-qualitative
divide and that the differences between these ndsthoe not always as extreme as
they are made out to be (Bergman, 2011). Critiealists who undertake mixed
methods research to explore the intransitive natireeality explicitly distance
themselves from the underpinning ontic and episteiti¢alist philosophies that
might be associated with forms of qualitative meliogies as well as empiricist
philosophy and its quantitative underpinnings. ‘Aniith the ontological base
secured, healthcare researchers are free to —dnthey must — use existing
epistemological frameworks and their methodologieatbodiments in new or

different ways’ (Liscomb, 2008 p. 42).

Moran-Ellis et al (2006) distinguish between mixadthods approaches that seek to
combinequantitative and qualitative methods and those kvhim tointegratethem.

Within the current study, the focus group discussibelped to identify clear and
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consistent issues with local clinical service dety that were confirmed and
elaborated on by the experimental case-series.fihdags from both approaches
stimulated the retroductive reasoning that leddbeelopment of a framework for
physiotherapy practice to promote self-managemedhtaalherence with an exercise-

based falls prevention programme for older peopte awlong-term condition.

It has been suggested that integrating qualitadiveé quantitative data strengthens
the evidential support for theory generation (Mc¥E€oRichards, 2006). To provide
further justification for the ‘blending’ (Risjordteal 2002 p. 269) or ‘meshing’
(Mason, 2006 p. 9) of qualitative and quantitateygproaches in critical realist
studies, consideration will be given to the conadgtiangulation within the context

of the current study.

2.8. Methodological triangulation

The notion of triangulation in the social sciencegenerally used in a less literal
sense than in its original application in the feelaf navigation and land surveying
(McEvoy & Richards, 2006). The conventional logicf anethodological

triangulation implies that different methods arent@ned to provide complementary
insights into the same empirical phenomenon, withaim of enhancing the validity
of the research findings (Robson, 2002). Triangutais a defensible validation
procedure when research is confined to the pasitparadigm, with its underlying
view of reality as an objective, unified and repdibservable entity. However, it has

been argued that triangulation may not be apprtgpridnen research contains more
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subjectivist elements, as is the case in mixed austistudies that attempt to straddle
positivist and interpretivist paradigms (Modell,02). Risjord et al (2002) suggest
that methodological triangulation is usually apglier three reasons: completeness,
confirmation and abductive inspiration. In thistsmt, a critical realist approach to
methodological triangulation will be compared withe usual positivist and
interpretivist standpoints to illustrate how theamgulation of qualitative and
quantitative approaches in critical realist studias be used to confirm or refine a

theory more effectively than either method alone.

2.8.1.Completeness

Risjord et al (2002) suggest that qualitative andmgitative data may be triangulated
for the purpose of completeness in order to obtamplementary perspectives, and
a greater level of detail than could be gained figither data source alone. In the
current study, the focus groups and experimentg-saries both provided valuable
insights into the factors influencing uptake andhvexénce with an exercise-based
falls prevention programme at a local level. Fropoaitivist standpoint, the goal of
completeness is to reveal different aspects of enpmenon, whereas from an
interpretivist perspective the aim is to provideider range of perspectives. Both of
these goals are compatible with a critical reagbroach. Within the philosophy of
critical realism, quantitative and qualitative made can be employed to reveal
different facets of the same reality and also taneixe reality from different

perspectives (McEvoy & Richards, 2006).
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2.8.2.Confirmation

The use of triangulation for the purposes of condition probably comes closest to
the original use of the term which describes addeiechniques that are used to
locate a fixed position (McEvoy & Richards, 2006 social and evaluation
research, data is triangulated for the purposenpfienation in order to enhance the
reliability and validity of the findings. By using combination of methods,
researchers attempt to counteract the biases thasaociated with single method
studies. In this way quantitative and qualitativelings are used to corroborate each
other and support a more robust conclusion thdreeiiata source alone (Robson
2002). In the current study, the focus group figdirhelped to identify clear and
consistent issues with local service delivery thate confirmed and elaborated on
by the experimental case-series. This approachiangulation makes sense from
both a positivist and critical realist perspectsiace it is based on the assumption
that there is a tangible social reality. Howevére goal of confirmation is less
compatible from an interpretivist standpoint. Iptetivists are agnostic over
whether or not there is a tangible social realfygferring instead to stress the
importance of alternative subjective positions diifitrent ways of making sense of

the social world (McEvoy & Richards, 2006).

2.8.3.Abductive inspiration

Abduction is the logical process by which a researarrives at a new explanation

for a phenomenon. Abductive inspiration, theref@e/ery similar in meaning to the
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critical realist concept of retroduction and refershe use of one method to generate
ideas that are tested and refined by another metRagjord et al., 2002). In the
current study, the focus group findings were usedevelop acceptable strategies to
promote self-management and adherence with an isgdrased falls prevention
programme which were tested and refined in the maxgatal case-series.
Triangulation for the purposes of abductive indparamay play a valuable role in a
research study that is underpinned by the philogagfhcritical realism. This is
because detailed observations can provide a phatffur making retroductive
inferences about the mechanisms that are actigeginen situation (Harrits, 2011).
Retroduction makes little sense from either a pasitor interpretivist perspective,
but for different reasons. Positivism maintainsttih@searchers should confine
themselves to making observations about empirie@nis, as they search for
regularities from which to make generalizationseyrare wary of speculative theory
and argue that claims cannot be made about so@ahamisms and structures that
cannot be observed. Retroduction is also problem&tm an interpretivist
standpoint because their ontological perspectivesticted to the understanding of
subjective meaning. The material aspects of reatitg intangible from an
interpretivist perspective and there is no firmi®as support retroductive inferences

about social structures or mechanisms (McEvoy &Rids, 2006).

For critical realists, deductive methods (basedeasting specific hypotheses) and
inductive methods (based on the formation of gdnefarences) are necessary but
insufficient for theory development without retr@tion or abductive inspiration

(Patomaki & Wight, 2000). In the context of scidéiotiresearch, abductive
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inspiration is a creative form of reasoning thaket place retrospectively as
mechanisms are postulated to account for obsenrehgmena via analogy,
metaphor and model building (McEvoy & Richards, 200n the current study, the
findings from the focus groups and experimentakeseries were used to develop
the theoretical propositions set out in Section &l stimulated the retroductive
reasoning that led to the development of a framkviar physiotherapy practice to
promote self-management and adherence with an isgdrased falls prevention
programme for older people with a long-term comditi When retroduction is
combined with deduction and induction in this wagmpeting explanations can be
compared on the basis of their explanatory powerraathodological triangulation
is used to develop a more complete understandirrgpdfenomenon by mapping its
different aspects, rather than to confirm the aacyof diverse sets of data (Risjord

et al., 2002).

2.9.Research framework

Like many healthcare activities, exercise-baseld falevention programmes should
be considered a complex intervention built up framumber of components, which
may act both independently and interdependentlyd{tét Research Council, 2000).
These components commonly include behaviours, peteasof behaviour (such as
frequency, timing), and methods of organizing aalivéring those behaviours (such

as type of practitioner, setting and location) (MatiResearch Council, 2008).
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It is widely acknowledged that evaluating complaxerventions provides a
considerable challenge and requires a significameéstment of time. Traditional
research methods commonly fail to illuminate preessand mechanisms and are,
therefore, often of limited use to the practisitigician. If the findings are negative,
it can be difficult to establish whether the inemtion under evaluation is inherently
ineffective, inadequately applied, delivered iniaappropriate context, or whether
the research team used a suitable design, compayisap and outcomes. If there is
a positive effect, it may be difficult to judge hdhe findings might be applied in a

different clinical setting or population group (Caloell et al., 2007).

In an attempt to address some of the issues higbligabove, The Medical Research
Council (2000) published guidelines which proposedtepwise approach to the
development, evaluation and implementation of cexphterventions to improve

health:

* Phase 0 — Pre-clinical or theoretical (why shobld intervention work?)

* Phase 1 — Modelling (how does it work?)

* Phase 2 — Exploratory or pilot trial (optimisingatrmeasures)

* Phase 3 — Definitive randomized controlled trial

* Phase 4 — Implementation
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The original framework was criticized by some aushdor being narrow and
misconceived in its original definition of the colexity of interventions and for
suggesting phases for developing and evaluatingplmminterventions that were
considered unhelpfully similar to those of a comeradrdrug trial (Anderson, 2008).
Despite such limitations, however, the documenmutited and promoted
discussion about alternative research methodologied assisted healthcare
practitioners to contextualize their research figgdi (Campbell, 2000). Updated in
2008, the guidelines now recommend greater atteriboearly phase piloting and
development work, a less linear model of evaluatimtegration of process /
outcome appraisal and an increased recognition dbaiplex interventions work
best if they are tailored to local contexts ratthem being completely standardized

(Craig et al., 2008).

Critical realist investigations set out to undemstavhy an intervention works, for
whom it works and under what circumstances it woiRslson & McCormack,
2006). A key question in evaluating complex intemi@ns is whether they are
effective in everyday practice. In keeping withtical realist philosophy, the
Medical Research Council guidelines acknowledgeitha important to understand
the whole range of effects and how they might \@anongst recipients or between
sites. A second key question when evaluating compleerventions is how the
intervention works - what are the active ingredseahd how do they exert their
effect (Craig et al., 2008)? Critical realists se¢ekunderstand social events (at the
level of the actual domain) by exploring the unged structures and mechanisms

(at the level of the real domain) (Harrits, 201%yhen adopting a critical realist
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approach to the development, evaluation and impiatien of complex
interventions to improve health it is importanteimploy research methods that are
sensitive enough to identify the mechanisms throwglth the interventions under
evaluation produce particular outcomes within tlentexts in which they are

delivered (McEvoy & Richards, 2003).

The current study was informed by a model whichsaters phases 0, 1 and 2 of the
Medical Research Council guidelines for the dewalept, evaluation and
implementation of complex interventions to imprdwealth as one larger iterative
activity (Campbell et al., 2007). However, rathleart focussing on the exploratory
work preceding a definitive randomized controllgdlt the findings from the
current study were used to develop the theoregpicgdositions set out in Section 2.4
and informed the retroductive reasoning that letheodevelopment of a framework
for physiotherapy practice to promote self-managenmend adherence with an
exercise-based falls prevention programme for olpeople with a long-term

condition. The design of the current study is ilated in Figure 2.2.
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Figure 2.2. Research design of current study (Adaptl from Campbell et al.,

2007)

Define problem:

Literature review and focus groups

Optimize intervention:
Experimental case-series

A

A 4

A

A 4

Optimize evaluation:
Experimental case-series

Retroductive reasoning:
A framework for physiotherapy practice

Each of the components illustrated in Figure 2. lvé discussed within the context

of the current study.

2.9.1.Define problem

The rationale for evaluating a complex interventithre changes that are expected,

and how these changes might be achieved is ofteclersr from the outset. An early

key task, therefore, is to develop a theoreticalemstanding of the likely process of
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change by drawing on existing evidence, supplendebyenew primary research as
necessary (Craig et al., 2008). Campbell et al{2680Qggest that qualitative research

may be valuable at this stage for exploring opputies for, and barriers to, change.

Focus group data are embedded within a group dismushat is context specific.
However, as Yardley (2000) emphasizes, theoretigath rather than statistical
generalizablity is of primary importance in qudiita research. Some analyses are
important, she claims, not because they provide aaourate and complete
explanation of a particular body of empirical ddiat because they draw on
empirical data to present a novel and challengarggective. This may open up new
ways of understanding a topic. Conducting a seoie$ocus groups with older
people attending a regional falls and syncope serwelatives and physiotherapy
practitioners provided an enhanced understandintpeofactors influencing uptake
and adherence with an exercise-based falls prereptiogramme at a local level.
Whilst not automatically transferable to other plagion groups, it was possible to
successfully combine this primary qualitative daith a comprehensive review of
the contemporary academic literature to develop\eenapproach to the delivery of
exercise-based falls prevention programmes thatddog tested and refined in the

experimental case-series.

2.9.2.Modelling processes and outcomes

Modelling a complex intervention can provide import information about the

design of both the intervention and the evaluafi@Gnaig et al., 2008). Ciritical
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realists believe that researchers need to haveyasubstantial knowledge of the
phenomenon they are interested in before it istwthréir while setting up a formal

experiment. Through theory and observation, and aagesult of previous

experiments, critical realists develop knowledged amderstanding about the
mechanism through which an action causes an outcam about the contexts
which provide the ideal conditions to trigger theahanism (Harrits, 2011). As a
result of this, Robson (2002) acknowledges thatraes of studies may be required

to progressively refine the research processesattdmes under evaluation.

Older people with primary biliary cirrhosis suffeom a range of co-morbidities in
addition to the liver-related disease processesctieracterize their condition (Frith
et al., 2010). These could make the implementaifos complex intervention, such
as an exercise-based falls prevention programmicyarly challenging in this
patient group. This, together with a dearth of mit@d research evidence on suitable
methods for evaluating the impact of physiotheréipeinterventions in this
population group, meant it was necessary to employexperimental design that
treated each participant as a single unit. Thisaggh meant that it was possible to
test and refine the strategies developed in regptmshe focus group findings and
identify the mechanisms responsible for promotiel-sanagement and adherence
with exercise-based falls prevention programme inoa&el population of older

people with a long-term condition identified asrgeat increased risk of falling.
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2.9.3.Retroductive reasoning

Given the politics of research funding procurem#émg, scientific establishment may
favour approaches with which they are familiar,irsas randomized controlled trials
and systematic reviews, which are firmly establishe the top of the hierarchy of
evidence (Lipsey & Wilson, 2001). However, when fhalings of a randomized

controlled trial are published, the theoreticalamle that underpins an intervention
tends to receive comparatively little attention dantrast to the efficacy of the
intervention (McEvoy & Richards, 2003). This caadeto problems when complex
interventions, such as exercise-based falls prexeprogrammes, are implemented
in routine clinical practice as there is usuallitldi or no information to enable

healthcare professionals to make decisions abouttbdest adjust the programme

in the light of specific circumstances (Medical Baxxh Council, 2008).

Despite the growing body of research evidence fsystematic reviews and meta-
analyses to support the efficacy of exercise-bdaéld prevention programmes,
uptake and adherence rates continue to vary gré&adhyducting further randomized
controlled trials may, therefore, prove prohibitivexpensive and tell us little more
than we already know (McEvoy & Richards, 200B)is argued, therefore, that a
theory-driven approach to the development, evalnatind implementation of
exercise-based falls prevention programmes may pi@ve more appropriate for
identifying the mechanisms that make these clini@rventions effective (and less

effective) in particular contexts.
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2.10.Practitioner-researcher role

The role of practitioner-researcher was adoptedutjinout the current study. A
practitioner-researcher is ‘someone who holds dawaob in some particular area
and is, at the same time, involved in carrying awgystematic enquiry which is of
relevance to that job’ (Robson, 2002 p. 534). Thacfitioner-researcher is
becoming increasingly common in health researcit &s widely recognized that
investigation, enquiry, evaluation and innovatiore an important part of the

professional clinical role (Costley & Gibbs, 2006).

There is a substantial body of literature docunmgnthe need to understand barriers
to optimal healthcare delivery, translation of eesé into practice and diffusion /
dissemination of innovation. Despite the existeofceuch publications, however, a
significant gap often exists between research recendations, scientific evidence
and clinical practice guidelines on the one hamdi, actual clinical practice on the
other (Cochrane et al., 2007). The decisive cateby which any piece of research
must be judged is, arguably, its impact and utilityis not sufficient to develop a
thorough and plausible piece of research if thasderopounded by the study have
no influence on the beliefs or actions of anyorse €lvardley, 2000). It has been
suggested that, all too often, healthcare professsowho theorize and those who
practice are out of touch with each other. In othierds ‘the thinkers are separated
from the doers’ (Wilson-Thomas, 1995 p. 572). Adagptthe role of practitioner-
researcher ensured that the research aim, objecéimd theoretical propositions

underpinning the current study were informed bynichl observations in the
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workplace. The unique and privileged position aqgtitioner-researcher provided a
valuable opportunity to work closely with older jpé® at risk of falling, relatives
and physiotherapy colleagues to gain a better stateting of the factors
influencing uptake and adherence with an exercased falls prevention
programme at a local level. Utilizing these findirtg develop and test an alternative
approach to clinical service delivery that focussew self-management and
adherence during the experimental case-series nteanhthe views of the focus

group participants had a direct impact on localicél service delivery.

Despite such observations, however, it should betgd out at this stage that
conducting clinical research with patients andeamjues raises different ethical and
methodological issues from those where the relakigm between researcher and
participants is more transitionary, informal andimkble. The latter allows the

researcher to distance themselves from the resesattihg and detach themselves
emotionally from the research context. Costley &bl (2006) suggest that
practitioner-researchers are unable to do thisesihey work with patients and

colleagues who are temporarily transformed intceaesh participants and then
return to patients and colleagues again, in muehsttme way that the practitioner-
researcher adopts the role of academic researabierebreturning to that of

clinician.

The advantages and disadvantages of the practitesearcher role within the

context of the current study are presented in T2lde
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Table 2.3. Advantages and disadvantages of practier-researcher role (Based on Reed & Proctor, 1995

Advantages

Disadvantages

1. Aims

The primary aim of
practitioner-research is
often to solve a critical
problem, thereby
contributing to the body of
professional knowledge.

By participating in the focus group research, lo

stakeholder groups were able to contribute to thauthority to influence local service delivery

development of practical strategies to promote
self-management and adherence with an exer
based falls prevention programme that had a
direct impact on local clinical service delivery.
The evolving theoretical understanding of self-
management and adherence developed during
course of the current study resulted in changeg
the thesis author’s clinical practice that extend
beyond the confines of the experimental case-
series.

c@he practitioner-researcher may not have th

D

beyond the confines of their own clinical

cigeactice. Towards the end of the focus grouy
research, the physiotherapists began to re-
evaluate their original assumptions regarding
self-management and adherence with an
theercise-based falls prevention programme.

5 Hlowever, it is not possible to determine the

edxtent to which these alternative insights
corresponded with actual changes in their
routine clinical practice.

o

2. Access

The choice of research
setting is limited but the
contact is deep

The research setting is often the practitioner-
researcher’s place of work and is, therefore, m
compatible with qualitative-driven approaches
that typically employ small samples and study
phenomena in their natural setting. The focus
groups and experimental case-series were ide
suited to exploring the complexity surrounding
self-management and adherence with an exer
based falls prevention programnvéhin the lived
experiencef older people at risk of falling,
relatives and local physiotherapy practitioners.

Practitioner-research tends to deal with messy
ocentextually-dependent issues. Whilst the
framework for physiotherapy practice
presented in the final chapter of this thesis
provides an enhanced theoretical understanding
athy the factors influencing self-management and
adherence with an exercise-based falls
cipeevention programme for older people with
long-term condition, further exploration of
these findings in other patient groups and
practice settings would be necessary to

a

establish transferability of principles.
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Table 2.3. Continued

Advantages

Disadvantages

3. Negotiation of role

The practitioner-
researcher is a member of
the world being
researched. They may
have multiple roles, some
of which are permanent.

It has been suggested that, by viewing the
practitioner-researcher as a practitioner firstand
researcher second, participants may not always
exercise appropriate restrictions on self-disclesu
However, the therapeutic and professional
relationships that the thesis author had develope
with local stakeholder groups provided a relative
safe environment in which to express their
frustrations with local clinical service deliveryn.
doing so, they were able to contribute to an
enhanced understanding of the factors influencir
self-management and adherence with an exercis
based falls prevention programme for older peoy
with a long-term condition.

Data collected whilst assuming the role of
practitioner may not be considered
legitimate, and the individual making the
rremark may not be happy to have it includs
in the research. During the delivery of the
réenhanced intervention, the relatives of the
lyexperimental case-series participants
provided valuable insights into the factors
influencing self-management and adheren
with an exercise-based falls prevention
1gprogramme. However, failure to obtain
séormal ethical approval to involve these
nleelatives in the follow up interviews meant
that their views and experiences were not
incorporated into the final data analysis.

%

ed

4. Design and planning

Informed by insider
knowledge and frequently
governed by therapeutic
imperatives.

The aim and objectives underpinning the current
study were influenced by clinical observations in
the thesis author’s workplace. These informed a
critical review of the academic literature which
contributed to a novel theoretical understanding
the factors influencing self-management and
adherence with an exercise-based falls preventi
programme for older people with a long-term

Many practitioner-researchers are

undertaking research on limited budgets with

tightly-defined deadlines. Failure to include
stakeholder perspective in the early
aflevelopmental stages of the focus group a
experimental case-series research may hg
bhimited the current study’s ability to impact
on local clinical service delivery.

condition.

P a

nd
ve
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Table 2.3. Continued

Advantages

Disadvantages

5. Analysis

Shares taken-for-granted
assumptions, the significance of
which may not be recognised.

Practitioner-research aims to explicate the
tacit knowledge embedded in routine
clinical practice. During the data analysis
process, particular attention was paid to
contradictions and disconfirming excerpts
the data. These were used to interrogate |
academic literature, leading to an enhanc
understanding of the factors influencing
self-management and adherence with an
exercise-based falls prevention programm
for older people with a long-term conditior

2 Practitioner-researchers often conduct
research about a particular topic which is
close to their professional or academic
interest. This lack of distance or objectiv
imay be regarded as undermining the

healidity of the research findings. Howeve

pdhvolving local stakeholder groups in the
interpretation of the focus group and
experimental case-series findings

eencouraged the thesis author to adopt a

.more critically-reflexive stance to the dat
obtained.

6. Dissemination and commitment

To colleagues, professional and
academic communities. Concerned
about the way in which the
research is used both locally and
professionally.

To promote transparency, local
dissemination sessions were arranged at
regular intervals throughout the course of
the current study. Individuals were provide
with the opportunity to ask questions /
provide comments and these were used t
shape the ongoing data collection and
analysis process. Such strategies may be
considered to democratize the research
process, as well as contributing to the
development of more ecologically-valid

Local dissemination sessions provided a
opportunity for clinical colleagues to
rationalize their behaviour as the data
raollection and analysis process progress
and to give or withhold consent from an
binformed perspective. Despite such
observations, however, the findings of th
current study might still be perceived as
politically damaging, highlighting areas a
poor practice which some clinicians and
service managers may prefer not to be

data.

a

ed,

—

made public.
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2.11.Stakeholder involvement

Critical realism is ‘critical’ in the sense thatpitovides the philosophical foundation
for a critical social science; that is, one thatigzes the social practices it studies
(Wilson & McCormack, 2006). It has been suggestbdt tidentifying false
understandings and the actions based on them neajdprthe impetus for change
(Manias & Street, 2000). In this way critical reati can help to fulfil the
emancipatory potential of health research (Robs2002). This section will
introduce critical social theory as the criticatisd science underpinning the current
study and provide a methodological rationale famolaing local stakeholder groups

in health research that attempts to change or eehaxisting clinical practice.

The emergence of critical theory within the philply of social sciences has added
another dimension to the study of human behaviGtitical theory refers to a style
of neo-Marxist philosophy associated with the FfartkSchool which originated in
Europe in the 1920s. The influence of the Frank8atool underwent a revival in
the 1950s. The leading proponent of this seconergéion of critical theorists is
commonly considered to be Jurgen Habermas (Cl&@3)2 Most contemporary
writers would agree that critical theories combaéorm of action theory with a
form of structuralist theory, but do not view these dealing with an ontologically
distinct area of social reality (Owen-Mills, 1993)ithin this paradigm, social
structures are theorized as having their originuman action, not as static role
structures as in positivist science, but as dynaystems built up of the actions and

interactions of individuals. Critical social theoacknowledges that people both
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shape and are shaped by socio-political and clilrangements (Manias & Street,
2000). Social structures may come to dominate tidse produce them, they may
fragment social relationships, and oppress those lvle and work within them

(Wilson-Thomas, 1995). However, critical socialdhealso recognizes that people
are capable of transforming their socio-politicatieonment and, through individual
and collective action, change oppressive condit{@tare 2003). The central aim of
critical social science is social theorizing (Cvesl, 2007), which has been defined
as ‘the desire to comprehend, and in some casassform (through praxis) the
underlying orders of social life — those social agdtematic relations that constitute

society’ (Morrow & Brown, 1994 p. 211).

Enlightenment, empowerment and emancipation areptbeesses that create the
practical intent of critical social theory (Mani&sStreet, 2000). Enlightenment, or
raising the consciousness of the oppressed, is bgectitical social theorists to
explain why people are dissatisfied with their divaJsing this process, critical
theorists work collaboratively with individuals tdevelop alternative ways of
understanding themselves and their social cont&tar¢, 2003). However,
enlightenment itself is not enough for individutdsbecome liberated from a social
order. Critical social theory must provide a mating resource for individuals,
therefore empowering them. Empowerment encouragesple@ to undertake
activities by which they work to improve their @tion (Wilson-Thomas, 1995).
Finally, emancipation is the goal of empowermenddigh which new arrangements
replace oppressive ones, permitting individualselate and act in more satisfying

ways (Manias & Street, 2000). Contemporary critisaholars have rejected the
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grandiose claims of enlightenment empowerment amaheipation, whilst retaining
a concern to identify and redress injustices oératass, ethnicity, gender, sexual

preferences, age and ability (Clare, 2003).

Critical social theory abrogates traditional pas#i methods. It seeks to explore
phenomena by judging the contextual effects of polwmowledge and values rather
than by adopting rigorous tests deemed verifiablé r@plicable (Manias & Street,

2000). Critical social theory has emancipatory pt&d. Through a critical praxis,

action can be initiated to examine the existinglitiea of healthcare (Wilson-

Thomas, 1995). To achieve this, local stakeholdeums are viewed as central to
the process of doing research. By working togethesugh the different stages of
the research process, researchers and local stdkelgroups are able to work
together to challenge existing structures and ifat#l a change in clinical practice
(Manias & Street, 2000). Stakeholder involvemerglleimges the positivist position
that knowledge can be developed at a distance fesearch participants, who have

traditionally been treated as the passive suppliedata (Barber et al., 2007).

The rise in popularity of inclusive research mettlodies is important,

epistemologically, because it implies a shift aviileym positivism towards a more
phenomenological, experiential focus, groundecedocial realities of those being
researched (Williamson & Prosser, 2002). Despitangt political and philosophical
underpinnings (Barber et al., 2007), however, Jdthe guidance currently exists
regarding the most effective way to involve stakdbo groups in clinical research

or how to demonstrate the impact of stakeholdeolirement on research processes
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and outcomes (Staley, 2009). The involvement oéll@takeholder groups in the
design and execution of the current study will bastdered in Chapter 4 of this

thesis.

2.12.Summary

Adopting a critical realist stance, the currendgtemployed a ‘qualitatively-driven’
mixed methods approach informed by the Medical ReseCouncil framework for
the development, evaluation and implementation ofmmex interventions to
improve health. Critical realists recognize thestice of logical connections
between the ontological, epistemological and mettagical premises that underpin
their work and suggest that studies which overtignawledge these logical and
conceptual linkages are more likely to demonstetgmentative coherence and
validity than studies which ignore and / or breakts linkages. This chapter has
presented a critical realist rationale for mixedtmels research that will assist the
reader to judge the merits of the chosen methogoklgyl its influence on the
research processes and outcomes presented irhdéisis.tChapter 3 will provide a

detailed account of the associated research methods
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CHAPTER 3. METHODS

3.1.Overview of chapter

This chapter will provide a detailed account of tegearch methods employed in the
current study. It will set out the rationale forlesging the focus groups and
experimental case-series and discuss the samplitigecruitment, data collection
and data analysis strategies underpinning theseappooaches. Emphasizing the
reciprocity between methodology and ethics, thetdrawill conclude with a critical
examination of the ethical issues encountered duhe design and execution of the

focus group and experimental case-series research.

3.2.Focus groups

Despite the advantages of reason and empiricisra, bst-planned clinical
interventions often fail to deliver as intended ahealthcare researchers now
recognize the importance of learning from those wlkebtver and receive clinical
services about the nuances and subtleties whichhtndgamatically affect the
eventual outcome (Thorne, 2010). To identify thetdes influencing uptake and
adherence with an exercise-based falls preventrogramme at a local level, a
series of focus groups were conducted with oldeplgeattending a regional falls
and syncope service (3 groups, total 12 particglantlatives (1 group, total 4
participants) and physiotherapy practitioners wagkivith older people at risk of

falling in a variety of clinical settings (4 groypsetal 18 participants).
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Focus group research has been defined as a ‘dgrpfahned series of discussions
designed to obtain perceptions on a defined ardatefest in a permissive, non-
threatening environment’ (Krueger & Casey, 2002).Although often used as a
quick and convenient method of collecting data frasaveral individuals
spontaneously, focus groups were explicitly degigrie capitalize on group
interaction and provide a distinctive type of d#iatzinger, 2006). Bloor et al
(2001)suggest that focus groups should be the methoti@m€e when the purpose
of the research is to study group norms, group imgarand group processes. Focus
groups aim to understand and explain the beliets @iitures that influence the
attitudes and beliefs of participants as well dsnilnating the differences in

perspective that might exist between groups ofviddials (Rabiee, 2004).

Stakeholder involvement and empowerment were inapbrtonsiderations in the
design and execution of the current study and fagosps were ideally suited to
exploring the complexity surrounding uptake andemdhce with an exercise-based
falls prevention programmeithin the lived experiencef older people at risk of
falling, relatives and local physiotherapy praotigrs. Focus groups ‘encourage
research participants to explore issues of impodato them, in their own
vocabulary, generating their own questions and yiogs their own priorities’
(Kitzinger, 2006 p. 22). When group dynamics womdlnparticipants can act as co-
researchers, taking the research in new and oftexpected directions (Barbour,

2008).
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Critical social theory recognizes that the intemsi@nd desires of individuals may be
socially constrained or refined by external agen¢@&are, 2003), and focus groups
have been successfully employed in health servieesarch to access the process
through which collaborative meaning is negotiatad group identities elaborated.
Focus groups can be invaluable in assisting indad&l to ‘problemize’ (Barbour,
2008 p. 134}aken for granted assumptions, encouraging paatitgoto collectively
address topics to which, as individuals, they mayehpreviously devoted little
attention. In this way, focus group research cap ke achieve the critical realist
goal of liberating individuals from the consciousdaunconscious constraints of
existing socio-political and cultural arrangemesis;h as established approaches to
clinical service delivery (Wilson-Thomas, 1995).eMocus groups encouraged local
stakeholder groups to engage positively with treeaech process. By participating
in the focus group discussions, older people aibgnd regional falls and syncope
service, relatives and physiotherapy colleaguesewadsle to contribute to the
development of practical strategies to promotemaihagement and adherence with
an exercise-based falls prevention programme fderopeople with a long-term

condition that would have a direct impact on ladalical practice.

3.3.Sampling and recruitment

Barbour (2007) suggests that recruiting focus grpagicipants involves making a
number of pragmatic and ethical decisions. Ratlian taspiring to recruit a
representative sample, qualitative researchers amplirposive sampling where

participants are selected ‘by virtue of charactiessthought by the researcher to be
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likely to have some bearing on their perceptiorns experiences’ (Barbour, 2008 p.
52). Older people, relatives and physiotherapytjracers were identified as three
important local stakeholder groups, and triangatatof these data sources was
undertaken to achieve a more rounded, multi-layemsdierstanding of the factors
influencing uptake and adherence with an exercased falls prevention

programme.

Homogeneity means that participants have somethimgmmon that is of interest
to the researcher; in the current study, experi@fiqgaescribing or participating in
an exercise-based falls prevention programme. Hemmgs groups provide a
relatively safe environment for individuals to shaneir views and experiences, and
are said to dilute the balance of power betweenrgésearcher and participants by
taking advantage of naturally occurring peer gro(Besrbour, 2005). However, to
promote lively debate and discussion, Krueger aase§ (2009) suggest that focus
groups should be homogenous in terms of backgroather than attitude. The aim
of sampling in the focus group research, therefmas to aim for homogeneity but

with sufficient variation amongst participants tlme for contrasting opinions.

It is important to be aware of how hierarchy wittgnoups can affect the data
obtained. As a result of this, Sim (1995) suggésas it might not be advisable to
mix patients and healthcare professionals in aleifgcus group session. In the
current study, older people attending a regionkd tand syncope service, relatives
and local physiotherapy practitioners were invitecattend separate focus groups.

Details pertaining to the sampling and recruitmenftthese three groups are
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presented separately below. However, it shoulddiete@d out that, in practice, the

focus group sessions were conducted over the sarageriod.

3.3.1.0lder people

Over a three month recruitment period consecutigierqeople attending a regional
falls and syncope service were screened to identifpse with the following

common characteristics:

» 65 years of age and over

» Experience of participating in an exercise-baséld faevention programme

e Living in own home

* Resident in Newcastle upon Tyne

* Medically stable

* Independently mobile (with or without walking aid)

* Mini Mental State Examination 24/30

* Able to provide informed written consent
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To avoid the risk of perceived coercion, these vidllials were issued with a
participant information sheet (Appendix I) and ted to return an expression of
interest form at their convenience in a pre-paidietope if they wanted to

participate in the focus group discussions. Indigid were reassured that
participation was entirely voluntary, and that &id®n not to take part in the focus
group research would not affect their relationshigh any member of the healthcare
team or the standard of care they received whitending the regional falls and

syncope service.

As a result of their capacity to explore ‘Why no®'.type questions, focus groups
are often used to investigate poor take-up or rbiregence of health service
activities (Barbour, 2007). However, as can be seethe opening chapter of this
thesis, the potential barriers to undertaking egerbased falls prevention
programmes are widely documented in the falls preoer literature. The purposive
sampling of older people who were actively par@étipg in an exercise-based falls
prevention programme meant that their views andee&pces could be used to
develop an alternative approach to clinical serdebvery that could be tested and

refined in the experimental case-series.

3.3.2.Relatives

Over the 3 month recruitment period, the relatieéslder people attending the
regional falls and syncope service were provideith wicopy of the same participant

information sheet (Appendix I) and invited to retan expression of interest form at
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their convenience in a pre-paid envelope if theyited to participate in the focus
group discussions. Again, individuals were reasstnat participation was entirely
voluntary and that a decision not to take parhm focus group research would not
affect their relationship with any member of thealtiecare team or the standard of
care received by their relative whilst attending ttegional falls and syncope

service.

3.3.3.Physiotherapy practitioners

To reduce the risk of pre-existing patterns of &xalip, Murphy et al (1992) suggest
it is preferable if focus group participants do toiow each other. However, as
Kitzinger (2006) acknowledges, naturally occurrgrgups, such as individuals who
work together, may provide a valuable insight imgeer group dynamics. An
additional advantage, she claims, is that friendsotieagues can relate each other’s
comments to instances in their shared daily lid®llenging each other on the
contradictions between what they profess to belsmwvaé how they actually behave.
At the beginning of the 3 month recruitment peripthysiotherapy practitioners
from the local primary care trust, working with etdpeople at risk of falling in a
variety of clinical environments, were issued walparticipant information sheet
(Appendix 1) and invited to return an expressiofn interest form at their
convenience in a pre-paid envelope if they wantegarticipate in the focus group
discussions. This similar method of recruitment wassen to avoid the risk of
perceived coercion as the thesis author was knowimet physiotherapy practitioners

in a professional capacity.
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3.4.Data collection

Each focus group was composed of 4-6 participants lasted approximately 1

hour. Whilst the qualitative research textbookomemend the ideal size of a focus
group to be anywhere between 4 and 12 participddrseger and Casey (2009)
suggest that smaller groups are often easier toamasthat there is less likelihood of
domination by opinionated individuals. In the cutrestudy, focus groups of 4-6

participants proved large enough to reveal vamgtiom perspectives and attitudes,
whilst still permitting individuals to share in-dipinsights into their experiences of

prescribing and participating in an exercise-bda#d prevention programme.

The focus groups were audio-taped, with particiganbnsent, and transcribed
verbatim by a professional typist with experiende undertaking focus group
transcription. The transcription of focus group adaan be a costly and time-
consuming process, which some authors claim isaftenecessary. However, one
of the particular strengths of focus group datthésrichness and complexity of the
responses generated by group interaction. FranldaddBloor (1999) suggest that
much of this richness would be lost without acaeirsanscription. Furthermore,
they claim, there is the danger of selective remfaland attention to, certain data and
the neglect of other contrasting or qualifying mialeif the researcher relies purely
on indexed recordings and field notes. Verbatimndcaipts also open up the
possibility of returning to the data at a lateredat undertake further analysis in the
light of new insights gained from subsequent stidie further reading (Barbour

2007). Although the focus group findings were usedevelop practical strategies
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to promote self-management and adherence with arcieg-based falls prevention
programme that could be tested and refined in Xperemental case-series, analysis
of the focus group and experimental case-seriesataurred in an iterative manner.
The experimental case-series findings helped tpeskize interpretation of the focus
group data and both approaches were used to irtftemetroductive reasoning that
led to the development of the framework for physéoapy practice to promote self-
management and adherence with an exercise-basegfavention programme for

older people with a long-term condition presentethe final chapter of this thesis.

In keeping with the role of practitioner-researcghike thesis author moderated all of
the focus group discussions. This proved a chalhgngxperience on a number of
occasions since the practitioner-researcher mustobeto generate interest in and
discussion about a particular topic, which is clas¢heir professional or academic
interest, without at the same time leading the pgrdo reinforce existing
expectations or confirm a prior hypothesis (RiclsakdEmslie, 2000). Reflexivity
involves acknowledging the multiple ways in whichet researcher actively
contributes to the data that he or she is gengréBarbour 2007). Throughout this
thesis, the process of qualitative data analydisb&idescribed as one that involves
producing findings rather than results. As Barb@R008) acknowledges, this
formulation emphasizes the agency of the resear@mh@ravoids the reification of
data as a separate identity. Focus groups arecylarty useful for examining how
knowledge and ideas develop, operate and are esqates a given cultural setting
and it is important to acknowledge that the soctaitext of the relationship between

researcher and participants will influence the aédiiained (Yardley, 2000).
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As far as possible, the moderator should attempensure that dialogue occurs
amongst focus group members rather than betweeéitipant and moderator. The
moderator should take a backseat initially, allgyvifor a type of ‘structured
eavesdropping’ (Kitzinger, 2006 p.26). Later in #ession, however, he / she may
wish to adopt a more interventionalist style, uggatebate to continue beyond the
stage at which it might otherwise have ended amgwaging individuals to discuss
any inconsistencies, both between participantsvatidn their own thinking. In the
current study, open-ended questions were used iattampt to elicit the genuine
beliefs and attitudes of participants. Howevehaaable to compare and contrast the
views of older people at risk of falling, relativemnd local physiotherapy
practitioners, a topic guide (Appendix Ill) was paeed in advance of the focus
group research and provided some structure toifioeigsions. Phrases such as ‘Any
other thoughts?’, ‘Is there anyone we haven't hefmoin yet?’, and ‘Is there
anything else you think we haven't already coverag®e used to maintain the flow

of discussion without unduly prompting participants

A physiotherapy colleague was invited to attend ftteus group discussions and
adopted the role of assistant or ‘silent moderatBerbour, 2007 p. 38). She was
able to sit back from the interaction and providgedback on the moderator’s
performance at the end of each session. KruegeCasdy (2009) recommend that
written notes should be taken during focus growgzuBsions in addition to audio-
taping. Not only does this guard against machinerta but, more importantly, it

provides a means whereby observations of the ndmlénteraction taking place

within groups can be linked to the verbal accoymtsvided by participants. Since
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note taking can be distracting and inhibit the floivthe discussion, written notes
were taken by the assistant moderator throughoaitfdlous group research and

provided a richer dialogue for analysis.

A feature of qualitative research is that the aizdy process commonly begins
during the data collection phase. Undertaking ‘segjal’ or ‘interim’ analysis
(Pope et al., 2006 p. 65) enabled the views ancrexpces of local stakeholder
groups to shape the ongoing data collection prodessus group research provides
unrivalled potential to engage in what she referad ‘second-stage’ or ‘wildcard’
sampling (Barbour, 2007 p. 65), and that this canubed to enhance analytical
sophistication. Many of the physiotherapists wogkin the local primary care trust
had over 10 years experience working with oldemppeat risk of falling in a variety
of clinical environments. In response to the sintyaof views obtained from local
physiotherapy practitioners, an additional focusugr of recent physiotherapy
graduates was arranged approximately half way tirdhe data collection process.
Undertaking theoretical sampling in this way meidatt it was possible to establish
whether the views and experiences of newly qudlifhysiotherapists differed

greatly from those of more experienced practitisner

Yardley (2000) suggests that rigour in qualitativesearch relates to the
completeness of data collection and analysis. ®fs, argues, is dependent on the
adequacy of the sample, not in terms of size butlation to its ability to supply all
the data needed to undertake a comprehensive malyhilst agreement on the

factors influencing uptake and adherence with agr@se-based falls prevention
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programme was not achieved across the three staleehgroups, adopting an
iterative approach to data collection and analyseant that it was possible to
establish the point at which data saturation (wllea information occurs so
repeatedly that the researcher can anticipatedtvamereby the collection of more
data appears to have no additional interpretatigethy, and theoretical saturation
(when the researcher can assume that his / hergentetheory is adequately
developed to fit any future data collected) hadnbaehieved (Onwuegbuzie et al.,
2009). At this point, Sim (1998) suggests thatHertfocus groups need not be
conducted, and the findings could be used to iflettie factors influencing uptake
and adherence with an exercise-based falls preremptiogramme at a local level
(data saturation) and to develop alternative apmtres to clinical service delivery
that could be tested and refined in the experinientse-series (theoretical

saturation).

3.5.Data analysis

Focus group discussions generate large amountsroplex raw data. Qualitative

data analysis has been described as ‘an intergayelen the researcher and the
data’ (Higgs & McAllister, 2001 p. 38), acknowledgithat a degree of subjectivity

exists in the selection and interpretation of theadbtained. Regardless of the type
of analysis undertaken, however, Barbour (2005)rasizes that the main challenge
of qualitative data analysis lies in being systeecnand thorough when attempting to
provide an explanation for the patterns identifiadthe data. Kruger and Casey

(2009) suggest that analysis should be systemagquential, verifiable and
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continuous. Following this recommendation providesail of evidence as well as
increasing the degree of dependency, consistendy@nformity; important factors

in ensuring the quality of qualitative data anaysi

Framework analysis, as described by Rabiee (200&9,used to analyse the focus
group findings. This approach provided a cleardedistinct though highly inter-

connected stages which assisted the thesis awthmahage and interact with the
qualitative data obtained. To promote transparetivgse stages (familiarization;
identifying a thematic framework; indexing; chagirmapping and interpretation)
are described sequentially below. However it isangnt to emphasize that data
analysis did not occur in a linear fashion and ,that reality, the five stages

overlapped each other.

3.5.1.Familiarization

After each focus group, the audio-tape was listeioenh its entirety to ensure the
quality of the recording before sending it to thiefpssional typist for transcription.
During this time, a series of reflexive field noteere made to supplement those of
the assistant moderator. Undertaking sequentiaint@rim analysis enabled the
thesis author to consider her performance as a matmdewhilst listening to the
audio-tapes and use these reflections to shapentpa@ng data collection process.
When moderating the focus group discussions thgmeeared to be several
uncomfortable silences, particularly during the ibtherapy practitioner sessions.

However, when listening to the audio-tapes, thésawes did not appear to be as
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long or uncomfortable as originally perceived. Nwily are occasional pauses
necessary for focus group participants to consiaher articulate their views, but as
Barbour acknowledges, ‘what it said can often be as important as wikataid
during focus group discussions’ (Barbour, 200744)1The realization that silences
can sometimes be as revealing as comments retatagarticular topic enabled the
moderator to take a less active role in the focusig discussions as data collection
progressed and provided an additional layer to ahalysis of the focus group

findings.

On receipt of each focus group transcript, the @tape was listened to again whilst
reading through the text to establish its accurdéye thesis author’'s knowledge of
the focus group participants enabled her to reaegmdividual voices and attribute
each section of dialogue to a particular individuastening to the audio-tapes in
their entirety before and after reading the writteanscripts meant that it was
possible to become immersed in the details of dacbhs group discussion as a
whole, gaining an understanding of the group dyearat work before breaking the

sessions down into their component parts (Rabig@4)2

3.5.2.Identifying a thematic framework

Whilst listening to the audio-tapes, memos werettami in the margins of each
transcript in the form of short phrases, ideasmrcepts arising from the text and
provisional categories were identified for furtfzralysis. Pope et al (2006) suggest

that this process should be carried out by drawimg priori issues and questions
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derived from the research aim and objectives ofthdy as well as issues raised by
the focus group participants themselves and thesv@ experiences that reoccur in
the data. The end product of this stage was theldpment of the thematic headings

presented in Section 5.2 of this thesis.

3.5.3.Indexing

The focus group transcripts were sifted, quotesewrghlighted and comparisons
made both within and between focus groups. At $iégje, the data were labelled

using the thematic headings for subsequent retredexploration.

3.5.4.Charting

Here, selected quotes were lifted from their oagicontext and re-arranged under
the newly developed thematic headings. Chartingegui@ valuable stage in helping
to manage the data, making sense of what was g@uwirgy getting rid of extra and
irrelevant data. Indexing and charting are viewe#tey stages in the management of
qualitative data (Rabiee, 2004). Specialist compsibdtware packages, such as N-
Vivo and ATLAS-ti, have been developed to assighwhe process of qualitative
data analysis. However, Barbour (2008) warns tbatputer-assisted analysis is not
necessarily any more rigorous than manual anabsis recommends learning the
principles of qualitative data analysis before exiplg any of the assistive software
available. Some of the most commonly-reported noisl encountered by novice

qualitative researchers arise, she claims, bectheseare simultaneously learning
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how to undertake qualitative data analysis and howse a specific computer
package. In the current study, the focus group wata analysed manually using the
‘long table approach’ (Krueger & Casey 2009 p. 11®)s process involved cutting,
pasting, sorting, arranging and rearranging tha dgthand to compare and contrast
the views of older people at risk of falling, rélas and local physiotherapy

practitioners.

3.5.5.Mapping and interpretation

The aim of this stage is not only to make senseor@jinal quotes but to be
imaginative and analytical enough to see the maiatiip between quotes and the
links between the data as a whole (Rabiee, 200dhdson and Anderson (2003)
are critical of mixed method studies which use #gmoup findings towards an
endpoint in which the data is narrowed down to bezovalid, reliable and
measurable. The findings from the focus group meteaere used to identify clear
and consistent issues with local clinical servieéiveéry that were confirmed and
elaborated on by the experimental case-series. wewthe philosophical paradigm
underpinning the current study ensured that thairigs from both approaches were
used to stimulate the retroductive reasoning tedt tb the development of the
framework for physiotherapy practice to promotd-senagement and adherence
with an exercise-based falls prevention programonelder people with a long-term

condition presented in the final chapter of thissik.
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3.6. Experimental case-series

Upon completion of the focus group research, aneexpental case-series was
conducted with 10 older people with the falls-agsed chronic liver disease
primary biliary cirrhosis. The purpose of this expeental case-series was to test
and refine the strategies developed to promotensatfagement and adherence with
an exercise-based falls prevention programme fderopeople with a long-term
condition. An experimental approach was selecteddemtify the mechanisms
responsible for promoting self-management and adftoer with an exercise-based
falls prevention programme in this novel populatidrolder people with a long-term

condition identified as being at increased riskadifng.

Experimental case-series involve studying a singtiividual or system (small
group) by taking repeated measurement of one omdependent variables (outcome
measures) and systematically applying, and somstimé@thdrawing, the
independent variable (intervention). If the appima, withdrawal or manipulation
of the intervention (independent variable) is agged with a consistent change in
the outcome measures (dependent variables), aremufe can be made that it was
the intervention that produced this change (Ottenbg 1997). Long-commended
for their applicability to clinical practice (Riddb & Sunderland, 1991) and well-
established in health psychology (Morley, 1994)pasunental case-series are
gaining popularity within the field of physiothesafGoodwin & Sunderland, 2003;

Zetterberg et al., 2008), and have been describdtieaonly option if the research
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interest is the evaluation of a radically indivilmad custom-made therapy

(Onghena & Edgington, 2005).

Whilst a randomized controlled trial poses the tjoaslis this treatment effective in
individuals of this type?’ a properly designed expental case-series concerns
itself with the question ‘Do these individuals shawprovement with treatment?’
Experimental case-series have been described aticprhased and practitioner-
orientated, and provide an attractive alternative ttaditional experimental
approaches requiring the random assignment of latgebers of participants to
treatment and no treatment (control) groups (Otehbr, 1997). Experimental case-
series are data driven; that is, the design ofettygeeriment may be constructed in
response to the data as they are collected angsadalThis process enables the
researcher to use measures which are of particeli&rance to participants (Morley,

1994).

3.7.Sampling and recruitment

An experimental case-series is usually composeskwéral single-case experiments
since evidence gathered from multiple cases isidered more compelling and the
overall design regarded as more robust (Onghenadgington, 2005). Upon
uncovering a significant finding from a single-casgperiment, the immediate
research goal would be to replicate this findingcbhyducting further experiments.

Some of these experiments attempt to replicateelaet conditions of the original
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experiment; whilst others aim to alter the experitradightly to identify whether the

findings are still duplicated (Robson, 2002).

Given the lengthy nature of data collection witttie current study, the single-case
experiments ran concurrently. However, the flexypibrovided by the experimental
case-series design enabled the interventions uadeluation to be altered in
response to the data as they were collected arlgisada Robson (2002) suggests
that critical realism provides a sound basis foe tlse of replication in the
development and refinement of theories, and it ar@tcipated that 10 single-case
experiments (or replications) would be sufficiemt identify the mechanisms
associated with self-management and adherence anthexercise-based falls
prevention programme in the patient group undeesitigation. Together with the
focus group findings, these replications were useidform the development of the
framework for physiotherapy practice to promotd-senagement and adherence
with exercise-based falls programme for older peopith a long-term condition

presented in the final chapter of this thesis.

Upon receipt of ethical approval, consecutive pasieattending a weekly auto-
immune liver clinic at the local hospital were sred to identify those with the

following common characteristics:

* 60 years of age and over

e Living in own homes

131



» Diagnosis of primary biliary cirrhosis (with or \ibut liver transplantation)

e Medically stable

* Independently mobile (with or without walking aid)

» History of falls / unsteadiness within last 12 nfent

* Mini Mental State Examinatioa 24/30

Able to provide informed written consent

To avoid the risk of perceived coercion, these vialials were provided with a
participant information sheet (Appendix IV) and ited to return an expression of
interest form at their convenience in a pre-paidedope if they wanted to
participate in the experimental case-series. A whe older people attending the
regional falls and syncope service, reassurancepnasgded that participation was
entirely voluntary and that a decision not to tpket in the experimental case-series
would not affect the standard of care they receigedheir relationship with any

member of the healthcare team.
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3.8.Intervention

Morley (1994) suggests that any experimental ingasbn of why a treatment or
clinical intervention works (a process questionjisirinvolve the comparison of two
or more independent variables. However, in orderdentify the mechanisms
influencing uptake and adherence with an exercasedb falls prevention and to test
and refine the self-management strategies develwpessponse to the focus group
findings, it was necessary to stutigth existing local clinical practice for older
people at risk of falling (Treatment A) and whagsdite the emerging body of
research evidence, is still considered a ‘noveleahanced’ intervention (Treatment
B). As the enhanced intervention took longer to plete, the first 5 experimental
case-series participants recruited from the autodme liver clinic received

Treatment B, the other 5 participants received ffmeat A.

Table 3.1 outlines the key features of Treatmentandl B. Although the key
characteristics were the same for all participaitshould be pointed out that the
research strategy employed in the current studypledathe components of each
intervention to be altered slightly on the basisnofividual need (Zetterberg et al.,

2008).
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Table 3.1. Key features of Treatments

A and B

Treatment A

Treatment B

Considered ‘usual’ local clinical practic
for older people identified to be at

increased risk of falling

eConsidered ‘enhanced’ clinical practice

for older people identified to be at

increased risk of falling

Informed by focus group findings of
physiotherapy practitioners and local

clinical practice

Informed by focus group findings of
older people and review of contemporg

self-management literature

Ary

6 weeks duration

6 months duration

Composed of 6 x once-weekly

appointments

Composed of 6 x four-weekly

appointments

Individualized home-based exercise

programme

Individualized home-based exercise

programme

Delivered by research nurse at local

hospital

Delivered by physiotherapist (thesis

author) at local hospital

Outcome measures collected by an

independent assessor

Outcome measures collected by an

independent assessor

n=>5

n=5

3.8.1.Treatment A

In their systematic review and meta-analysis oécfVe exercise interventions for

the prevention of falls, Sherrington et al (2008pggest that the criterion for a

minimally effective exercise dose equates to adwieekly exercise-based falls

prevention programme running over 25 weeks. Initseahowever, many clinical

departments are providing services to patients intited resources and it is often
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not possible to provide regular contact from a theakre professional over such a
prolonged time period. In an attempt to incorporasearch evidence into routine
clinical practice, the majority of older peoplerak of falling in the local region are
offered an exercise-based falls prevention progranaweraging only 6 weeks in
duration with once-weekly review by a physiothesapir healthcare assistant. Older
people are then instructed to continue with thisgpemme on discharge from the
service. As will be seen in Chapters 4 and 5, #pproach to clinical service
delivery had not been successful in promoting Iterga active participation with an
exercise-based falls prevention programme and wasing dissatisfying and
limiting for physiotherapy practitioners’ creatiyitand sense of professional

autonomy.

Informed by usual local clinical practice for oldeeople at risk of falling and the
physiotherapy practitioner focus group findingsase-series participants received a
6 week exercise-based falls prevention programnmmeposed of 6 x once-weekly
visits to a research nurse at the local hospital.tlir first visit, each participant
received an individualized exercise programme frmesource file of evidence-
based falls prevention exercises. After ensuringt tparticipants were able to
perform these exercises safely and competently,otter people with primary
biliary cirrhosis were instructed to complete tpiogramme at home on a daily
basis. Participants were reviewed at the local itmlspach week and the exercise
programme was adjusted or progressed as approgbiateompletion of the 6 week
programme, participants were encouraged to contwitie their current exercise-

regime over the 6 month follow up quantitative daddection period.
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3.8.2.Treatment B

Self-monitoring is an important tool in helping imdiuals understand the process of
change during therapy (de Silva, 2011). FreestahTdwaites (2004) suggest that
the use of such measures increases an individstake in the treatment programme,
leading to greater decision-making about their .caBg focussing on self-
management support, it was theorized that less#mgcontact with a healthcare
professional would be required, allowing cliniciate manage a much larger
caseload over a longer time period as well as eaging older people at risk of
falling to develop a long-term active commitment am exercise-based falls
prevention programme. As will be discussed in $esti3.10.9 and 3.10.10, exercise
diaries and visual analogue scales were used Ipa#icipants to record adherence
rates and track clinically-relevant information oike course of the experimental
case-series. However, the exercise diaries an@lvasalogue scales were also used
as self-monitoring tools by those receiving Treaitrig to identify and monitor the
enabling and disabling mechanisms associated witltnmnagement and adherence.
As a result of this, the exercise diaries and Visuealogue scales represented an

integral part of the enhanced intervention.

Informed by the older people’s focus group findireysd a review of the self-
management literature, 5 case-series participactsived a 6 month exercise-based
falls prevention programme composed of 6 x fourklyegisits to a physiotherapist
(thesis author) at the local hospital. On thestfirisit, participants were issued with

an individualized exercise programme from the seaseurce file of evidence-based
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falls prevention exercises. After ensuring thatipgrants were able to perform these
exercises safely and competently, the older pewjile primary biliary cirrhosis

were instructed to complete this programme at homea daily basis. Participants
were reviewed at the local hospital every four vegedt which time the visual

analogue scales and exercise diaries were usedctumage individuals to reflect
upon their performances over the last four weeks tnprogress or adjust the
exercise programme accordingly. On completion @& @hmonth programme, the
experimental case-series participants receiving éhbanced intervention were
encouraged to utilize the self-monitoring skilleyhhad developed to set their own
goals and targets to promote continued active gation with an exercise-based
falls prevention programme over the 6 month follegvquantitative data collection

period.

3.9.Data collection

Experimental case-series involve the repeated sseed of individuals through a
pre-determined sequence of baseline and intervenpbases (Goodwin &

Sunderland, 2003). The current study adopted anMA-dBsign (i.e. baseline, no
intervention; intervention; follow up, no intervést) with continuous assessment
throughout the baseline, intervention and followplyases (Zetterberg et al., 2008).
In a simple pre-test / post-test design it canitfcdlt for the researcher to infer that
any changes observed in the post-test measurestridge the result of the

intervention under evaluation (Morley, 1994). In experimental case-series, the

effectiveness of an intervention is judged by thxéemt to which the post-test
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measures shift when the intervention is introduaed by whether this change is
sustained throughout the duration of the interentand follow up phases. If the
measures are relatively stable during the basefihase, Ottenbacher (1997)
suggests that it is not unreasonable to inferahgtchanges observed at the point of
introducing the intervention occurred as a direduit of that intervention. In this
way, each participant acts as his / her own ‘céntlaring the baseline data

collection phase (Zetterberg et al., 2008).

3.10.Evaluation tools

The choice of outcome measures in an experimeasa-series should be influenced
by the aim and objectives of the study, the psyadtamand scaling characteristics
of available measures and the practical constrahisiplementing these measures
(Morley, 1994). Informed by the comprehensive revad the self-management and
falls prevention literature and the focus groupliings of local stakeholder groups,
the range of measures selected reflects the expigraature of the experimental

case-series and the novel patient group undertiga¢isn.

The aim of the current study was not to compareetfiectiveness or efficacy of
Treatments A and B, but to develop an enhanceddlieal understanding of the
factors influencing self-management and adherenitk an exercise-based falls
prevention programme for older people with a loagrt condition. For this reason,
it was not necessary for the research team or empetal case-series participants to

be blinded to the clinical interventions under ewélon. However, to promote
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objectivity and to avoid the risk of observer b{&obson, 2002) all measures were
collected by an independent assessor (a physigiyearalleague) at four-weekly
intervals throughout the baseline, treatment amidvioquantitative data collection
up phases. During the 6 week standard interventi@measures were completed at
weeks 1 and 6. Table 3.2 provides an overview efaébaluation tools used during

the experimental case-series.
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Table 3.2. Overview of evaluation tools used in egpmental case-series
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3.10.1.PBC-40

There is an increasing appreciation that qualitylifef is frequently impaired in

individuals with long-term conditions. The PBC-4Ia¢oby et al., 2005) is a health-
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related quality of life questionnaire specific tonpary biliary cirrhosis. Developed,
validated and evaluated in the local region, pasatisfaction (measured in terms of
the extent to which the questionnaire addressesisthees that individuals with
primary biliary cirrhosis commonly experience) wasnd to be significantly higher
for the PBC-40 than more generic health-relatedityuaf life measures. The PBC-
40 is composed of six domains: fatigue; emotiosakial; cognitive functioning;
general symptoms; and itch. Individuals are askedcdénsider a number of
statements relating to their condition over thé faar weeks and select a response
from the following list of options: never; rarelgometimes; most of the time;
always; did not apply. The scale is scored usingsiablished protocol to obtain an

overall numeric rating for each domain (Appendix V)

3.10.2.Self-Efficacy for Exercise Scale

Self-efficacy refers to an individual's perceptioof their capabilities relating to
specific situations and activities (Bandura 199%).individual’s judgement of their
self-efficacy influences activity choice and copibghaviour. A person with low
self-efficacy will, for example, avoid engagingantivities they believe exceed their
coping abilities, whereas a person with high s#léacy will confidently engage in
a given activity, making a greater effort to magtex challenges involved (Cheal &
Clemson, 2001). For this reason, interventions #rdtance self-efficacy are also
said to promote adherence (Bandura, 1997). TheESithcy for Exercise Scale
(Resnick & Jenkins, 2000) is a self-assessmenttignesire validated for use in the

older population. Individuals are asked to ratecpmed levels of confidence in their
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ability to exercise three times per week for 20 utes in the face of 9 potential
barriers (the weather was bothering you; you weseed by the programme or
activity; you felt pain whilst exercising; you h&mlexercise alone; you did not enjoy
it; you were busy with other activities; you feitetl; you felt stressed; you felt
depressed) on a 10 point scale (1 = not confidedt= confident). The scale is
scored by summing the numerical ratings for eadparse and dividing by the

number of responses to obtain an overall mean gém@mendix VI).

3.10.3.0utcome Expectation for Exercise Scale

Outcome expectations are beliefs that certain cpresees will be produced by
specific personal actions (Bandura, 1997). Knowiraj an individual has the ability
to engage in a particular activity is not nece$ganough to sustain behaviour
change, they must also believe that the effortlirea will produce beneficial results
and that they have some degree of control oveethesults (Bandura, 1997). The
Outcome Expectation for Exercise Scale (Resnickl.e2001) is a self-assessment
questionnaire focussing on the perceived consegsenicexercise for older people.
Individuals are asked to consider 9 statementstaheipossible outcomes / benefits
of exercise (makes me feel better physically; makgsmood better in general;
helps me feel less tired; makes my muscles strongen activity | enjoy doing;
gives me a personal sense of accomplishment; madesnore alert mentally;
improves my endurance in performing my daily atieg; helps me to strengthen
my bones) and to rate their reactions to thesersgtts using the following scale: 1

(strongly agree); 2 (agree); 3 (neither agree neagiee); 4 (disagree); 5 (strongly
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disagree). The scale is scored by summing the noaheatings for each response
and dividing by the total number of responses ttaioban overall mean score

(Appendix VII).

3.10.4.Falls Efficacy Scale — International

As discussed in Section 1.6.5, fear of falling @gnenon in community-dwelling
older people and has been associated with disaedsreduced quality of life,
decline in physical functioning, increased riskalfing, and admission to long-term
nursing or residential care (Bruce et al., 2004sd& on the original Falls Efficacy
Scale (Tinetti et al., 1994), the Falls Efficacyatec— International (Yardley et al.,
2005)is a self-assessment questionnaire validated feriughe older population.
Individuals are asked to consider how concerney Wmuld be about falling whilst
undertaking 16 functional activities (cleaning tiemuse; getting dressed / undressed;
preparing simple meals; taking a bath or showemgto the shop; getting in and
out of a chair; going up or down stairs; walkingpuard outside; reaching up or
bending down; answering the telephone; walking asligpery surface; visiting a
friend / relative; going to a place with crowds;Ikiag on an uneven surface;
walking up or down a slope; going out to a sociedrg), and to rate these concerns
on a four point ordinal scale: 1 (not at all comeat); 2 (somewhat concerned); 3
(fairly concerned); 4 (very concerned). The scalsdored by summing individual
scores for each activity to obtain a total ovesathre between 16 and 64 (Appendix
VIII). According to Delbaere et al (2010), low camn of falling is defined as 16-19;

moderate concern 20-27; and high concern 28-64.
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3.10.5.5 x Sit-to-Stand

Muscle weakness is an independent risk factordts femediable through targeted
intervention (National Institute for Health and i@tal Excellence, 2004). Sit-to-
Stand is widely recognized as a clinical measurtower limb muscle function in
community-dwelling older people (Whitney et al.,08) Bohannon, 2011). The 5 x
Sit-to-Stand measures how long (in seconds) itstake individual to stand five
times from a standard height chair without usingirttarms (Appendix IX). Sit-to-
Stand is widely used to assess falls-risk in ofulmple (Barnett et al., 2003), with
individuals taking longer than 15 seconds to comepte sit-to-stands identified as

being at high risk of falling (Buatois et al., 2008

3.10.6.Performance Orientated Assessment of Mobility

Impaired balance and abnormal gait are also indbpenrisk factors for falls
remediable through targeted intervention (Natidnatitute for Health and Clinical
Excellence, 2004). The Performance Orientated Assest of Mobility (Tinetti
1986) is a measure of balance and gait widely usetbcal clinical practice
(Appendix X). For the balance component of this soee, individuals are asked to
perform 13 functional activities (sitting balancarising from chair; immediate
standing balance; standing balance; balance wih elpsed; turning balance; nudge
on sternum; neck turning; one leg standing balabeek extension; reaching up;
bending down; sitting down). The assessor rates pleeformance on each activity

using a three point ordinal scale: 2 (normal); dafaive); O (abnormal). A final
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score between 0 and 26 is obtained by summing ishay scores. For the gait
component of this measure, the assessor rates pocamts of an individual’s gait
(initiation of gait; step height; step length; stepmmetry; step continuity; path
deviation; trunk stability; walk stance; turningy @ither 1 (normal) or O (abnormal).

A final score between 0 and 9 is obtained by sungrmdividual scores.

3.10.7.Dynamic Gait Index

The use of dual-task paradigms to examine the tsffet age-related changes in
attentional requirements of balance control andrated reductions in stability
when performing a secondary task has shown thaethee important contributors to
instability in both healthy and balance-impairedenl people (Shumway-Cook &
Woollacot, 2002). The Dynamic Gait Index (Shumwayek, 1995) is an 8-item test
which evaluates and documents an individual’'s it modify gait in response to
changing task demand (gait level surface; changgmit speed; gait with horizontal
head turns; gait with vertical head turns; gait gt turn; step over obstacle; step
around obstacle; stairs) Individuals are rated »sbéing no (3); minimal (2);

moderate (1); or severe (0) levels of gait impamtnehilst performing each of these
8 activities. A total score between 0 and 24 isamigld by summing individual

scores (Appendix XI). Scores of 19 or less are aassl with increased risk of

falling in community-dwelling older people (Shumw@ypok et al., 1997).
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3.10.8.Exercise Diaries

The most common way to measure adherence withcalimterventions is through
the use of self-reported measures, such as panticheld diaries (Robson, 2002 p.
258). Whilst acknowledging the inherent threatselbility and validity caused by
response biases (such as social desirability ampliescence) participant-held
diaries provide a fast, flexible and inexpensivetiad of monitoring adherence
patterns over time, and are said to possess higlslef face validity (Vitolins et al.,
2000). To monitor adherence with the exercise-thdaks prevention programmes
under evaluation, a weekly exercise diary (1 week page) was developed which
combined both structured (quantitative) and unsanec (qualitative) methods of
data collection. In addition to indicating how matiyes the prescribed exercise
programme had been completed, participants wermengire opportunity to record

any additional comments / activities they felt ntigk of relevance (Appendix XII).

3.10.9.Visual Analogue Scales

Visual analogue scales are widely employed in céihor psychological research to
measure subjective states, such as pain or anewtys (Tiplady et al., 1998). The
simplest form of visual analogue scale is a sttafgirizontal line of fixed length
(usually 10 centimetres). The ends of the linedafined as the extreme limits of the
parameter to be measured (Tiplady et al., 1998|-Pauphin et al., 1999). Visual
analogue scales are more sensitive to small chahgassimple descriptive ordinal

scales in which symptoms are rated as mild, modewatsevere (Paul-Dauphin et
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al., 1999). Whilst providing a different perspeetito standardized questionnaires,
visual analogue scales and standardized questi@snare often used in tandem
(Freeston & Thwaites, 2004). For the purposes ef darrent study, participants
were asked to complete visual analogue scales amce-weekly basis to indicate
their level of agreement / disagreement with aeseof statements (I feel confident
to do my exercises today; | am finding the exerg@sggramme beneficial; | will

continue to follow the exercise programme) basedhencentral constructs of the

social cognition models presented in Section 1 fpghdix XIII).

3.11.Pilot measurement study

Although statistical analysis is not a defining edpof experimental case-series, the
validity of a researcher’s inferences will deperaiigély on the reliability and
validity of the outcome measures selected (OngBeBdgington, 2005). The use of
repeated measures introduces two potential confotmthe internal validity: testing
and instrumentation (Ottenbacher, 1995). Testiny ma& a threat to the internal
validity of a study if the behaviour of an indivialus altered simply by monitoring
or measuring it (Robson, 2002). Ottenbacher (19890ggests this may be a
particular problem in case-series experiments lsraof the requirement for
repeated measures. Instrumentation becomes a tiordéhe internal validity of a
study when changes in the outcome measures callemteur as a result of
alterations in the instrument used to measure #dperdent variable rather than to
the introduction, withdrawal or manipulation of threlependent variable (Robson,

2002). Case-series experiments involve the repesgsdssment of individuals. For
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this reason, Ottenbacher (1997) stresses it iscpbtly important to ensure that
systematic changes in the way outcome measuresdalected do not occur

throughout the course of the data collection preces

The reliability and validity of the selected evaioa tools are well-established in
community-dwelling older people (Appendix XIV). Hewer, older people with
primary biliary cirrhosis had not previously takeart in an exercise-based falls
prevention study. Prior to conducting the experitaknase-series a physiotherapy
student from the local university conducted a piietasurement study (Jamieson,
2009), under the supervision of the thesis autimar the thesis author’s principal
supervisor. To minimize the potential threats ternal validity caused by testing,
the primary aim of the measurement study was tabésh the stability of the
measures selected for the experimental case-sefies.reduce the risk of
instrumentation, the pilot measurement study atemist to determine the inter-rater

reliability of the chosen measures within the patgroup under investigation.

Four older people with primary biliary cirrhosisggting the inclusion criteria of the
experimental case-series, were identified from|tdoal patient support group and
invited to attend the local hospital once-weeklyeoa four week intervention
period. The evaluation tools presented in SectidlD 3vere completed by all
participants at each visit (with the exceptionted PBC-40 which was completed at
weeks 1 and 4). To provide an indication of inter reliability, the objective
measures of falls-risk were completed twice bypaliticipants at each visit (once

with the thesis author and once with the physiapgrstudent). Each rater was
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blinded to the other’s scores by carrying out tegeasments in separate rooms. On
completion of the 4 week measurement study, ppeits were invited to take part
in a focus group discussion to provide feedbacktloa acceptability and face

validity of the evaluation tools and proposed datiection process.

Intra-rater reliability found to be excellent folt 8 objective measures of balance,
gait and lower limb muscle strength (Performanceefated Assessment of
Mobility, Dynamic Gait Index and 5 x Sit-to-Stand)th no significant differences

between measurements of the same participant wiléns. Bland and Altman plots
displayed good reliability between raters for alim@asures; with the thesis author
demonstrating greater reliability on the measuheshad previous experience using.
Inter-rater reliability was also found to be exeall for all 3 measures with no
significant differences for each of the particigabetween raters. Bland and Altman
plots displayed good reliability between raters fmt 3 measures. Intraclass

correlation coefficients for the 3 measures arevipled in Table 3.3.
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Table 3.3. Intra-rater and inter-rater reliability of selected measures from pilot

measurement study

Intra-rater Intra-rater Inter-rater
reliability reliability reliability
(Thesis author) (MSc student)
POAM - Balance | ICC 0.99 ICC 0.96 ICC 0.99
95% Cl10.97-1.0|95% C10.81-1.0 | 95% CI 0.96 — 1.0
P <0.001 P <0.001 P <0.001
POAM - Gait ICC 0.99 ICC 0.97 ICC 0.99
95% Cl10.96-1.0|95% C10.83-1.0 | 95% CI10.95-1.0
P <0.001 P <0.001 P <0.001
DGI ICC 0.98 ICC 0.99 ICC 0.99
95% C10.92-1.0|95% C10.97 — 1.0 | 95% CI 0.98 - 1.0
P <0.001 P <0.001 P <0.001
5x STS ICC 0.96 ICC 0.98 ICC 0.98
95% Cl10.81-1.0|95% C10.87 - 1.0 | 95% CI1 0.93-1.0
P <0.001 P <0.001 P <0.001

The stability of the measures over the 4 week dallaction period was determined
visually, by averaging the raters’ scores for epalticipant and presenting them
graphically for each measure. The Performance @tieth Assessment of Mobility,
Dynamic Gait Index, PBC-40, Falls Efficacy Scaldnternational and Outcome
Expectation for Exercise Scale remained stabldnénmajority of participants over
the 4 week measurement study. However, the physiagply student concluded that
it was not possible to establish the stabilitylod 6 x Sit-to-Stand or Self-Efficacy

for Exercise Scale over the 4 week period.
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All 4 participants completed the 4 week pilot meagient study, which was taken
to indicate the acceptability of the data collectiprocess. The qualitative data
collected during the focus group discussion pravideipport for the face and
content validity of the selected evaluation toois the patient group under
investigation. The findings of the pilot measuretrsndy will be considered further
within the context of the experimental case-sedat in the final chapter of this

thesis.

3.12.Data analysis

In routine clinical practice the basic question fmtient and practitioner alike is
whether the intervention is producing a benefiaghhnge (Ottenbacher, 1997).
However, as will be seen in Chapters 5 and 6, tld/@ppear that older people at
risk of falling and healthcare professionals do aletays agree on the best way to
capture the beneficial effects of an exercise-bdaksl prevention programme. One
of the principal challenges of the current studyeréfore, was in deciding how to
present the experimental case-series findingsaayathat would be informative and
meaningful to older people at risk of falling, lbgdysiotherapy practitioners and

the wider academic research community (Onghena dirtgdon, 2005).

Although at a theoretical and meaning level criticgalism is distinct, the data
collection methods it uses are based on establigmmtoaches (McEvoy &
Richards, 2006). Whilst the evaluation of experitakcase-series data has been a

source of lively debate for a number of years, afisinspection remains the
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predominant mode of analysis (Morley, 1994). Ingeg with the philosophical
assumptions underpinning the current study, themx@ntal case-series data were
displayed graphically for each participant and satgd to visual analysis to identify
patterns and trends in the data over time. To kshallve acceptability and perceived
effectiveness of the exercise-based falls preventmrogrammes and self-
management strategies under evaluation, a serigsnaifstructured interviews were
conducted with the experimental case-series ppatits on completion of the
follow-up data collection phase. Participants weresented with the graphical
interpretations of their data and asked to helgagx@nd contextualize the patterns
and trends observed in the selected measures. Mpate and contrast the views
and experiences of the experimental case-serieficipants, a topic guide
(Appendix XV) was prepared in advance of the samiesured interviews. During
the follow up interviews, experimental case-sepasgicipants were encouraged to

reflect and expand upon the unstructured data geolvin the exercise diaries.

3.13.Ethical considerations

Health services research ‘will be more ethicallysséve and methodologically
persuasive when founded on a clear appreciatidheofelationship between ethics
and methodology’ (Shaw, 2003 p. 9). Ethics areroftensidered to be part and
parcel of the paradigm positional held by the regdes. It has been suggested that
‘conventional (positivist) science has failed e#tiyy (Lincoln & Guba, 1989 p.
225). However, it is now widely recognized that lgative researchers do not live

in a state of methodological grace and that noarebemethodology is ethically
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privileged (Shaw, 2003). This section will providecritical examination of the
ethical issues encountered during the design aeduton of the current study.
Although some of the ethical considerations retqtecifically to the focus group or
experimental case-series research, the majoritys¢éend these two approaches.
Whilst much has been written about the ethical ioaplons of conducting clinical
research with older people (Ross et al., 2005; WraR007; Fudge et al., 2007), this
section will also consider the ethical dilemmas cemtered by practitioner-

researchers undertaking applied heath researchpwaitbssional colleagues.

3.13.1.Independent review

Prior to conducting both the focus groups and tkgegmental case-series, ethical
approval was obtained from the University Resedtthics Sub-Committee, the
Local Research Ethics Committee, the Acute TrusseBRech and Development
Department and the Primary Care Trust Clinical Goaece Department.
Independent review ensures that individuals unaffitl with the research project
evaluate the proposal to ensure that certain éthiwé scientific standards are met
(Khanlou & Peter, 2005). However, Shaw (2003) waagsinst placing undue
emphasis on the initial ethical review processesimémplies that ethical issues can
be addressed and neatly tidied away for the duratiothe study. Some of the
ethical considerations presented in this sectiormrewanticipated during the
developmental stage of the study whilst others gatkias the research progressed.

The subsequent discussion should, therefore, be t®eaepresent an ongoing
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reflection on, and response to, the ethical comaiags encountered throughout the

design and execution of the focus group and exmeriah case-series research.

3.13.2.Informed consent

All participants were asked to provide informedttem consent (Appendices XVI
and XVII) prior to taking part in the focus groupsd experimental case-series.
Blackmer (2003) suggests that 3 conditions mushéefor an individual to provide
informed consent to participate in a research stuzhpacity (the ability to
understand the nature of the research, includiregrigks and benefits involved);
voluntariness (freedom from undue coercion, belibérate or non-intentional); and
disclosure (provision of all the information ne@aysto assist in the clinical decision
making process). This section will discuss eacthe$e factors within the context of

the current study.

A fairly large proportion of older people receivinbinical services suffer from some
degree of cognitive impairment, be it significantdavert or minor and more subtle
(Blackmer, 2003). Older people with primary biliacyrrhosis, in particular, are
known to suffer from impairments of memory and anmtcation (Newton & Jones,
2007) which could impact on their decision-makirgpacity. As an experienced
healthcare professional, the thesis author was t@blese her clinical judgement
skills to establish decision-making capacity. Hoemeuo assist in this process, a
Mini Mental State Examination (Folstein et al., B9%vas performed on all older

people attending the regional falls and syncopeiser(focus groups) and auto-
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immune liver clinic (experimental case-series) dgrihe screening and recruitment
process. Whilst it is acknowledged that the Miniriéé State Examination is not a
measure of capacity, only those scoring4/30 were included in the sampling pool
of potential participants, since the cut-off pombst commonly used to indicate
cognitive impairment requiring further investigatios 23/24 (McDowell 2006).

Working within a supportive multi-disciplinary em@ghment, any concerns
regarding informed consent or decision-making cépaweould have been referred
to the thesis author's work-place research suparyia consultant physician and

geriatrician) for further assessment.

Shaw (2003) suggests that voluntary participatian be more difficult to ensure
when adopting the role of practitioner-researchatividuals may be motivated to
take part in a research study out of a desire@aga the researcher or because they
perceive their participation as being one way irniclwithey can repay the care and
attention provided by the healthcare team (Blacki8@63). To reduce the risk of
perceived coercion in the current study, potengaticipants were provided with a
participant information sheet and asked to returregpression of interest form at
their convenience in a pre-paid envelope if theyited to participate in the focus
group discussions or experimental case-seriesvithdils were reassured that
participation was entirely voluntary and that aigien not to take part in the study
would not affect the quality of care they receiwedilst attending the regional falls
and syncope service or auto-immune liver clinicteRbal participants were also
advised that they could withdraw from the studyaay time, without giving a

reason, and that this would not affect their relahip with any member of the
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healthcare team. A similar method of recruitmentswamployed for the
physiotherapy practitioners since it was acknowdedthat the thesis author’s pre-
existing relationship with professional colleagueght predispose them to higher

levels of perceived coercion.

The participant information sheets were developedadcordance with National
Research Ethics Service Guidelines and disclodedniation relating to all aspects
of the study, including the purpose of the invedimn, the risks and benefits of
participation and the eventual dissemination sfiete Individuals were encouraged
to retain a copy of the participation informatidmest and signed consent form for
their records and had regular contact with membmrsthe healthcare team
throughout the duration of the study to ask questid request additional

information. The participant information sheetsypded an outline of the Hospital

Complaints Procedure and contact details for th@efaAdvice and Liaison

Service, should participants wish to discuss anycems relating to the current

study with a nominated individual unaffiliated witine research process.

It has been suggested that informed consent intgtinad research is particularly
hazardous because it implies that the researcloevkim advance of undertaking the
study what the outcome will be and its possible seguences (Shaw, 2003).
However, it is argued that the same could be saidrfiy empirical investigation. In
the majority of practitioner-researcher projectse tresearcher is likely to be
conducting a piece of research which aims to chamgenhance existing clinical

practice (Costley & Gibbs, 2006). This is an intggolitical activity which may
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be perceived by some as a threat to the status(\§filson-Thomas, 1995). The
practitioner-researcher role could be regarded wasvessive by professional
colleagues, as it involves questioning organizaioand individual practitioner
norms and belief systems (Williams & Posser, 2002). promote transparency,
local dissemination sessions were arranged ataeguervals throughout the course
of the current study to update physiotherapy marsaged colleagues on the
evolving research design and outcomes. Individuaése provided with the
opportunity to ask questions / make comments througthe study and these were

used to shape the ongoing data collection and sisgbyocess.

3.13.3.Anonymity and confidentiality

All written information collected during the courséthe current study was stored in
a locked filing cabinet and managed in accordanitke the Hospital Research and
Development Department Guidelines. All data werdecband anonymised on a
secure password-protected National Health Servacepater prior to undertaking
analysis. Whilst every attempt was made to mainfarticipant anonymity and
confidentiality on the part of the research teamshould be pointed out that
anonymity and confidentiality between research iggents cannot be fully
guaranteed, particularly when undertaking focusigreesearch (Krueger & Casey,
2009). To overcome this, participants were spaliffc asked to maintain

confidentiality for each other at the start of eémtus group session.
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Barbour (2007) claims that using pre-existing gougises important ethical issues
with regard to ensuring anonymity and confidentyaliResearchers need to be
mindful that these groups have a life that contsnatter they have elicited their data
and should seek to minimize possible negative iaatibns. Whilst not deliberately
seeking to recruit individuals from establishedwaeks for the older people’s focus
group discussions, participants in three of theugsoknew each other from
unrelated activities in the local community andstbould be seen as compromising
their anonymity and confidentiality as patientstbé regional falls and syncope

service.

Although the data collection and analysis proceas be made anonymous,
completely disguising personal identities in fireghreports and academic theses
may prove problematic. Williams & Posser (2002)gesgj that it can be difficult to
ensure anonymity and confidentiality in researcidists when individuals from an
organization know who participated. In the curretudy, the focus groups and
experimental case-series both included working vgthall samples from pre-
existing social networks (physiotherapists workiog the local primary care trust
and members of the primary biliary cirrhosis suppgmroup respectively). The
similarity of views obtained from the physiothergmgctitioners participating in the
focus group discussions helped to protect indiMidientities during local feedback
sessions and a similar approach was adopted wissendinating the experimental
case-series findings. Although case-series paatntgp were provided with an
overview of their individual performances during themi-structured interviews, the

guantity of data collected during the course of ¢élxperimental case-series meant
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that it was impractical to present detailed indiMtcases during local dissemination
sessions. The homogeneity of the case-series ipariis meant that it was possible
to use the qualitative exercise diary and intervaata to identify a series of clear
and consistent themes surrounding self-managenmehtadherence with exercise-
based falls prevention programmes for older peopte primary biliary cirrhosis.

To maintain participant confidentiality, an ovemwi®f these themes was presented
to the local patient support group, supplemented ampnymised graphical

representations of the selected outcome measures.

3.13.4.Issues of consensus, dissent and disclosure

All qualitative researchers need to consider hoteriulewees perceive them and
what effect characteristics such as class, racesexavill have on the data obtained
(Barbour, 2006). However, Britten (1995) believbattthese issues become more
acute if the researcher is someone perceived o agosition of authority, such as
a medical practitioner or healthcare professiofidle social desirability effect
occurs when participants respond or act in a wayttiey feel the researcher would
like them to (Krueger & Casey, 2009) and, it isued, may occur in any empirical
investigation, regardless of whether or not theaesher and participants are known
to each other before the study commences. To olit@ngenuine views and
experiences of older people and physiotherapy aglles when undertaking both the
focus groups and experimental case-series it wadenskear throughout that the
underlying aim of the study was to develop a framwor physiotherapy practice

to promote self-management and adherence with arcisg-based falls prevention
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programme for older people with a long-term comditiand that these findings

would be used to develop an alternative approadicad clinical service delivery.

Whilst it has been suggested that group norms niagce individual voices of
dissent, Kitzinger (2006) claims that focus growgstigipants can provide mutual
support for each other when expressing feelingsateacommon to their group, but
which they consider may deviate from mainstreantucel This was particularly
evident during the physiotherapy practitioner fogweup sessions. Shaw (2003)
suggests that ethical problems can arise if thetificmer-researcher role is not
fully-understood by research participants. By viegvithe practitioner-researcher as
a practitioner first and a researcher second, gigaits may not always exercise
appropriate restrictions on self-disclosure. Witthie context of the current study,
however, is argued that the thesis author’s shaeatity as a practising clinician
provided the physiotherapy practitioners with atigely safe environment in which
to express their frustrations with current clinisarvice delivery. In doing so, they
were able to contribute to the development of prattstrategies to promote self-
management and adherence with an exercise-basegrf@ention programme that

could be tested and refined in the experimentad-sasies.

3.13.5.Distress and inconvenience to participants

When individuals are members of a diagnostic gnaitp relatively small numbers
the potential exists for individuals to be recrdit®r multiple studies, sharing a

disproportionate burden for research participa{Blackmer, 2003). Primary biliary
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cirrhosis is a relatively rare condition, affectiogly 1 in 700 women over the age of
45 years (Jones & Newton, 2005). The potentialgopulation overuse in high-
prevalence geographical areas, such as the loganrgPrince et al., 2002), is
significant and this was taken into account wheneesting and recruiting potential

participants for the experimental case-series.

Members of the local primary biliary cirrhosis @aii support group regularly take
part in research projects conducted by the heakthteam which have a direct
impact on local clinical service delivery. The posp of the experimental case-series
was to test and refine acceptable strategies tongie self-management and
adherence with an exercise-based falls preventiogramme for older people with
a long-term health condition. This process involwbe collection of multiple
measures over a prolonged time period. For thissorea this exploratory
experimental investigation was deliberately undemawith members of a ‘research
active’ patient group. However, to promote inclityivand to reduce the potential
burden of research participation, potential pgvdaits were screened and recruited
from a weekly auto-immune liver clinic rather thaia the patient support group
directly. Although several of the older people watimary biliary cirrhosis recruited
into this study had previously taking part in locasearch, none of the participants

were involved in additional projects at the timdloé experimental case-series.

The local hospital provided a central and accessibtation for both the focus
groups and experimental case-series. Whilst it was possible to reimburse

participants financially for their time commitmentansport to and from the hospital
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was provided by taxi if needed. The data collectsmssions were organized at
mutually-convenient times throughout the workingelweand participants were
informed of their appointment times as far in acddea@ms possible. If experimental
case-series participants experienced difficultidtenaing particular sessions,
flexibility was provided by the research team. Oncauple of occasions the
experimental case-series data were collected aighlmouring hospital to coincide
with participants’ attendances at the auto-immiuwer Iclinic. Recognizing the busy
workload of professional colleagues, scheduled staetings were used to provide
regular and ongoing feedback to physiotherapy memsagand practitioners

throughout the course of the current study.

3.13.6.Risk-benefit ratio and loss of therapeutic benefits

For many individuals with long-term conditions, buas primary biliary cirrhosis,
curative treatment is not available and it is opbgssible to manage symptoms and
maximize functional ability. Blackmer (2003) clainthat there is a greater
probability of therapeutic misconception in suclougs as individuals are more
likely to participate in clinical research in thege that it will provide some degree
of benefit for them. Very little information curriy exists regarding the impact of
chronic liver disease on the ageing population. tMilisciplinary assessments
conducted by our research team (Frith et al., 2@&donstrated that older people
with primary biliary cirrhosis present with a numbs recognized risk factors for
falling. However, this patient group had not prexsly had access to a dedicated

physiotherapy service in the local region. Reguantact with members of the
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healthcare team during the baseline, interventiosh fallow up quantitative data
collection phases of the experimental case-serieantnthat it was possible to
closely monitor participants’ responses to the @serbased falls prevention
programme and to address any ongoing issues regaituir general health status.
On completion of the follow up quantitative datdlection phase, all experimental
case-series participants (including the 4 individugéaking part in the pilot
measurement study described in Section 3.11) weraded with the opportunity to
attend the regional falls and syncope service fgomg physiotherapy intervention

as appropriate.

3.14.Summary

This chapter has provided a detailed account ofrésearch methods employed in
the current study and the ethical issues encouhtirgng the design and execution
of the focus groups and experimental case-seribapi€r 4 will continue the
methodological discussion by reflecting upon thecpss of conducting clinical

research with local stakeholder groups.
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CHAPTER 4. STAKEHOLDER INVOLVEMENT

4.1.0verview of chapter

A conceptual model for evaluating and reportingithpact of public involvement in
health research was developed during the courseeourrent study. This chapter
will begin by setting out the background to, antloraale for, this model. Building
upon the methodological discussion surrounding edtalder involvement
introduced in Section 2.11, the model will be cdesed within the context of the
focus group research and the wider public involvetimigerature to illustrate how
the inclusion of a stakeholder perspective inflgehthe research processes and

outcomes presented in this thesis.

4.2.Background to and rationale for conceptual model

Throughout this chapter the position of the thesithor within the research process
will be presented in the first person to provideomtemplative account of how the
research and researcher interacted, and to iltesttow my philosophical
perspective widened as the study progressed. Stkleh involvement and
empowerment were important considerations in thgigdeand execution of this
study. As can be seen in Chapters 2 and 3, theoahitgical and philosophical
principles underpinning the current study and tksearch methods employed
enabled local stakeholder groups (older peopletifieoh as being at increased risk

of falling; relatives; and local physiotherapy gragners) to actively participate in
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the development and evaluation of strategies tanpte self-management and
adherence with an exercise-based falls preventiogramme for older people with
a long-term condition. However, as well as beingplwed in the current study as
research participants, | also invited a separabeimiof older people attending the
regional falls and syncope service and their netgtiand a separate group of local
physiotherapy practitioners with experience of priééng an exercise-based falls
prevention programme to contribute to the desigh execution of the focus group

research.

The public is a portmanteau phrase used to encpsuhe many types of
stakeholder who may be involved in health reseamtiuding patients, service
users and carers (Hanley et al., 2003). Whilst inctuded in this traditional
definition, the philosophical and methodologicahpiples underpinning the current
study also recognize the importance of involvingalohealthcare practitioners in
research that attempts to change or enhance existinical practice. For the
purposes of the subsequent discussion, therefbee,ptiblic should be seen to

collectively refer to users, potential users aravters of clinical services.

The conceptual model for evaluating and reportiregimpact of public involvement
in health research presented in Section 4.3 angtidited in Figure 4.1 was
developed in response to a comprehensive reviewhefcontemporary public
involvement literature and represents an attempetiect upon and articulate my
own experiences of conducting clinical researchhvaltder people, relatives and

local physiotherapists. To provide the backgroumdahd rationale for, the model it
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is necessary to briefly consider the wider methogickl debate surrounding public

involvement in health research.

Public involvement in health research refers teaesh conducted with or by the
public rather than to, about or for them (Hanleyakt 2003). Proponents of this
initiative suggest that the unique perspective piey by people who use, or are
eligible to use, health services provides highealipuresearch of greater clinical
relevance (Fudge et al., 2007; Hogg 2007; Bootalet2010). Despite strong
political and philosophical underpinnings, howevarsurvey of National Health
Service researchers demonstrated that public iewodnt in health research
continues to be making relatively small inroads, flagmented, and often

concentrated in particular groups or geographiczas (Barber et al., 2007).

A recent report (Tarpey, 2011) analysed informationthe extent and nature of
reported public involvement in health and socialeca&he study was based on a
sample of applications submitted to the Nationadd@ech Ethics Service in 2010 as
part of the ethical review process, and focussedesponses to a two-part question
asking how applicants intended to involve membérghe public in their research.

The report identified that 19% of researchers rgabinvolving, or intending to

involve, the public in their research. They tickee or more of the involvement
boxes, and their free-text responses confirmedetipéans. In contrast, 38% stated
that they had no plans for involvement. Perhapstmisrestingly, however, the

report highlighted that 43% seemed to have miswtoded what the question on

involvement was asking. Whilst they ticked at leaisé of the involvement boxes,
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their free-text responses described plans for esmgagt rather than public
involvement, such as recruiting patients to pagtte in their research or

disseminating their findings to local stakeholdeyups.

Formal appraisal of public involvement in healtrsearch is rare. Whilst the
academic literature may be replete with enthusiasfports and reflections, there is
often little or no detail provided about the praced undertaking clinical research
with members of the public or any attempt to eviuthe impact of public
involvement on research outcomes (Oliver et alQ80INVOLVE, a national
advisory group funded by the National Institute féealth Research to promote
public engagement, participation and dialogue, casioned a report exploring the
impact of public involvement in health and socialec research (Staley, 2009). A
structured review of the literature identified or89 articles suitable for in-depth
evaluation. Whilst a number of strong and conststieemes were identified which
provided support for the inclusion of a public perstive at all stages of the research
process, a number of limitations were also ackndgée; most notably, surrounding
the inherent difficulties of assessing and repgrtime impact of public involvement

on research processes and outcomes.

Public involvement in health research has tradéilyrbeen viewed on a continuum,
ranging from low to high levels of participatioWNVOLVE recognize three ‘levels’

of public involvement: consultation (where researshseek the views of the public
on key aspects of the research); collaboration diagoing partnership between

researchers and the public throughout the resgauodess); and user-control (where
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the public design and undertake the research aswhrehers are only invited to

participate at the invitation of the public) (Haylet al., 2003).

These definitions may help researchers to consietype of public involvement in
health research. However, it is important to re@gnhat public involvement is a
complex and multi-faceted activity and that, inlitga public involvement may
range from none, to some, to full engagement apitbject develops (Ross et al.,
2005). As Beresford (2007) acknowledges, membetiseopublic may, for example,
have no involvement in designing the research dnswdted over the data collection,
and have complete control of the disseminationhef tresearch findings. For this
reason, it has been suggested that the INVOLVEniieins lack the degree of
flexibility health researchers require and thatstmhay discourage them from
including members of the public in investigatiohattattempt to change or enhance

existing clinical practices (Oliver et al., 2008).

4.3. A conceptual model for evaluating and reporting thempact of public

involvement in health research

Presenting the process of public involvement diagnatically has limitations yet
serves to promote conceptual clarity. In the mqguekented in Figure 4.1, public
involvement is considered a product of the degfemibaboration (vertical axis) and
empowerment (horizontal axis), expressed in terms ¢top-down or bottom-up
approach. The two axes divide the model into faradyants: public ignored; public

acknowledged; public advised; and public engaged, @ermit different levels of
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public involvement to occur within the same reskarmject. The impact of public
involvement may be evaluated and reported by cenisig the degree of

collaboration and empowerment at key stages ofdébearch process.

Figure 4.1. A conceptual model for evaluating and eporting the impact of

public involvement in health research (Robinson edl., 2012)

Low impact MORE-COLLABORATIVE High impact
because limited
power Public acknowledged Public engaged
Research is designed, Research is designed,
undertaken and undertaken and
disseminated with disseminated with the public
acknowledgement of a fully engaged, involved and
public perspective on ideas actively influencing the study
that are professionally-led
“TOP - DOWN” “BOTTOM - UP”
Public ignored Public advised
Research is designed, Research is designed,
undertaken and undertaken and
disseminated by disseminated with the
professionals with no advice of the public but
public involvement limited active
involvement
Low impact
because limited
No impact LESS-COLLABORATIVE collaboration

A paper relating to this model has been acceptegublication in a peer-reviewed
journal (Appendix XVIII) and was well-received at a national public involeam

conference in November 2010. In this section, eafcthe four quadrants will be
presented within the context of the focus groupeaesh and the wider public

involvement literature to illustrate how the invetuent a stakeholder perspective
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influenced the research processes and outcomespumuiag the current study. |
will consider the model’'s potential to contribute the wider methodological
development of public involvement in health reskairt the final chapter of this

thesis.

4.3.1.Public ignored (non-collaborative / top-down — nompact)

The purpose of the current study was to developamdwork for physiotherapy
practice to promote self-management and adherenite an exercise-based falls
prevention programme for older people with a loagrt condition. It was
anticipated that a better understanding of theofactinfluencing uptake and
adherence with an exercise-based falls preventrmgramme, together with an
exploration of practical strategies to promote-sedinagement, would have a direct
impact on clinical practice and improve local seevilelivery for older people with a
long-term condition. However, it can be seen thatdim, objectives and theoretical
propositions underpinning the current study weréormed by my clinical
observations as a practising clinician and a cohgmsive review of the academic
literature rather than discussions with memberghef public as users, potential

users, or providers of clinical services.

Many funding bodies now request that researcheowige evidence of public
involvement when submitting their research propanddbwever, as Thompson et al
(2009) acknowledge, it can often be difficult tv@hve members of the public in a

meaningful way during the initial developmentalg&s of a clinical research project.
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All researchers conducting clinical investigatiansthe National Health Service
require approval from the National Research EtBies/ice before commencing data
collection. Academic research culture is fundamgntaroject-driven and

researchers are frequently hired on short-termraotst to undertake clinical studies
within tightly-defined deadlines (Thompson et a02). For many researchers,
therefore, ‘the research begins when the projeginkse (Mellor, 1998 p. 453). |

always intended to involve older people, relatiaes local physiotherapists in the
design and execution of the focus group researaweder, taking a critically

reflexive stance, it can now be seen that the dovebtain ethical approval prior to
embarking on the data collection process meantatsibkeholder perspective was

absent from the early developmental stages ofabesf group research.

Whilst the research design of this study enabledllstakeholder groups to actively
participate in the development and evaluation ohtsgies to promote self-
management and adherence, failure to include aigerspective in the early
developmental stages of the focus group researeminiigat the current study began
in the public ignored quadrant in the bottom-ledad-corner of the model. Here,
research is designed, undertaken and dissemingtedobessional researchers with
no public involvement. The public have no impacttba research processes and
outcomes in a public ignored paradigm, and thenga&laof power remains solely

with the professional researcher in a non-collalbedaop-down approach.
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4.3.2.Public acknowledged (more-collaborative / top-downr- low impact

because limited power)

As soon as ethical approval had been obtained Herfocus group research, |
identified a small group of older people from myremt clinical caseload at the
regional falls and syncope service (4 older peaplask of falling and 2 relatives)
and a small group of professional colleagues (3sioliyerapy practitioners with
experience of prescribing an exercise-based fadiggmtion programme in the local
region). The views and opinions of these individuakre sought at strategic points
throughout the study on matters relating to thagtheand execution of the focus
group research. It was anticipated that small gsowpuld allow for variations in
perspective and attitude without inhibiting deamsimaking and productivity. Whilst
overlaps in role are acknowledged, a deliberatindison was made between older
people at risk of falling and relatives to gain etter appreciation of the different
opinions and interests that may exist, and to agoie group speaking on behalf of,

or being seen to represent, the other (Beresf@@i7 2

In neglecting to engage with large swathes of teeegal public, it has been
suggested that public involvement may be seenlltgHart of its promise to provide
a direct, more-than-tokenistic say in the govereant health research (Martin,
2008). In their review of 1108 papers on publicalwement for change in health
research, Crawford et al (2003) emphasize thagrsints about representativeness
are very common in the literature, but the meamhthe term is rarely considered.

Providing a representative sample of a target reBepopulation is a concept
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traditionally associated with the positivist pagdi However, such methods do not
necessarily guarantee accurate representation €Beioal, 2010). As Parkinson
(2003) acknowledges, there is no fundamental reasdwy the descriptive
representation of shared characteristics, suchhascey or social class, promised
by randomization should translate into accurateresgntation at the level of
expressed opinion. One of the most successful waygavolve members of the
public in health research is through relationshipest already exist and are well-
established (Trevedi & Wykes, 2002). Rather thaveddse for volunteers, | chose
to approach individuals whom | felt would possessbd relevant skills, life
experiences and personal attributes necessary atlemhe my thinking and

positively influence the research processes antbogs presented in this thesis.

Prior to identifying potential focus group partiaigs, | visited these older people,
relatives and local physiotherapy practitionershieir home or place of work. Their
views and opinions were sought on matters relatniipe methodological design of
the focus group research; such as the suitabilitthe language used in the
participant information sheets, the appropriateresthe data collection methods
selected and the proposed sampling and recruitstestiegy. The purpose of the
focus group research was to provide an enhanceérstadding of the factors
influencing uptake and adherence with an exercased falls prevention
programme at a local level. For this reason, it waportant that | obtained the
genuine views and experiences of focus group p@atits in an inclusive, non-
threatening manner. In keeping with the qualitatiesearch literature presented in

Section 3.2, the older people, relatives and lgghysiotherapy practitioners
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suggested that focus groups would prove less iddtmg for participants than one-
to-one interviews. The older people and relativesparticular, felt that the focus
groups would provide an enjoyable forum for thedegs to come together to discuss
a topic considered to be of universal interest, thiadl the input of local stakeholder
groups would lead to the development of more aetd@pistrategies to promote self-
management and adherence with an exercise-basegfavention programme for

older people with a long-term condition.

The subject matter was not considered to be p#atigusensitive in nature and, as a
result of this, the older people, relatives andilghysiotherapy practitioners did not
anticipate any problems with me moderating the $ogwup discussions. It was
suggested that the professional and therapeutitioeships | had developed with
local stakeholder groups would provide a permissitraosphere for focus group
participants to share their potential frustratiovith current approaches to clinical
service delivery. During the developmental stagethe focus group research, an
eminent qualitative researcher had advised me sigawmnducting research with
older people from my current clinical caseload. ldwger, the older people and
relatives did not feel it was necessary to waifluntlividuals had been discharged
from the regional falls and syncope service beiovéding them to participate in the

focus group research. It was suggested that waitiniy this time would cause the
subject matter to become less interesting and paliyorelevant to potential

participants.
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Whilst | deliberately approached older people aliep the regional falls and
syncope service at different stages of the climqpcattice encounter, the older people
and relatives indicated that approximately 6 weigks the treatment programme
would provide the ideal window of opportunity fagcruiting potential participants
into the study. They suggested that this would jg@wsufficient time for the older
person to gain experience of participating in aereise-based falls prevention
programme and enable me to establish whether dhaailder person would be able

to function in a focus group environment.

The aim of practitioner-led projects is to changeenhance existing working
practices, and this can sometimes be regarded sufipicion by professional
colleagues (Williams & Posser, 2002). Prior to segdout the participant
information sheets, the physiotherapy practitionadvised me to present an
overview of my research proposal to professionditagues as part of the clinical
in-service training programme. This would demystife research process in an
informal setting, they suggested, before attemptgecruit potential participants.
Presenting the research proposal provided an idgglortunity to promote
discussion about the current study and revealed intq@ortance of obtaining
management endorsement prior to approaching profegscolleagues. This factor
had been overlooked during the developmental stafjfise focus group research.
However, physiotherapy managers were reassured theattime commitment
required from staff would be minimal and voluntekte distribute the participant
information sheets themselves to demonstrate #giroval. | was later able to

minimize the risk of perceived coercion by askingnagers to collectively remind
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physiotherapy colleagues at staff meetings to metheir expression of interest

forms if they wanted to participate in the focueigy research.

By asking the older people, relatives and local spbtherapy practitioners to
comment on the suitability of the data collectioathods selected and the proposed
sampling and recruitment strategy, the current ystontbved into the public
acknowledged quadrant in the top-left-hand corriegthe model. Here, research is
designed, undertaken and disseminated with the cadkdgement of a public
perspective on ideas that are professionally-lelde inclusion of a stakeholder
perspective provided support for the research nustiselected. However, reflecting
on the experiential learning process, it can novséen that the advice | sought at
this stage was largely procedural and based ormpprowed project design. Whilst
representing a move into a more collaborative pgnadthe impact of a public
perspective in the public acknowledged quadrantamesnlimited by the lack of

public empowerment (top-down approach).

4.3.3.Public advised (less collaborative / bottom-up — W@ impact

because limited collaboration)

A common criticism of qualitative research is ttts analysis and interpretation of
the data can vary considerably depending on whioviglved in the process. It has
been suggested that involving research participartse analysis and interpretation
of qualitative data increases the cultural andrivgevalidity of the findings, and

strengthens the scientific rigour of an investigat{(McCauley, 1999). ‘Respondent
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validation’ or ‘member checking’ (Mays & Pope, 200688) is popular with action

researchers and involves comparing the researchecsunt of the qualitative data
with those of the participants Whilst some commimga claim this to be the

strongest available check on the credibility of Igative research findings, others
have highlighted its limitations (Bloor et al., 20Barbour, 2007). Mays and Pope
(2000) suggest that since the researcher’'s acesumtended for a wider audience it
will, inevitably, be different from those of indowal research participants simply

because of their different roles in the researcicgss.

Qualitative research produces large amounts of ®m@w data. A single focus
group discussion may, for example, generate anythetween 20 and 40 pages of
single spaced text (Pope & Mays, 2000). Respondaldation exercises place
considerable demands on research participants’ &inte Barbour (2005) argues,
raise a number of ethical and practical considenati Instead of asking participants
to read focus group transcripts, she proposes rigedack preliminary research
findings in the form of a short report or dissentima session. Approximately half
way through the focus group research, | arrangpdrate feedback sessions for the
older people and relatives and the physiotherapgtpioners to provide them with
an overview of the emerging themes. By asking th@roomment on whether the
data resonated with them as the users, potentas us providers of falls prevention
services and to propose topics which might nothgete been identified, | was able
to ensure that the focus group research had not beerly affected by the social
desirability effect (Krueger & Casey, 2009) andetstablish how close | was to

achieving data / theoretical saturation (Onwuegbetial., 2009).
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Interim analysis of the focus group findings reeealopposing views and
standpoints on the part of older people at riskatiing and local physiotherapy
practitioners. As will be seen in Chapter 5, thgeolpeople participating in the focus
group research were motivated to take part in aroese-based falls prevention
programme to remain independent in activities oflydéiving. They valued

strategies that promoted self-efficacy and self-ag@ment. In contrast, however,
the physiotherapy practitioners indicated that riiegority of the older people they
came into contact with were poorly motivated totipgrate in an exercise-based
falls prevention programme. Whilst acknowledgin@ttlolder people should be
encouraged to play a more active role in the mamage of long-term conditions,
the local physiotherapists demonstrated a conilictlesire to remain ‘in control’ of

the treatment programme.

The older people, relatives and physiotherapy piacérs quickly validated their

peers’ views and opinions during the preliminargdieack sessions. However,
perhaps not unsurprisingly, it was the qualitathaa from the physiotherapy focus
groups that the older people and relatives foundtnateresting and chose to
discuss in greater detail. It was suggested thairéato appreciate the benefits
experienced by older people as a result of pasdiirig in an exercise-based falls
prevention programme had resulted in a sense of polo satisfaction and

professional apathy amongst local physiotherapidtss, together with a degree of

professional arrogance, was likely to have contatiuo the data obtained.
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The involvement of local stakeholder groups inititerpretation of the focus group
findings represents a shift into the public advigeddrant in the bottom right-hand-
corner of the model. Here, research is designedenisken and disseminated with
advice from the public but limited active collabboa. From a public involvement
perspective, this activity can be seen to represeshift from a top-down to a
bottom-up approach since the alternative insightsided by the older people and
relatives’ group enabled me to take a more reflexdtance in the analysis of the
focus group findings. However, because | seledteddata to be presented, it could
be argued that there was limited collaboration asda result of this, the overall

impact of public involvement in a public advisedaaigm remains relatively low.

4.3.4.Public engaged (collaborative / bottom-up — high iact)

It has been suggested that members of the pubtiipating in clinical research
should also be involved in the documentation arsbseinination of the research
findings (Trevedi & Wykes, 2002). In response te thterim focus group data, one
of the older people expressed the desire to med¢h Vcal physiotherapy
practitioners to describe the benefits she hadresqueed as a result of participating
in an exercise-based falls prevention programmehodigh their input heavily
impacted on the interpretation and presentatiorfabes group findings, | decided
not to involve the older people and their relativesocal feedback sessions due to
concerns that my professional colleagues wouldismidsive of their views. When
discussing potential dissemination strategies, airibe physiotherapy practitioners

highlighted that healthcare professionals werenoffieen very little opportunity to
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receive formal feedback from their patients. Ratttemn simply comparing and
contrasting the views of local physiotherapists after people at risk of falling, it
was suggested that | provide professional colleaguith an overview of the older
people’s experiences of exercise-based falls ptererprogrammes, the aspects
they found most beneficial and the ways in whiaktytivould like clinical services to

be delivered.

To have a direct impact on clinical practice, itsweportant that the focus group
findings were received favourably professional eafjues. Appreciative inquiry is
described as ‘a simple but radical approach to rataleding the social world’ (Reed
2007 p.2). As a research framework, it concentraiesexploring ideas that
individuals have about what is valuable in whatytlke and attempts to work on
ways that build upon these activities. The radasthect of appreciative inquiry,
Reed (2007) believes, is the way in which it chadkes individuals to rethink their
ideas regarding how they work, how change happams$,how they can contribute
to this process. If individuals are used to thigkiabout themselves as being
unsuccessful, using appreciative inquiry to askstjoes about their achievements
can be an effective way of challenging those idma$ encouraging individuals to

think more critically about what they do and howtho it.

The inclusion of a stakeholder perspective informaedissemination strategy that
was in keeping with the methodological and phildsogl principles underpinning
the current study. However, with hindsight, my dem not to involve older people

and their relatives in local feedback sessions tnlyve represented a missed
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opportunity for the focus group findings to impamt clinical service delivery.

Involving the older people and their relatives geding back the focus group
findings would have represented a move into thdip@ngaged quadrant in the top
right-hand-corner of the model. Here, research ésighed, undertaken and
disseminated with the public fully engaged, incldidend actively influencing the
study. In the public engaged paradigm, the impdcpublic is highest because

collaboration is successfully combined with a bawttop approach.

4.4, Summary

This chapter has presented a conceptual model vialuaing and reporting the
impact of public involvement developed during theurse of the current study
within the context of the focus group research avider public involvement

literature. Chapter 5 will provide a detailed aatiof the focus group findings.
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CHAPTER 5. FOCUS GROUP FINDINGS

5.1.Overview of chapter

This chapter will present the integrated findingsemht focus groups conducted
with older people attending a regional falls andc®pe service, relatives and local
physiotherapy practitioners. To promote transpareamd reflexivity, consideration

will be given to the data analysis process andpiesonal characteristics of the
focus group participants. This will be followed aydetailed discussion of the focus
group findings within the wider context of the aeaudc falls prevention and self-

management literature.

5.2.Background to analysis and presentation of focus gup findings

The focus groups were conducted over a 12 montiogp€danuary to December
2007) and subjected to a version of framework aislgescribed by Rabiee (2004).
Whilst some proponents of thematic analysis sughestfocus group data should be
approached without recourse to a preconceived ¢tieal framework, Barbour
(2008) argues that qualitative data analysis mesgilded by a study’s original
research questions and underlying theoretical assons. Although it uses a
thematic approach, framework analysis allows thbsenes to develop from both
the research questions and the narratives of i@s@articipants (Rabiee, 2004) and
was, therefore, felt to be compatible with the @&dphical and methodological

principles underpinning the current study.
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Undertaking qualitative research is an iterativecpss and data analysis, or rather
analytical thinking, began whilst conducting thestfi focus group session. A
provisional coding framework was developed and msgjvely refined throughout
the data collection / analysis process. Five thewme identified which relate back
to the original research aim, objectives and thegaiepropositions underpinning the

current study and provided a basis for ongoingyansl

* Theme 1: Factors influencing uptake and adherence

« Theme 2: Predicting and monitoring uptake and asty

* Theme 3: Roles and responsibilities

e Theme 4: Stakeholder views and experiences of l|atiaical service

delivery

* Theme 5: Strategies to promote self-managemenadierence

Qualitative research thrives analytically on difleces and discrepancies (Barbour,
2007). If qualitative researchers identify diffeces in the data, Morgan (1993)
argues that the methodological goal should be werstand the sources of these
differences. During the mapping and interpretafpbrase, particular attention was
paid to exceptions, contradictions and disconfignexcerpts in the data. These

were used to interrogate the academic literatuesgmted in the opening chapter of

183



this thesis and contributed to the developmentefftamework for physiotherapy
practice to promote self-management and adhererite an exercise-based falls

prevention programme for older people with a loagrt health condition.

5.3. Sample characteristics

A frequently debated issue in focus group reseasckhe extent to which the
researcher should seek to elicit, and attend iysisa to individual as opposed to
group data. However, when attempting to gain amglmsnto group processes, it is
the interchange between participants that is védudata for the researcher, not the
outcome of the group discussions. Although the gnsuthe main unit of analysis,
Barbour (2007) emphasizes that it is also wortlingaleccount of individual voices
within the group. It would be a pity, she acknovges, to follow an approach that
did not allow the researcher (and reader) to takeuatage of the additional insights
that such intra-group comparisons may yield. Ferghrposes of the current study,
each focus group participant was allocated a pseudaduring the data analysis
process. Providing participants with an alternatigene rather than an arbitrary code
number ensures anonymity and confidentiality whilsintaining a human quality to
the presentation of the focus group findings, andbées the reader to cross-link
concepts and themes with the roles, identities atiibutes of individual focus
group members (Sim 1998). The personal charactsrisif the older people,
relatives and physiotherapy practitioners taking pathe focus group sessions are
provided in Tables 5.1, 5.2 and 5.3 respectivelye Bhaded / un-shaded areas

represent the composition of each focus group essi
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Table 5.1. Characteristics of older people participgting in focus group

discussions
Pseudonym | Age Background Additional Social
Information Medical History | Circumstances
Barbara 80 | No falls to date, but | Atrial fibrillation, | Lives alone
dizziness, Previous mitral
unsteadiness and fe| valve replacemen
of falling
Les 76 | No falls to date, but | Ischaemic heart | Lives with wife
blackouts, disease,
unsteadiness and fe| Treated
of falling hypertension,
rheumatoid
arthritis, type Il
diabetes, right
total hip
replacement,
vasovagal
syncope
Pauline 80 | Multiple injurious Previous colles | Lives alone
falls, unsteadiness | fracture, bilateral
and fear of falling | fractured elbows,
osteoporosis,
treated
hypertension
Ann 76 | Previous injurious | Previous colles | Lives alone
falls and blackouts, | fracture, normal
denies unsteadiness bone mineral
and fear of falling density on DEXA
scanning
Brian 74 | No falls to date, but| Coronary artery | Lives with wife
pre-syncope and bypass graft x 4,
unsteadiness, deniesabdominal aortic
fear of falling aneurysm repair,
lumbar stenosis,
Depression
Jim 87 | No falls to date, but| Medication- Lives alone

previous blackouts,
unsteadiness and fe
of falling

induced carotid
asinus syndrome,

angina
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Table 5.1. Continued

Joyce 80 | No falls to date, but| vasovagal Lives alone.
blackouts and syncope, transient Sheltered
unsteadiness, denieg ischaemic attackg,accommaodation|
fear of falling bronchiectasis,

osteoporosis,
vitamin B12
deficiency

Martha 85 | Previous injurious | Osteoarthritis, Lives alone,
falls, unsteadiness | Osteoporosis, sheltered
and fear of falling Left Total Hip accommodation

Replacement,
Hypertension,
Vasovagal
Syncope

Norma 88 | No falls to date, but | Lower back pain,| Lives alone,
unsteadiness and feg temporal arthritis,| retirement
of falling atrial fibrillation, | accommodation

hyperthyroidism

Charles 75 | No falls to date, but | Vasovagal Lives with wife
blackouts, dizziness | syncope, previoug (Christine — see
and unsteadiness, | viral labyrinthitis | below),
denies fear of falling retirement

accommodation|

Margaret 75 | Previous non- Right total hip Lives with
injurious falls, replacement, husband
unsteadiness and feg asthma
of falling

Susan 72 | Previous non- Orthostatic Lives alone
injurious falls, hypotension,
unsteadiness, denieg rheumatoid
fear of falling arthritis, Right

total hip
replacement
1997, Awaiting
left total hip and
left total knee
replacements
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Table 5.2. Characteristics of relatives participatng in focus group discussions

Pseudonym

Age

Social Circumstances

Christine

72

Husband (Charles — see above) paatibin older
people’s focus group sessions.

Hilda

74

Husband has Advanced Parkinson’s Diseadevas not
eligible to participate in focus group sessions tue
cognitive impairment. At the time of the focus goou
sessions, cared for husband at home with no formal
support. However, husband has subsequently moved if
24 hour nursing care.

Mary

78

Husband physically frail due to multiplerahic health
conditions (widespread osteoarthritis, glaucomtgreats,
and chronic obstructive pulmonary disease). Hugban
participated in older people and relatives’ invohent
group and was, therefore, not eligible to take patthe
focus group sessions.

Claire

76

Husband suffered traumatic brain injuygc34.
Physically quite able, but did not participate actdis group
sessions due to mild cognitive impairment and

communication difficulties.

Table 5.3. Characteristics of physiotherapy practibners participating in focus

group discussions

D

Pseudonym Grade Year Current Post
Qualified
Michelle Clinical Specialist 1995 Domiciliary
Physiotherapy
Liz Senior Il 2005 Community Resource
Team
Angela Senior | 1996 Orthopaedic Dischargg
Team
Tom Senior | 1995 Domiciliary
Physiotherapy
Julie Senior | 1979 Day Hospital
Kate Recent Graduate 2007 Seeking Employm
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Table 5.3. Continued

Rachel Recent Graduate 2007 Seeking Employment

James Junior 2006 Rotational Post

Sally Junior 2006 Rotational Post

Emma Recent Graduate 2007 Seeking Employment

Linda Service Manager 1982 Domiciliary

Physiotherapy
Andrea Senior | 1996 Domiciliary
Physiotherapy

Sue Senior |l 1997 Community Resource
Team

Adam Senior | 1996 Orthopaedic Discharge
Team

Karen Clinical Specialist / 1991 Day Hospital

Service Manager

Jane Senior | 1984 Community Resource
Team

Sandra Senior | 1996 Community Resource
Team

Simon Senior | 1994 Orthopaedic Discharge
Team

5.4.Theme 1 — Factors influencing uptake and adherence

In keeping with the findings of Yardley et al (2Q@61d the philosophical principles

underpinning self-management for long-term condgjahe older people attending
the regional falls and syncope service cited ‘naiahce of independence’ as their
main reason for choosing to participate in an dagerbased falls prevention

programme rather than reduction in falls-rate disfiask. Mirroring the work of

Ballinger and Payne (2000), the older people enmpbdghat they were healthy and
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able to manage at home, if not independently thigm tive help of family members

which they indicated was readily available.

‘As you get older, you want to be as independeybascan be and that's my
motive. | want to be independent; | don’t want éodependent on anybody’
(Margaret — Older Person)

‘I've got my independence back. As you can seeat’home, | do everything
myself'(Jim — Older Person)

In contrast, the physiotherapy practitioners sugggkethat many of the older people
they came into contact with were not motivatedamain independent in activities
of daily living. The older people accessing exaerdimsed falls prevention
programmes in the local region were presented a$ frulnerable and largely

responsible for their own functional decline.

‘A lot of people have that, | know it's horribletdwoll over and die”
attitude’ (Kate — Physiotherapist)

Whilst social cognitive factors have been focussedy health psychologists as the
most proximal determinants of behaviour and behaviahange, the relatives and
physiotherapy practitioners indicated that adhexemas largely influenced by the
individual’'s personality. The relatives, in partiay felt there was a certain ‘type’ of
older person who would be motivated to exerciskamhe and that there was very
little that could be done to encourage those whtbrdit wish to participate in an

exercise-based falls prevention programme. Withoth kstakeholder groups, there
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was an acknowledgement that members would be egludb participate in an
exercise-based falls prevention programme themsel@me relative stated that,
unlike her husband, she did not think she woulthleesort of person’ to adhere to a

prescribed exercise-regime.

‘Honestly, if it were me, if something happenetthjik | would find it
difficult. (My husband) always manages to do thiemt that’s just him’
(Christine — Relative)

The group of recently-qualified physiotherapy graigis admitted that their personal
views impacted on their professional role delivgrexercise-based falls prevention

programmes.

‘| think it's difficult to get older people on bodwith home-exercises
because they’re boring. | find it difficult to prege them for someone
because | know | wouldn’t do gEEmma — Physiotherapist)

Many of the older people accessing community-basadices in the local region
suffer from a range of pre-existing physical hegtbblems. In keeping with the
biomedical falls literature, the physiotherapistdt fthat these would negatively

impact on uptake and adherence with an exercisedifalis prevention programme.

‘They might just be on the border of getting throdlge day without a
carer’s help or on the border of going into resitlahcare, so getting
through the day is hard for them; anything elsexbausting’
(Angela — Physiotherapist)
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Tiredness, associated with the older person’s ¢stirg physical health problems,
was proposed by the relatives’ group as anotheridbato successful exercise

participation.

‘| think in my husband’s case its tiredness; hedspkrately tired all the time.
| suppose, like a lot of people, he has to takat @fl drugs for the original
condition which have a very soporific effect andhwld age, he’s very
tired’ (Claire — Relative)

In keeping with the findings of Ballinger and Pay(#000), the physiotherapy
practitioners suggested that cognitive assets iitied also influenced uptake and

adherence with an exercise-based falls preventiogramme.

‘Somebody with vascular dementia wouldn’t be appede because there
not going to retain the information, they're notiigg to do it and you're
wasting their time and yourgJames — Physiotherapist)

The domiciliary physiotherapists identified sigo#gnt environmental barriers to

home-exercise.

‘Obviously some houses you go into are very claetter have animals lying
about the place that you have to try to move taltle to do the exercise
programme or, you know, children, grandchildrergttiort of thing. There
can be lots of barriers; trying to get some spaae often be a problem’
(Linda — Physiotherapist)
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The physiotherapy practitioners indicated that imgréiomes provided a particularly
challenging environment in which to support oldepple to adhere to an exercise-

based falls prevention programme.

‘Yes, you've got carer’s there, but unless you teaiget someone who’s
interested and enthusiastic about supporting tlieioperson it’s very
difficult to get any adherence because, you knbeir tonfidence is maybe
low in that environment anyway. They don’t wanivtory anyone because
they know they are busy so they don't ring the leekn to go to the toilet’
(Andrea — Physiotherapist)

Whether or not the exercise programme was prestiiba hospital or home setting
was felt to influence uptake and adherence. Howewginion was divided as to

which environment would be most conducive to susftgparticipation.

‘If you go out to their home environment where tfadly or a fall is more
likely to occur, | think the patient, or personat, can make the link with
what you are trying to achieve rather than in asgdd hospital environment
with a bit of paper left on a table(Sue — Physiotherapist)

‘As you've said, if you are going somewhere, youiae likely to be
motivated. Quite often | see people at home; | nitkay're just not
interested in the things we’ve just talked abcug, benefits and what might
happen if they didn’t exercis@Michelle — Physiotherapist)

The physiotherapy practitioners participating ia focus group discussions believed
that low self-efficacy was a major barrier to exseecadherence. However, whilst it
was acknowledged that older people could become manfident in their abilities

to undertake an exercise-based falls preventiograrome, it was generally felt that
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fear of falling remained a longstanding issue thas$ difficult for an older person to

overcome.

‘| think confidence is a big issue as well, exoent can’t actually improve
your patient’s confidence in themselves to, well fall over because | don’t
think they ever lose that fea(Emma — Physiotherapist)

Despite such findings, however, the older peoplending the regional falls and
syncope service demonstrated high levels of sé@lfaefy when describing their
experiences of participating in an exercise-baa#d prevention programme. Whilst
the physiotherapy practitioners perceived that aysconditions, such as pre-
existing musculoskeletal pain, reduced adherendh an exercise-based falls
prevention programme, the older people particigatm the focus group sessions
demonstrated an ongoing commitment to home-exernris¢he face of these

potential barriers.

‘Well it’s the arthritis in my feet that’'s bothegmme, especially during that
exercise you gave me, toe-heel, but | persey8uesan — Older Person)

One older person described how she had experiesemmhdary health benefits as a
result of participating in an exercise-based fallsvention programme. These had
encouraged her to continue with the home-exeraisgramme following discharge

by the regional falls and syncope service.
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‘Strangely, over the last few years I've had physiovarious things and I've
found now that these exercises somehow or other ingyroved the other
things. The exercises for balance have made myfeetkasier as well as
making my legs feel strongdiMargaret — Older Person)

A number of functional benefits were reported bg thder people participating in

the focus group discussions, and these motivae to continue with an exercise-

based falls prevention programme.

‘I do my exercises regularly and the last 4 youeggee were superb, | can
feel the difference alread{Pauline — Older Person)

‘| think | owe all my independence to the exercises way or another’
(Jim — Older Person)

Many of the older people participating in the fogusup discussions demonstrated a

long-term active commitment to an exercise-bashsl faevention programme.

‘There’s no way I'll turn around and say “Well, Bvhad enough of that I'm
not doing that anymore.” I've started and it's angwing thing for me now’
(Charles — Older Person)

5.5.Theme 2 — Predicting and monitoring uptake and adhence

Despite the multiple factors considered to be aaseat with uptake and adherence,
the physiotherapy practitioners appeared confidetiieir abilities as ‘experienced
healthcare professionals’ to predict which oldeoge would be motivated to

participate in an exercise-based falls preventimgm@mmme.
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‘| think just with experience you get an idea ofwi$ going to comply and
who isn’t’ (Michelle — Physiotherapist)

‘Sometimes it’s intuition as well, isn’t itASally — Physiotherapist)

They identified a number of non-verbal cues whielpld them to recognize which

older people would be motivated to engage withradrexercise programme.

‘Sometimes it’'s their body language, you know? deithe feeling that they
don’t want you there(Linda — Physiotherapist)

‘It's often what they don’t say as opposed to wthal do say!
(Adam — Physiotherapist)

In the local region, the west of the city is trazhially associated with areas of lower
economic and educational status than the northlsiVbpinion was divided as to
which socio-demographic variables were associatéd wptake and adherence,
failure to appreciate the role of social cognitigetors in predicting and monitoring
uptake and adherence with exercise-based fallseptien programmes meant that
many of the physiotherapy practitioners claimed¢oable to identify which older
people would be motivated to participate in a haxrercise programme based

purely on their postcode.

‘The west side of the city tend to be very, veatejul for what you do for
them and they tend to be more compliant whereasdhé of the city, they
aren’t so compliant{Liz — Physiotherapist)
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‘We’ve found in the west that people don’t necaelsakpect to get better.
They are, as you say, grateful for what's happefiagin my experience of
working in the north, people expect to get bettat ask questions as to why
they’re not’(Michelle — Physiotherapist)

Whilst it was acknowledged that it could take mdémnan one therapy session to
establish adherence, several of the physiothesapasticipating in the focus group
discussions indicated that they would be able antifly whether an older person
would be motivated to participate in an exercissedafalls prevention programme

during the initial clinical practice encounter.

‘You know right from the beginning, when you dorynitial assessment
really, you get an idea of whether you are goingéaable to prescribe an
exercise programme which they are probably goinfpliow’

(Linda — Physiotherapist)

Despite suggestions in the academic literature libatthcare professionals have an
important role to play in supporting individualstiwvilong-term conditions to move
through the incremental stages of behaviour chgdBgebank et al., 2000), local
physiotherapy practitioners participating in theus group discussions often made a
simple dichotomous distinction about whether or ant older person would be

motivated to participate in an exercise-based fakvention programme.

‘You can kind of talk to them ‘til you're blue inet face and explain why but
if they don’t want to be there and they’re not heahterested then there’s
not really a lot you can ddEmma — Physiotherapist)
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Although it was acknowledged that healthcare psifemls should provide older
people with the opportunity to participate in aneeise-based falls prevention
programme, the physiotherapy practitioners appeaiedtant to actively encourage

their patients to adhere to a home-based exeroigggmme.

‘But there’s a difficult balance because obvious$igre’s consent issues
there as well. If they don’t really want to do duwycan’t really persuade them
to do it’ (Sue — Physiotherapist)

Despite such observations, however, only one physiapist acknowledged that,
within a fully-engaged scenario, it was importamittively relinquish control if an
older person made an informed choice not to ppdtel an exercise-based falls

prevention programme.

‘The other big thing we need to bear in mind ist thighough we all know the
benefits of exercise and as physios we all wanplpgo be included in falls
rehab, that might not actually be what the patswants and | think we have
to accept that as well, even if it means they niglve another fall’

(Michelle — Physiotherapist)

Whilst several of the physiotherapists claimed thatas easy to tell whether or not
an older person had been following a home-exengisgramme, others admitted
that they found it difficult to establish and manmitadherence. One physiotherapist
had experience of using exercise diaries. Howdtermajority relied on much less

formal methods of measuring adherence.
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‘If you get the piece of paper with the exercisesnd it looks like it's not
been touched at all, there’s no folds in the pagosat it looks pristine, just
the way you left it, then they probably haven’trbdeing their exercises’
(Sue — Physiotherapist)

It has been suggested that until patients can ke @pth healthcare professionals
about their experiences and ideas, they canngt émifjage in participatory decision-
making (Paterson, 2001). Despite such observatiomsgever, there was an over-
riding perception that older people would not réweathe physiotherapist whether

or not they had been following a prescribed homer@ge-regime.

‘It's hard to know whether older people are actyalloing their exercises. If
someone says to you “Oh, | get up, do my exerdma& breakfast, go out,
come back home and do my exercises again” anddberonstrate them
perfectly it doesn’t actually mean they are actyalbing their exercises,
does it?’(Rachel — Physiotherapist)

One physiotherapist indicated that she preferra@lioon the testimonies of family
members when attempting to formally monitor uptaked adherence with an

exercise-based falls prevention programme.

'l had a lady in this week and said “Have you béemg your exercises?”
and the lady said “Yes” but her niece was standietind her shaking her
head!” (Emma — Physiotherapist)

5.6.Theme 3 — Roles and responsibilities

The older people participating in the focus groepssons presented themselves as

capable and competent, refuting negative assessmoérheir mental state, moral
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character and ability to take care of themselve®we Qroup described how they had

previously challenged health professionals’ stgqa@otl views of older people.

‘That’'s what | was told at (the hospital) a few timago. The Doctor said
“You are 76" so | said “Well, you know there areepity of 76 year olds who
are fit and well that | know of.” | wasn’t meaning be cheeky; | was just
pointing it out’(Les — Older Person)

The majority of older people participating in treefis group sessions expressed the

desire to actively participate in an exercise-bda#ld prevention programme.

‘I'm fortunate, | can help to put this right mysefPauline — Older Person)

‘It's no good just sitting back and expecting itt@l happen. Somebody
doesn’t just wave a magic wan@arbara — Older Person)

Whilst the older people acknowledged that loyattyhe prescribing physiotherapist
promoted adherence, they strongly believed thatdéwmsion to participate in an
exercise-based falls prevention programme had tie@nown. In keeping with the
findings of Yardley et al (2007), the older peopltending the falls and syncope
service indicated that the provision of informatioegarding the benefits of
undertaking specific exercises to improve streragtth balance had enabled them to

make an informed decision regarding participation.

‘| think you put it across well, because you d@ay “You'd better do this.”
You tell us why and explain the benefits, andrkihat’'s a good thing’
(Les — Older Person)
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In traditional approaches to clinical service detiy patient-initiated activity is
often perceived as challenging and potentially e@amgs (Ballinger & Payne, 2002).
The physiotherapy practitioners participating ine tfiocus group discussions
reproduced accepted and well-respected views irbittr@edical literature of older

people as the passive recipients of exercise-tfatlsgprevention programmes.

‘Well, a lot of people who want physio want yoddosomething to them that
will miraculously stop them from falling. But yoave to have that
commitment from them to actually go home and d@xieecises everyday. A
lot of people don’t want that kind of phys{@om — Physiotherapist)

Whilst many of the physiotherapy practitioners aaded that older people should be
encouraged to take greater responsibility for ttenbtenance of their own health,
there appeared to be a conflicting desire to renmmairontrol of the treatment

programme.

‘| think the key thing is if we are prescribing teeercises, we are
responsible for them as well, aren’'t wg2ane — Physiotherapist)

In keeping with traditional biomedical models ofnatal service delivery, local

physiotherapists positioned themselves as experassessing and managing risk
factors for falling. The physiotherapy practitiosendicated that an older person’s
confidence in the knowledge and skills of the Hezlte professional was central to

promoting uptake and adherence with an exerciseebials prevention programme.
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‘| was thinking of this chap | had recently who vedssolutely blindingly full
of trust and did everything | asked. He exercisddjiously’
(Sandra — Physiotherapist)

There was a perception that older people wouldqgiyaate in an exercise-based falls
prevention programme purely out of a desire to sw@eahe prescribing

physiotherapist.

‘| think that sometimes they think they’ve disapp&dl you in a way, haven’t
they, if they can’t do the exercise. They're wattileat you will be
disappointed about it in somewgyulie — Physiotherapist)

The majority of physiotherapy practitioners respashtb older people’s decisions to
reject falls prevention advice as a challenge teirttprofessional ability and
authority, rather than an alternative perspectiveua risk and safety (Ballinger &
Payne, 2002). This was particularly apparent inrdeent graduates’ focus group

session.

‘You feel like you've failed, and maybe you hawinni’'t know’
(Rachel — Physiotherapist)

In keeping with the findings of Yardley et al (200ée older people taking part in
the focus group discussions agreed that the endergeof family, friends or
influential healthcare professionals provided vhlaaencouragement and promoted

self-efficacy.
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‘My family and friends have all remarked on thetfdoat I'm getting around
much better which is a big help with confidencels®got them involved as
well’ (Les — Older Person)

However, whilst several of the physiotherapists et involving an enthusiastic or
supportive relative or primary care-giver would muate uptake and adherence, it
was suggested that family members were often s@dpéibout the benefits of

exercise-based falls prevention programmes.

‘I've been to a house recently and was actuallybugh a lady when her
daughter came in and spoke to her dad and he gaid the physio is here
doing her exercises” and her comment was “Well, tighshe coming now
for, it's a bit late isn't it, she’s 86" which doek help if you're trying to get
people to do things independent{ndrea — Physiotherapist)

Many of the physiotherapists appeared reluctarin¢tude family members in an
exercise-based falls prevention programme. It waggassted that involving a

physiotherapy assistant or generic support workas wften considered to be more

appropriate.

‘I've had experiences where some patients don’ttieanily members to
know, because it puts pressure on them and fanaiiybvars can see that they
can probably do a lot more for themselves then tbiegn — there’s still

quite a few of them in the communifyiz — Physiotherapist)

‘You've got to pick your patients because someirada don’t want that

extra responsibility. They may already care for sbody and then you say
“Look, can you get them to do these exercises 8stimday?” It might just

be too much. Also family / patient dynamics araiitays as rosy as perhaps
we think and it could just lead to more tensi@ichelle — Physiotherapist)
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One of the relatives participating in the focus ugradiscussions had adopted a
primary care-giving role and felt responsible fonsering that her husband
completed his daily exercise-regime. However, ttheothree relatives did not feel
it was their role to supervise or monitor a homereise programme prescribed by a

healthcare professional.

‘| think my responsibility seems to end with askirfge’s done them and ifhe
says he has then | would tend to believe him. itdbmk he would want me
standing over him particularly(Claire — Relative)

‘| consider he’s an adult and has to make his owaislons, and if he
doesn’t want to do them, or can’t be bothered,cogéts, | think that’s up to
him' (Mary — Relative)

The relative who had adopted a primary care-givilg supported physiotherapy
practitioners’ claims that active participationtire delivery of exercise programme

had the potential to cause conflict between famigmbers.

‘You know the one where he’s standing on one latsttolding onto the
bench and the other one goes out to the side? Wetesn’'t come out very
far. | mentioned this to him last week and was toldo uncertain terms
that’'s as far as he can do itfHilda — Relative)

The personal anxieties associated with supportinfanaily member to remain
independent in activities of daily living provideal valuable insight into the
additional daily stresses encountered by the weatof older people with multiple

co-morbidities identified as being at increasel offalling.
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‘| think my anxiety comes into it for me sometinhéisink “Have | got the
nerve, as it were, to let him go?” I'm double chiegkmobiles etcetera
because his memory’s not so good. It's not Alzhesnoe anything but part
of the brain damage he has, his concentration aachory are a bit dodgy.
Too many times, I've had the police coming to ther énd things like that,
it's horrible’ (Claire — Relative)

Although only one relative had formally adopted ram@ary care-giving role, the
other three acknowledged their husbands’ detenmygbhysical health status and

shared their occasional frustrations at the altdggchmics of their relationship.

‘If the shoe were on the other foot, | would tryder. | don’t want to

criticize him you understand, but | have arthraisd it doesn’t stop me doing
anything. If the roles were reversed, he would ddest but he wouldn’t be
able to cope, I'd still end up doing most thinggfary — Relative)

‘I'm more than happy to do whatever | can, but jostasionally, once in a
blue moon, it would be nice to be looked afterdadtof being the one doing
the looking after(Hilda — Relative)

Despite such observations, however, the relatiatcpating in the focus group
discussions were quick to reassert their loyaltiestheir family member by

reinforcing their husbands’ sense of positive sigftity.

‘Well, | don’t know how you feel, but I'm so thauldo have him, and he’s
very important to our family, hugely important. €am, obviously, he’s
ageing and can’t do the things he used to do, big & very important figure
in the lives of our children and grandchildren.d got to say, I'm very
grateful that he’s here, even if he is a bit shakg needs to be reminded
about things'(Claire — Relative)
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5.7.Theme 4 — Stakeholder views and experiences of lbcdinical services

delivery

In keeping with the academic literature surroundipgake and adherence with an
exercise-based falls prevention programme (Miniochet al 2000; Yardley et al
2003), several of the physiotherapy practitionerggested that older people were
reluctant to label themselves as fallers or, aseviecet al (2006) identified,

conceptualized falls in a different way to healtiecprofessionals.

‘Some people are actually quite proud as well. Téhay't want to admit that
they've fallen or they don't really agree that, sagmething that they
consider isn’t a fall actually is a fal(Sally — Physiotherapist)

Others felt that many of the older people they camte contact with had an ‘ageist’
attitude to exercise. They described how falling wansidered an inevitable part of
the ageing process. This was felt to have a negatipact on uptake and adherence

with an exercise-based falls prevention programme.

‘I wonder sometimes how important it is to themy igoow. They’'ve had a
couple of falls, but in their minds it might be “Wy&m 82, that's something
| have to expect. This girl wants me to exercisé]'m 82" and they just
aren’t interested(Sandra — Physiotherapist)

Despite such observations, however, the older pé&oplccounts of unsteadiness,
falls and blackouts provided a valuable insigho ititeir devastating impact on self-

confidence, autonomy and quality of life.
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‘Well, you know the state of me when | arrived. ®hly way | can describe
to these people what | was like when | first camiee on your books was
when it’s icy weather, real icy like we used to Ipet don’t get anymore, and
your feet get about an inch off the floor and yetftightened to lift them too
far in case you topple over. Well, that was me, iamths summertime!’

(Jim — Older Person)

‘As far as I'm concerned with falls, it’s just ooftthe blue with me. | don’t
feel off colour, | just go down, in the house,ha street even. | just go down.
I just wait until | hit the ground. Half the timar not sure whether I've had
a blackout because when | hit the ground | fegbaim and just lie there for

a few minutes until someone gets me up, and tleepaim starts. I'm never
sure whether I've tripped or what you see, espbciaith the diabetes’

(Les — Older Person)

All three stakeholder groups suggested that eafgrral to a falls prevention service
was desirable, but indicated this rarely happenetie local region. In keeping with
the observations of Yardley and Todd (2005), refeto the regional falls and
syncope service seemed to occur on a largely adolasis, usually after the older

person had experienced an injurious fall or comaigle functional impairment.

‘| think (my husband) might have gone to see h&tatabout his increasing
imbalance, but they more or less take your bloasgure and that’s it. I'm
not complaining, I'm just trying to think back imet sequence of things. |
think he did go and see one of our nice doctorssaid he was losing his
balance but | can’t remember anything being doneualt — until he fell
badly’ (Claire — Relative)

Whilst it has been suggested that older people rapact falls prevention advice
because it emphasizes the negative social conseegi@h falling that many older

people fear (Kingston, 2000), several of the oldeople participating in the focus
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group discussions described how attending the megitalls and syncope service

had led to feelings of enhanced self-efficacy.

‘| came to the falls clinic and really it has dome a lot of good because I've
had all the tests and it’s really given me a lotohfidence. I'm not, you
know, unhappy that something nasty is going to éagp me’

(Ann — Older Person)

One older person even described how she had pkyeattive role in initiating a

referral to the regional falls and syncope service.

‘Since 1985 I've had lots of falls and fractureésen | had another accident
in 2005 and | read an article about the falls atidnd went to see my GP.
He thought | was already coming to see you, buicaisly the various
fracture clinics hadn’t referred méPauline — Older Person)

It is now widely recognized that up to half of injpus falls occur in those who are
not very old and unwell, but amongst older peopt® wontinue to be active despite
some decline in their balance capabilities (Stellet2003; Wijlhuizen et al., 2008).
Despite such observations, however, clinical ses/im the local region tend to
target frailer older people with significant co-rbamlities and high levels of

functional impairment in domiciliary or day hospiteenvironments. The

physiotherapy practitioners indicated that, witbiisting models of clinical service
delivery, it was often difficult for themselves atiteir patients to appreciate the

benefits of participating in an exercise-basedfatevention programme.
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‘It can be hard with some patients who've beentlgiothe process 3 or 4
times, it's harder to get them to appreciate thadfgs. It's hard to
appreciate them yourself because you know thegairg to remain in the
same situation and they are not going to take aardbthe advice that’s
provided’ (Andrea — Physiotherapist)

Whilst it has been suggested that older people rapact falls prevention advice
because they are falsely optimistic about theiabdpies (Whitehead et al., 2006),
the majority of older people participating in theecdis group sessions indicated that
they had been receptive to falls prevention adviaducation and felt that the

information received was relevant and of persomtgrest to them.

‘| hope that, through all this constant exercisace | get older | can
anticipate a fall, or when | start swinging and sy on an icy patch, | will
remember “Oh, such and such said...”. Yes, everytlargelping because
once you reach the old age mark you hear from samé&Buch and such
had a fall’ and the next minute “Well, what do yihink of such and such —
he passed away”. All because of losing control alking and that’

(Susan — Older Person)

One participant, who had originally been referredhe regional falls and syncope
service with light-headedness, expressed his lirstigprise at being referred to a
physiotherapist. However he indicated that, onewibn, he had been pleased to
accept the advice and intervention offered and idensd it to be a positive and

worthwhile experience.

‘Well, when [ first came, the idea of walking umladown and the two of you
watching, | thought “What'’s this got to do with thay | am?” but, after
that, things started to fall into place and | théw§Thinking years ahead,
what have | learnt from this conversation?” If ieans walking a lot better,
well I think it's worth finding out aboutBrian — Older Person)
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5.8.Theme 5 - Strategies for promoting self-managememind adherence

The physiotherapy practitioners identified a numbgstrategies to promote self-
management and adherence with an exercise-basegifalention programme. In
keeping with the philosophical principles underpignpatient-centred practice, it
was suggested that an ‘individualized approach’ wigasl to the success of any
clinical intervention. However, the physiotherapisippeared confident in their
abilities as ‘experienced healthcare professiontstetermine the approach that
would be most appropriate for their patients. Ag#is was most noticeable in the

recent graduates’ focus group session.

‘So, again, it goes back to making it individualik&aking sure you're good
enough to know what'’s going to be most approptiatehat person to
achieve the best outcom@&ally — Physiotherapist)

‘You need to decide from the subjective assessniattsort of approach
that person will respond to begRachel — Physiotherapist)

Many of the physiotherapists taking part in theu®group sessions offered practical
solutions to overcoming poor adherence, such agigng written details of the

exercise programme.

‘I have been known to laminate things and sti@athn people’s kitchens to
act as visual reminders. | like my laminated shéetsause it guilts them into
doing their exercises whilst they are in the kitthe

(Sandra — Physiotherapist)
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One physiotherapist described how she had usediseatiaries with good effect.
However, in keeping with traditional approache<liaical service delivery, these
had been used to monitor and track adherence leatbisr than to support the older

person to play an active role in managing their eon@atment programme.

‘I sometimes use like a diary system, where theg bawrite down how
many times they’ve done things. | think sometilma&isdan be quite useful
because they know that you are going to be cormacl bnd looking at it’
(Linda — Physiotherapist)

Presenting the older people they came into comntéhtas frail and vulnerable, the
physiotherapy practitioners participating in theus group discussions indicated
that adopting a ‘little and often’ approach ensurdwht the exercises were
‘convenient’ and ‘manageable’ for the older persbiis would ensure that they did

not feel ‘overwhelmed’ by the exercise-based fatksvention programme.

‘| think physiotherapists prescribe too many exsesifor older people but |
only give them two or three because | don’'t warduerload them’
(Liz — Physiotherapist)

Only one physiotherapist suggested that the exergsgramme should be
challenging enough to provide the older person withsense of personal

accomplishment.

210



‘| think it needs to be quite hard, you know, itsnibie a challenge for them.
If you give them a bunch of exercises that arelyesdsy, aren’t challenging,
and are really boring, then it doesn’t do anythiiog their self-confidence.
But if you challenge them, and it’'s quite a phykdyedemanding exercise
programme, they are more likely to enjoy it andl$o gives them
confidence. And once you've increased their confidethey’re actually
more motivated to continue rather than just givigg

(Emma — Physiotherapist)

Incorporating the exercises into their daily roatiproved a popular strategy
amongst the older people participating in the fogteup discussions. However, in
contrast to the views of local physiotherapistsyatuld appear that this approach
provided older people with the flexibility requiréo take ownership of the exercise

programme.

‘You must discipline yourself into a routine. Thiwantage | have is that, on
instruction, it can be done, not straightaway, buér the period of a day.
But now | find, after all this time that I've doiigthat if | can get them done
in the morning, I'm free for the rest of the d&yim — Older Person)

‘As far as I'm concerned | do mine twice a day,essll go for a walk in the
mornings, then | do them once a déyés — Older Person)

The physiotherapy practitioners suggested thatcesteg in a group or gym
environment would be preferable to exercising ah&oand that this would promote
uptake and adherence. However, whilst the oldeplpescknowledged the potential
benefits of group exercise, the majority indicatldt they preferred to exercise at
home. Presenting themselves as virtuous and indepénthe older people
participating in the focus group sessions suggeasigdsuccessful participation with

a home-exercise programme was largely dependesglédiscipline.
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‘You've got to discipline yourself completely iip@ant to do it at home or
give up altogether, there’s no half wayoyce — Older Person)

‘| literally do what any housewife would do undermal circumstances, so
| literally run the house myself from the minutget up to the minute | go to
sleep. If | had to take a break in the middle bttzt to come here and do
the exercises, then my whole routine would be g@m® — Older Person)

The physiotherapists suggested that the use oftlgeoutcome measures and other
visual aids, such as goniometry, had a role to phaypromoting adherence.
However, in keeping with traditional approache<liaical service delivery, these
measures were often used to promote an older gersonfidence in the skills and

abilities of the physiotherapist.

‘Being able to measure something so you can sayually, you are less at
risk of falling now”. An outcome measure makesatereal for them and
they are more likely to feel confident in what yoe asking them to do’
(James — Physiotherapist)

Although the older people participating in the fegroup discussions demonstrated
an awareness of their performance on standardesgsament tools, it would appear
that such measures enhanced self-efficacy in their abilities, encouraging them to

play a more active role in the prescribed exercéggme.

‘That thing you did, you said 26 was the best agdtl13, so I'm halfway
there. The next time | come, I'm sure I'll have gap, you'll see’
(Norma — Older Person)
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The physiotherapy practitioners acknowledged thai tfound it difficult, within
existing approaches to clinical service deliveoyehcourage older people to adhere

to an exercise-based falls prevention programme @peolonged time period.

‘| think it's quite difficult, for falls especiallyto give people an exercise
programme to do because they, kind of, have td fdoaver. It's not like a
knee replacement, where you have a short couregestise and do it
because they have to, because they’ve committetséiees to having
surgery and, if they don’t do them they won't det best from their new
knee. With falls, it's an ongoing exercise prograamail the time, and |
don’t think people want to do it everyday for testrof their lives, so they
don’t do it’ (Simon — Physiotherapist)

Despite acknowledging that falls represented anoimggissue for older people,
however, only one group discussed the possibilitwiewing long-term active
participation with an exercise-based fall prevemtiprogramme as a form of

behavioural change.

‘| do think that exercising and partaking in an ese programme is part of
a lifestyle change and it's the same for any lifiessthange, such as stopping
smoking or reducing your cholesterol, you know, lyave to tap into a time
when the patients have decide that the benefitgsegh, you know, doing
nothing’ (Karen — Physiotherapist)

‘It's funny, talking about this makes me think afdiac and pulmonary
rehabilitation — it's the same, it’'s exactly thawa. It's all about education
and mind-setting, understanding that change idifer

(Jane — Physiotherapist)

It is widely recognized that physiotherapists agtim an educational / advisory role

can be more efficient, but just as effective, asrtbolleagues working within a more
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traditional framework (Hall et al., 2010). Towartise end of the focus group
discussions, the physiotherapy practitioners ackedged that healthcare

professionals should take a less-active role iras@ssment and treatment process.

‘We should listen more to our patients becauseipbyae generally so
chatty and will happily talk away, but we shoulteur lip, you know,
sometimes and be a pair of ears. If a treatmerit vgorking for a patient
then just sitting down and listening might helgafind out why’
(Rachel — Physiotherapist)

One group suggested that providing a graded lef/edeti-management support
would encourage older people to become more cantfishetheir abilities to carry

out an exercise-based falls prevention programnee ayprolonged time period.

‘We could give them the appropriate amount of kgdsgns early on so
they’ve got the confidence to do more themselves ¢’
(Adam — Physiotherapist)

Although confident in their abilities to developgoag-term active commitment to an
exercise-based falls prevention programme, thergb@eple participating in the
focus group discussions also expressed the desnentain in contact with clinical
services over a prolonged time period. They inedahat ongoing input from a
healthcare professional in an educational or adyismpacity would promote

feelings of self-efficacy and promote ongoing aehee.

‘| think perhaps some kind of ongoing check up wdd useful’
(Margaret — Older Person)
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‘When my wife had her hip done, the second ong,itttieoduced aservice
where you go back every 12 months for an x-ray,thadeassurance that
you get from that, you know’ (Charles — Older Person)

Whilst the relatives demonstrated a limited awasene strategies to promote self-
management and adherence with an exercise-badedpfalvention programme.
However, they agreed that long-term follow up blgealthcare professional would

be beneficial and felt that this would be favouyatglceived by their husbands.

‘| think my husband might quite like someone behinaas he’s ageing and
watching to see if there’s anything going wrongaaything that can be
improved’(Claire — Relative)

5.9. Summary

This chapter has presented the integrated findifigsght focus groups conducted
with older people attending a regional falls andc®pe service, relatives and local
physiotherapy practitioners within the wider coniteikthe academic falls prevention
and self-management literature. Chapter 6 will mersthese findings further in

relation to the experimental case-series data.
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CHAPTER 6. EXPERIMENTAL CASE-SERIES

FINDINGS

6.1.Overview of chapter

This chapter will present the integrated findingight older people with primary
biliary cirrhosis who completed the experimentasecaeries. In keeping with the
focus group findings set out in Chapter 5, consitien will be given to the data
analysis process and the personal characteristidheoexperimental case-series
participants. This will be followed by a detailedsaussion of the qualitative and
quantitative experimental case-series data withi wider context of the focus

group findings and academic falls prevention arfdreanagement literature.

6.2.Background to analysis and presentation of experimeal case-series

findings

The experimental case-series was conducted betv&sptember 2009 and
November 2010 (Enhanced Intervention), and Nover2bé® and September 2010
(Standard Intervention). On completion of the gilative data collection phases,
the data were displayed graphically using PASWisSliie¢ 18 and subjected to
visual inspection to identify patterns and trendsthe data over time. Semi-
structured interviews were conducted with eighttlod experimental case-series

participants throughout January 2011 to explore abeeptability and perceived
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impact of the exercise-based falls prevention @mwognes and self-management
strategies under evaluation. During these follownterviews, the older people with
primary biliary cirrhosis were shown the graphicgbresentations of their measures
to help facilitate the discussion and to obtaiopfrthem, their own interpretations
and explanations of the patterns and trends obdenvéhe selected measures over

time.

Multiple cases enable comparisons that clarify whetan emergent finding is
simply idiosyncratic to a single case or consisyen¢plicated by several cases
(Onghena & Edgington, 2005). Despite such obsemati however, presenting a
relatively complete and unbroken narrative of egelnticipant is unfeasible in
experimental case-series research, particularlghasnumber of cases increases
(Eisenhardt & Graebner, 2007). To provide an enbdnmderstanding of the factors
influencing self-management and adherence withxancese-based falls prevention
programme for older people with a long-term cormditithe follow up interview data
were subjected to framework analysis and considener the same five thematic

headings as the focus group findings:

* Theme 1: Factors influencing uptake and adherence

 Theme 2: Predicting and monitoring uptake and aatey

* Theme 3: Roles and responsibilities
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* Theme 4: Stakeholder views and experiences

* Theme 5: Strategies to promote self-managemenadhnérence

During the familiarization phase, a data summatyetavas produced for each
experimental case-series participant (Appendix XiX)systematically track the
context, content, enabling mechanisms, disablinghaieisms, and outcomes of the
exercise-based falls prevention programmes andnsaifagement strategies under
evaluation. This process provided an enhanced stadwling of what worked, for
whom, in what context (Wilson & McCormack, 2006¢ftre breaking the interview
transcripts down into their component parts. Thimug the indexing and charting
phases, the views and experiences of the older@e&oth primary biliary cirrhosis
receiving both the standard and enhanced intememiere considered in parallel to
gain a better understanding of the factors inflimpeiptake and adherence with an
exercise-based falls prevention programme and tabksh the added value of the
self-management strategies under evaluation. Dihegnapping and interpretation
phase, particular attention was paid to exceptioastradictions and disconfirming
extracts in the data. These were used to intereotied focus group findings and
provided an insight into the additional impact ohd-term conditions on self-

management and adherence with an exercise-basegrialention programme.

In keeping with the qualitatively-driven mixed metis approach underpinning the
current study, the experiential narratives of thaeo people with primary biliary

cirrhosis will be supplemented by graphical repnésstions of the selected outcome
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measures to illustrate how the experimental cagessparticipants interacted with
the quantitative data during the follow up intewse and to help explain and

contextualize the patterns and trends observetkimieasures over time.

6.3. Sample characteristics

The experimental case-series participants werecald pseudonyms during the
data analysis process. As discussed in sectionpbo¥jding participants with an
alternative name rather than an arbitrary code mundnsures anonymity and
confidentiality whilst maintaining a human qualitp the presentation of the
experimental case-series data, and enables therréadcross-link concepts and
themes with the roles, identities and attributemdividual experimental case-series
members (Sim, 1998). The personal characteristitiseoolder people with primary
biliary cirrhosis taking part in the experimentake-series are provided in Table 6.1.
The shaded / un-shaded areas represent the pantipeceiving the enhanced and

standard interventions respectively.
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Table 6.1. Characteristics of older people particigting in experimental case-

series

Pseudonym

Age

Background
Information

Additional
Medical History

Social
Circumstances

Shirley

66

No falls to date
but progressive
unsteadiness

Primary biliary
cirrhosis
diagnosed in 2005
following
problems with
immune system.
Ischaemic heart
disease,
hypertension, type
Il diabetes and
myopathy
secondary to
mitochondrial
disease

Lives with
husband who ig
in good
physical health

Helena

70

No falls to date
but progressive
unsteadiness

Primary biliary
cirrhosis
diagnosed in 1992
by routine blood
tests taken
following spinal
surgery. Liver
transplant 1992.
Insulin dependent
diabetic

Lives alone

Jane

78

Several
mechanical falls
to date and
progressive
unsteadiness.

Primary biliary
cirrhosis
diagnosed in 1994
following routine
blood tests taken
for steroidal
therapy. Chronic
lower back pain,
fiboromyalgia,
stroke disease an

hypothyroidism

Lives alone
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Table 6.1 Continued

Denise 64 Two mechanical | Primary biliary Lives with
falls to date and | cirrhosis husband who ig
progressive diagnosed in 2003 in good
unsteadiness after complaining | physical health
of symptoms for 2
years. Widesprea
osteoarthritis and
hypertension
Patricia 68 Previous Primary biliary Lives with
mechanical fall | cirrhosis husband who ig
and progressive | diagnosed in 199€ in good
unsteadiness by routine blood | physical health
tests taken
following removal
of gall bladder.
Hypothyroidism
and osteopenia
Dorothy 78 Several Primary biliary Lives with
mechanical falls | cirrhosis husband who
to date and diagnosed in 2007 has long-
progressive following routine | standing
unsteadiness bloods taken on | physical health
admission to problems
hospital with
suspected
transient
ischaemic attack.
Widespread
osteoarthritis —
awaiting total
knee replacement
Eleanor 63 No falls to date | Primary biliary Lives alone
but progressive | cirrhosis
unsteadiness diagnosed by GP
in 2006 from

routine blood tests
taken for
suspected
tendonitis of feet

and ankles. Hiatus

hernia and
hypothyroidism

D

D
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Table 6.1 Continued

Jenny 80 Previous Primary biliary Lives alone
mechanical fall cirrhosis
and progressive | diagnosed in 1981
unsteadiness when developed
jaundice following
fractured left
femur. Liver
transplant 1995.
Widespread
osteoarthritis and
osteoporosis
Louise* 67 Several Primary biliary Lives with
mechanical falls tq cirrhosis husband who
date and diagnosed in 1992 is in good
progressive Referred to auto- | physical health
unsteadiness immune liver
clinic by GP as
complaining of
intractable itch.
Hypothyroidism
and hypertension
Elsie** 80 Two mechanical | Primary biliary Lives with
falls to date and | cirrhosis husband who
progressive diagnosed in 1996/ has long-
unsteadiness by routine blood | standing
tests taken physical health
following period | problems

of unexplained
weight loss.
Osteoporosis and
pernicious

anaemia.

* Louise withdrew from the experimental case-serigsrpto commencing the

baseline data collection phase following an acdalefall on the ice which resulted

in a dislocated right shoulder.
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** E|sie completed the follow up data collectiongsie but did not participate in the
semi-structured interviews as her husband devel@apelest infection resulting in

prolonged a hospital admission.

6.4. Theme 1 - Factors influencing uptake and adherence

In keeping with the focus group data presented map@er 5 and the findings of
Yardley et al (2006), the older people with primabpyliary cirrhosis cited

‘maintenance of independence’ as their main re&sochoosing to participate in an
exercise-based falls prevention programme ratlaer tbduction in falls-rate or falls-

risk.

‘I've always had problems getting up and down tfaérs and it got to the
point where when | was out walking the dogs and¢avee to a path with a
stile I couldn’t get over it, so | wanted somethiagtrengthen my leg
musclesi(Eileen — Standard Intervention)

‘The house sees too much of n{elelena — Enhanced Intervention)

Despite such observations, however, the experirherdae-series participants
suffered from a range of co-existing physical Hegtoblems. In contrast to the
older people attending the regional falls and specservice, these were found to

impact on their ability to adhere with an exerdisesed falls prevention programme.

‘To be honest | did them, but there were days wltktn't because my spine
was so bad and my leg, so | couldiftane — Enhanced Intervention)
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‘| couldn’t do them all when my foot was really bad
(Jenny — Standard Intervention)

The older people with primary biliary cirrhosis peipating in the experimental
case-series completed the PBC-40 at four-weekgrats throughout the baseline,
intervention and follow up quantitative data cadllen phases. Whilst this measure
provided a valuable insight into participants’ gedfrceived health-status and quality
of life, the experimental case-series participautggested that they often found it
difficult to separate their primary biliary cirrhessymptoms from their co-existing

physical health problems.

‘I mean | understand that you could be stressedjastget on and cope
with things. But, on reflection, that makes me vevnfdsome weeks | might
just have responded to the questions in a diffeneyt

(Dorothy — Standard Intervention)

‘I mean | suffer from extreme fatigue, but you et @ remember that there
are other factors. I've got an underactive thyréod which | need to take
medication. In an older person, you see, thereatbel other factors at work.
See where this goes down? It might be because bwamlodipine at the
time and that causes itchy feet, and thenamlodipine was discontinued’
(Jane — Enhanced Intervention)

The itch domain of Jane’s PBC-40 questionnairerésgnted graphically in Figure
6.1. Her amlodipine medication was discontinuethatstart of the treatment phase
and this can be seen to correspond with a decredabe perceived severity of her
symptoms. Despite such observations, however, daef-rated itch score returned

to its previous level four weeks later and remairgdtively stable throughout the
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treatment and follow up quantitative data collectphases despite no longer taking

the amlodipine medication.

Figure 6.1. Graphical representation of PBC-40 ItclDomain

Baseline ' Treatment ' Follaw up

PBC-40 Itch
@

1V

4 8 12 16 20 24 28 32 36 40 44 48 52 56

Time (weeks)

In keeping with the views and experiences of lgghysiotherapy practitioners,
cognitive assets or abilities were also consideéoehfluence ongoing participation

with an exercise-based falls prevention programme.

‘My memory’s not very good you knoffleanor — Standard Intervention)

‘I've got to the point where | can’t remember warlts something that
comes with age, you know. Poirot’s little grey selfe not working!’
(Jane — Enhanced Intervention)
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Despite scoring 29/30 on the Mini Mental State Exeation prior to commencing
the experimental case-series, the cognition domain Eleanor's PBC-40
questionnaire illustrated in Figure 6.2 demonstratee self-perceived difficulties
with memory and concentration experienced by madgropeople with primary
biliary cirrhosis (Newton & Jones, 2007). The fluations in self-perceived
cognitive impairment observed during the baseliata collection phase could not
be explained, and highlight the potential for measwent error in experimental

designs involving repeated measures (OttenbacB8Bg)1

Figure 6.2. Graphical representation of PBC-40 Cogtion Domain

Baseline . Treatment! Follow up

PBC-40 Cognition

4 8 12 15 1B 22 26 30 34 38 42

Time (weeks)

During the focus group discussions, tiredness @ssucwith the older person’s pre-
existing physical health problems was proposedhieyrelatives’ group as a barrier

to successful exercise participation. Fatigue il wstablished as a significant
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clinical problem in primary biliary cirrhosis, affeng 65 — 85% of individuals, and
has been shown to dramatically reduce health-cblagality of life (Jones &

Newton, 2005). The fatigue domain of Denise’s PBCadiestionnaire presented in

Figure 6.3 illustrates the high levels of tirednassl fatigue experienced by many

older people with primary biliary cirrhosis.

Figure 6.3. Graphical representation of PBC-40 Fatjue Domain
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Despite such observations, however, fatigue wasomgidered to be as significant a

barrier to ongoing exercise adherence as origirslticipated.

‘| don't let it get me down, | just get on withttlys really’
(Jenny — Standard Intervention)
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‘It is a bit more difficult with the fatigue, buby just have to accept that
some days you are going to have more energy aredt ddys everything is
going to be a bit more of an effor(Denise — Enhanced Intervention)

One of the experimental case-series participanggiesied that the skills she had
developed in relation to planning and pacing hévgies actually made it easier to

schedule regular sessions in which to complet@tascribed exercise-regime.

‘I mean, | didn’t really find it difficult to makeme for the exercises because
I’'m quite used to planning my day, because ofdkiguie you see’
(Patricia — Enhanced Intervention)

Whilst the physiotherapy practitioners participgtim the focus group discussions
acknowledged that older people could become mondidamt in their abilities to

undertake an exercise-based falls prevention pnoge, it was generally felt that
fear of falling remained a longstanding issue thas$ difficult for an older person to
overcome. Only one experimental case-series paatiti discussed their fatigue
symptoms within the context of exercise adherehtmvever, there was an over-

riding perception amongst the older people witimgairy biliary cirrhosis that fatigue

impacted on fear of falling.

‘It's difficult with words to choose the right on&s not so much confidence
but more the fact that | feel really washed out sa@lays and | suppose you
could call that confidence if you interpret thertebroadly. | wouldn’t say
I’m not confident in the sense that I'm worriedtthanight fall. In my case,
it's feeling well enough to do thing&lane — Enhanced Intervention)
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‘I would say that | gained more confidence becdusalized | was fitter, |
could move better, and instead of shuffling | couédk better, so that made
me feel more confident to do things. The reasonlwlioy’t think confidence
Is going up on the scale is that for a long tinteVven’t allowed myself to do
things, and | think it's because of the fatiguémfearful that | will get into
a situation like going out for a walk, get tiredydanot be able to get back
again’ (Denise — Enhanced Intervention)

Despite such observations, however, the experirherdae-series participants
receiving the enhanced intervention indicated tmagoing active participation with

an exercise-based falls prevention programme tdtes their fear of falling.

‘| think my fear of falling has definitely impravel wouldn’t say completely,
but particularly weather-wise and in certain sitigats, like coming down the
stairs. | think overall there has definitely beemimprovement’

(Patricia — Enhanced Intervention)

‘| think | do feel more confident now. | don’t likeud and | don't like ice but
I would say I'm confident to do most things’
(Helena — Enhanced Intervention)

The graphical representation of Denise’s Fallsdaffy Scale — International scores
illustrated in Figure 6.4 demonstrates the reduactiofear of falling (lower score =
more confident) reported by many of the older peapith primary biliary cirrhosis

as a result of participating in the enhanced irgetion.
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Figure 6.4. Graphical representation of Falls Effiacy Scale — International

Baseline . Treatment ' Follow up
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Although the experimental case-series participameseiving the enhanced
intervention described a number of challenges @stsat with living with a long-
term condition, it was suggested that participatm@ home-exercise regime could
produce wider health benefits. These had the patenot positively impact on their
primary biliary cirrhosis symptoms and encourageent to develop a long-term

active commitment to an exercise-based falls prewemprogramme.

‘The heart specialist said to me “Well, you knowuiyheart is your biggest
muscle and if it’s not being fed, then it's notrgpio work properly, just like
the muscles in your arms and legs.” And, | medrgJe problems with the
mitochondria in my muscles so it's even more ingordrthat | keep them
working’ (Shirley — Enhanced Intervention)
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‘| personally think that exercise is good for ybthink that it helps with

your confidence and, mentally, it's good to havaesthing to focus on. You
have to push yourself with fatigue instead of jastking “Oh, | just can’t be
bothered” you just need to get up and get it damel | do think that
sometimes exercise can help with fatigiiggtricia — Enhanced Intervention)

6.5. Theme 2 - Predicting and monitoring uptake and adhesnce

In an attempt to ensure that the exercise-baséd gedvention programmes would
be meaningful and relevant to the target populattonsecutive patients attending a
weekly auto-immune liver clinic at the local hogpitvere screened to identify those
with a history of falls / unsteadiness in the 12nths preceding the experimental
case-series. Despite such attempts, however, nfaimg @lder people with primary
biliary cirrhosis indicated that they had signed fop the programme primarily

because it was a research study.

‘Well, obviously, I'm always interested in doirgsearch and helping with
research’(Patricia — Enhanced Intervention)

‘It was the fact that I've taken part in a few atlesearch things. | mean, |
don’t go out to work anymore so I'm available &lettime’
(Jenny — Standard Intervention)

The experimental case-series participants highdgjhthe opportunistic nature of
their recruitment into the study. Even when thegtidion to take part in the
experimental case-series had been influenced bydds&re to participate in an

exercise-based falls prevention programme, theretiva suggestion that the thesis
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author and / or older person with primary biliaiyrlwosis had simply been in ‘the

right place at the right time’.

‘| was asked! | thought | might be excluded becdigsbad a liver
transplant, even though I've still got PBC and &saproven in a liver
biopsy’ (Helena — Enhanced Intervention)

‘You caught me on the day I'd been to see aboutvdakness in my legs’
(Eleanor — Standard Intervention)

This meant that the majority of the experimentalecaeries participants did not have
any personal goals or aspirations regarding theaiceli interventions under

evaluation prior to commencing the programme.

‘Well, | knew it was research so | didn’t expecbenefit from it personally’
(Jane — Enhanced Intervention)

‘It was just a case of signing ufJenny — Standard Intervention)

For many, the fact that they had committed to teearch was the primary reason

that they initially adhered to the exercise-basgéld prevention programme.

‘| did them because | was committed to doing tlseaech’
(Jane — Enhanced Intervention)

‘Because | had signed up for the study and madenanatment, | felt that |
had to see it through(Jenny — Standard Intervention)
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Despite suggestions in the academic literature libatthcare professionals have an
important role to play in supporting individualstiwvilong-term conditions to move
through the incremental stages of behaviour chgBgebank et al., 2000), the
physiotherapists participating in the focus grougcudssions often made a simple
dichotomous distinction about whether or not arepjaerson would be motivated to
participate in an exercise-based falls preventimymmme. The older people with
primary biliary cirrhosis receiving the enhancederention admitted to initial
uncertainties regarding the benefits to be gaimeth fparticipating in an exercise-
based falls prevention programme. However, condnparticipation with the
prescribed exercise-regime enabled them to re-ateathese initial assumptions and
to recognize the personal relevance of the homeseee programmes under

evaluation.

‘Well, the first meeting | had with you, as | shgjdn’t really know what to
expect. But when | was first shown the exercisdssgarted off with just
those few, you know, those few repetitions, | digtgame home and thought
“Well, | can’t see how these are going to benef’ inecause there didn’t
seem to be the quantity of exercises there to makepact. It was only

after a few weeks that | realized that this wasdypreventative exercise for
everyday use(Denise — Enhanced Intervention)

‘I initially thought some good might come out offinot to help me then to
help other people, although I did also hope thahething might just click
for me personally — and it digShirley — Enhanced Intervention)
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6.6. Theme 3 - Roles and responsibilities

Consistent with the focus group findings, the olgeople with primary biliary
cirrhosis presented themselves as capable and tembpBarticipants receiving both
the standard and enhanced intervention expresseatktire to actively participate in

an exercise-based falls prevention programme.

‘Once you say you are going to do something, yallyeught to do it’
(Dorothy — Standard Intervention)

‘I'm a person that if | say I'm going to do somethi will do it regardless’
(Helena — Enhanced Intervention)

Despite such observations, however, the majorityhef experimental case-series
participants demonstrated huge fluctuations inrt8eif-Efficacy for Exercise Scale
scores throughout the course of the experimensa-saries. In Figure 6.5, Helena’s
previous and ongoing experience of recreationatoese is reflected in the high
levels of self-efficacy demonstrated on commenang completing of the study.
However, her physical health status fluctuated tgreélroughout the course of the
baseline and treatment quantitative data collegibases, and this was associated

with corresponding fluctuations in her Self-Effigdor Exercise Scale scores.
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Figure 6.5. Graphical representation of Self-Efficay for Exercise Scale
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In contrast, however, the experimental case-senmsticipants’ Outcome

Expectation for Exercise Scale scores tended t@irenelatively stable throughout
the baseline, treatment and follow up quantitatdaga collection phases. The
graphical representation of Eleanor's Outcome Ebgtien for Exercise Scale scores
illustrated in Figure 6.6 would indicate that sxperienced relatively low levels of
outcome expectation for exercise throughout thatthu of the experimental case-

series (higher score = lower outcome expectatioexercise).
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Figure 6.6. Graphical Representation of Outcome Exgctation for Exercise

Scale
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Time (weeks)

Regardless of whether or not their scores fluctuateroughout the baseline,
treatment and follow up quantitative data collectiphases of the experimental case-
series, the older people with primary biliary casis demonstrating high levels of
self-efficacy and outcome expectation for exercse commencing the study
suggested that they found it relatively easy toeaelhto the home-exercise

programmes under evaluation.

‘Exercise, honestly, | would put my life on it, exge is so important. Even
on days when | am feeling really weak or stiff tvatever, | will do a few
exercises because if you don’t do exercises, yosclas will just get weaker
and weaker{(Shirley — Enhanced Intervention)
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‘I do them in some unusual places. | do the legsonehurch in the pew
during the hymns, and things like that! It was molgpem for me to do them
at home. | was quite happfHelena — Enhanced Intervention)

In contrast, however, the experimental case-sgraticipants who demonstrated
lower levels of self-efficacy and outcome expecotatior exercise on commencing

the study found it more difficult to adhere to firescribed exercise-regime.

‘Well, 'm hopeless at self-motivation; | reallged to be part of a group. |
was more motivated to do the ones | asked forytarid strengthen my legs,
but | found doing the exercises on my own verycdlff

(Eleanor — Standard Intervention)

‘I had no desire to do the exercises! | found dlhedifficult to motivate
myself to do them at home. | would often do thethemmornings just to get
them out of the way, so that | could get on witmeihing else’

(Jane — Enhanced Intervention)

For the purposes of the current study, participavese asked to complete visual
analogue scales on a once-weekly basis to indtbaie level of agreement with a

series of statements based on the central corstofidhe social cognition models
presented in Section 1.5. Whilst Helena’'s Selfdzifly for Exercise Scale scores
fluctuated greatly throughout the course of the eexpental case-series, the
graphical representation of her visual analoguéedtased on the central construct
of self-efficacy (I feel confident to do my exeresstoday), illustrated in Figure 6.7
would indicate that she experienced relatively higiels of self-efficacy for the

prescribed exercise-regime.
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Figure 6.7. Graphical representation of Visual Anabgue Scale 1 (I feel

confident to do my exercises today)

Treatment : Fallow up
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In contrast, however, the graphical representatiofleanor’s visual analogue scale
based on the central construct of outcome expeatdtiam finding the exercise
programme beneficial) illustrated in Figure 6.8 Wbsuggest that her belief in the
benefits to be gained from completing the presdrilegercise-regime fluctuated

greatly throughout the course of the experimerdageseries.
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Figure 6.8. Graphical representation of Visual Anabgue Scale 2 (I am finding

the exercise programme beneficial)
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VAS 2
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In keeping with the focus group findings, the expental case-series participants
suggested that the endorsement of family, friends indluential healthcare
professionals impacted on their decision to paréite in an exercise-based falls

prevention programme.

‘Well, you know, (Eleanor) said she would be wijlio do it, and that was
good because it meant we could travel in together’
(Dorothy — Standard Intervention)

‘You came to the clinic and (consultant) said “Am@u going to sign up for
the exercises with Lisa?” and | said “Yes, I'veedidy seen Lisa” so it was
good to know that she thought it was a good idea’

(Patricia — Enhanced Intervention)
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One participant indicated that the therapeutictieiahip she had developed with
the treating clinician provided a valuable sourdeencouragement and that this

promoted ongoing adherence.

‘| really enjoyed coming through to the (local haaf) and telling you how
I'd been getting on(Denise — Enhanced Intervention)

Although none of the experimental case-series @paints indicated that input from
a family member had directly impacted upon theiilitgbto adhere with the

prescribed exercise-regime, it was suggested éhatives had an important role to
play in supporting older people with long-term ciioths to manage their physical

activity levels and maintain a sense of positivéigentity.

‘Usually we will pop out. We will go to the gardeantre or something like
that. But when (my husband) was going up to mysseew house everyday
to help with the decorating, | didn’t have the cage to just put my coat on
and go out for a walk{Denise — Enhanced Intervention)

‘If 1 didn’t have (my husband) it would be quitdfdient because he does a
lot of the heavy things, but | still do quite a+otroning and things like that’
(Patricia — Enhanced Intervention)

6.7.Theme 4 - Stakeholder views of local clinical sere® delivery

During the semi-structured interviews, the expentak case-series participants

reflected upon their experiences of being diagnagi primary biliary cirrhosis.
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For many this had occurred at their local distgeineral hospital and was not

considered to have been a very informative or engpiong experience.

‘She said to me “You have a thing called primaryaboy cirrhosis, it's
nothing to worry about, it just baffles us all'think she might have put it in
a letter to me now | come to think about(Dorothy — Standard Intervention)

‘All he could say was “Well, you could walk outtbis door and you might
die crossing the road!” | mean, what do you thirfdoat that?’
(Helena — Enhanced Intervention)

In an attempt to find out more about their conditend to actively manage their
symptoms, several of the experimental case-segdgipants had joined the local
patient support group. They described how theireggpces of participating in
clinical research had encouraged them to traneftre auto-immune liver clinic for

their routine clinical care.

‘I wasn’t very happy with what was happening (a thcal hospital). The
Doctor that | was seeing wasn’t the sort of peradm would give me
information, so | spoke to (co-ordinator of localtignt support group) and
after that | transferred to the (auto-immune livéinic)’

(Helena — Enhanced Intervention)

‘Now as a result of that (Eleanor) said to me “thuyhave PBC you should
go and see a proper liver specialist.” So | asked@® if | could go to the
(auto-immune liver clinic) to see (consultant) adready had a friend going
there and he reluctantly said “Yes, | will do aeehl”’. So that was that
really’ (Dorothy — Standard Intervention)
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Whilst delivering exercise-based falls preventiorogpammes within the fully
engaged scenario of specialist services for indidsl with long-term conditions
may provide the key to promoting long-term actiatigipation, the experimental
case-series highlighted the importance of supppttie older people with long-term
conditions to overcome denial of personal fall&-frs order to persuade them of the
need to undertake specific exercises to improvength and balance (Whitehead et

al., 2006).

‘I'm not really one for falling down. Well, | havead a fall in the back
garden, but | wouldn’t have fallen if | hadn’t besa stupid. | put my leg up
on a little wall to reach over for something andlasme back | forgot —
well | didn’t really forget — I didn’t lift my footip high enough and | just
kept going, like a train. But | wasn't really faily regularly or feeling
unsteady(Dorothy — Standard Intervention)

‘I mean, quite frankly, if I lost my balance andl teown | would think
“That’s just me, that’ just me getting older.” | wtan’t think to go and seek
advice about it because it’s just part of the aggimocess. | would never go
and ask for treatment because I've been losing atgnigce and falling down,
| just wouldn’t you segJane — Enhanced Intervention)

Despite such observations, however, the older peegh primary biliary cirrhosis
receiving both the standard and enhanced intexwestndicated that participating in
an exercise-based falls prevention programme haumgeed their personal
awareness of falls and falls prevention stratedre«eeping with the older people
attending the regional falls and syncope servite éxperimental case-series

participants indicated that they had been pleaseddept the falls prevention advice
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and intervention offered and considered it to bepasitive and worthwhile

experience.

‘| thought all these things | was doing — the tipgp weakness in my legs
going up stairs — | actually thought they were tluéhe tiredness of PBC. |
mean, | still get tired, | get exhausted. But ewren I’'m exhausted, | can
still use my leg musclegEleanor — Standard Intervention)

‘You know, you hear about people falling, but | hadeally thought about

it. | used to say “No, | don'’t fall” but then | thmyht about how | was always
tripping and (my husband) was always catching meé,\ahen | was in the
bath or shower | used to turn around and go “Oojbsit, you know, | didn’t
really associate it with anything until | startadihg out the questionnaires,
then | would think “Well, yes, | am a bit timid whehave to walk on uneven
ground” and things like that{Denise — Enhanced Intervention)

6.8. Theme 5 - Strategies to promote self-management amadherence

Experimental case-series participants receivingh ibe standard and enhanced
intervention indicated that the exercise-based fatevention programme could be
easily incorporated into their daily routine and, keeping with the focus group

findings, this was felt to play an important ralegromoting adherence.

‘None of it troubled me, | didn’t think “Oh hecKky¢ got to spend time on
this” because it could be done whilst you were dather jobs’
(Dorothy — Standard Intervention)

‘The exercises | found were perfect because | cdalthem in the bathroom
if | was running a bath, or just before steppintpithe shower’
(Patricia — Enhanced Intervention)
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Opinion was divided amongst the physiotherapy franers participating in the

focus group discussions regarding how difficult theescribed exercise-regime
should be. Despite such observations, however, omy physiotherapist suggested
that the programme should be challenging enougiideide the older person with a
sense of personal accomplishment. Whilst the exyrial case-series participants
receiving the enhanced intervention found the eserbased falls prevention
programme varied and challenging, those partigigaiin the standard intervention
indicated that the prescribed exercise-regime hesh lioo easy for them. This was

felt to have a negative impact on adherence.

‘| think a bit of a challenge is good because yan get a bit complacent, no
matter what type of exercise you are doing, anakthOh well, I know | can
do them, so I'll just not bother today” but | thdughey were challenging
enough, and the variety of exercises was good’

(Shirley — Enhanced Intervention)

‘| think at the time they weren't really making rhuaf a difference because
they weren't really difficult enougt{Jenny — Standard Intervention)

The physiotherapy practitioners participating ie fbcus group research suggested
that ‘an individualized approach’ was vital to theiccess of any clinical
intervention. However, whilst the experimental casdes participants receiving the
enhanced intervention indicted that the exercisethdalls prevention programme
had been tailored to their own specific needs, éhosceiving the standard
intervention suggested that the prescribed exereigiene had been too generic.

This was associated with lower levels of activeang participation.
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‘I wanted something to strengthen my ankles anadieustood that that's
what they were doingPatricia — Enhanced Intervention)

‘It wasn't tailored for me, it wasn’t tailored fane specifically’
(Eleanor — Enhanced Intervention)

The older people with primary biliary cirrhosis peipating in the enhanced
intervention recognized that the prescribed exersegime had been progressed
throughout the course of the treatment phase. Aghoone of the experimental
case-series participants had specifically requesiedl the nurse delivering the
standard intervention issue a more challengingoseikercises, the others followed
the same programme throughout the treatment amowfalp phases and did not
recall being provided with any strategies to pregrthe home-exercise programme.

Again, this was felt to negatively impact on adimee

‘| found that over the weeks and months | couldaase, say from 6 to 10,
and so | kept going until | had actually doubleéd tlumber of repetitions’
(Denise — Enhanced Intervention)

‘| didn’t think the ones she gave me really gaveamg progression, they
were too repetitive(Eleanor — Standard Intervention)

In keeping with the older people attending theaergl falls and syncope service, the
experimental case-series participants felt thaugeeof objective outcome measures
played an important role in promoting self-manageimand adherence with an

exercise-based falls prevention programme.
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‘| liked the measures and seeing an improvemenedn, you know yourself
that you are improving, but it just confirms thihgs
(Dorothy — Standard Intervention)

‘| think it's important because if you don’t seeyamprovement, you won'’t
do it. I know myself that | have to have sometlimgcrete, | have to see
something of benefi(Helena — Enhanced Intervention)

However, whilst the experimental case-series ppetits all acknowledged that they
experienced difficulties with lower limb muscle vkeass, balance and walking, the
selected outcome measures were considered too igemed lacked personal

relevance for older people with primary biliaryrbiosis.

‘Well, that's what I'm saying; | felt that they did represent real life
enough’(Shirley — Enhanced Intervention)

‘But with them being so general | didn’t get thedback | hoped for and
that's what | came into the programme for’
(Eleanor — Standard Intervention)

The clinical measures of balance and gait, in @adr, were not felt to be
challenging enough for older people with primaryiaoy cirrhosis identified as

being at increased risk of falling.

‘On reflection they might have been too easy, Imladidn’t find the things
you asked me to do particularly challengirigane — Enhanced Intervention)
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‘Well, if you asked me to walk across this room badk, whilst | might be a
bit wobbly at times, | could do it. But ask me ¢oitdL0, 15 times and there
would be a big differenc€Shirley — Enhanced Intervention)

Graphical representations of the balance and gaiponents of Jane’s Performance
Orientated Assessment of Mobility illustrated irgliies 6.9 and 6.10 demonstrate
the ceiling effect experienced by many of the expental case-series participants.
The reduction in her gait score observed duringftlew up phase was related to

an exacerbation of chronic low back pain.

Figure 6.9. Graphical representation of PerformanceOrientated Assessment of

Mobility (Balance)

Baseline 3 Treatment : Fallow up

26 ' :
-— i B -
— . .

POAB

4 8 12 16 20 24 B 32 36 40 44 48 52 56

Time (weeks)

247



Figure 6.10. Graphical representation of Performane Orientated Assessment

of Mobility (Gait)
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Although Shirley’'s Dynamic Gait Index scores fluatied slightly throughout the
course of the experimental case-series, her pediacenon this measure, illustrated
in Figure 6.11, was not felt to adequately reflbet problems she was experiencing

with balance and walking.
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Figure 6.11. Graphical representation of Dynamic Gi Index
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Opinion was divided as to the value of the 5 xt&iStand measure. One participant
was unable to complete 5 sit-to-stands on commgrtbia study. However, many of
the experimental case-series participants feltrinate repetitions would be required
to adequately capture the problems with abnormadafeufunction and fatigue that

many people with primary biliary cirrhosis expegen

‘Yes, they were definitely challenging enoughuhfibthat when | was doing
those stand up and sit down things, that 5 or 6 eeditely as many as |
could manage(Dorothy — Standard Intervention)

‘| thought the time that you tested muscle strergtiwas a bit short. In the
real world, I'm lucky if | can walk to the end diet street and back, but get
me to walk a short distance and I'm not too badd Als the same with the
muscles, you know, doing things for a short amoéititme is fine, but the
longer it goes on...(Patricia — Enhanced Intervention)
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The graphical representation of Patricia’s 5 xt&istand scores illustrated in Figure
6.12 demonstrates the fluctuations in performaxgegenced by many of the older

people with primary biliary cirrhosis participatiingthe experimental case-series.

Figure 6.12. Graphical representation of 5 x Sit-teStand
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To promote objectivity and to reduce the risk of@lver bias (Robson, 2002), all
measures were collected by an independent assasspecified data collection
points throughout the baseline, intervention antlofo up quantitative data
collection phases. Although the use of objectivec@me measures was felt to play
an important role in promoting self-management atherence, one of the
experimental case-series participants commentddtibaassessment and treatment
elements of the clinical intervention did not seesny ‘joined up’. It was suggested
that not enough time had been devoted to the selemitcome measures, and this

was felt to have a negative impact on self-managéared adherence.
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‘I know in my mind which is my weaker side, buniyopinion | felt that
there wasn’t enough time spent on the measures’
(Shirley — Enhanced Intervention)

Participants receiving both the standard and erdthnerventions suggested that
the exercise diaries encouraged them to compl&teptbscribed exercise-regime.
However, in keeping with traditional approachesctmical service delivery, it

would appear that the experimental case-seriedcipanmnts receiving both the

standard and enhanced interventions regarded tbeeiga diaries as a device to
monitor and track adherence levels rather than sieategy to support older people
with long-term conditions to play an active rolernranaging their own treatment

programme.

‘And because we were given the exercise diarié#l to, | did the exercises
and filled the diaries in{Jenny — Standard Intervention)

‘| was wearying towards the end. | would get theeth out and put the dates
on them in advance of coming to see ydahe — Enhanced Intervention)

Opinion was divided as to the value of the visuslague scales as self-monitoring
tools amongst the experimental case-series patitspreceiving the enhanced

intervention.

‘| think they helped to focus your mind. You thdugtout what you were
doing more and why you were doing them. | wantedesioing that was a
challenge and | knew | was improving because Id¢seke | was moving
further along the line{Helena — Enhanced Intervention)
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‘That was the one part | thought was a completetevagtime!’
(Shirley — Enhanced Intervention)

One participant suggested that she preferred a trexléional approach to clinical
service delivery, in which the healthcare profesaidook the lead in establishing

what progress had been made with the exercise-tfakkeg@revention programme.

‘I would rather somebody just said “How did you get over the last couple
of weeks?” and | could say “Well, | had quite a tidtpain so | didn’t do
them as often as | should have done.” You knownarge overview rather
than detailed day to dayJane — Enhanced Intervention)

The experimental case-series participants receithegenhanced intervention were
encouraged to use visual analogue scales to setdwa goals and targets to
promote continued active participation with the reise-based falls prevention
programme during the 6 month follow up quantitatidata collection period.

However, the older people with primary biliary biosis indicated that they lacked
the necessary skills to formally monitor their megs with an exercise-based falls

prevention programme on completion of the 6 morghtiment programme.

‘Actually, | found those the hardest thing to dasef mine was about going
out for walks on my own, and | used to think “Wlver reach the end of
this scale?” | wanted to, but whether it was du€®C, or tiredness, or
mental attitude, every time | came to put that diogvn | thought | had

failed, because | couldn’t get to the end of the.liAll my life it has always
been “I want to achieve this or that” and every éirhcame to fill that one in
I'd think “Why did | choose that one specificallyPfelt committed to it — |
couldn’t change it but | knew I'd never achieve it’

(Denise — Enhanced Intervention)
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As can be seen in Figure 6.13, Denise’s visualogue scales completed throughout
the 6 month follow up quantitative data collectjgmase did not adequately capture
the difficulties she experienced setting realisticd achievable personal goals.
Denise experienced an upper respiratory tract fioiecapproximately half way

through the follow up quantitative data collectiphase, and this can be seen to

correspond with a decrease in her self-rated scores

Figure 6.13. Graphical representation of follow upVisual Analogue Scales

(Enhanced Intervention)

"I feel that my mobility will improve as | exercise”

VAS 4

4 8 12 16 20 24

Time (weeks)
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"l will become more confident going out on my own as | gain mare
physical strength”

VAS 5

4 8 12 16 20 24

Time (weeks)

"My quality of life will imprave by being mare active"

VAS 6

4 8 12 16 20 24

Time {weeks)

Although the formal self-management strategies urdaluation had low perceived
levels of acceptability, the older people with painy biliary cirrhosis indicated that
the duration of the enhanced intervention had ewhthem to develop an

appreciation of the personal benefits to be gain@ah participating in an exercise-
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based falls prevention programme. These were adsdciwith ongoing active

participation.

‘| think if you do something quickly you don’t alds¢hings so well, and |
think over a longer period it gives you, and itegwhe physiotherapist, the
chance to iron out any problem@®enise — Enhanced Intervention)

‘| don’t think you could have done it in 6 weekdoh't think you would
really have seen any benefit, or very little. Yawld have learned the
exercises but whether it would have given yourtigetus to carry on
yourself, and to progress, and to see the beneafdn’'t know. | think you
needed that timgPatricia — Enhanced Intervention)

The four weeks between appointment times encourtgedxperimental case-series
participants receiving the enhanced interventioprtigress the prescribed exercise-

regime and take ownership of the treatment programm

‘| think if I'd come back to see you in a week hastly don’t think that |
would have seen any difference in what | was dbewause it was
something new and it was something | don’t normadlyBut when | saw
you four weeks later | could say “I feel much be#ed | know my muscles
are stronger because | was able to increase thebeurof repetitions” so
that was the most useful part for njBenise — Enhanced Intervention)

For those patrticipating in the enhanced interventibe individualized, challenging
and progressive nature of the exercise-based faigention programme enabled
them to experience a number of functional healthebts over the course of the 6
month treatment programme and, in keeping, withftleels group findings, these

were associated with ongoing adherence.
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‘My mother used to shuffle her feet and | usedato“®ick your feet up” and
I noticed that (my husband) was starting to saysidm@e to me! The stairs, |
always used to use the handrail, | used to getwaif up and think “How
am | going to get up there?” and | would haul mysgl using my upper
body rather than my legs. And if the phone rangouild really struggle to
get up out of the chair to answer it. But afterrstey the programme, |
realized that | was getting up the stairs withdw tid of the banister rail,
and if the phone rang, | didn’t have to haul mysglfout of the chair to
answer it — it was amazing(Denise — Enhanced Intervention)

‘Well, I've always had problems with going overrog ankles and it used to
be a huge problem, obviously, when | was walkingreeven ground. But
since | started the exercises, | still go over gnankles occasionally, but
definitely not as much as before. And | know thaabalance has improved,
because at my exercise club they told me | couldngthe little trampoline.
At one point | never would have considered goingham, but now | do?
(Patricia — Enhanced Intervention)

Consistent with the older people attending theawrdji falls and syncope service, the
experimental case-series participants receiving thehanced intervention
demonstrated a long-term active commitment to arase-based falls prevention

programme on completion of the six month followplase.

‘I'm the kind of person that if I'm given a job d¢io I'll stick to it rigidly, so

at the start of the 6 month programme you gave manaber of exercises to
do and I did them rigidly because | knew I'd beisgegou and that you
would expect that | had done them. But | haveltyoe that around
Christmas | wasn't feeling so hot, so for 2 wee#tglh’t do the exercises,
and at the end of those 2 weeks | noticed thatnwinas going up the stairs
| was starting to use the rail again. And it judtrine “Yes, this is what
happens if you neglect something that is imporfanthe sake of 10 or 15
minutes a day, you will lose all the benefits.”&8ter that | started up again
— but it took those 2 weeks of not doing them abze that | can’'t not do
them, they’re part of my life now(Denise — Enhanced Intervention)

‘I would say | do mine at least twice a week —t’tlavant to lose the
muscles I've got!{Helena — Enhanced Intervention)
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6.9. Summary

This chapter has presented the integrated findoighe eight older people with
primary biliary cirrhosis who completed the expegimtal case-series within the
wider context of the focus group data and the avaddalls prevention and self-
management literature. The final chapter of thesih will consider the focus group
and experimental case-series findings further ilatiem to the framework for
physiotherapy practice to promote self-managemedhtaalherence with an exercise-

based falls prevention programme for older peopte awlong-term condition.
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CHAPTER 7. DISCUSSION AND CONCLUSION

7.1.Overview of chapter

The aim of the current study was to develop a fraank for physiotherapy practice
to promote self-management and adherence with arcieg-based falls prevention
programme for older people with a long-term comditi The final chapter of this
thesis will re-examine four key areas necessaryhferdevelopment and evaluation
of complex interventions to improve health (theguyppositions, observation, and
programme) in relation to this original research do illustrate what the current
study has been able to contribute to the knowldalgee in each area. The specific
implications for research and clinical practicelviie discussed and conclusions
regarding the overall impact of the work presenfBuke limitations of the current
study will be considered within the context of thethodological and philosophical
assumptions underpinning the focus group and exgstial case-series research.
The chapter will conclude by considering futureedirons for physiotherapy

research and practice.

7.2.A framework for physiotherapy practice

Physiotherapy interventions take place at the fiater of the individual and social,
where multiple factors and influences are contirslypat work (Modell, 2009). In
the critical realist worldview, the outcomes of plotherapy interventions cannot be

interpreted in isolation; rather, they can only é&eplained in the sense of a
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mechanism that is introduced to effect change witai constellation of other
mechanisms and structures that are embedded wijhgaexisting historical,
economic, cultural and social contexts (Kazi, 20@&sed on a realist effectiveness
cycle (Pawson & Tilley, 1997), the framework foryglotherapy practice illustrated
in Figure 7.1 promotes a dialectical relationshepween research and the realities of
routine clinical practice, and permits the practigr-researcher to not only
systematically track outcomes, but also the meachasi that produce these
outcomes, the contexts in which the mechanismgriggered, and the content of the

intervention (or generative mechanisms introducethb programme).

Figure 7.1. A framework for physiotherapy practice (Adapted from Pawson &

Tilley, 1997 p. 85)

Theory

Programme Propositions

Observation
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Bergman (2011) suggests that the findings of anpiecal investigation, whether
concerned with structures, processes, or a combmttereof, are influenced by the
researcher’s theoretical assumptions as well asefearch methods employed. The
first area of the framework, therefore, is theotyiah includes propositions of how
the mechanisms introduced by a programme into xistheg contexts can generate
particular outcomes. In keeping with the philosopifiritical realism, this process
entails a theoretical analysis of the contexts, rarisms and expected outcomes
underpinning the clinical intervention under invgation, using a logic of analogy
and metaphor building (McEvoy & Richards, 2003). élihdeveloping their
theoretical propositions, the framework for physeBpy practice encourages
practitioner-researchers to draw upon prior knogéedf the mechanisms which
accounted for the effectiveness, or otherwise, stéldished interventions in pre-
existing clinical contexts (Kazi, 2003; Thorne, 2Q1In the current study, clinical
experience and a comprehensive review of the adad®its prevention and self-
management literature provided a theoretical undeding of the factors
influencing uptake and adherence with an exercased falls prevention
programme that could be refined and elaborated pnthle focus group and

experimental case-series research.

The second area of the framework is propositioseB on realist abstraction, these

propositions should typically address the followmgestions:

« What changes will be brought about?
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* What social, cultural and other mechanisms in tleegxisting environment

would enable these changes?

* What contexts might impinge on these?

To provide an enhanced understanding of why amvetdion works, for whom it

works, and under what circumstances it works (Wil8oMcCormack, 2006), the

framework for physiotherapy practice acknowleddest tit is often necessary to
adopt a theory-building as well as a theory-testipgroach (Eisenhardt & Graebner,
2007). In the current study, the theoretical frarmgwof self-management for long-
term conditions and a comprehensive review of thademic falls prevention

literature led to the development of the theoréficapositions presented in Section
2.4. However, as will be seen in Section 7.2.2,dbmplexity of the subject matter
under evaluation and the iterative nature of thelystdesign meant that it was
necessary to revisit and develop these propositafter the focus group and

experimental case-series data had been collectedralysed.

The next area of the framework involves the sadactf appropriate methods of
data collection. Here, the framework for physio#psr practice encourages
practitioner-researchers to select data collectioethods that can address the
questions raised by the theory, and provide datahenpropositions, identified
mechanisms, and identified outcomes of the programim keeping with realist
philosophy, a mixed methods approach is advocaiecke St is recognized that

quantitative and qualitative methods often complemeach other (McEvoy &
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Richards, 2006). In the current study, quantitativethods of data collection and
analysis were employed during the experimental-sasies to identify patterns and
correlations in the data over time and qualitatipproaches to trace the mechanisms

responsible for these observations.

The final area of the framework is the actual pangme of clinical intervention.
This programme may be directed at a single pateemroup, a community, or an
entire population (Kazi, 2003). However, unlikeedise-based approaches to clinical
service delivery, the framework for physiotherapgqtice enables the practitioner-
researcher to identify the active ingredients ofirervention and to tailor these
mechanisms to the needs, preferences and personahstances of each individual
patient. For the purposes of the current studypfimosing views and standpoints of
local stakeholder groups were combined with an expmtal exploration of
alternative approaches to clinical service deliv@rlgese were used to develop an
enhanced understanding of the mechanisms impaagfog self-management and
adherence with an exercise-based falls preventiogramme for older people with

a long-term condition.

A cyclical approach is advocated to emphasize tinatke in the natural sciences,
knowledge acquisition in applied health researaheiger static and understood to be
temporary and situational (Thorne, 2010). The fugdi in a critical realist
investigation are composed of outcome patterns twheflect the practitioner-
researcher’'s current understanding of the mechaniand contexts shaping the

phenomenon under investigation (Appleton & KingD2p From a critical realist
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perspective, there can be agpriori assumption that a scientific endeavour could
ever come to an end (Kazi, 2003). As one phenoménaxplained by a deeper
level of understanding, that deeper layer itsetfdmees a new phenomenon requiring
explanation. Equally, as deeper layers are alsolwed and understood, the
knowledge gained necessitates practitioner-reseegcto continually revise their
understanding of the original phenomenon. In théy/wscience is seen to proceed
through a constant cycle of discovery, understapdiarther discovery, revision,

and, hopefully, more adequate levels of understan(@atomaki & Wight, 2000).

Upon completion of the clinical intervention, thearhework for physiotherapy
practice encourages practitioner-researchers ttincenthe cycle — extending the
theoretical propositions based on the explanatongeace gathered thus far,
developing the data collection methods and applttiegn more appropriately. This
enables the clinical intervention to be deliveredreneffectively. The practitioner-
researcher is then directed to re-examine theilvengptheoretical understanding of
the phenomenon under investigation, thus contingiggcycle. It is this iterative
between conceptualizing and testing that charaeterknowledge processes within

the routine clinical practice of the healthcarefessional (Thorne, 2010).

Whilst highly inter-related, each of the four arelhsstrated in Figure 7.1 will be

considered separately within the context of theenirstudy and the wider academic
literature to illustrate how the focus group angemmental case-series findings
stimulated the retroductive reasoning that lech® development of the framework

for physiotherapy practice, and to demonstrateftmmework’s ability to empower
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older people at risk of faling and physiotherapyagtitioners to work in

collaboration to challenge established approaahesrtical service delivery.

7.2.1.Theory

The National Institute for Health and Clinical Ekeace (2007) recommend that all
behavioural change interventions should be developed evaluated using an
established model, such as the Medical Researcmdiotramework for the

development, evaluation and implementation of cexphterventions to improve
health. This ensures that they are based on thieabasable evidence of feasibility,
acceptability, safety, effectiveness and efficienthe design of this study was
informed by a version of the Medical Research Gegtridelines which advocates a
less linear approach to clinical service evaluati@ampbell et al., 2007). However,
rather than focussing on the exploratory work pdeug a definitive randomized
controlled trial, the findings from the current djuwere used to develop the
theoretical propositions set out in Section 2.4 atidhulated the retroductive
reasoning that led to the framework for physiothgraractice illustrated in Figure
7.1. This novel interpretation and application bé tMedical Research Council
guidelines provided a robust framework within whitd develop an enhanced
theoretical understanding of the complexities aumtbng self-management and
adherence with an exercise-based falls preventiogramme for older people with

a long-term condition.
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Critical realists believe that progress is possiideause the intransitive nature of
reality (enduring structures and processes) praviaepoint of reference against
which theories can be tested (Patomaki & Wight,0Blowever, it is not possible
to fully comprehend this reality as our percepti@me shaped by our theoretical
resources and investigative interests (Kazi, 20B3amining the concept of self-
management from a political, psychosocial and biticaé perspective in the early
stages of this study led to the identification ohamber of historical, economic,
cultural and social paradoxes inherent in moderaltheare delivery. These
inconsistencies provided a theoretical lens throwgiich to critically review the
academic falls prevention literature, and resuited completely new interpretation
of the existing data that could be refined and @lated on by the focus group and

experimental case-series findings.

Much of the discussion surrounding self-managenrenbntemporary healthcare is
based on a model of empowerment, in which oldepleewith long-term conditions

are considered equal partners in the clinical datisiaking process (Holmstrom &
Roing, 2010). However, within falls prevention, lileare professionals have
traditionally adopted an actuarial approach toicsihservice delivery (Rubenstein,
2006: Swift, 2006). Despite the publication of @al guidelines to promote the
engagement of older people in activities to prevaltg (Yardley et al., 2007), there
is little indication that researchers and healtacarofessionals are currently
supporting older people at risk of falling and thi@mily members to play a major
role in determining what types of interventions aetevant and what kinds of

outcomes are desirable (Gzil et al., 2007).
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Participatory research aims to empower participémtsistigate changes at a local
level (Appleton & King, 2002). However, it has besanggested that traditional
interpretivist approaches often fail to address daetrality of power, both within
physiotherapy itself and between physiotherapy eddstand the wider social and
political domains that influence and constrain thescipline (Clare, 2003).
Provisional analysis of the focus group findingveaed opposing views and
standpoints on the part of older people at riskafiing and local physiotherapists.
The older people attending the regional falls ayritspe service were motivated to
participate in an exercise-based falls preventimg@mmme to remain independent
in activities of daily living. They valued strategi that promoted self-management
and self-efficacy. In contrast, however, the phiysmoapy practitioners suggested
that many of the older people they came into cantath were poorly motivated to
participate in an exercise-based falls preventiong@mamme. Whilst it was
acknowledged that older people should be encouragethy a more active role in
the management of long-term conditions, local pitysrapists demonstrated a

conflicting desire to remain in control of the tie@nt programme.

Clinical encounters between older people with Iterga conditions and healthcare
professionals provide a critical juncture for thelange of information to promote
patient empowerment and participatory decision-mgkFinset, 2008). However, it
has been suggested that, all too often, healthwafessionals assume the language
of empowerment, including statements that patieatti@pation in treatment
decisions is welcome, whilst at the same time bielgain a manner that implies

professional dominance (Mead & Bower, 2000). Otiahviewing, the focus group
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findings would appear to support these observatidtevever, the alternative

insights provided by the older people and relatigestributing to the design and
execution of the focus group research enabled tbsig author to adopt a more
critically reflexive stance to the data obtained.id suggested that failure to
appreciate the benefits experienced by older pewjilea long-term condition as a
result of participating in clinical interventionssuch as exercise-based falls
prevention programmes, has led to a sense of pbosgtisfaction and professional
apathy amongst healthcare practitioners. This,thegevith a degree of professional

arrogance, may be contributing to the paradoxesrabd in the academic literature.

Practitioner-researchers employed in applied heakbarch need to be conscious of
the constraints acting upon individuals within gngations, such as the National
Health Service, since an enhanced understandinghefchallenges healthcare
professionals face can empower them to respondrewdggpropriate, with practice
changes (Wilson-Thomas, 1995). Towards the endheffacus group discussions,
the physiotherapy practitioners began to re-evaluaeir original assumptions
regarding self-management and adherence with arcisgebased falls prevention
programme for older people with a long-term cowditi Although they
demonstrated a limited awareness of the role aakoognitive factors in predicting
and monitoring uptake and adherence, it was suggetitat ongoing active
participation with an exercise-based falls prevantporogramme should be viewed

as a form of behaviour change.
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Applied health researchers study a phenomenon bedaey are bound by a moral
code requiring them to try and solve them. If atdaéwe idea proposed within a
qualitative research conclusion rings true as agitde explanation for a clinical
problem that has been difficult to grasp concepgudlhorne (2010) argues that it
should be taken up immediately and tested for titgyu Whilst not automatically

transferable to other patient groups, the methaicéd and philosophical

assumptions underpinning the current study meaat ih was possible to

successfully combine the primary qualitative dat@amed from the focus group
research with a comprehensive review of the acaddatis prevention and self-
management literature to develop a novel approathet delivery of exercise-based
falls prevention programmes that could be tested r@fined in the experimental

case-series.

In the context of an ageing population, increasignbers of older people with
long-term conditions are presenting to secondargltheare facilities having
experienced a fall or fall-related injury (Newtort al., 2000). Despite such
observations, however, falls and long-term condgichave traditionally been
considered as entirely separate entities. It hag Baggested that significant events
or transition points in people’s lives, such asnbediagnosed with a long-term
condition, may provide an opportunity for behaviatiange because it is then that
individuals often re-evaluate their own behaviond @have the necessary contact
with healthcare professionals to be supported tirotihe incremental stages of
behaviour change (National Institute of Health a@khical Excellence, 2007).

Although identified as being at increased risk afirig, older people with primary
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biliary cirrhosis had not previously had accesaroexercise-based falls prevention
programme in the local region. It was with this ebpopulation of older people
with a long-term condition that the thesis authlbose to test and refine acceptable
strategies to promote self-management and adherémdkis way, the views and
experiences of the older people, relatives and iptherapy practitioners
participating in the focus group research had ectlimpact on local clinical service

delivery.

Sackett et al (1996) have suggested that it is vetstimg questions about complex
interventions, such as exercise-based falls prewemrogrammes, that we should
try to avoid traditional experimental approachesce they often lead to false-
positive conclusions about treatment efficacy.iCaltrealists recognize that it is not
only the clinical intervention that works, but thedividuals prescribing and

participating in these interventions choosing tokenghem work (Robson, 2002).
Despite the growing body of research evidence fsystematic reviews and meta-
analyses to support the efficacy of exercise-bdaéld prevention programmes,
uptake and adherence rates continue to vary gré&adhyducting further randomized
controlled trials may, therefore, prove prohibitivexpensive and tell us little more

than we already know (McEvoy & Richards, 2003).

The logic that underpins critical realism is callettoduction. This process involves
moving from the level of lived experience to poatal about the underlying
structures and mechanisms which may account for ghenomena involved

(Mingers, 2003). For critical realists, deductivethods (based on testing specific
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hypotheses) and inductive methods (based on thheufation of general inferences)
are necessary but insufficient for theory generatigthout retroductive reasoning
(Patomaki & Wight, 2000). As will be seen in suhset sections, undertaking the
process of retroductive reasoning meant that it p@ssible to consider the focus
group and experimental case-series findings inllghnaithin the wider context of

the academic falls prevention and self-manageméataiure to develop an
enhanced understanding of the mechanisms that nedezcise-based falls

prevention programmes effective (and less efferiivparticular contexts.

7.2.2.Propositions

Most clinical investigations are one-off affairshish neither look back and build on
previous findings nor look forward to future evaloas (Pawson & Tilley 1997).
However, for practitioner-researchers the truly i@xg questions are always
complex and inherently messy (Thorne, 2010). Thé®nysed in different ways in
applied health research: to help scaffold our ingsi within the knowledge
traditions that have attempted various understaysdaf the entity we are studying;
and to help deconstruct our initial assumptionsualvchy we make the data-based
observations we do, and the alternative ways ircivlthese might be interpreted
(Morse, 2004). For this reason, Robson (2002) asletpes that a series of studies
may be required to progressively refine and develap research processes and
outcomes under evaluation. This section will reévisie theoretical propositions
presented in Section 2.4 within the context of theus group and experimental

case-series findings to demonstrate how the primesgarch presented in this thesis
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has contributed to the knowledge base surroundfgrsanagement and adherence
with an exercise-based falls prevention programmneider people with a long-term
condition in order to provide future directions fphysiotherapy research and

practice.

7.2.2.1. From polite compliance to personal relevae

Theoretical proposition 1: Established models afichl service delivery that focus
on the short-term reduction of physical falls-riaske not compatible with older
people’s sense of positive self-identity, leadimg léw levels of uptake and

adherence.

In their systematic review and meta-analyses aotiffe exercise interventions for
the prevention of falls, Sherrington et al (2008pggest that the criterion for a
minimally effective dose equates to a twice weektgrcise-based falls prevention
programme running over 25 weeks. In reality, howewgany clinical departments
are providing services to patients with limitedowses and it is often not possible
to provide regular contact from a healthcare pitesl over such a prolonged time
period. In an attempt to incorporate research emiedento routine clinical practice,
the majority of older people in the local regiore aurrently offered an exercise-
based falls prevention programme averaging onlyeéks in duration with once-
weekly review by a physiotherapist or healthcargist@nt. Older people are then
instructed to continue with this programme on disgle from the service. During

the focus group research, local physiotherapidta@eledged that they often found
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it difficult to support older people at risk of lialg to develop an ongoing active
commitment to an exercise-based falls preventiongg@mme. Despite such
observations, however, these practitioners had previously questioned or

challenged existing approaches to local clinicalise delivery.

The standard intervention delivered within the eantof the experimental case-
series was based on usual clinical practice, arglc@amposed of 6 x once-weekly
visits to a research nurse at the local hospita¢ dlder people with primary biliary
cirrhosis receiving the standard intervention caetgdl the exercise-based falls
prevention programme as instructed throughout teatrnent and follow up
quantitative data collection phases. However, rarteese individuals continued to
follow the prescribed exercise-regime on completbthe study. During the follow
up interviews, the older people receiving the ssaddntervention indicated that
they had signed up for the experimental case-sgnigsarily because it was a
research study or because a medical practitioegrrgspected had recommended it,
not because they expected to achieve any persarafib as a result of their
participation. These observations are in keepirth thie learned behaviour of ‘polite
compliance’ (Walker et al., 2011 p. 24) describadthe opening chapter of this

thesis.

Whilst observed within the context of the experita¢icase-series, parallels can be
drawn with routine clinical practice. It has beeunggested that viewing the
assessment of falls-risk as a professional anchteghtask which is the preserve of

experts has contributed to a conservative appro@aatiinical service delivery in
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which patient-initiated activity is seen as chajjemy and potentially dangerous
(Ballinger & Payne, 2002). The physiotherapy ptawters participating in the focus
group research acknowledged that, within existingdehs of clinical service

delivery, it was often difficult for themselves atiteir patients to appreciate the
benefits of participating in an exercise-basedsfalievention programme. These
findings may help to explain the physiotherapy ptaners’ sense of poor job

satisfaction and professional apathy, and the levels of uptake and adherence
with an exercise-based falls prevention programmponted in the academic

literature and witnessed in routine clinical preeti

When encouraged to reflect upon their experiencéspanticipating in the

experimental case-series, the older people reagivitre standard intervention
suggested that the home-exercise programme hablesot sufficiently tailored to

address the difficulties they were experiencinghwdwer limb muscle weakness,
balance or walking. This meant that the exercisetdalls prevention programme
lacked personal relevance for the older peopleivigethe standard intervention.
Although one participant had requested that theeameh nurse issue a more
challenging set of exercises, the others had fatbwhe same programme
throughout the course of the treatment and follgwquantitative data collection
phases and did not recall being provided with atrategies to progress the
prescribed exercise-regime. For this reason, tdergbeople with primary biliary

cirrhosis receiving the standard intervention dmt perceive that they had any

ownership of the treatment programme.
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The transtheoretical or stages of change modekfRska & DiClement, 1983) is
based on the premise that an individual will maoweagh a series of five stages
(pre-contemplation; contemplation; preparation;icaGt and maintenance) when
attempting to change their behaviour. Movementuglhothese stages may occur in
a linear fashion. However, more commonly, individuare observed to move
through these stages repeatedly, in a cyclical eranentering and leaving the
continuum at varying points before maintenanceniallfy achieved (Burbank et al.,
2000). Despite suggestions in the academic litezatioat healthcare professionals
have an important role to play in supporting olgeople to move through the
incremental stages of behaviour change, the plhesiapy practitioners participating
in the focus group research often made a simplaotienous distinction about
whether of not an older person would be motivategadrticipate in an exercise-
based falls prevention programme. Their lack ofrapption of social cognitive
factors in predicting and monitoring uptake andeadhce meant that the majority of
local physiotherapists claimed to be able to idgniihich older people would be
motivated to participate in a home-exercise prognenduring the initial clinical

practice encounter.

The enhanced intervention delivered within the ernbf the experimental case-
series was based on the thesis author’s curramta&lipractice at the regional falls
and syncope service, and was composed of 6 x feekly visits to a
physiotherapist at the local hospital. The oldeypbe with primary biliary cirrhosis
receiving the enhanced intervention also completee exercise-based falls

prevention programme as instructed throughout teatment and follow up
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quantitative data collection phases. However, fifuthese individuals continued to

carry out the prescribed exercise-regime at least & weekly on completion of the

study. Whilst the older people participating in #rehanced intervention admitted to
initial uncertainties regarding the personal berd® be gained from participating in

an exercise-based falls prevention programme,dhgelr duration of the enhanced
intervention enabled them to re-evaluate thes@lmissumptions and to recognize
the personal relevance of the exercise-based paéisention programmes under
evaluation. The four weeks between appointmentdiereouraged the older people
with primary biliary cirrhosis to progress theiregcribed exercise-regime and take
ownership of the treatment programme. The progressargeted and challenging

nature of the home-exercise programme enabled Xperienental case-series

participants receiving the enhanced intervention experience a number of

secondary health benefits, and these were assciaieh ongoing active

participation.

Prochaska et al (1992) have demonstrated thatnioirs of progress people make
with a programme is directly related to the stdggytwere at prior to commencing
the initiative. In keeping with the observations RblInick et al (1993), it would

appear that the majority of older people accessixgycise-based falls prevention
programmes in the local region are in the contetigriastage, where ambivalence is
a central problem. The current study has demoestithiat longer periods of clinical
intervention are necessary to encourage older pewjth long-term conditions to

move from polite compliance to personal relevansdhe&y are supported through

the incremental stages of behaviour change.
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7.2.2.2. From self-efficacy to self-realization

Theoretical proposition 2: Practical self-managermestrategies, based on the
central constructs of social cognition models, héve potential to promote self-
management and adherence with an exercise-basledpfalvention programme for

older people with a long-term condition.

It is now widely recognized that effective self-ragement support needs to address
an individual's confidence (self-efficacy) in thaibility to manage specific activities
rather than simply convincing them of the valuettedse activities (Lau-Walker &
Thompson, 2009). Self-efficacy and outcome expiectadre central constructs of
social cognition theory upon which many of the eatr programmes aimed at
promoting self-management for individuals with letegm conditions are derived,
and these variables played an integral role in ldpugg an enhanced understanding
of the factors influencing self-management and esliee with an exercise-based

falls prevention programme within the context af tturrent study.

Enhancing self-efficacy is one strategy that hasnbfund to be effective as a
means of increasing activity participation follogia fall (Cheal & Clemson, 2001).
Despite such observations, however, the physigblygpeactitioners participating in

the focus group research indicated that low sditafy was a major barrier to
ongoing exercise adherence. Whilst it was acknogdddhat an older person could
become more confident in their abilities to undestean exercise-based falls

prevention programme, local physiotherapists sugdethat fear of falling was a
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longstanding issue that was often difficult for alder person to overcome. In
contrast, however, the older people participatingthe focus group research
demonstrated high levels of self-efficacy when desway their experiences of
participating in an exercise-based falls prevenggogramme. Whilst the local
physiotherapy practitioners perceived that phystoaiditions (such as pre-existing
musculoskeletal pain) reduced adherence, the qldeple attending the regional
falls and syncope service demonstrated an ongaingritment to home-exercise in

the face of these potential barriers.

Self-efficacy is important to understand within tlentext of contemporary
healthcare delivery because it has proved amen#blelinical intervention
(Gallagher et al., 2008). Self-efficacy beliefs etatine the initial decision to
perform a given behaviour, the effort to be expended persistence in the face of
adversity (Bandura, 1997). Whilst it has been sstggkthat older people may reject
falls prevention advice because it emphasizes #gative social consequences of
falling that many older people fear (Kingston, 2J)afe older people participating
in the focus group research indicated that attentle regional falls and syncope

service had led to feelings of enhanced self-effica

The older people with primary biliary cirrhosis fepating in the standard and
enhanced interventions demonstrated large fludnatin their Self Efficacy for
Exercise Scale scores throughout the course of etkgerimental case-series.
However, the exercise diary and follow up intervidata would indicate that the

experimental case-series participants who demdadtragher levels of self-efficacy
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and outcome expectation on commencing the studydfaueasier to adhere to the
prescribed exercise-regime than those with lowdf-eficacy and outcome
expectation scores. These findings would suggest gblf-efficacy and outcome
expectation have an important role to play in p#lg and monitoring initial
uptake and adherence with an exercise-based faigeption programme. Despite
such observations, however, higher levels of déilfacy and outcome expectation

were not associated with continued exercise adberen completion of the study.

Although the evidence evaluating the use of samghition models was found to be
inconsistent, the National Institute for Health a@dinical Excellence (2007)

recommended that a number of concepts drawn framp#ychological literature

may be helpful when planning work on behaviour g¢feaat an individual level. In

addition to self-efficacy and outcome expectatibese include: personal relevance;
positive attitude; intention formulation and corerglans; behavioural contracts;
and relapse prevention. The experimental casesspagicipants developed a range
of strategies and behaviours throughout the caimesenhanced intervention which
enabled them to develop an appreciation of theopatsbenefits to be gained from
participating in an exercise-based falls prevenfiwagramme. Whilst their Self-

Efficacy for Exercise Scale scores fluctuated dyetiiroughout the course of the
experimental case-series, these strategies en@ulithg older people with primary
biliary cirrhosis receiving the enhanced interventio develop an ongoing active
commitment to an exercise-based falls preventi@gg@amme on completion of the

study.
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During the follow up interviews, one of the oldeegple with primary biliary
cirrhosis receiving the enhanced intervention desedr how she had initially
attributed difficulties with lower limb muscle weadss, balance and walking to the
fatigue associated with primary biliary cirrhosAthough she admitted to initial
uncertainties regarding the benefits to be gainech fundertaking an exercise-based
falls prevention programme, ongoing participatiomatded her to experience a
number of functional health benefits. Whilst dentoating relatively low levels of
self-efficacy for exercise throughout the coursetlué experimental case-series,
these benefits encouraged her to continue to peatee in the home-exercise
programme on completion of the study. Despite saadervations, however, it was
only when she experienced a period of ill healtd aas unable to complete the
prescribed exercise-regime that she truly appregitiat problems with lower limb
muscle weakness, balance and walking were remediabbugh targeted exercise.
This self-realization encouraged her to take greasponsibility for ensuring that
she maintained the functional health benefits agdeduring the experimental case-

series.

Self-management is more than simple adherence trgthtment guidelines. In
addition it incorporates the psychological and slogical implications of living

with a long-term condition (Newman et al., 2004)hi&t it would appear that self-
efficacy and outcome expectation play an imponal& in encouraging older people
with long-term conditions to adhere to a prescrilm@rcise-regime, the current
study has demonstrated that self-management sugipoutd focus on developing a

wider range of strategies and behaviours basedercéntral constructs of social
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cognition models to encourage older people witlgiterm conditions to appreciate

the importance of continued exercise participation.

7.2.3.0bservation

Increasingly, applied health researchers are reduio strategically focus their
efforts on targeting the serious gaps left by expental approaches which focus on
quantitative measures, such as reduction in fatis-and falls-risk, by attempting to
integrate inductively-derived insights with thog®tt can be captured numerically
(Thorne, 2010). It has been suggested that physiapists are tolerant of combining
research traditions, largely because of the peedecongruence with the recording
of subjective and objective information during thimical practice encounter (Wiles
& Barnard, 2001). However, to apply mixed methoesearch effectively within a

diverse culture such as the National Health Senvics essential for practitioner-
researchers to also possess a sound understaridiregantological, epistemological
and methodological foundations underpinning theséerdnt philosophical

positions.

Perceptions of independence in the academic litexdénd to focus on the ability to
function unaided (Secker et al., 2003), and thiefkected in the measures used by
physiotherapists to assess and monitor older peafplesk of falling. The older
people with primary biliary cirrhosis participatimg the experimental case-series all
experienced difficulties with lower limb muscle weass, balance and walking.

However, this was not evident in the measures w®Eecmany of which
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demonstrated a ceiling effect and lacked persoslavance for the patient group
under investigation. Despite such observations, évew the methodological and
philosophical principles underpinning the curreniidy enabled the graphical
representations of the selected measures to bédeoed within the context of the
experiential narratives of the experimental caseseparticipants to develop an
enhanced understanding of the factors influencelffrsanagement and adherence
with an exercise-based falls prevention programmneider people with a long-term

condition.

The older people with primary biliary cirrhosis peipating in the experimental

cases-series completed the PBC-40 at four-weekdyvials throughout the baseline,
treatment and follow up quantitative data collectiphases. Whilst this measure
provided a valuable insight into participants’ gedfrceived health status and quality
of life, the experimental case-series participautggested that they often found it
difficult to separate their primary biliary cirrhessymptoms from their co-existing

physical health problems. In contrast to the ojuople attending the regional falls
and syncope service, these were considered to drawapact on the experimental
case-series participants’ ability to adhere to aer@se-based falls prevention
programme. Despite such observations, however,ottier people with primary

biliary cirrhosis receiving the enhanced interventindicated that participating in a
home-exercise programme could produce wider headthefits. These had the
potential to positively impact on their primary iy cirrhosis symptoms and

encouraged them to develop an ongoing active comenit to an exercise-based

falls prevention programme.
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Although fatigue was not found to be as significamarrier to exercise adherence as
originally anticipated, the experimental case-separticipants indicated that their
fatigue symptoms impacted on fear of falling. Thigas evident in their
performances on the Falls Efficacy Scale — Intéonat throughout the course of the
baseline, treatment and follow up quantitative aatéection phases. The follow up
interviews highlighted the importance of supportiogler people with primary
biliary cirrhosis to overcome denial of physicall§aisk in order to persuade them
of the need to undertake specific exercises toangstrength and balance. Despite
such observations, however, the experimental caisessparticipants receiving the
standard and enhanced interventions indicatedptiréitipating in an exercise-based
falls prevention programme had increased theirqretisawareness of falls and falls-
prevention strategies. Although the experimentakeseries participants’ perceived
reduction in their fear of falling was not alwayaflected in their Falls Efficacy
Scale — International scores, it was suggested tthiat measure had promoted
awareness of the functional difficulties expergshdy older people with primary
biliary cirrhosis identified as being at increasestt of falling. These findings would
suggest that, when used within the context of persgoal setting, such measures
may have a role to play in promoting self-managdnsm adherence with an
exercise-based falls prevention programme for olpeople with a long-term

condition.

For many older people living with long-term condiis, variations in the patterns of
disease progression and treatment with questionalilomes create uncertainties

about prognosis. The key to effective managemend isnderstand the patterns in
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the disease process and the pace of these treids.gdal is not cure, but
maintenance of quality of life and independentngvi(Holman & Lorig, 2000).

Although the selected outcome measures had lowslefepersonal relevance and
perceived acceptability for older people with prignbiliary cirrhosis, presenting the
experimental case-series participants with the lgcap representations of their
selected outcome measures during the follow upnime@s provided a valuable

opportunity for guided self-reflection (Roe et 2008).

One of the resources identified as necessary fdicymatory-decision making is
time (Paterson, 2001). The process of guided séiation provided the
experimental case-series participants with an dppiy to articulate and evaluate
their experiences of participating in an exerciasda falls prevention programme.
Whilst readily available as part of the clinicahptice encounter, such insights are
characteristically lost within health services w@sb because there is no
commitment or mechanism to capture these narratiwtixén the dominant positivist
methodologies. Although self-monitoring support ntzgve an important role to
play in promoting self-management and adherence, cilirrent study has also
highlighted the importance of clinically-relevantitoome measures and ongoing
professional support in encouraging older peopléh ibng-term conditions to
develop an ongoing active commitment to an exetlésed falls prevention

programme.

283



7.2.4.Programme

The older people participating in the focus groum @&xperimental case-series
research cited ‘maintenance of independence’ as iiein reason for choosing to
participate in an exercise-based falls preventimg@mmme. These findings would
support observations in the academic literature dkder people may respond more
favourably to health promotion messages about nealgeing than to warnings
about falls-risk and injury prevention (Yardleyadt, 2007), and undoubtedly have
the potential to inform the development of clinigaderventions that are more in
keeping with an older person’s sense of positiieidentity (Ballinger & Payne,
2002). However, if healthcare professionals arsupport older people with long-
term conditions to develop an ongoing active comaiit to exercise-based falls
prevention programmes, it is important to also idgmhe mechanisms and contexts
most likely to actualize the ‘subjectively self-assed lived experience’ (Secker et
al., 2003 p. 375) of independence, and the poldmdiaiers which may prevent their

activation.

Although it is now widely recognized that up tofhai injurious falls occur in those
who are not very old or unwell, but amongst oldeogle who remain active despite
some decline in their balance capabilities (Stellet2003; Wijlhuizen et al., 2008),
clinical services in the local region continue &rget frailer older people with
significant co-morbidities and high levels of fuiectal impairment. It has been
suggested that health promotion specialists amdcali services work together to

produce the at-risk individual and that this is iaekd through the willing
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participation of older people, who view it as theioral obligation to participate in
the maintenance of their own health (Ballinger &g 2002). By focussing on the
short-term reduction of physical falls-risk in daitiary and day hospital facilities,
local clinical services have contributed to theestéypical view of an older person
at risk of falling as someone over the age of 8thwll health or poor mobility

(Walker et al., 2011) commonly portrayed in thedssaic literature. It is perhaps
not surprising, therefore, that the physiotherappsrticipating in the focus group
research described a number of physical, psychmdbgind environmental barriers

to successful exercise participation.

Despite such observations, however, local physiafhe practitioners positioned
themselves as experts in assessing and managknigetisrs for falling. It has been
suggested that, within the dominant models of céihservice delivery, healthcare
professionals diagnose and treat the problem wthigsindividual is considered the
source of the problem and deemed responsible if divécal intervention is

unsuccessful (Sabate, 2003). During the focus grdigpussions, there was a
perception that older people would participate nneaercise-based falls prevention
programme purely out of a desire to please thecplesg physiotherapist. Many of
the physiotherapists responded to older peopletssida to reject falls prevention
advice as a challenge to their professional ab#ihd authority rather than an
alternative perspective about risk and safety (Bgdlr & Payne, 2002). This was
most evident amongst the recent physiotherapy gtaduvho were, perhaps, still

developing confidence in their professional clihicde.
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Open and immediate online access to health infeomahas reshaped the
boundaries between healthcare professionals andr gddople with long-term
conditions (Thompson et al., 2009). The older peaplending the regional falls and
syncope service and auto-immune liver clinic repnésd a novel population of
fitter, more-able older people. Whilst identifiedl laeing at increased risk of falling,
these individuals do not meet the referral critefi@stablished clinical services and
would previously have found it difficult to gain Gess to an exercise-based falls
prevention programme in the local region. Rehattibh has been defined as ‘the
whole process of enabling and facilitating the oestion of the disabled person to
regain optimal functioning (physically, sociallycdapsychologically) to the level she
/| he is able, or motivated, to achieve’ (Waters &kér, 1996 p. 107).
Some patients may not choose to take responsibibty their health and
professionals need to value their right to chodseghes, 2004)Although one of
the experimental case-series participants receivimg enhanced intervention
suggested that she preferred a more traditionaloapp to clinical service delivery
in which the healthcare professional took the l@aéstablishing what progress had
been made with a prescribed exercise-regime, therityeof older people attending
the falls and syncope service and auto-immune klieic expressed the desire to

actively participate in an exercise-based fall¥entéion programme.

In western culture, self-reliance is highly valuetlereas dependency is seen as a
sign of weakness, a lack of character, or eveeslinSecker et al., 2003). The older
people with primary biliary cirrhosis participating the experimental case-series

research demonstrated a number of potential barrer successful exercise
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participation. However, the experimental case-semarticipants receiving the
enhanced intervention developed a range of stegegind behaviours to promote
ongoing active participation with an exercise-basats prevention programme
throughout the course of the treatment and follgwquantitative data collection
phases. Despite such observations, the older pedgteprimary biliary cirrhosis
indicated that they lacked the necessary skill§otaally monitor their progress
with an exercise-based falls prevention programmeampletion of the study. It
has been suggested that the issue of falling ntightetter addressed within health
promotion initiatives for older people by situatifgamongst more general aims,
such as the enhancement of lifestyle and the piomaif wellbeing (Ballinger &
Clemson, 2006). The current study would suggestftihare research must focus on
developing approaches to clinical service delivitrgt emphasize opportunity and
valued social identity to support older people withg-term conditions to maintain

an ongoing sustainable commitment to exercise-bfadlsdorevention programmes.

The physiotherapy practitioners participating ie focus group research suggested
that exercising in a group or gym environment wisropreferable to exercising at
home and that this would promote uptake and adberesth an exercise-based falls
prevention programme. In contrast, however, thermople attending the regional
falls and syncope service indicated that they predethe flexibility of being able to
exercise at home. Three of the older people witlmgmy biliary cirrhosis receiving
the enhanced intervention had previous and ongexjgerience of recreational

exercise in the community, and this was associateith continued active
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participation with an exercise-based falls prevangprogramme on completion of

the experimental case-series.

During the follow up interviews, the experimentake-series participants receiving
the enhanced intervention indicated that the hoxeseesse programmes
complemented their recreational activities. It wagygested that the prescribed
exercise-regime provided a positive focus duringcexbations of illness which
prevented them from participating in their choseareational activities. These
findings would provide support for a continuum ofeecise provision for older
people identified as being at risk of falling in iain targeted community exercise
groups in leisure-based facilities are available addition to one-to-one
physiotherapy. Recently available in the local oegithis approach to clinical
service delivery may enable healthcare professsottabetter support older people
with long-term conditions to develop an ongoingiactcommitment to exercise-

based falls prevention programmes.

It has been estimated that 80-90% of care for iddals with long-term conditions
is undertaken by older people or their relatives @&ilva, 2011). Despite such
observations, however, healthcare professionaenassume that family members
hold similar views about goals and treatment plagnwithout asking them to
validate this assumption (Paterson, 2001). Thergdeple participating in the focus
group research suggested that the endorsementnuofly fanembers provided a
valuable source of encouragement and promotedefalkcy. However, the

physiotherapy practitioners indicated that thetneds of older people at risk of

288



falling were often sceptical about the benefitbéogained from participating in an
exercise-based falls prevention programme. Onéefelatives participating in the
focus group research had adopted a primary caieegrele and felt responsible for
ensuring that her husband completed his daily éseregime. In contrast, however,
the other three relatives did not feel it was theisponsibility to supervise or
monitor a home-exercise programme prescribed bgadthtare professional. The
relative who had adopted a primary care-giving rodeipported local

physiotherapists’ claims that actively participgtim the delivery of an exercise-
based falls prevention programme had the potetatieause conflict between family

members.

The relatives of the older people attending theorea falls and syncope service
acknowledged their husbands’ deteriorating phydiealith status and shared with
each other their occasional frustrations at theredt dynamics of their relationship.
The personal anxieties associated with supportinfanaily member to remain
independent in activities of daily living provideal valuable insight into the
additional daily stresses encountered by the westpf older people identified as
being at increased risk of falling. Although norfetlee older people with primary
biliary cirrhosis participating in the experimentehse-series believed that the
involvement of a family member had directly impacten their ability to adhere to
exercise-based falls prevention programme, it was@wledged that relatives often
had an important role to play in supporting oldeople with long-term conditions to

manage their physical activity levels and maintasense of positive self-identity.
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Rather than debating whether or not to involve famrmembers in supervising or
monitoring a home-exercise programme prescribed bgalthcare professional, the
current study would suggest that physiotherapiststracknowledge the challenging
and necessary role that the relatives play in émglalder people with long-term

conditions to maintain an ongoing active commitmentan exercise-based falls
prevention programme. It would appear that invajvihe relatives of older people
with long-term conditions in the clinical practiemcounter would promote self-
management and adherence through the developmennooé realistic and

achievable patient-centred goals.

It has been suggested that self-management supfbert involves reinforcing the
value and salience of individual's pre-existing f®are activities, rather than
initiating alternative behavioural changes (Rogetrrsl., 2006). The older people
with primary biliary cirrhosis participating in thexperimental case-series had been
living with their long-term condition for many yeaand, over time, had developed
resilient self-management strategies, including svmy manage potential set-backs
such as illness exacerbations. During the follow ingerviews, one of the
experimental case-series participants suggestedhbaskills she had developed in
relation to pacing and planning her activities laatually made it easier for her to
schedule regular sessions in which to completepthscribed exercise-regime. The
four older people receiving the enhanced intereentvho continued to follow their
home-exercise programme at least 3 — 4 x weeklgamnpletion of the study were

all active members of the local patient supportugraand this was felt to have an
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impact on their ability to develop an ongoing cormant to an exercise-based falls

prevention programme.

During the follow up interviews, the experimentake-series participants reflected
on their experiences of being diagnosed with pryntaliary cirrhosis. For many,
this had occurred at their local district genera$pital and was not considered to
have been a very informative or empowering expegefn an attempt to find out
more about their condition and to actively mandggrtsymptoms, several of the
experimental case-series participants had joinexd Itital support group. They
described how their experiences of participatinglinical research had encouraged
them to transfer to the auto-immune liver clinia fiheir routine clinic care.
Changing practitioners on a regular basis or bemeferred to healthcare
professionals who see patients with their conditaty occasionally constrains the
opportunity for participatory decision-making (Rate, 2001). Whilst not without
its challenges, the current study would suppotiiahsuggestions that delivering
health promotion initiatives, such as exercise-Oasdls prevention programmes,
within the fully-engaged scenario of specialistvemgs for older people with long-

term conditions may provide the key to promotingaing active participation.

Towards the end of the focus group research, thgsigimerapy practitioners
suggested that healthcare professionals should #akKess-active role in the
assessment and treatment process. Effective ingiésinot passive hearing (Hughes,
2004). It involves close, directed attention, takmotice of what is and what is not

being said, and interpreting what is heard. Thetkgyromoting sustainable exercise
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behaviour for older people with long-term condisamay, therefore, be to combine
high levels of perceived or felt independence \agipropriate levels of professional

support and guidance.

7.3.Limitations of study

Many older people accessing hospital-based seraesvidowed and do not have
family members living in the local region. For thisason, it was only possible to
conduct one focus group session with the relatofeslder people attending the
regional falls and syncope service. Despite suuitdtions, however, the views and
experiences of these four relatives provided aaldfiand alternative insight into
the factors influencing self-management and adlverevith an exercise-based falls
prevention programme for older people with a loagrt condition. It would appear
that the relatives of older people who remain a&ctiespite some decline in their
balance capabilities have an important and chalengole to play in supporting
these individuals to maintain a sense of positeleidentity. Including the relatives
of the experimental case-series participants infalew up interviews would have
enabled further exploration of this dynamic. Howevkese findings would indicate
that involving the family members of older peoplghatong-term conditions in the
goal setting process is necessary to promote saifagement and ongoing active

participation with an exercise-based falls prevanprogramme.

The choice of outcome measures in an experimeasa-series is influenced by the

aims and objectives of the study, the psychometnd scaling properties of the
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available measures, and the practical constraihimplementing these measures
(Morley, 1994). Although attempts were made to lEsh the stability of the

selected measures in older people with primaryatyilicirrhosis during the pilot

measurement study, visual analysis of the expet@mharase-series data revealed
unstable baselines and fluctuations throughoutrdegment and follow up phases in
keeping with variations in disease-specific quatifylife measures. These findings
would suggest that long-term conditions interacthwineasures that predict and

monitor falls-risk and self-efficacy.

The aim of the current study was not to determive dfficacy or effectiveness of
exercise-based falls prevention programmes forrot@®ple with primary biliary
cirrhosis but to test and refine acceptable straseip promote self-management and
adherence. Despite such observations, howeverg thadings raise important
considerations regarding the use of the experimheaise-series design in clinical
evaluations involving older people with long-termanditions. Whilst most of the
measures remained relatively stable in the majaftylder people with primary
biliary cirrhosis when administered once-weekly rovle four week pilot
measurement study, the data from the experimeat®-series would suggest that
recognized measures of falls-risk and self-effica@y be inappropriate for repeated

administration over a prolonged time period.

Although statistical analysis is not a defining edpof experimental case-series
research, Onghena and Edgington (2005) suggest ttet credibility of a

researcher’s inferences will depend largely on vhidity and reliability of the
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selected outcome measures. The pilot measuremaay sttempted to eliminate
potential threats to internal validity caused bstinmentation and testing. However,
to promote objectivity and to reduce the risk os@tver bias (Robson, 2002), all
measures were collected by an independent assatsspecified points throughout
the baseline, treatment and follow up quantitaiileda collection phases of the
experimental case-series. In a clinical settings itisual practice for a healthcare
professional prescribing a programme of treatmeriotmally monitor the patient’s
progress with that intervention. However, the ugean independent assessor
distanced the experimental case-series participaots the treating clinician and
created a sense of artificiality (Robson, 2002)e ®lder people participating in the
focus group and experimental case-series reseadatated that the use of objective
outcome measures played an important role in prioigpagelf-management and
adherence with an exercise-based falls preventiogramme. Whilst the selected
measures were considered too generic and lackednmrrelevance for the older
people with primary biliary cirrhosis, it was sugtgd that the assessment and
treatment elements of the experimental case-se®es not adequately ‘joined up’.
For this reason, it could be argued that attengppsdamote reliability and objectivity
during the data collection process resulted in mesponding reduction in the

ecological validity of the experimental case-series

The purpose of the 6 month follow up quantitativatadcollection phase was to
establish whether the older people with primaryiabyl cirrhosis continued to
participate in an exercise-based falls preventiomg@mmme on completion of the

standard or enhanced intervention and to determlrether any trends observed in
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the selected measures were maintained or enhawvesdagrolonged time period.
However, by continuing to attend the local hospaedry four weeks during this 6
month period, the experimental case-series paatit§p knew they were being
observed and that certain things were expectetiesht(Robson, 2002). The older
people with primary biliary cirrhosis participating the standard and enhanced
interventions completed the home-exercise programsstructed throughout the
treatment and follow up quantitative data collectighases. However, during the
follow up interviews, it was identified that noné the experimental case-series
participants receiving the standard interventiord f@ntinued to follow their
prescribed exercise-regime on completion of thdystin contrast, however, four of
the older people with primary biliary cirrhosis eddng the enhanced intervention
continued to participate in an exercise-based fakvention programme at least 3 -
4 x weekly. These findings represent a more aceurgttection of ongoing active

participation and highlight the difference betwéea two interventions.

Despite such limitations, however, the 6 month oiwll up quantitative data
collection phase provided a valuable insight int@ tfactors influencing self-
management and adherence with an exercise-basegfavention programme for
older people with a long-term condition. Many ot tblder people with primary
biliary cirrhosis suggested that they adhered te tome-exercise programme
because they had made a commitment to participatehé study. For the
experimental case-series participants receiving dtedard intervention, the 6
month follow up quantitative data collection phases considered an integral part of

the research process and this was associated agghirgy adherence. However, the
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fact that none of these individuals continued tHofe the prescribed exercise-
regime on completion of the study would indicatattihis not only the length of the
clinical intervention, but the focus on self-managat support and personal goal

setting that influenced continued active partidiat

7.4.Summing up and future recommendations for physiotheapy research

and practice

Almost four decades of research into falls prewentwith older people have
produced valuable evidence regarding the efficd@xercise-based falls prevention
programmes (Sherrington et al., 2008; Gillespi@let2009), and guidelines have
been produced to inform the practice of healthpaoéessionals working with older
people at risk of falling in a variety of clinicahvironments (Department of Health,
2001; National Institute for Health and Clinical dedence 2004; American
Geriatrics Society et al., 2010). Despite the exiseé of such publications, however,
data collected by the National Patient Safety Aggi2007) would suggest that the
process of reducing falls is slow with approximat2D0,000 fall-related hospital
admissions each year, many of them older peopleerMétute disease was the
primary cause of illness, older people were geherabnsidered to be the
inexperienced and passive recipients of healthoéeeventions. Now that long-term
conditions have become the primary focus, howeseryices need to adapt and
older people must be supported to become activimgrarin the clinical decision-
making process (Sandman & Munthe, 2010). By examginits underlying

components within the context of exercise-based falkvention programmes, this
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study has brought the debate surrounding self-memnagt for long-term conditions

into a much sharper focus.

The current study has demonstrated that self-managiesupport may provide the
key to promoting active ongoing participation withnical interventions, such as
exercise-based falls prevention programmes, foreroldeople with long-term

conditions. Despite such observations, howevelexige analysis of the focus

group and experimental case-series findings wontticate that actualizing the
concept of self-management is complex and thatesscavill require a greater
revolution in the attitudes and behaviours of oldezople and healthcare
professionals than previously anticipated. The maoendations provided in this
section are intended to promote productive conataer of, and engagement with,
some of the key issues facing the future of phieipy research and practice for
older people with long-term conditions identified heing at increased risk of

falling.

An emphasis on supporting self-management for tengr conditions has led to

increased recognition that active ongoing partigoawith an exercise-based falls
prevention programme should be considered a forivebaviour change. However,
if older people are to feel empowered to take gresgsponsibility for their care,

they need to feel that they have the ability tongfeatheir behaviour and that it is in
their best interests to do so. Longer periods ioiadl intervention are necessary for
older people with long-term conditions to move frpoiite compliance to personal

relevance as they are supported through the iner@ingtages of behaviour change.
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Whilst it would appear that self-efficacy and outmexpectation play an important
role in encouraging older people with a long-teromdition to develop an active
commitment to an exercise-based falls preventiagna@mme, ongoing professional
support to enable realistic goal setting in perb@oatext is imperative. A more
precise understanding of the practical applicatbérsocial cognition models and
their constructs would enable practitioner-resesichiio be more specific in the
development and evaluation of acceptable strateégisapport self-management for
older people with long-term conditions, and moréeab differentiate the separate
elements of these complex behaviours within theteodnof exercise-based falls

prevention programmes.

Recommendation 1: Further exploration of the activéion of social cognition
model constructs within the context of exercise-basgl falls prevention
programmes for older people with long-term conditims is required to develop,

acceptable strategies for self-management support.

The current study has demonstrated that improvesnientimed or rated clinical
tests of balance, gait and lower limb muscle stitergerformed in a hospital
environment do not necessarily translate into imeneents in an older person’s
experience of living with a long-term condition. ébxercise-based falls prevention
programme delivered within the context of the emeanintervention had perceived

benefit for older people with primary biliary ciokis. However, this was not evident
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in the clinical outcome measures selected, marwhot¢h lacked personal relevance
and demonstrated a ceiling effect in the patiemugrunder investigation. The
impact of exercise-based falls prevention programifioe older people with long-
term conditions needs to be evaluated from thepgets/e of patient-centred rather
than professionally-driven outcomes. The develogroéfeasible, acceptable, valid,
reliable, sensitive and communicable patient-cehbtgcome measures is necessary.
These may only be accessible by inquiring abouh getient’s individuals needs,
expectations and preferred level of participatiorshhared decision-making prior to
commencing an exercise-based falls prevention progre, and evaluating its

subsequent impact in relation to thasgriori assumptions.

Recommendation 2: Development of and consensus onatient-centred
outcomes with sound psychometric properties is nessary to measure the
impact of self-management support within the contexof exercise-based falls

prevention programmes for older people with long-tem conditions.

It has been suggested that long-term active ppatiicin with an exercise-based falls
prevention programme has the potential to reduamadeds on the healthcare
delivery system by encouraging older people wittiglberm conditions to play an
active role in improving their mobility and physidanctioning as well as reducing
future falls. An economic evaluation was beyond skkepe of the current study.

However, laudable claims will remain just that dtraccompanied by persuasive
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fiscal arguments. The enhanced intervention dedivewithin the context of the
experimental case-series involved the same amduf#ce-to-face contact with a
healthcare professional as the standard interuentiowever, this longer period of
clinical intervention (which focussed on self-maaiangnt support and personal goal
setting) was associated with greater ongoing aqgpasicipation. These findings
would suggest that assuming self-management suppibnteduce health resource
utilization is, perhaps, overly simplistic. The aifhsupporting self-management and
adherence with an exercise-based falls preventiogramme for older people with
a long-term condition may be to alter the pattdreesvice use rather than to reduce
it altogether. Future evaluation should focus omtivar different types of healthcare
delivery are being employed; such as primary vessgendary care facilities, or on-

line versus in-person resources.

Recommendation 3: Economic evaluation of the impacbf self-management
support within the context of exercise-based fallprevention programmes for
older people with long-term conditions must be undg#aken and should include

a focus on whether different types of healthcare digery are being employed.

Most professions have their own histories whichehakiaped and thus determined
the culture of science in that discipline. In tH&7Qs, physiotherapy shrugged off
professional dominance to achieve a long foughtlioical autonomy. Despite such

observations, however, physiotherapy emerged frdmgsipians’ control as a
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technique-centred rather than a patient-centredcserstill ideologically dominated
by medicine. The focus group findings presenteithig thesis would suggest that the
reductionist influence dominating established meaéliclinical service delivery has
allowed the relationship between local physiothestapand older people at risk of
falling to remain grounded in the traditional povagfferential of active doctor and
passive patient. These findings are at odds withptiilosophies underpinning self-
management and rehabilitation, and are provingtilmgi and dissatisfying for
physiotherapists’ creativity and sense of professi@utonomy. The framework for
physiotherapy practice developed during the cowfs¢éhe current study enables
practitioner-researchers employed in applied heakkarch to penetrate the realities
of routine clinical practice deeper than traditiistaapproaches to evidence-based
practice. By combining evidence-based and patientred practice, information
that is of value to the patient and the healthpaogessional is considered in parallel

as part of the clinical decision-making process.

Recommendation 4: The framework for physiotherapy pactice should be
applied to other patient groups with long-term condions associated with

increased risk of falling to establish transferabiity of principles.

Academic research culture encourages researcheeptot the results of clinical
studies rather than to describe the lessons learmgart of the process. However,

greater transparency is needed if practitionerarebers are to move beyond the
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rhetoric of public involvement in health researtthhas been suggested that older
people are less consumer-orientated than younggigedo not wish to be involved
in health research or lack the necessary skillmaxe a worthwhile contribution.
Despite such observations, however, it can be $kaenhthe older people and
relatives participating in the focus group reseadgmonstrated high levels of
commitment throughout the 14 month qualitative stigation, and that the impact
of their involvement was only limited by professabranxieties on the part of the
thesis author. Their willingness to take on addsioresponsibilities as the study
progressed supports the notion that public invokeinin health research empowers
individuals through a realization that they canpghalinical service delivery and
bring about change. If more evidence can be pravafets impact, applied health
researchers may be less inclined to treat publicliement as something they have
to do in order to satisfy funding bodies and retpria agencies and more as an
integral component to be implemented and reportedt@very stage of the research
process. Whilst it is acknowledged that the impEgbublic involvement is highly
context specific, the conceptual model illustrate&igure 4.1 proposes terminology
and key concepts that promote consistency in thertiag of public involvement in

health research.
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Recommendation 5: The conceptual model should beeto promote increased
awareness and understanding of public involvementihealth research through

consistency in the evaluation and reporting of iteimpact.

It is important to understand the skills that adians need to help older people to
change their behaviour and the barriers that mayegmt them from offering such
support. Health and wellbeing arise from our genigtiheritance, the circumstances
of lives and the manner of our living as well ag tinterventions provided by
healthcare professionals. Physiotherapists canaoalbthings to all people. The
treatment of physical problems through physical meshould remain at the heart of
physiotherapy practice and define its distinctivenas a profession. However, the
qualitative data collected during the course of ¢heent study would indicate that
older people at risk of falling and their familiealue the social and emotional
support provided by healthcare professionals ashnascthe physical intervention
and practical advice offered. The lesson for phy&i@py practitioners may be that
their distinctive physical approach needs to beilfle and tailored to each
individual patient within the context of their owsociological and psychological
needs and explanations. Formal training in skillshsas problem solving, goal
setting, motivational interviewing and cognitivehlbioural therapy would assist
physiotherapy practitioners working with older pkopo promote ongoing active
participation with clinical interventions, such asercise-based falls prevention

programmes.
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Recommendation 6: Pre and post-registration educain and training should
include greater emphasis on providing physiotheragits with the necessary
skills to facilitate self-management support and sired decision-making in

clinical practice.

7.5.Conclusion

There is growing confidence amongst the recipieftdhealthcare interventions
regarding the expertise to be gained from persexpérience. This reflects, in part,
a wider scepticism about the role of professiongbegtise, and provides an
important context for the delivery and evaluatidrclonical interventions now and in
the future. This thesis has charted the researatepses and outcomes that led to
the development of a framework for physiotherapycpce to promote self-
management and adherence with an exercise-basegfavention programme for
older people with a long-term condition. These iingd are original in that there are
no published studies exploring self-managementaalitrence with exercise-based

falls prevention programmes for older people withg-term conditions.

Practice development occurs in a profession whéamatts to find solutions to
clinical problems generate and develop theorieschvithallenge epistemological
thinking within that professional discipline. There increasing recognition in

academic literature that patient control and owmprare central to the successful
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implementation of an exercise-based falls prevenfiwogramme. Despite such
observations, however, the focus group and expetahecase-series findings
presented in this thesis would suggest that heaithprofessionals and older people
at risk of falling remain reluctant to work in waffsat acknowledge or support such
practices. A culture change is at the heart oflilg-Bngaged health community. The
framework for physiotherapy practice developed myrihe course of the current
study has the potential to empower patients antthoaae professionals to work in
collaboration to challenge existing approacheslitcal service delivery. Future
work must focus on the use of participatory appheacto further develop and
evaluate strategies for embedding self-managemanpost into routine clinical
practice for older people with long-term conditiadsentified as being at increased

risk of falling.
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Appendix |. Participant information sheet for focus group research (older

people and relatives)

What Factors Influence Motivation and Adherence wih a Home-
Based Exercise Programme for Older People at Risk éalls?
(Part 1)

I s 0"
PARTICIPANT INFORMATION SHEET

You are being invited to take part in a researoldystBefore you decide whether to
take part it is important for you to understand whg research is being done and
what it will involve. Please take time to read thbowing information carefully and

discuss it with others if you wish.

- Part 1 tells you the purpose of the study and whiithappen to you if
you take part

- Part 2 gives you more information about the condéithe study

Ask us if there is anything that is not clear oyau would like more information.

Take time to decide whether or not you wish to tjoe.
What is the purpose of this study?

A home-based programme of strength and balancecisgsrhas been shown to
reduce the risk of falls in older people. Howevttre factors which influence

whether or not a person carries out such a progeaans less well understood. The
purpose of this study is to explore the views axpedences of older people and
their relatives of participating in a home-basedreise programme prescribed by a

physiotherapist.
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The Principal Investigatd | ] ] llllllon) willlize the findings from this study to

form the basis of a Master of Philosophy degr{ji | | | | } NG .

Why have | been chosen?

We are asking a selection of older people and tiedatives receiving physiotherapy

the | cc to take part. We topecruit approximately 50

individuals.

Do | have to take part?

No. It is up to you to decide whether or not toetglart. If you do, you will be given
this information sheet to keep and be asked to aigonsent form. You are still free
to withdraw at any time and without giving a reasArdecision to withdraw at any

time, or a decision not to take part, will not afféhe standard of care you receive.
What will happen to me if | decide to take part?

If you decide to take part, you will be contactedtbe Principal Investigatdjjflsa

B 21d invited to attend a small group (@e6ple) discussion at tjjjijyal

B hc session will last approxitely 1 hour during which time
you will be asked about your views and experierafesarrying out a home-based

exercise programme. With your permission, the disimn will be tape recorded and
the recording kept in a secure place.

Expenses and payments

Transport to and from the hospital will be providedtaxi if necessary.
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What do | have to do?

If you would like to take part in the study, pleasenplete the reply slip at the end

of this information sheet and return it in the peaed envelope provided. Your care

at the] | i< i continue anged, regardless of whether you

decide to take part in this study or not.

What are the possible benefits of taking part?

The | < 2rc a/ways veryasted in your opinions. We hope

that by listening to your views and experienceswilegain a better understanding
of the factors that influence whether or not a persarries out an exercise

programme at home. The findings will be used torowp the physiotherapy service

provided to patients attending || G - the future.

What if there is a problem?

Any complaint about the way you have been dealh wliiring the study or any
possible harm you might suffer will be addressdtke detailed information on this is
given in part 2.

Will my taking part in this study be kept confidential?

Yes. All the information about your participatiom ithis study will be kept
confidential. The details are included in part 2.
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Contact details

I st
[

I

This completes part 1 of the Information Sheet. Ithe information in part 1 has
interested you and you are considering participatio, please continue to read
the additional information in Part 2 before making any decision.

Part 2

What if there is a problem?

Complaints:

If you have any concern about any aspect of thidystyou should ask to speak to
the research team who will do their best to ansyar questions (please see

below). If you remain unhappy and wish to complémmally, you can do this

through the NHS Complaints Procedure. Details aanliained from the hospital.

Y s
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Harm:

In the event that something does go wrong and yetharmed during the research
study there are no special compensation arrangsménbu are harmed and this is
due to someone’s negligence then you may have dsofor compensation against
I, ot you may have to pay
your legal costs. The normal NHS complaints med@maaiwill still be available to

you (see above).

Will my taking part in this study be kept confidential?

All information which is collected about you duritige course of the research will
be kept strictly confidential. Any information thigaves the hospital will have your
name and address removed so that you cannot bgniged from it. With your
consent, your GP will be informed of your partidipa in this research project.

What will happen to the results of the research sidy?
The findings from this study will form the basis@Master of Philosophy degree at

I -d be published in scigatjburnals, however, you will

not be identified in any of the reports/publicaso® summary of the findings will

be available at the end of the project. We can genda copy if you are interested.
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Who is organizing and funding the research?

The research has been organized | GGG <
B
B - Principal Investiga ) ! not receive any
payment for including you in this study.

Who has reviewed this study?

This study was given a favourable ethical opinion donduct in the NHS bjjjjhe

.
Thank you for your interest in this study

If you have read the information above and woute lio be involved in the study,

please return the slip over the page in the enegbopvided.
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Expression of interest form

| would like to take part in the research study amd happy to be contacted by
telephone.
Name:

Telephone number:

Best time to call:
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Appendix Il. Participant information sheet for focus group research

(physiotherapy practitioners)

What factors Influence Motivation and Adherence with a Home-
Based Exercise Programme for Older People at Risk éalls?
(Part 1)

I 011
PARTICIPANT INFORMATION SHEET

You are being invited to take part in a researolystBefore you decide whether to
take part it is important for you to understand whg research is being done and
what it will involve. Please take time to read tbhkowing information carefully and

discuss it with others if you wish.

- Part 1 tells you the purpose of the study and whiithappen to you if
you take part

- Part 2 gives you more information about the condéithe study

Ask us if there is anything that is not clear oyau would like more information.

Take time to decide whether or not you wish to tjode.

What is the purpose of the study?

There is good evidence that an individualized, htvased exercise programme
prescribed and progressed by a suitably trainetkgsmnal is effective in reducing

the risk of falls in community-dwelling older peepl

However, despite the proven benefits of exercigerwentions in research trials,

their impact in a clinical setting is often limitég poor compliance or adherence of
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participants, particularly in the long term. A rateeport commissioned by Help the
Aged claims that uptake rates for simple exeramerventions in thecommunity
may be as low as 10 per cent. This would suggestthiere is reluctance on the part

of older people to take part in such programmes.

Whilst exercise programmes do appear to reduce ifalthose who take part, they
can only prove effective at a population level #rgcipation rates are high. This
issue has received little attention in the falterhture to date. The factors which
influence compliancevith a falls prevention programme do not appeargavidely
understood or documented.

The Researche]} o) is currently unklegaa part-time Master of
Philosophy degree i sty cxpiorithe factors influencing

motivation and adherence with a home-based exepcagramme for older people

at risk of falls.
The aims of the study are:

1. To review existing literature around motivation aadherence with exercise
interventions amongst older people.

2. To determine the views of older people and thelatiees on factors
influencing motivation and acceptable strategiegrtonote adherence with a
home-based exercise programme.

3. To determine physiotherapy practitioners’ viewspatient adherence with a
home-based exercise programme to reduce the rigi®fand injuries.

4. To propose treatment strategies that will promotgivation and adherence
with a home-based exercise programme to reducerisheof falls and

injuries in community-dwelling older people.
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Why have | been chosen?

We are asking all physiotherapists workindii G s ith

experience of prescribing a home-based exercisgraarome for older people at risk

of falls to take part. We hope to recruit approxiena20 staff members.

Do | have to take part?

Participation is, of course, entirely optionalytu agree to participate in this study
you will be given this information sheet to keep asked to sign a consent form.
However, you are free to withdraw from the studyaay time without giving a
reason.

What will happen to me if | decide to take part?

You will be contacted by the researcijj| | | ]l and invited to discuss your
experiences in a small peer group setting. Thesfgcaup will last approximately 1
hour. With your permission, your views will be tameorded and the recordings
stored in a secure location.

Expenses and payments

Transport to the focus group will be provided byi ihnecessary.

What do | have to do?

If you are interested in taking part in the stupigase complete the reply slip at the

end of this information sheet and return i ||| | [ G&G at t0 [ GGz«
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What are the benefits of taking part?

It is anticipated that the findings of the focuwgrs will be utilized to propose
treatment strategies to promote compliance witlbradibased exercise programme
for older people at risk of falls. Your opinionsdaexperiences of prescribing such
programmes will help to shape local service delivand improve the efficacy of

physiotherapy interventions provided for older deop
What if there is a problem?

Any complaint about the way you have been dealh wliiring the study or any
possible harm you might suffer will be addressdtke detailed information on this is

given in part 2.
Will my taking part in this study be kept confidential?

Yes. All the information about your participatiom ithis study will be kept
confidential. The details are included in part 2.

Contact details

I
[
-

I

This completes part 1 of the Information Sheet. Ithe information in part 1 has

interested you and you are considering participatin, please continue to read

the additional information in Part 2 before making any decision.
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Part 2

What if there is a problem?

Complaints:

If you have any concern about any aspect of thidystyou should ask to speak to
the research team who will do their best to ansyaIr questions (please see

below). If you remain unhappy and wish to compléonmally, you can do this
through the NHS Complaints Procedure. Details @oliained from the hospital.

I st

Harm:

In the event that something does go wrong and yetharmed during the research
study, there are no special compensation arrangsmiégou are harmed and this is

due to someone else’s negligence then you may pewmends for compensation

against the] N « but you may
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have to pay your legal costs. The normal NHS comidanechanisms will still be

available to you (see above).
Will my taking part in this study be kept confidential?

All information which is collected about you duritige course of the research will
be kept strictly confidential. Any information thigaves the hospital will have your
name and address removed so that you cannot bgniged from it. With your

consent, your manager will be informed of your fggyation in this research project.

What will happen to the results of the research sidy?

Locally the findings will be presented at (i GGG > 2 d
B . /bstracts and papers véllshbmitted to peer-reviewed

journals for publication throughout the courselad tesearch study. You will not be

identified in any report or publication.

Who is organizing and funding the research?

The research has been organized ||| | [ |} ] R 2nd <
I st ond funded by I
B - Principal Investiga ) ! not receive any

payment for including you in this study.
Who has reviewed this study?

This study was given a favourable ethical opinian €onduct in the NHS by

Y i
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Thank you for your interest in this study

If you have read the information above and wouke lio be involved in the study

please return the attached slip in the envelopeiged.
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Expression of interest form

| would like to take part in the research study amd happy to be contacted by
telephone.
Name:

Telephone number:

Best time to call:
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Appendix Ill. Topic guide for focus group research

Older people / relatives

1. Please tell me about your / your relative’s experés of participating in a
home-exercise programme to reduce your risk ahfall

2. What factors do you think make it easy for you diycelative to participate
in a home-exercise programme?

3. What factors do you think make it difficult for ydwyour relative to
participate in a home-exercise programme?

4. What strategies have you / your relative used oonote motivation and

adherence with a home-exercise programme?

Physiotherapy Practitioners

1. Please tell me about your experiences of presgri@ihome-exercise
programme for older people at risk of falls

2. What factors do you think make it easy for an olgenson to participate in a
home-exercise programme?

3. What factors do you think make it difficult for atder person to participate
in a home-exercise programme?

4. What strategies have you used or considered usipgpiote motivation
and adherence with a home-exercise programmeder pkeople at risk of

falls?
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Appendix IV. Participant information sheet for experimental case-series

What factors influence motivation and adherence wh a home-
based exercise programme for older people at riskf dalls?
(Part 2)

*ﬂ

PARTICIPANT INFORMATION SHEET

You are being invited to take part in a researolystBefore you decide whether to
take part, it is important for you to understandywhe research is being done and
what it will involve. Please take time to read tbhkowing information carefully and

discuss it with others if you wish.

- Part 1 tells you the purpose of the study and whithappen to you if
you take part

- Part 2 gives you more information about the condfithe study

Ask us if there is anything that is not clear ogdiu would like more information.
Take time to decide whether or not you wish to to&e.

What is the purpose of this study?

Multi-disciplinary falls assessments conducted e || G <

I have identified that older people with chrdiier disease possess a number
of recognized risk factors for falling. However, eegise interventions known to

reduce falls in older adults have never been tastdds client group.
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In addition, the factors which influence whethemot an individual chooses to take
part in a home-based exercise programme are atstypmderstood. The Principal
Investigator ||| | ] llllll~) has undertaken a seaviefocus groups with older

people attending tHi GGG vicatives and local physiotherapists

in an attempt to determine the factors which infleee motivation and adherence

with home exercise and acceptable strategies toglong term participation.

She would now like to conduct a series of caseissuid establish whether strength
and balance training reduces the risk of falls ldeo people with chronic liver
disease and to determine whether strategies prdfnsthe focus group participants

promote long term participation.

The Principal Investigator will utilize the findisgrom this study to form the basis

of a Doctor of Philosophy (PhD) degredii GG

Why have | been chosen?

We are asking a selection of older people with gizrdiver disease attending the
I (o toke part. ThenRipal Investigator has identified
from your medical records today that you would kigilde to participate in this

study. The Research Team hope to recruit 10 indalglin total.
Do | have to take part?

No. It is up to you to decide whether or not toetglart. If you do, you will be given
this information sheet to keep and be asked toaigonsent form. You are still free
to withdraw at any time and without giving a reastiryou do withdraw from the
study for any reason, data already collected wotisent will be retained and used in
the study. A decision to withdraw at any time, ategision not to take part, will not

affect the standard of care you receive.
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What will happen to me if | decide to take part?

If you decide to take part, you will be given tm$rmation sheet to keep and asked

to sign a consent form. The study will be composfe8l phases:
Phase 1

During the initial 8 week baseline phase, you Wwél contacted by a member of the

I . 11 and asked to it -

I on 3 occasions (during weeks 1, 4 and 8umoergo a series of clinical
measures and self-assessment questionnaires. Thssessments will take

approximately 1 hour to complete.

Phase 2 — Treatment A

The first 5 participants recruited for this studifl weceive Treatment A. This will

involve attending th<j| N iicx \weekly over a 6 week
intervention period. On your first visit ||l you will see a research nurse
who will provide you with a sheet of exercises. Ywill be asked to complete these
exercises at home on a daily basis. Each weelRdéisearch Nurse will review your
progress in clinic and you will be given the oppaity to move on to the next level
of exercises. At the end of the 6 week programroa,will be instructed to continue

with your current exercise-regime.

Throughout the intervention phase, you will be dste record your progress with
the home exercise programme in a daily exercisg diad record how strongly you
agree or disagree with a series of statementsingldb the home exercise
programme on a visual analogue scale. An indepenassessor will repeat the
clinical measures and self-assessment questiosnedrapleted during the baseline
phase when you attend the Clinic during weeks 3 @&mo monitor your progress

with the home exercise programme.
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Phase 2 — Treatment B

The second 5 participants recruited for this stwdlyreceive Treatment B. This will
involve attending th (G o1y 4 weeks over a 6 month
intervention period. On your first visit (| ll] you will see the Principal
Investigator (a qualified physiotherapist) who wiliovide you with a sheet of
exercises. You will be asked to complete theseceses at home on a daily basis.
Every 4 weeks, the Principal Investigator will wiyour progress in the Clinic and
you will be given the opportunity to move on to thext level of exercises. At the
end of the 6 month programme, you will be instrddie continue with your current

exercise-regime.

Throughout the intervention phase, you will be dst@ record your progress with
the home exercise programme in a daily exercisg diad record how strongly you
agree or disagree with a series of statementsingldb the home exercise
programme on a visual analogue scale. The Printipastigator will look at this

information with you at each clinic visit to helgentify any potential barriers to the
home exercise programme that you may be experigrama work collaboratively

with you to suggest strategies to overcome these.indlependent assessor will
repeat the clinical measures and self assessmestignaires completed during the

baseline phase at each clinic visit to monitor yonagress.
Phase 3

All participants will be asked to continue with theome exercise programme over
a 6 month follow up period and record their progresa daily exercise diary. An
independent assessor will contact you every 4 weeksg this period and invite
you to attendi G i (o =pthe clinical measures and self
assessment questionnaires completed throughoutbdiseline and intervention

phases.
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At the end of the intervention and follow up phasas independent assessor will

contact you and invite you to attend a focus grsession at th]j|| | Gt to
discuss your views of the home exercise programivigh your permission, these

focus group sessions will be audio taped and tlcerdengs stored in a secure
location. Anonymised quotations from these focusugrsessions will be used in
reports and publications resulting from this study.

All of the data collected as a result of your gapttion in this study will be stored

in a locked filing cabinet irjij G- sic at the TG -

I =d entered onto an NHS password protectenputer by the Principal
Investigator. No information that could lead to tbentification of participants will
be disclosed in any reports resulting from the wtod to any other party. No

identifiable personal data will be published orrsigawith any other organization.
Expenses and payments

Transport to and from the hospital will be providedtaxi if necessary.

What do | have to do?

If you would like to take part in the study, pleassmplete the reply slip at the end
of this information sheet and return it in the peed envelope provided. Your care

at thejj GGG ic Wi continuachanged, regardless of whether

you decide to take part in this study or not.

What are the possible benefits of taking part?

This study is being conducted as part of || GcTcNEEEEEEEEEE o

I Scrvice Development Initiative. Bkitay part in this study, you will
have the opportunity to inform the developmentaxfal services for older people

with chronic liver disease based at ||| GG
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What if there is a problem?

Any complaint about the way you have been dealh wliiring the study or any
possible harm you might suffer will be addressdtk detailed information on this is
given in part 2.

Will my taking part in this study be kept confidential?

Yes. All the information about your participatiom ithis study will be kept
confidential. The details are included in part 2.

Research Team contact details

I
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This completes part 1 of the Information Sheet. Ithe information in part 1 has
interested you and you are considering participatig, please continue to read

the additional information in Part 2 before making any decision.

Part 2

What if there is a problem?

Complaints:

If you have any concern about any aspect of thidystyou should ask to speak to a
member of the Research Team who will do their bestnswer your questions. If
you remain unhappy and wish to complain formallguycan do this through the

NHS Complaints Procedure. Details can be obtairmd the hospital.

Alternatively, you may wish to contact:

I -
I <

ent

) I
(¢

‘3

er

al

(¢
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Harm:

In the event that something does go wrong and yetharmed during the research
study there are no special compensation arrangsménbu are harmed and this is

due to someone’s negligence then you may have dgsofor compensation against

the | o you may have to pay

your legal costs. The normal NHS complaints medmasiwill still be available to

you (see above).
Will my taking part in this study be kept confidential?

All information which is collected about you duritige course of the research will
be kept strictly confidential. Any information thigaves the hospital will have your
name and address removed so that you cannot bgniged from it. With your

consent, your GP will be informed of your partidipa in this research project.
What will happen to the results of the research stiy?

The findings from this study will form the basis @fDoctor of Philosophy (PhD)

degree aj} Ity and be publisheddientific journals; however,

you will not be identified in any of the reportsigations. A summary of the
findings will be available at the end of the proje®/e can send you a copy if you

are interested.

Who is funding the research?

The research has been organized || R ¢ hJ:
I st and funded by I
B < Principal Investigal ) il not receive any

payment for including you in this study.
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Who has reviewed this study?

This study was given a favourable ethical opiniondonduct in the NHS ity

I .

Thank you for your interest in this study

If you have read the information above and woute lio be involved in the study,

please return the slip over the page in the enegbopvided.
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Expression of interest form

| would like to take part in the research study amd happy to be contacted by
telephone.
Name:

Telephone number:

Best time to call:
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Appendix V. PBC-40

For each statement, please circle the responsedhads closest to how you feel. If

any of the statements do not apply, circle “N/A”

Can you say how often the following statements abodigestion and diet applied to you in the

last four weeks?

1. I was able to eat what | liked Never Rargly Somes Most | Always

of the

time
2. | ate or drank only a smallNever| Rarely| Sometimes Most| Always
amount and still felt bloated of the

time
3. | felt unwell when | drank Never| Rarely| Sometimes Most| Always | N/A
alcohol of the

time

And in the last four weeks, how often did you expeéence any of the following?

4. | had discomfort in my right Never | Rarely] Sometimes Most| Always
side of the
time
5. I had dry eyes Never | Rarely| Sometimes Most| Always
of the
time
6. My mouth was very dry Nevel Rarely Sometimes  tMosAlways
of the
time
7. | had aches in the long boned\ever | Rarely] Sometimes Most| Always
of my arms and legs of the
time

Some people with PBC experience itching. How oftedid you experience itching in the last

four weeks? If you did not itch, please circle “N/A

8. Itching disturbed my sleep Never Rarely Somesim Most of | Always | N/A
the time

9. | scratched so much | made myNever | Rarely] Sometimes Most afAlways | N/A

skin raw the time

10. | felt embarrassed because| olever | Rarely] Sometimes  Most gfAlways | N/A

the itching the time
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Fatigue can be a problem for many people with PBCHow often did the following statements
apply to you in the last four weeks?

11. | had to force myself to gétNever | Rarely] Sometimes Most pfAlways
out of bed the
time
12. | had to have a sleep duringNever | Rarely] Sometimes Most pfAlways
the day the
time
13. Fatigue interfered with my Never | Rarely| Sometimes Most pfAlways
daily routine the
time
14. | felt worn out Never Rarely Sometimes Most ohlways
the
time
15. | felt so tired, | had to force Never | Rarely] Sometimes Most pfAlways
myself to do the things | needed the
to do time
16. | felt so tired | had to go to Never | Rarely] Sometimes Most pfAlways
bed early the
time
17. Fatigue just suddenly hit me Never Rargly Somext| Most of| Always
the
time
18. PBC drained every ounce ofNever | Rarely] Sometimes Most pfAlways
energy out of me the
time

The next section is about the effort and planninghtat can be involved in living with PBC.
Thinking about the last four weeks, how often didhe following statements apply to you?

19. Some days it took me a longNever | Rarely] Sometimes Most pfAlways
time to do anything the

time
20. If | was busy one day |l Never | Rarely|] Sometimes Most pfAlways
needed at least another day |to the
recover time
21. | had to pace myself for day-Never | Rarely] Sometimes Most pfAlways
to-day things the

time
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The following statements are about the effects th&BC may have on things like memory ang
concentration. Thinking about the last four weeks,how often did the following statements
apply to you?

22. Because of PBC | had toNever | Rarely| Sometimeg Most Always
make a lot of effort to remember of the
things time
23. Because of PBC | hadNever | Rarely| Sometimes Most Always
difficulty with remembering of the
things from one day to the next time
24. My concentration span wasNever | Rarely| Sometimes Most Always
short because of PBC of the

time
25. Because of PBC | hadNever | Rarely| Sometimes Most Always
difficulty keeping up with of the
conversations time
26. Because of PBC | found |it Never | Rarely| Sometimeg Most Always
difficult to concentrate on of the
anything time
27. Because of my PBC | foundNever | Rarely| Sometimes Most Always
it difficult to remember what of the
wanted to do time

Now some more general statements about how PBC méag affecting you as a person. Hov
much do the following statements apply to you?

<

28. Because of my PBC | getNotat | A little Somewhat | Quite a Very
more stressed about things than | all bit much
used to do
29. My sex life has been affectedNot at | A little Somewhat | Quite a Very | N/A
because of PBC all bit much
30. Having PBC gets me down Not atA little Somewhat | Quite a Very
all bit much
31. | feel | neglect my family Notat | A little Somewhat | Quitea Very | N/A
because of having PBC all bit much
32. | feel guilty that |1 can't do Not at | A little Somewhat | Quite a Very
what | used to do because |of all bit much
having PBC
33. | feel worried about how my Not at | A little Somewhat | Quite a Very
PBC will be in the future all bit much
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These statements relate to the possible effectsRBC on your social life. Thinking of your own
situation, how much do you agree or disagree witthem?

34. | sometimes feel Strongly | Agree Neither Disagree Strongly

frustrated that | can’'t gp agree agree nor disagree

out and enjoy myself disagree

35. | tend to keep the fact Strongly | Agree Neither Disagree Strongly

that | have PBC to myself agree agree nor disagree
disagree

36. | can't plan holidays Strongly | Agree Neither Disagree Strongly

because of having PBC agree agree nor disagree
disagree

37. My social life hag Strongly | Agree Neither Disagree Strongly

almost stopped agree agree nor disagree
disagree

The next section is about the impact that PBC mayéhaving on your life overall. How much
do you agree or disagree with the following statenmgs?

38. Everything in my life Strongly | Agree | Neither agreeé Disagree| Strongly
is affected by PBC agree nor disagree disagree
39. PBC has reduced the Strongly | Agree | Neither agree Disagree | Strongly
quality of my life agree nor disagree disagree
40. | can still lead a normal Strongly | Agree | Neither agree Disagree| Strongly
life despite having PBC agree nor disagree disagree
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Appendix VI. Self-Efficacy for Exercise Scale

How confident are you right now that you could 3 times per week for 20
minutes if:

Not confident Very confident

1. The weather was bothering you 11234, 5 6/ 7 8§ 9 10

2. YOL_J were bored by the programmeor|1 | 2| 3| 4| 5 6/ 7 8 9 10
activity

3. You felt pain when exercising 11234, 5 6/ 7 8§ 9 10

4. You had to exercise alone 112|345 6/ 7 8§ 9 10

5. You did not enjoy it 112|345 6/ 7 8 9 10

6. You were too busy with other activities1 | 2| 3| 4| 5/ 6/ 7 § 9 10

7. You felt tired 1123 4|5 6/ 7 8§ 9 10
8. You felt stressed 11234/ 5 6/ 7 8 9 10
9. You felt depressed 112|345 6/ 7 8 9 10
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Appendix VII. Outcome Expectation for Exercise Sca

For each of the statements, please select a nuUnobethe scale below:

(1) Strongly agree

(2) Agree

(3) Neither agree nor disagree
(4) Disagree

(5) Strongly disagree

Exercise...
1. Makes me feel better physically 112
2. Makes my mood better in general 12
3. Helps me feel less tired 1]2
4. Makes my muscles stronger 1]2
5. Is an activity | enjoy doing 1|2
6. Gives me a sense of personal accomplishment 112
7. Makes me more alert mentally 1|2
8. Improves my endurance in performing my daily 12
activities

12

9. Helps to strengthen my bones
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Appendix VIII. Falls Efficacy Scale - International

For each of the following activities, please sekectumber from the scale below to
indicate how concerned you are that you mightifalbu did the activity.

1=not at all concerned
2=somewhat concerned
3=fairly concerned
4=very concerned

1. Cleaning the house (e.g. sweep, vacuum orl 2 3 4
dust)

2. Getting dressed or undressed 1 2 3 4
3. Preparing simple meals 1 2 3 4
4. Taking a bath or shower 1 2 3 4
5. Going to the shop 1 2 3 4
6. Getting in or out of a chair 1 2 3 4
7. Going up or down stairs 1 2 3 4
8. Walking around in the neighbourhood 1 2 3 4
9. Reaching for something above your head orl 2 3 4
on the ground

10. Going to answer the telephone before it1l 2 3 4
stops ringing

11. Walking on a slippery surface (e.g. wet or 1 2 3 4
ice)

12. Visiting a friend or relative 1 2 3 4
13. Walking in a place with crowds 1 2 3 4
14. Walking on an uneven surface(e.g. rocky 1 2 3 4
ground or poorly maintained pavement)

15. Walking up and down a slope 1 2 3 4
16. Going out to a social event (e.g. religious 1 2 3 4
event, family gathering or club meeting)
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Appendix IX. 5 x Sit-to-Stand

* Use a standard padded chair (43.20 cm) withoutestsir

» The patient will be timed (in seconds) to compktgt to stands

* The procedure should be explained to the patient:

- cross both arms across chest

- begin in seated

position

- stand up (knees fully extended)

- sit down (full weight through chair)

* Instructions to patient: | want you to stand up ant@lown 5 times as quickly

as you can when | say ‘Go’

* Inform the patient to begin and start timer

» Stop timing on return to seated position followkgit to stands

Time taken to complete 5 sit-to-stan
(seconds)

ds

Date:

Date:

Date:

Date:

Date:

Date:
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Appendix X. Performance Orientated Assessment of Mulity

Manoeuvre | Response Score
Normal = 2 Adaptive = 1 Abnormal =0
Sitting
Steady Holds Leans or slides
Sit to stand Able to rise Uses arms; Multiple
without using shuffles forwards attempts;
arms assistance
Immediate
standing No support Support Unsteady
Prolonged Unsteady
Standing Feet together Feet apart regardless of
stance
Standing- Steady but feet | Any sign of
eyes closed | Steady apart unsteadiness or
needs support
360 degree Continuous Unsteady; holds
turn steps; no need to Discontinuous | on to object
hold on
Nudge on
sternum x3 Steady Moves feet Unsteady
feet together
C spine ext & | > % ROM; looks | Decreased ROM
rotation at ceiling w/o no staggering or | Unsteady;
unsteadiness symptoms symptoms
Stand 1 leg 5 seconds; no | Changes from | Unable
support right to left
Lumbar Good extension;| Decreased ROM] No attempt;
extension no support holds on staggers
Reaching up | No support; Single attempt;
on toes steady needs support | Unsteady
Bending (pick 1 attempt, with | Multiple
object off Single attempt | support attempts; unable
floor)
Standing to Smooth Uses arms- not
sitting movements smooth Misjudges, flops
Total score
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Manoeuvre Observation Score
Normal = 1 Abnormal =0
Initiation No hesitation: first Hesitates; multiple
attempt: smooth motion attempts; not smooth
motion
Step height Swing foot not
1-2” clear completely raised off
floor; foot raised too
high (>27)
Step length Less than length of foot

Length of foot

Step symmetry

Equal: alternate L/R

Varies between sides;
patient advances with
same foot every step

Step continuity

Heel raises as heel
strikes: no breaks: equg
steps

Entire foot placed on
alfloor before beginning tg
raise other foot; step

length varies over cycle

[

Path deviation

Follows straight line

Deviates from side to
side; deviates toward
one direction

Trunk stability

No trunk sway: Knees
or back not flexed
Arms by side

Trunk sways; Arms
abducted to maintain
stability

Walk stance Feet almost touch Feet apart with steppipg

Turning No staggering: Staggers; stops before
continuous turning: initiating turn; steps
continuous steps discontinuous

Total Score
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Appendix XI. Dynamic Gait Index

Scoring system: 3 = Normal, 2 = Mild impairment: Moderate impairment, 0 = Severe impairment Datbate | Date

1 | Gait Level Surface

Instructions: Walk at your normal speed from heraéxt mark (20 ft)

Normal: Walks 20ft; no assistive devices; normaesh no gait deviations

Mild impairment: Walks 20ft; uses assistive devjcdswer speed; mild gait deviations
Moderate impairment: Walks 20ft; slow speed, abrabmait pattern; evidence of imbalance
Severe impairment: Cannot walk 20ft without assista severe gait deviations; or imbalance

2 | Change in Gait Speed

Instructions: Begin walking at your normal pace @dt). When | tell you ‘Go’ walk as fast as yoarc(for 5 ft).
When I tell you ‘Slow’ walk as slowly as you cawor(b ft)

Normal: Able to smoothly change walking speed withoss of balance or gait deviation. Shows a Sicamnt
difference in walking speeds between normal, fadtslow speeds

Mild impairment: Is able to change speed but dertnates mild gait deviations; or has no gait dewradibut unable
to achieve a significant change in velocity; orauae assistive device

Moderate impairment: Makes only minor adjustmeatwalking speed; or accomplishes a change in ge#d with
significant gait deviations; or changes speed dggd balance, but is able to recover or contindkeinga

Severe impairment: Cannot change gait speedsses lpalance and has to reach for wall of be caught

3 | Gait with Horizontal Head Turns

Instructions: Begin walking at your normal pace.afth say ‘Look right’ keep walking straight, buttuyour head
to the right. Keep looking to the right until Iltgbu ‘Look left’ then keep walking straight butrtuyour head to the
left. Keep walking until | tell you to ‘Look straig’ then keep walking straight but return your héathe centre
Normal: Performs head turns smoothly with no changgit speed

Mild impairment: Performs head turns smoothly vélight change in gait velocity; or uses walking aid
Moderate impairment: performs head turns with matechange in gait velocity, slows down, staggetséxcovers,
can continue to walk

Severe impairment: Performs task with severe dismg of gait; loses balance; stops; reaches fdr wa
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Scoring system: 3 = Normal, 2 = Mild impairment;: Moderate impairment, 0 = Severe impairment

ateate

Date

Gait with Vertical Head Turns

Instructions: Begin by walking at your normal paé¢hen | tell you ‘Look up’ keep walking straighttidip your
head and look up. Keep looking up until | tell yaook down’. Then keep walking straight and turruytead
down. Keep looking down until | tell you to ‘Lookraight’ then keep walking straight but return ybad to the
centre

Normal: Performs head turns with no changes in gait

Mild impairment: Performs task with slight changegait velocity; or uses walking aid

Moderate impairment: Performs task with moderatnges in gait velocity; slow down; staggers bubvecs; can
continue to walk

Severe impairment: Performs task with severe digmf gait; loses balance; stops; reaches fol wal

Gait with Pivot Turn

Instructions: Begin by walking at your normal paé¢hen | tell you ‘“Turn and stop’ turn as quicklyyasu can to
face the opposite direction, and stop

Normal: Pivot turns safely within 3 seconds angbstquickly with no loss of balance

Mild impairment: Pivot turns safely in > 3 secoradal stops with no loss of balance

Moderate impairment: Turns slowly; requires verhaing; requires several small steps to catch balafter turn
and stop

Severe impairment: Cannot turn safely; requirestsge to turn and stop

Step Over Obstacle

Instructions: Begin walking at your normal speedeéfV you come to the shoe box, step over it, natrattdt, and
keep walking

Normal: Is able to step over the shoe box withdwatinging gait speed; no evidence of imbalance

Mild impairment: Is able to step over box; but msistv down and adjust steps to clear box safely
Moderate impairment: Is able to step over box buststop; then step over. May require verbal cueing
Severe impairment: Cannot perform without assiganc
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Scoring system: 3 = Normal, 2 = Mild impairment; Moderate impairment, O = Severe impairment

Date

Date

Date

Step Around Obstacles

Instructions: Begin walking at your normal speedhé//you come to the first cone (about 6ft away)kwaeound
the right side of it. When you come to the secomel @ ft past first cone), walk around it to thi le

Normal: Is able to walk around cones safely withthanging gait speed; no evidence of imbalance

Mild impairment: Is able to step around both coreed;must slow down and adjust steps to clear cones
Moderate impairment: Is able to clear cones buttsigsificantly slow speed to accomplish task;equires verba
cueing

Severe impairment: Unable to clear cones; wallsame or both cones; or requires physical assistanc

Steps

Instructions: Walk up these stairs as you wouldcahe (i.e. using the handrail if necessary). Attdgeturn around
and walk down

Normal: Alternating feet, no rail

Mild impairment: Alternating feet; must use rail

Moderate impairment: two feet to stair: must usk ra

Severe impairment: cannot do safely
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Appendix XIll. Exercise Diary

Home exercises Other activities Additional comments
(please tick) (please continue on back if
necessary)
Monday 1 am/pm [
Tuesday 1 am/pm [
Wednesday 1 am/pm [
Thursday 1 am/pm [
Friday 1 am/pm [
Saturday 1 am/pm [
Sunday 1 am/pm [
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Appendix XIlI. Visual Analogue Scales

“| feel confident to do my exercises’

Please place a vertical mark on the line belomtlcate how strongly you agree /
disagree with the above statem#ns week

° °
Disagree Agree

“I am finding the exercise programme beneficial’

Please place a vertical mark on the line belowtlcate how strongly you agree /
disagree with the above statem#ns week

[ 4 L J
Disagree Agree

‘| will continue to follow the exercise programme’

Please place a vertical mark on the line belowtlcate how strongly you agree /
disagree with the above statem#ns week

Disagree Agree
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Appendix XIV. Selected evaluation tools included inpilot measurement study: summary table of publishé validity and

reliability studies

Selected measure and
study authors

Sample and study design

Findings

Conclusions

PBC-40
Jacoby et al., 2005

1% phase validation — in-
depth interviews (n=30) to
identify potential questions
systematically reduced, pre;
tested and cross-validated i
national postal survey
(n=900) to produce draft
guestionnaire
2" phase postal validation
(n=40)
Draft questionnaire validate
against variety of other
health-related quality of life
guestionnaires including:

- SF-36

- 3 Qs from ESI-55

- 12 general questions

relating to perceived

Developing and pre-testing
PBC-40 in postal survey
established face and conten
validity

Reliability — Cronbach’sx
ranged from 0.72 to 0.95.

3 out of 6 domains met
recommended minimum of
0.9 for individual patient
comparisons.

ICC scores ranged from 0.8
to 0.96
Mean satisfaction scores we
significantly higher for PBC-
40 than for other measures

t

PBC-40 is acceptable
measure for individuals
with primary biliary
cirrhosis and has
significantly greater
relevance than other
frequently-used health
related quality of life
measures

A valuable instrument for
use in clinical and researct
settings
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health status and

quality of life
Sub-group asked to comple
guestionnaire 2 wks later to
establish reproducibility

e

Self-Efficacy for Exercise
Scale
Resnick & Jenkins, 2000

Initial validity and reliability
testing with sample of older
people living in continuing
care retirement facility
(n=187)
Average age 8% 6.2
Majority were white (98%),
female (82%), and unmarrie
(80%)
Face-to-face interviews wer
completed and included:
- SEES
- SF-12
- Expected Outcomes
and Barriers for
Habitual Exercise
Scale
Exercise activity based on
verbal reporting of
participation in aerobic
exercise (e.g. walking,
swimming, cycling)

Sufficient evidence to
demonstrate internal
consistencyd = 0.92)

A squared multiple
correlation coefficient using
structural equation modelling
provided further evidence of
reliability  (Rranged from
0.38 to 0.76)

Evidence of validity based o
hypothesis testing: Mental
and physical health scores 0
SF-12 predicted efficacy
expectations and efficacy
expectations predicted
exercise activity

Lambda X estimates (all
estimates 0.81) provided
further evidence of validity

)

n

Preliminary testing
provided evidence of
reliability and validity.
Further testing with young
old people and individuals
from different
socioeconomic and cultura
groups is recommended
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Outcome Expectation for
Exercise Scale
Resnick et al., 2001

Questionnaire issued to
residents in continuing care
retirement facility (n=191)
Average age 8% 6.1
Majority were white (99%),
female (76%), and unmarrie
(76%)
Face-to-face interview were
completed and included:
- OEES
- SF-12
- Qs about exercise
behaviour
- Self-efficacy
expectations

Evidence for reliability basea
on R values ranging from
0.421t0 0.77

Validity was established with
path coefficients ranging
from 0.69 to 0.87

The evidence of reliability
and validity of this measurg
has important implications
for clinical work and
research

The OEES can be used to
identify older people who
have low outcome
expectations for exercise,
and interventions can then
be implemented to
strengthen these
expectations to improve
exercise behaviour

D

Falls Efficacy Scale —
International
Yardley et al., 2005

Cross-sectional survey
(n=704)

Average age 74 7.1
Community-dwelling older
people invited to complete
postal questionnaire (n=589
Frailer older people living in
sheltered accommodation
and attending luncheon cluk

DS

invited to participate in face1

Excellent internal reliability
(Cronbach’sa = 0.96)
Excellent test-retest reliabilit
for the total score (ICC =
0.96)

All items contributed
positively to reliability of
scale, inter-item correlations
averaged 0.55 (0.29 - 0.79)

FES-I has at least as good
internal and test-retest
reliability as any existing
measure of fear of falling
Responses to new items o
FES-I less skewed toward
low concern than responses
to original items on FES.
FES-I likely to perform
better than FES in detecting
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to-face interviews (n=115)
Test-retest reliability
established by re-
administration of
guestionnaire one week late
to sub-sample of first 16
respondents

-

concerns relating to social
activities and more
demanding outdoor
balance-related tasks,
Should prove particularly
useful for evaluating fear of
falling in community-
dwelling populations

5 x Sit-to-Stand
Lord et al., 2002

669 community-dwelling
men and women aged 75-9
years (mean age 78.9, SD =
4.1) underwent quantitative
tests of:

- strength

- vision

- peripheral sensation

- reaction time

- balance

- health status

- sit-to-stand

performance

[0

Multiple regression analysis| ¢

revealed that visual contrast
sensitivity, lower limb
proprioception, peripheral
tactile sensitivity, reaction
time involving a foot-press
response, sway with eyes
open on foam rubber mat,
body weight, and scores on
SF-12 pain, anxiety and
vitality scales were
significant and independent
predictors of S-T-S
performance in addition to
knee extension, knee flexion
and ankle dorsiflexion
strength

Of these measures,
quadriceps strength had the
highest beta weight indicating

In community-dwelling
older people, S-T-S
performance is influenced
by multiple physiological
and psychological
processes and represents a
particular transfer skill
rather than a proxy measure
of lower limb strength.
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McCarthy et al., 2004

Whitney et al., 2005

47 women (mean age 64.5
years) performed 5 x S-t-S
and 30 sec S-T-S on same
day and bilateral isokinetic
hip extension, hip flexor,
knee extensor, knee flexor,
ankle plantar flexion and
ankle dorsiflexion strength
testing within 7 days of S-T-
S measures.

To establish concurrent and
discriminate validity of 5 x

S-T-S test against:

it was the most important
variable in explaining the
variance in S-T-S times.
However, the remaining
measures accounted for mo
than half the explained
variance in S-T-S times.
The final regression model
explained 34.95 of the
variance in S-T-s times
(multiple R = 0.059)

Regression analyses
including all 6 leg strength
variables explained 48% €
0.0001) and 35%p(= 0.007)
of the variance in 5 x S-T-S
and 30 sec S-T-S scores
respectively

Ankle plantar flexor, hip
flexor, and knee extensor
strength were the strongest
predictors for both S-T-s tes

Individuals with balance

disorders performed 5 x S-Tt

S more slowly than those
without balance disorder.

e

[S

Although ankle plantar
flexor, hip flexor and knee
extensor strength play
essential roles in
performing the S-T-S
movement, most S-T-S
variance was unexplained
suggesting that important
additional variables are alg
involved in completing this
movement

The 5 x S-T-s displays
discriminative and

concurrent validity
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- Activities-specific
balance confidence
scale

- DGl

Individuals with balance
disorder (n=93) and age-
matched controls (n=81)
completed all 3 measures

Discriminate analysis
demonstrated that the 5 x S-
T-S correctly identified 65%
of individuals with balance
disorder, the ABC identified
80%, and the DGI 78%
Ability of 5 x S-T-S to
identify individuals with
balance disorder was better
for participants younger thar
60 years of age (81%)

properties that make this
test potentially useful in
clinical decision making,
although overall the ABC
and DGI were better than
the 5 x S-T-S at
discriminating between
individuals with and
individuals without balance
disorders.

Performance Orientated
Assessment of Mobility
Lin et al., 2004

Prospective study toompare
the practicality, reliability,

validity, and responsiveness

of:

Timed up and go
One-leg stand
Functional reach

- POAM
Community-dwelling older
people (n=1,200) in west
central Taiwan
In addition to completing 4
balance tests, face-to-face
interviews were completed
and included:

- demographic

Inter-rater reliability within 2
weeks was excellent for all 4
measures (ICC 0.93 to 0.99
Convergent validity - POAM
was strongly or moderately
correlated with:

- TUG (r=-0.55)
- FR(r=0.48)
- ADL (r=0.60)

POAM had the largest area
under the curve in predicting
ADL decline and
improvement

The POAM exhibited
excellent test-retest
reliability

Discriminate, convergent

and predictive validity were

also confirmed

According to psychometric
properties, most suitable
performance measure for
evaluating balance in
community-dwelling older
people was the POAM,
followed by the TUG
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information

- cognition

- falls history

- use of walking aid

- ADLs
Falls ascertained by
telephone every 3 mths for
1 yr follow up
The four balance measures
and ADLs were reassessed
end of follow up year

Examined inter-rater and
intra-rater reliability of
POAM as a falls-risk
screening tool in individuals
with Parkinson’s disease
(n=30) + data from
retrospective review of 126
patient records
Physiotherapists and
physiotherapy students rate
live and videotaped
performances of the POAB
POAB scores correlated
with:

- UPDRS motor score

- comfortable gait

o

at

speed

Inter-rater reliability between
qualified physiotherapists an
students was good to
excellent (= 0.80,P <
0.001). Balance and gait
subscales demonstrated
similar values (r = 0.80 —
0.86,P < 0.001)

Intra-rater reliability was
moderate to high (r = 0.69 —
0.88P < 0.001)

POAM scores correlated wit
UPDRS motor scoress(¥ -
0.04) and gait speed
(rs=0.53)

The sensitivity and specificit

d

of the POAM to identify

POAM is a reliable and
valid tool for assessing the
mobility status and falls-
risk of individuals with
Parkinson’s disease
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The ability of the POAB to
accurately assess falls-risk
was determined

fallers were 76% and 66%
respectively

Dynamic Gait Index
Shumway-Cook et al., 199

McConvey & Bennett, 2005

As part of clinical
investigation to examine
effects of a multi-
dimensional exercise
programme on balance,
mobility, and fall-risk in
community-dwelling older
people with history of
falling, 5 physiotherapists
completed DGI in sample of
community-dwelling older
people (n=5)

2 of the participants
underwent 2 tests, one wee
apart, to determine test-rete
reliability

11 physiotherapists viewed
videos of 10 individuals with
multiple sclerosis
performing DGI

Videos viewed again 2 wks
later and individuals gait

St

rescored

Inter-rater reliability ranged
from 0.96 to 1.00

Inter-rater reliability was 0.9¢
for the total score and 0.91 t

0.97 for individual tasks (ICC

P < 0..05)
Intra-rater reliability ranged
from 0.76 to 0.98 (Pearson

A=

bivariate analysi® < 0.05)

The DGI has excellent
inter-rater reliability in
community-dwelling older
people with a history of
falling

The DGl is a reliable
functional tool for
assessment of individuals
with MS

Concurrent validity
established through invers
correlation with timed walk

4%
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To establish concurrent
validity DGI scores
compared with timed 6.1
meter walk test

Concurrent validity was
demonstrated between DGI
and 6.1 m walk test with an
inverse relation of 0.80
(Pearson bivariate analys?s
<0.01)

test
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Appendix XV. Topic guide for experimental case-seés interviews

1. Can you tell me about your experiences of beingribaed with primary
biliary cirrhosis?

2. What was it that made you decide to participatiis study?
3. Could we look at your measures together?

4. Do you have any other comments / observationsythatvould like to make
about the study?
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Appendix XVI. Consent form for focus group research

What factors influence motivation and adherence wh a home-

based exercise programme for older people at riskf dalls?
(Part 1)

I 01
CONSENT FORM

1. I confirm that | have read and understand tharmation sheet dated 2.9.06
(Version 2.0) for the above study. | have had thgootunity to consider the
information, ask questions and have had these aadwatisfactorily.

2. l understand that my participation is entiretyuntary and that | am free to
withdraw at any time, without giving reasons antheut my medical care or
legal rights being affected.

3. l understand that relevant sections of my médiotes and data collected
during the study may be looked at by responsildeviduals from Newcastle
upon Tyne Hospitals NHS Foundation Trust, where iielevant for my taking
part in this research. | give permission for thieskviduals to have access to my
records.

4. | understand that the Research Team will hdlohidrmation and data
collected securely and in confidence and thatfédrts will be made to ensure
that | cannot be identified as a participant inghely (except as might be
required by law). | give my permission for the Rasé Team to hold relevant
personal data.
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5. | agree to the interviews or focus groups beindio taped

6. | agree to the use of anonymised quotes fronmtlkeviews or focus groups
being used in reports or publications resultingrfribis study.

7. If | withdraw from this study for any reasorgive my permission for the
Research Team to utilize information already caoddc

8. | agree to my GP being informed of my partidigpatn the above named stud

y

9. | agree to take part in the above named study

Name of Participant at® Signature

Name of person taking consent Date Signature
(if different from researcher)

Researcher Date 1Bagure
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Appendix XVII. Consent form for experimental case-gries

What factors influence motivation and adherence wh a
home-based exercise programme for older people ask of
falls?

I,

CONSENT FORM

1. I confirm that | have read and understand tf@rmation sheet dated 24
February 2009 (Version 2.0) for the above studyave had the opportunity to
consider the information, ask questions and hadelmese answered
satisfactorily.

2. I understand that my participation is entirebyuntary and that | am free to
withdraw at any time, without giving reasons antheut my medical care or
legal rights being affected.

3. l understand that relevant sections of my médiotes and data collected
during the study may be looked at by responsildeviduals from Newcastle
upon Tyne Hospitals NHS Foundation Trust, wherg lielevant for my taking
part in this research. | give permission for thieskviduals to have access to my
records.

4. | understand that the Research Team will hdloh&drmation and data
collected securely and in confidence and thatfédris will be made to ensure
that | cannot be identified as a participant inghely (except as might be
required by law). | give my permission for the Raastd Team to hold relevant
personal data.
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5. | agree to the interviews or focus groups beindio taped

6. | agree to the use of anonymised quotes fronmtlkeviews or focus groups
being used in reports or publications resultingrfribis study

7. If | withdraw from this study for any reasorgive my permission for the
Research Team to utilize information already caoddc

8. | agree to my GP being informed of my partidipatn the above named stud

y

9. | agree to take part in the above named study

Name of Participant at® Signature

Name of person taking consent Date Signature
(if different from researcher)

Researcher Date 1Bagure
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Introduction

Abstract

Rationale, aims and objectives Involving members of the public in health research is said
to produce hipher quality research of greater clinical relevance. However, many of the
anecdotal accounts of public involvement published in the academic literature to date have
focused on the process of recruiting and involving members of the public and the effect of
participation on these individuals rather than on how public involvement influenced the
research process or outcomes. To strengthen the evidence base, there is clearly a need for
more formal methods of capturing and documenting the impact of public involvement in
health research.

Methods In the first half of this paper, we discuss the importance of public involvement in
health research and critically review the literature to identify current barriers to its suc-
cessful implementation. In the second half, we present a conceptual model for evaluating
and reporting the impact of public involvement in health research. Developed from our
examination of the academic literature, we provide empirical support for the model by
applying it to our recent experience of conducting a clinically based falls prevention study
with members of the public,

Results The conceptual model presented in this paper proposes key concepts and termi-
nology that promote consistency when evaluating and reporting the impact of public
invelvement in health research. Reflecting on the experiential learning process, we dem-
onstrate how the model promotes conceptual clarity whilst permitting the degree of flex-
ibility required when working in a diverse culture such as the National Health Service.
Conclusion If more evidence can be provided that public invelvement enhances research
processes and outcomes, researchers may be less inclined to treat this initiative as some-
thing they have to do in order to satisfy funding apencies and regulatory bodies and actively
embrace this phenomenon, producing accounts of successful public involvement that
transcend current barriers to its successful implementation.

health services produces higher quality research of greater clinical
relevance [4-7]. However, many of the anecdotal accounts of

Public involvement in health research refers to research conducted
with or by the public rather than to, about or for them [1]. Over the
last 10 years, the Department of Health, National Health Service
(NHS) Executive, research charities and funding bodies have
emphasized the importance of public involvement in health
research [2]. Despite the existence of UK policy directives,
however, it would appear that only a small proportion of NHS
researchers are currently involving members of the public in health
research [3]. Supperters of this initiative suggest the unique per-
spective provided by individuals who use, or are eligible to use,

public involvement published in the academic literature to date
have focused on the process of recruiting and involving members
of the public and the effect of recruitment upon these individuals
rather than on how public involvement influenced the research
process or outcomes. Consequently, calls are now being made to
strengthen the evidence base underpinning the policy of public
involvement in health research [8].

In the first half of this paper, we discuss the importance of public
involvement in health research and critically review the literature
to identify potential barriers to its successful implementation.

276 © 2010 Blackwall Publishing L1d, Journal of Evaluation in Clinical Practice 18 (2012] 276-282
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We suggest that the absence of rigorous and robust methods of
demonstrating the influence of public involvement in health
research is largely responsible for researchers’ and clinicians’
reluctance to challenge established research paradigms and models
of clinical service delivery. In the second half of the paper, we
present a conceptual model of public involvement in health
research. Developed from an examination of the academdc litera-
ture, we provide empirical support for the model by applying it to
our recent experience of conducting a clinically based falls pre-
vention study with members of the public. It is our intention that
this model will assist researchers and clinicians to evaluate and
report the impact of public invelvement in health research, service
delivery and clinical decision making. In this way, we aim to
contribute to the development of an evidence base for public
involvement in health research.

Clarification of terminology

A lack of apreement remains regarding the language used to
specify people who use, or are meant to be served by health care.
This debate is fuelled by the fact that it is an argument not just
about words, but about ways of seeing and portraying individuals
and their relationships with the health care system [9]. Terms such
as patient, service user, lay person, client and consumer are used
interchangeably in the literature. However, it has been suggested
that the choice of terminclogy applied to health care recipients
may actually reflect or be influenced by the agenda of the indi-
vidual or organization using the term [10]. The public is a port-
manteau phrase used to encapsulate the many types of stakeholder
who may be involved in health research including patients, service
users and carers [1]. While recognizing this term may not be
acceptable to everyone due to its lack of precision [3], we have
chosen to use ‘the public’ consistently throughout this paper in an
attempt to promote inclusivity.

The case for public involvement in
health research

Numerous reasons for involving the public in health research have
been cited in the literature. In their review of public involvement in
health research, Boote er al. suggest these can be broadly catego-
rized into arguments based on theoretical, political and ethical
principles [10].

A public perspective is important, theoretically, in any aspect of
health care, be it service development, audit or research, because it
can complement those of the clinician or researcher. The World
Health Organization differentiates between two existing health
care paradigms: “disease, a physiological and clinical abnormality;
and illness, the subjective experience of the individual’ [11]. The
public can act as ‘expert witnesses’ to an illness, counterbalancing
clinical interests in the disease process [12]. Faulkner and Thomas
refer to this synergistic relationship as ‘a marriage between exper-
tise by experience and expertise by profession’ [13].

Various authors have charted the development of UK health
policy in relation to public involvement [14,15]. However, put
simply, the political argument for involving members of the public
in health research is based on the premise that, as citizens and
taxpayers, individuals who use health care services have the right
to influence research that is funded through public monies [16].

& 200 Blackwell Putlishing Ltd
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The aim of bringing politics into the health care arena in this way
is to change the balance of power by challenging the decision-
making monopoly of service providers [4].

The ethics of public involvement have been said to embody
‘notions of individual rights, community responsibility, social
justice and accountability” [17]. Public involvement in health
research challenges the traditional medical model of passive
patient and active doctor, placing an ethical obligation on health
care providers to achieve a more democratic system of service
delivery [10].

Barriers to public involvement in health
care research

A recent national survey of NHS researchers demonstrated that,
despite strong political and philosophical underpinnings, public
involvement in health research continues to be making relatively
small inroads, is fragmented and often concentrated within par-
ticular groups or geographical areas [18].

Bublic involvement in health research challenges the positivist
position that knowledge can be developed at a distance from
research participants, who have traditionally been treated as the
passive suppliers of data [19]. Although often criticized as unsci-
entific in the positivist sense, methodological approaches such as
participatory and action research have demonstrated the ability to
empower members of the public from marginalized groups to
challenge health inequalities. The rise in popularity of such meth-
odolopies over recent years is important, epistemologically,
because it implies a shift away from positivism towards a more
phenomenological, experiential focus, grounded in the social reali-
ties of those being researched [19].

If public involvement is to be developed into a more inclusive
framework for understanding health problems, clinicians and
researchers must be prepared to tackle the epistemological and
methodological complexities associated with such an initiative.
Critical review of the consumerism versus empowerment debate
may assist the evolution of public involvement in health research.
The levels of public involvement continuum and ensuring repre-
sentation are potential barriers which we also consider in the
following section.

The consumerism versus empowerment debate

The status of the public in health research is one which has been
subject to much scrutiny. Public invelvement in health research has
its roots in the consumerist model of health care deploved along-
side the internal market of health and social care in the 1990s. The
emphasis on market ideology helped to create a view, in govern-
ment at least, that recipients of health services deserved the same
level of choice, value-for-money and satisfaction as those in more
business-focused transactions [20]. Increased interest in the epis-
temological and methodelogical issues inherent in public involve-
ment over recent years, however, have led to a sustained attack on
consumerist models of participation which are said to be more
about customer relations than any enhanced rights which entail
true partnership or power sharing [21].

The concept of public involvement in health research has been
described by some as being fundamentally related to the issue of
rights [17]. Boote ef al. believe that such rights differ in consum-
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erist and empowerment models. They claim that, whereas consum-
erism is associated with economic outcomes such as satisfaction
and value for money, empowerment is very much a political
concept related to issues of contrel and accountability [10].

The argument that remains unresolved in the academic literature
relates to the key objective of public involvement in the research
process. For example, is involvement in health research fundamen-
tally about increasing the quality of and public satisfaction with
the end product (i.e. based on the consumerist model), or does it
relate to the empowerment of the public and the democratization
of the research process? Martin claims that an analysis of public
involvement based solely on these competing ideologies is funda-
mentally limited [20]. However, such debates may discourage
researchers from involving members of the public in health
research, particularly if they believe involvement can only be a
worthwhile activity within the context of participatory or action
research methodologies.

Levels of public involvement continuum

Public involvement has been viewed by some on a continuum,
ranging from low to high levels of participation [21]. INVOLVE,
an orpanization funded by the National Institute for Health
Research to promote public involvement in health and social care
research, has condensed Armnstein’s ladder of citizen participation
[22] into three levels of public involvement: consultation (where
researchers seek the views of the public on key aspects of
the research), collaboration (an ongoing partnership between
researchers and the public throughout the research process) and
user-control (where the public design and undertake the research
and researchers are only invited to participate at the invitation of
the public) [1].

‘While Hanley et al. acknowledge that different types of involve-
ment will be appropriate for different research projects [1], the
levels of involvement continuum has been interpreted by some
authors as one of increasing empowerment of the public within the
research process [9]. Conceptually, consultation is often aligned
with consumerist models of involvement, whereas collaboration
and user-control are favoured by exponents of action and partici-
patory methods of health research.

Barber er al. warn against assuming that higher levels of public
involvement are automatically better, because they do not mirror
all the dimensions of involvement that may be significant or take
into account the outcomes of public involvement in health research
[18]. However, researchers lacking the necessary skills or
resources to embrace a model of collaboration or user-control may
be dissuaded from including a public perspective in their research
as a direct consequence of the perceived weaknesses of consulta-
tion commonly portrayed in the academic literature.

While the levels of involvement continuum provides a concep-
tual framework to articulate public involvement in health research
[23], it should be remembered that public involvement is a
complex and complicated phenomenon [24]. In reality, public
involvement may range from none, to some, or full engagement as
a project develops. Members of the public may, for example, have
no involvement in designing the research, be consulted over data
collection and have complete control over the dissemination
of findings [9]. Such models may therefore lack the flexibility
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researchers require when conducting a clinical investigation and
this may discourage them from involving members of the public in
health research.

Ensuring representation

In neglecting to enpage with larpe swathes of the peneral public,
public involvement may be seen by some to fall short of its
promise to provide a direct, more-than-tokenistic say in the gov-
ernance of health research [20]. In their review of 1108 papers on
involvement for change in health services, Crawford er al. suggest
that ‘statements about representativeness are very common in the
literature, but the meaning of the term is rarely considered’ [25].

Providing a statistically representative sample of a target
research population is a concept traditionally associated with the
positivist paradigm [26]. However, such methods do not necessar-
ily guarantee accurate representation, Parkinson argues ‘there is no
fundamental reason why the descriptive representation of shared
characteristics, such as ethnicity or social class, promised by
random selection, should translate into accurate representation on
the level of expressed opinion” [27].

It has been suggested that one of the most successful ways to
involve the public in health research is through relationships that
already exist and are well established [2]. Despite this, such
approaches have been criticized in the academic literature for their
associations with selectivity and elitism and a reliance on self-
selection or the selection of acquiescent or financially better-off
individuals which, some authors claim, result in only a few voices
being heard, often at the expense of socially marginalized groups
[28].

The tensions surrounding representation may have contributed
to a delay in the evolution of public involvement in health research.
Rather than debating different rationales of representation,
however, Beresford believes researchers should concern them-
selves with the issue of inclusivity [9]. Authors have identified a
number of ways in which potentially marginalized social groups
can be involved in health research, including: offering time and
resources to support their involvement, structuring research meet-
ings to be inclusive, providing advocacy, recognizing the impor-
tance of language in ensuring inclusion and developing
appropriate language policy and practice [29].

Evaluating the impact of public
involvement in health research

Formal appraisal of public involvement in health research is rare.
While the literature may be replete with enthusiastic reports and
reflections, there is often little or no detail provided about the
process of public involvement and a lack of any attempt to evaluate
the impact of public involvement on research outcomes [23]. In
October 2009, INVOLVE published a report exploring the impact
of public involvement in NHS, public health and social care
research. A structured review of the literature identified only 89
articles suitable for in-depth evaluation. From these, the author
was able to identify a number of strong and consistent themes
which provided support for public involvement at all stages of the
research process. Despite this a number of limitations were also
acknowledged, most notably surrounding the inherent difficulties
of assessing and reporting the impact of public involvement on

2 2010 Blackwell Publishing Lwd
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research processes and outcomes [30]. To strengthen the evidence
base, there is clearly a need for consistent and robust methods of
conceptualizing public involvement in health research and evalu-
ating its impact in a clinical setting.

The Research Excellence Framework, proposed to replace the
Research Assessment Exercise as the new system for assessing
and funding research in UK higher education institutions, dem-
onstrates a strong commitment to providing greater accountability
for public expenditure on research. As well as collating evidence
of quality through research output and environment, higher edu-
cation institutions will be expected to demonstrate the wider
economic and social impact of their research activities. While
acknowledging the challenges associated with establishing
impact, the Higher Education Funding Council for England sug-
gests this will not be assessed through intellectual influence on
scientific knowledge and academia, as for the output and envi-
ronment elements of the Research Excellence Framework, but
by demonstrating that high-quality research has informed prac-
tice, well beyond the institution in which that practice was first
developed [31].

The INVOLVE report suggests that public involvement may
have an impact on the research project (at all stages and levels),
the public, clinicians, researchers, participants, consumer groups
and the wider community, as well as influencing whether research
findings are used to bring about change [30]. In the second half of
this paper, we present a conceptual model of public involvement
in health research and critically reflect upon our own experience
of conducting a clinically based falls prevention study with
members of the public to demonstrate how the model may be used
to explore and evaluate the impact of public involvement in health
research.

Public involvement model

Background to falls prevention study

The quality of life of an older person can be dramatically reduced
following a fall [32] and we wanted to include individuals identi-
fied as being at risk of falling in an exercise-based falls prevention
study. Despite the substantial body of research evidence to support
the efficacy of strength and balance training as a strategy for
reducing falls [33-35], uptake rates average only 509 [36] sug-
gesting that older people may be reluctant to take part in such
activities. In order to gain a better understanding of the factors
influencing uptake and adherence with strength and balance train-
ing, we conducted a series of focus groups with older people
attending a regional falls and syncope service (three groups, 12
participants), relatives (one group, four participants) and local
physiotherapists (four groups, |8 participants). Participants were
asked to propose strategies to promote long-term participation
with an exercise-based falls prevention programme and these were
used to inform an exploratory case series. Ethical approval for both
phases of this investipation was provided by the local research
ethics committee.

A conceptual model of public
involvement in health research

Public involvement in health research is a dynamic and multifac-
eted activity. Presenting the process diagrammatically has limita-
tions yet serves to promote conceptual clarity. In our model
(Fig. 1), public involvement is considered a product of the degree
of collaboration throughout the research process (wvertical axis),
and empowerment; expressed in terms a top-down or bottom-up
approach (horizontal axis). The two axes divide the model into

More-collaborative

Low impact because High impact
o et Public acknowledged Public engaged
Research is designed, Research is designed,
undertaken and disseminated undertaken and
with acknowledgement of a disseminated with the
public perspective on ideas public fully engaged,
that are professionally led involved and actively
influencing the study
Top-down’ ‘Bottom-up’
Public ignored Public advised
Research is designed, Research is designed,
undertaken and undertaken and
disseminated by disseminated with advice
professionals with no from the public but limited
public involvement active involvement
. Low impact because
No impact limited collaboration

Less-collaborative

Figure 1 A conceptusl model for evaluating and reporting the impact of public invoiverment in health research.
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four quadrants: public ignored, public acknowledged, public
advised and public engaged and permit different levels of involve-
ment to occur within the same research project. The impact of
public involvement may be evaluated by considering the degree of
collaboration and empowerment of the public at key stages
throughout the research process.

We now consider each of the four quadrants in relation to our
falls prevention study to demonstrate the model’s ability to explore
and evaluate the impact of public involvement in health research.

Public ignored (non-collaborativeftop-down -
no impact)

Many funding bodies now request that NHS researchers provide
evidence of public involvernent when submitting their proposals.
However, some authors claim it is still difficult to obtain adequate
funding to involve members of the public in a meaningful way
during the initial formulation stages of clinical research [3]. All
researchers conducting clinical investigations in the NHS require
approval from the National Research Ethics Service before com-
mencing their data collection. Academic research culture is fun-
damentally project-driven and researchers are frequently hired on
short-term contracts to undertake projects within tightly defined
deadlines [3]. For many NHS researchers therefore the research
begins when the project begins [37]. The drive to obtain ethical
approval prior to embarking on health research may help to explain
why public involvement is often absent from the early develop-
mental stages of many clinically based projects.

The research questions underpinning this falls prevention study
were prompted by our experience as NHS practitioners and a
review of the academic falls prevention literature rather than dis-
cussions with members of the public as users, or potential users,
of health care services. It was felt that a better understanding of
the factors influencing uptake and adherence with strength and
balance training, together with an exploration of potential strate-
gies to promote long-term participation would have a direct impact
on clinical practice and improve local service delivery for older
people at risk of falling. However, taking a critically reflexive
stance, it can now be seen that failure to include a public perspec-
tive during the initial developmental stages of this investigation
meant that we embarked upon our project within the traditional
positivist paradigm described in the first half of this paper.

Qur initial approach is represented by the public ignored quad-
rant in the bottom-left-hand-corner of the model where research is
designed, undertaken and disseminated by professionals with no
public involvement. Public involvement has no impact on the
research process in a public ignored paradigm as members of the
public are excluded from the research process and the balance of
power remains solely with the researcher in a top-down approach.

Public acknowledged (more-collaborative/
top-down - low impact because limited power)

As soon as ethical approval had been obtained for the initial phase
of our investigation; however, we identified a small group of older
people (four service users and two relatives) from our current
clinical caseload. The perspectives of these individuals were
sought on matters relating to the design and execution of the study,
such as the suitability of language used in the participant informa-
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tion sheets and the appropriateness of individual versus focus
group methods of data collection. Rather than advertise for volun-
teers, we approached individuals who we felt possessed the rel-
evant skills, life experiences and personal attributes necessary to
influence the development of the investigation. It was felt that a
group of six individuals would allow for variations in perspective
and attitude without inhibiting decision making and productivity
[24]. While overlaps in role are acknowledged, a deliberate dis-
tinction was made between service users and relatives to gain a
better appreciation of the different interests and perspectives that
may exist and to avoid one group speaking on behalf of, or being
seen to represent, the other [9].

At this point in the study we shifted into the public acknowledged
quadrant in the top-left-hand-corner of our model. Here, research is
designed, undertaken and disseminated with acknowledgement of
a public perspective on ideas that are professionally led. Much
of the advice sought in the early stages of this investigation was
procedural, based on an approved project design developed by the
research team. While we moved into a more collaborative para-
digm, it can be seen that the impact of public involvement is still
limited by the lack of public power in a top-down approach.

Public advised (less-collaborative/bottom-up -
low impact because limited collaboration)

A common criticism of qualitative research is that the analysis and
interpretation of data can vary considerably depending on who is
involved in the process [2]. While it is not possible to abolish or
fully control for observer bias [38], some authors claim that
involving research participants in the analysis and interpretation of
qualitative data increases the cultural and internal validity of the
findings and, thus, strengthens the scientific rigor of an investipa-
tion [39]. In an attempt to overcome observer bias, we met with the
service user and relatives” group approximately half way through
the focus group sessions and presented them with a summary of
emerging themes. By asking them to comment on whether these
themes resonated with them as older people, we aimed to ensure
the data collected were transparent and meaningful.

Provisional analysis of the focus group data revealed opposing
views and standpoints on the part of older people and local phys-
iotherapists. The older people interviewed expressed a long-term
commitment to strength and balance training, However, the phys-
iotherapists perceived many of the older people they came into
contact with were poorly motivated to participate in exercise-
based falls prevention proprammes. While the service user and
relatives’ group guickly validated their peers’ views and opinions,
perhaps not unsurprisingly, it was the physiotherapy focus group
findings they found most interesting and chose to discuss in greater
detail. They suggested that failure to appreciate the benefits expe-
rienced by older people as a result of undertaking strength and
balance training may have resulted in a sense of poor job satisfac-
tion and apathy among the physiotherapists and this, together with
a degree of professional arrogance, could account for the views
and opinions obtained.

By sharing our early findings with the service user and relatives’
group, we moved into the public advised quadrant in the bottom-
right-hand-corner of our model in which research is designed,
undertaken and disseminated with the advice of the public but
limited active collaboration. Such activity can be seen to represent

© 2010 Blackwall Publishing Ltd
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a shift from a top-down to a bottom-up approach, because the
alternative insights they provided encouraged us to take more of a
critically reflexive stance in our analysis of the focus group find-
ings. However, because we selected the data presented, it could be
argued there was limited public collaboration and the overall
impact of public involvement on the research project remained
relatively low.

Public engaged (collaborative/bottom-up -
high impact)

It is considered good practice for individuals involved in clinical
research to know the results of studies in which they have partici-
pated before anyone else [7]. However, in practice, when dissemi-
nation does occur, it tends to be in peer reviewed journals and
through academic conference proceedings which benefit the
researcher’s professional career and impact on only a small
number of ‘research-active' clinicians [40]. The Department of
Health and funding agencies have come to recognize that a much
wider dissemination process is necessary. They argue that public
dissemination is vital because, in the new consumer-orientated
NHS, it is not only evidence-based randomized controlled trials
that determine which interventions are introduced into clinical
practice but also public demand [2].

It has been suggested that participants involved inclinical studies
should also be included in the documentation and dissemination of
the research findings [2]. In response to the focus group findings,
one of the service users expressed a desire to meet with local
physiotherapists to describe the benefits she had experienced as a
result of participating in strength and balance training. Although
their views heavily influenced the way in which the focus group
findings were disseminated, we chose not to include her in local
feedback sessions due to apprehension about physiotherapy col-
leagues being dismissive of the older people’s views. On reflection,
the decision not to involve the service user and relatives’ group in
the dissemination of research findings was a missed opportunity for
the study to impact on local service delivery.

Involving the service user and relatives’ group in the dissemi-
nation of research findings would have represented a move in to
the public engaged quadrant in the top-right-hand-corner of our
model where research is designed, implemented and disseminated
with the public fully engaged, included and actively influencing
the study. Within a public engaged paradigm, the impact of
involvement is high as collaboration is successfully combined with
a bottom-up approach.

While we acknowledge that the impact of public involvement in
health research is highly context-specific [30], our model proposes
terminology and key concepts that promote consistency in the
documentation of public involvement in health research. We have
demonstrated how this model can assist researchers and clinicians
to evaluate and report the impact of public involvement in health
research, service delivery and clinical decision making.
Academic research culture encourages researchers to report the
results of clinical studies rather than to describe the lessons learnt
as part of the process [30]. However, preater transparency is
needed if NHS researchers are to move beyond the rhetoric of
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public involvement in health research. It is not our intention to
provide a perfect example of public involvement in health research
for clinicians and researchers to aspire to. By critically reflecting
on our experience of conducting a clinical investigation involving
members of the public and acknowledging the limitations, we aim
to contribute to the methodological development of public involve-
ment in health research and the understanding of its impact on
processes and outcomes.

It has been suggested that older adults are less consumer-
orientated than younger people, do not wish to be involved in
clinical research or lack the necessary skills to make a worthwhile
contribution [24]. However, it can be seen that the group demon-
strated a high level of commitment throughout the 14-month quali-
tative study and the impact of their involvement was only limited
by professional anxieties on the part of the research team. Their
willingness to take on additional responsibilities as the study pro-
gressed supports the notion that public involvement in health
research empowers individuals through a realization that they can
shape public policy and bring about change.

Many of the successful accounts of public involvement in health
research published in the academic literature to date have occurred
within the context of a participatory or action research design.
However, our study demonstrates that public involvement in health
research can have an impact beyond the confines of such method-
ological approaches. While our investigation may have begun in
a traditional positive paradigm (public ignored}, the flexibility
provided by the conceptual model allowed us to move into the
public acknowledged and public advised quadrants as the study
progressed. Increased collaboration and empowerment of project
advisors impacted heavily on the study and this may be seen as
an epistemological journey on the part of the research team. The
service user and relatives” group wanted to move into the public
engaged quadrant in the final stages of the investigation. We had
not planned for this, but it became a critical incident in rethinking
our appreach to public involvement in health research.

Open, immediate and online access to information, previously
accessible only to appointed experts, has reshaped the boundaries
defining professional and public status [3]. The development and
training needs of clinicians and researchers must be addressed
if we are to work within a changed context of relationships with
members of the public that challenge established NHS traditions
[24].

Conclusion

In view of Higher Education Funding Council for England pro-
posals to selectively allocate research funding to higher education
institutions based on a quality assessment of output, impact and
environment, there is clearly a need for formal methods of captur-
ing and documenting the impact of public involvement in health
research. The model presented in this paper seeks to promote
conceptual clarity while permitting the degree of flexibility needed
when working in a diverse culture such as the NHS. If more
evidence can be provided on its impact, researchers may be less
inclined to treat public involvement as something they have to do
in order to satisfy regulatory bodies and funding agencies and
more as an integral component to be implemented and reported on
at every stage of the research process.
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Appendix XIX. Experimental case-series data summaryables

Eleanor (Standard Intervention)

Context

Content

Enabling Mechanisms

Disabling Mechaisms

Outcome

Aged 63. Retired schoo
teacher. Lives alone.
PBC diagnosed 2006 by
GP from blood tests
taken for suspected
tendonitis of feet and

Received 6 week
standard intervention.
Issued with 4 generic
seated / standing
exercises which were n
progressed throughout

ankles. Referred to local intervention phase. No

hospital but transferred
to auto-immune liver
clinic after joining
patient support group.
Regularly participates in
research via patient
support group. No falls
to date but progressive
unsteadiness. Suffers
from joint pain and
fatigue secondary to
PBC. Hiatus hernia and

hypothyroidism.

difficulties reported
during baseline,
intervention and follow
up phases.

Aware of lower limb
muscle weakness as
difficulties climbing
over stiles when out
btvalking dog. Also
unsteady when turning
quickly or side-steeping
to left. Keen to
participate in exercise-
based falls prevention
programme to remain
independent in activities
of daily living and so
that she and others cou
learn more about PBC.

Low self-efficacy and
outcome expectation fo
exercise on commencin
study. Did not enjoy
exercising at home due
to perceived lack of
social support.
Considered home-
exercise programme toc
easy, not targeted /
individualized enough.
No noticeable
progression of exercises
did not feel selected
measures adequately
addressed gait / balancg
functional problems she
was experiencing.

Completed home-
exercises 3-4 x weekly
gthroughout intervention
and follow up phases bu
did not continue on
completion of study.
Subjective
improvements in lower
) limb muscle strength bu
remains unsteady on
turning and side-
stepping to the left.
5.Considered experiments
case-series ‘missed
opportunity’ to develop
2lbng-term commitment
to exercise-based falls
prevention programme.

—
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Dorothy (Standard Intervention)

Context

Content

Enabling Mechanisms

Disabling Mechaisms

Outcome

Aged 78. Retired social
worker. Lives with
husband who has
longstanding physical
health problems. PBC
diagnosed in 2007 from
routine blood tests take
following admission to
hospital with TIA
Initially referred to local
hospital but transferred
to auto-immune liver
clinic on
recommendation of
friend. Regularly
participates in research
via patient support
group. Several
mechanical falls to date
Suffers from fatigue but
believes due to
advancing age rather
than PBC. Widespread
arthritis — awaiting total
knee replacement.

Received 6 week
standard intervention.
Issued with 4 generic
seated / standing
exercises which were n
progressed throughout
nintervention phase.
Developed chest
infection during
intervention phase whic
limited progress with
home-exercise
programme, otherwise
no difficulties reported.

Found the exercises
enjoyable and the
programme convenient
to complete at home.

piPersuaded to sign up fo
experimental case-serie
by friend (Eleanor)
whilst attending auto-
immune liver clinic.

h

Low self-efficacy and
outcome expectation fo
exercise on commencin
study. Does not perceiv
rthat she experiences an
sproblems with gait or
balance so home-
exercise programme an
selected outcome
measures lacked
personal relevance.
Developed chest
infection during
intervention phase whic
limited progress with
home-exercise
programme.

Completed home-
exercises 3-4 x weekly
gthroughout intervention
eand follow up phases
y(missed 1 week due to
chest infection) but did
not continue to follow
dprogramme on
completion of study. On
reflection, reported
subjective improvement|
in lower limb muscle
strength as a result of

hparticipating in exerciset

based falls prevention
programme despite
awaiting total knee
replacement.

[%2)

370



Jenny (Standard Intervention)

Context

Content

Enabling Mechanisms

Disabling Mechaisms

Outcome

Aged 80. Lives alone.

Retired administrator for
family haulage business.

PBC diagnosed 1981
when developed
jaundice following road
traffic accident resulting
in fractured left femur,
but describes fatigue-
type symptoms dating
back to birth of son in
1963. Referred to auto-
immune liver clinic by
GP when moved to loca
area from Cumbria.
Underwent liver
transplant in 1995.
Regularly participates in
research via patient
support group. Previous
mechanical fall.
Ongoing problems with
fatigue secondary to

PBC.

Received 6 week
standard intervention.
Issued with 5 generic
standing exercises whic
were not progressed
throughout intervention
phase. Experienced flar
up of osteoarthritis in
feet during treatment
phase and omitted one
the exercises for 3
weeks, otherwise no
difficulties reported.

High self-efficacy and
outcome expectation fo
exercise on commencin

hstudy. Previous and
ongoing experience of
recreational exercise —

eattends ‘keep-fit’ class
once weekly and goes
swimming. Keen to

oparticipate in
experimental case-serie
so that she and others
could learn more about
PBC.

Does not consider
herself to be at increase
grisk of falling. Did not
enjoy completing home+
exercise programme as
felt it was boring / too
easy. Does not perceive
that she is experiencing
any gait / balance /
functional difficulties so
sselected measures lack
personal relevance.
Experienced flare up of
osteoarthritis in feet
which limited progress
with home-exercise
programme.

Completed home-
exercises 6 -7 x weekly
throughout intervention
and follow up phases by
did not continue with
programme on

> completion of study. No
improvements in lower
limb muscle strength /
balance etc but did not

edxpect to experience an
personal gain as a resu
of participating in
experimental case-serie
However, on reflection,
felt the experimental
case-series representeq
‘missed opportunity’ to
develop long-term active
commitment to exercise
based falls prevention
programme.

y

S.

D
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Shirley (Enhanced Intervention)

Context

Content

Enabling Mechanisms

Disabling Mechaisms

Outcome

Aged 66. Retired shop
assistant. Lives with
husband who is in good
physical health. PBC
diagnosed in 2005 as
experiencing problems
with immune system.
Referred to auto-
immune liver clinic by
GP. Regularly
participates in research
via patient support
group. No falls to date
but progressive
unsteadiness. Fatigue
and joint pain secondary
to PBC. Ischaemic hear|
disease, type Il diabetes
and myopathy seconda
to mitochondrial
dysfunction.

Received 6 month
enhanced intervention.
Initially issued with 5
standing exercises
targeting proximal lower
limb muscle groups
which were progressed
at each visit despite

fluctuating health status|.

Encouraged to increase
number of sessions /
repetitions between
appointments as able.
Set goal of being able t¢
continue with home-

y exercise programme

t despite fluctuating

5 health status on
ycompletion of
intervention phase.

High self-efficacy and
outcome expectation fo
exercise on commencin
study. Previous and
ongoing experience of
recreational exercise —
attends ‘rehab gym’ 5 x
weekly. Complemented
recreational activities
Aware of lower limb
muscle weakness and
unsteadiness — unable {
carry shopping bags
) without staggering.
Found home-exercise
programme varied and
enjoyable. Keen to
participate in
experimental case-serie
so that she and others
could learn more about
PBC but also felt subjeg
matter was of personal
relevance.

Did not feel selected
outcome measures

gadequately addressed
balance / gait /
functional difficulties
she was experiencing.
Perceived that
assessment and
treatment process was
not adequately ‘joined
up’ so did not relate

ochome-exercise to goal
setting.

S

—

Completed home-
exercises 7 x weekly
throughout intervention
and follow up phases
despite fluctuating
health status. Still
following programme 3-
4 x weekly on
completion of study.
Some subjective
improvement in lower
limb muscle strength an
balance reported as a
result of participating in
the home-exercise
programme but felt to be
limited by ongoing
health problems.

D
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Helena (Enhanced Inter

vention)

Context

Content

Enabling Mechanisms

Disabling Mechaisms

Outcome

Age 70. Lives alone.
Retired nurse. PBC
diagnosed 1992 from
routine blood tests after
spinal surgery. Worked
overseas for Missionary
Society but returned
when physical health
deteriorated. Required
liver transplant in 1992.
Initially attended local
hospital but transferred
to auto-immune liver
clinic after joining
patient support group.
Regularly participates in
research via local patier
support group. No falls
to date but progressive
unsteadiness. Fatigue
and abdominal
discomfort secondary ta
PBC. Insulin dependent

Received 6 month
enhanced intervention.
Initially prescribed 5
standing exercises
targeting proximal lower
limb muscle groups
which were progressed
at each visit despite
ongoing physical health
problems. Encouraged {
increase number of
sessions / repetitions
between appointments «
able. No problems
reported during baseling
intervention and follow
itup phases which
impacted on ability to
complete home-exercist
programme. Set goal to
participate in transplant
games on completion of
intervention phase.

High self-efficacy and
outcome expectation fo
exercise on commencin
study. Previous and
ongoing experience of
recreational exercise —
bowling and archery.
Aware of lower limb
muscle weakness and
aunsteadiness —
difficulties climbing
stairs and staggered
agvhen walking. Keen to
participate in
> experimental case-serie
so that she and others
could learn more about
PBC but also felt subjeq
2 matter was of personal
relevance. Noticed
functional benefits
which were reflected in
selected outcome

diabetes

measures.

Home-exercises becam
too easy during follow

gup phase as physical

health status improved
and recommenced
recreational exercise
programme.

S

—

eCompleted home-
exercises 7 x weekly
throughout intervention
and follow up phases
despite physical health
problems. Still following
programme 3-4 x weekl
on completion of study.
Reported subjective
improvements in lower
limb muscle strength bu
did not experience any
change in dizzy
symptoms. Achieved
personal goal of
participating in
transplant games during
follow up phase of
study.

<
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Jane (Enhanced Intervention)

Context

Content

Enabling Mechanisms

Disabling Mechaisms

Outcome

Aged 78. Lives alone.
PBC diagnosed 1994
from routine blood tests
as taking steroids for
fiboromyalgia. Referred
to auto-immune liver
clinic by GP. Does not
attend patient support
group and has not
previously taken part in
local research. Several
mechanical falls to date
Suffers from fatigue and
memory problems but
believes these are due {
advancing age and pre-
existing co-morbidities
rather than PBC.
Chronic lower back
pain, fiboromyalgia,
cataracts, hypertension
left bundle branch block
stroke disease and

treated hypothyroidism.

Received 6 month
enhanced intervention.
Initially prescribed 5
standing exercises
targeting proximal lower
limb muscle groups, fee
and ankles. Limited
progression due to
exacerbation of chronic
lower back pain but
exercise programme
modified or progressed
at each visit. Encourage
to increase number of
asessions / repetitions et
within limits of back
pain. Set goal to
increasing general
confidence in ADL on
completion of
intervention phase.

Keen to participate in
experimental case-serie
so that she and others
could learn more about
PBC. Had never taken

tpart in clinical research
before so curious about
process.

d

[

Low self-efficacy and
soutcome expectation on
commencing study.
Musculoskeletal pain
exacerbated by home-
exercise programme.
Previous negative
experiences of
physiotherapy at local
hospital. Did not enjoy
exercising at home due
to perceived lack of
social support. Did not
feel selected outcome
measures adequately
addressed balance / ga
functional difficulties
she was experiencing.
Did not believe that falls
are preventable.

Completed home-
exercises 4-5 x weekly
throughout intervention
and follow up phase as
limited by
musculoskeletal pain.
Did not continue to
follow programme on
completion of study.
Does not feel that she
experienced any
improvements in lower
limb muscle strength /
balance as a result of
participating in
téxperimental case-serie
as limited by
musculoskeletal pain.
Did not believe falls
were preventable on
completion of study.
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Patricia (Enhanced Intervention)

Context

Content

Enabling Mechanisms

Disabling Mechaisms

Outcome

Aged 68. Retired schoo
teacher. Lives with
husband who is in good
physical health. PBC
diagnosed 1996.
Longstanding problems
with fatigue. Improved
following removal of
gall bladder but returne
several months later.
Referred to auto-
immune liver clinic by
GP. Regularly
participates in research
via patient support
group. Previous
mechanical falls. Suffers
from fatigue and
abdominal discomfort
secondary to PBC.
Treated hypothyroidism
and osteopenia.

Received 6 month
enhanced intervention.
Initially prescribed 5
standing exercises whic
targeted feet and ankles
which were progressed
at each visit. Encourage
to increase number of

I sessions / repetitions et
between visits. Stressfu
family situation during
treatment phase limited
progress with home-
exercise programme,
otherwise no difficulties
reported. Difficult to set
5 achievable goals on
completion of
intervention phase as n
longer felt she was
experiencing any
difficulties with balance
/ gait / functional
activities

Previous and ongoing
experience of
recreational exercise —
hattends ‘keep-fit’ class
5 once weekly.
Complemented
decreational activities.
Aware of unsteadiness
con commencing study —
| went over on ankles
when tired or distracted
Keen to participate in
experimental case-serie
so that she and others
could learn more about
PBC but also felt subjeg
matter was of personal
relevance. Felt home-
Dexercise programme wdg
appropriately targeted
and convenient to
complete at home.

Low self-efficacy and
outcome expectation fo
exercise on commencin
study. Did not feel
selected measures
adequately addressed
balance / gait /
functional difficulties
she was experiencing.
Home-exercises becam
too easy / tedious
towards end of follow uf
sphase as no longer felt
she was experiencing
any problems with
tbalance / gait /
functional activities.

1S

Completed home-
exercise 5-6 x weekly
gthroughout intervention
and follow up phases bl
did not continue on
completion of study as
able to do more at ‘keef
fit' class. Reported
subjective improvement|
ein ankle stability /
balance as a result of

) participating in exerciset
based falls prevention
programme — able to us
trampet at ‘keep fit’
class during follow up
phase.
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Denise (Enhanced Intervention)

Context

Content

Enabling Mechanisms

Disabling Mechaisms

Outcome

Aged 64. Lives with
husband who is in good
physical health. Retired
social servant. PBC
diagnosed 2003 by GP
but had been
complaining of fatigue /
itch for 2 years prior to
diagnosis. Referred to
local hospital but
transferred to auto-
immune liver clinic after
joining patient support
group. Regularly
participates in research
via local patient support]
group. Two mechanical
falls to date. Suffers
from fatigue secondary
to PBC. Widespread
osteoarthritis and treate
hypertension.

Received 6 month
enhanced intervention.
Initially prescribed 5
standing exercises
primarily targeting
proximal lower limb
muscle groups which
were progressed at eac
visit. Encouraged to
increase number of sets
repetitions between
appointments. No
difficulties reported
during baseline,
intervention and follow
up phases. Set goals
relating to self-efficacy
mobilising outdoors on
completion of
intervention phase.

d

Found home-exercise
programme enjoyable.
Keen to participate in
experimental case-serie
so that she and others
could learn more about
PBC. Selected outcome
hmeasures raised
awareness of balance /
fait and functional
difficulties she was
experiencing. Length of
time between
appointments enabled
her to progress exercise
and ‘take ownership’ of
treatment programme.

Low self-efficacy and
outcome expectation fo
exercise on commencin
sstudy. Initially found
home-exercises
programme too easy —
thought exercise had to
be aerobic to provide
health benefits.
Difficulties setting
achievable and
meaningful goals during
follow up phase.
Ongoing low self-
rconfidence and
dependency on husban
for activities of daily
living.

Completed home
exercise programme 7 >
gweekly throughout
intervention and follow
up phases. Continued t¢
follow programme 4-5 x
weekly on completion o
study. Improvements in
lower limb muscle
strength and function by
these did not impact on
fatigue symptoms.
Whilst self-efficacy and
outcome expectation fo
exercise improved as a
dresult of undertaking
experimental case-serie
did not feel goals
pertaining to improving
self-efficacy mobilising
outdoors were
achievable and this had
negative impact on self-

i

~—+

S

confidence.
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