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Abstract

Foot problems for people with rheumatoid arthritis (RA) are common resulting in
significant pain, activity restriction and reduced quality of life. Provision of information
and health education in respect of foot health would therefore seem to be an
essential aspect of foot health management for people with RA, in order to maintain
their foot health and overall well being. Although educational resources exist for this
group of people, their exact needs and preferred methods of receiving education

about foot health have not been formally sought.

The aim of this body of work was to investigate patients’ and podiatrists’ perspectives
of current foot health education provision for people with RA in the UK; firstly aiming
to identify any evidence to support the use of foot health education, then exploring
patient and podiatry practitioner experiences of foot health education provision. This
thesis therefore presents seven works published between 2011 and 2017 that
explore the perceptions of people with RA and podiatrists about foot health education

provision in the UK.

This body of work has been critically reviewed through; personal reflection of the
author’s perceptions of patient education and in the context of the work within the
public domain. The methodological approaches used, the wider impact of the work
and its’ translation into practice have been critically evaluated through analysis of
citation/download and Altmetric data and review of the current Iliterature,

demonstrating the works’ broad utilisation and impact.

This work demonstrates an original and distinctive contribution to research design
within the podiatry profession, the understanding of foot health education needs of
people with RA and the continuing significant burden that diminished foot health has

on this population of people.

Overall, the publications within this thesis have culminated in the identification of the
need for future research to develop a foot-health related educational needs analysis

tool that will facilitate a more timely and tailored approach to FHE provision.



Chapter 1
1.1 Introduction: the research in context

The purpose of this section is to provide a contextual background to the overarching
development of the research focus of this thesis and the portfolio of publications
contained within it. | will also reflect upon my journey both as a clinician and evolving
researcher. It will provide the reader with insight into the process by which the
research problem was identified and how the aims and objectives of the research
evolved. Further within this thesis | will reveal how undertaking the research has
challenged my personal perceptions of what ‘patient education’ is. Hence, | will share
how my personal understanding can be used to develop the provision of foot health
education (FHE) by clinicians. Specifically, through the publications and also
conference presentations | have aimed to facilitate clinicians’ understanding of what
‘patient education’ is and how we can identify the foot health educational needs of

the patients we manage with RA- related foot pathology.

Patient education can be viewed as a spectrum of interventions, from basic
information giving to programmes that enable behavioural change. Through
enhancing the clinician’s understanding of this spectrum of educational provision and
how health education and health information can be defined, we may be able to more
effectively enable people with RA to understand what is meant by a ‘tailored
approach’ to FHE. In doing this both the person with RA and the clinician can arrive
at a mutual consensus of what the person requires and acknowledge the context
within which it is required. Approaching the provision of FHE in this way can be
considered not just for people with rheumatoid arthritis (RA), but across a range of

people presenting with various foot pathologies.

1.1.1: Patient education and the Podiatry profession

Patient education for effective foot health management is a core component of
podiatric clinical practice. Foot health promotion and health education are key
elements of the 2001 Podiatry Quality Assurance Agency (QAA) Benchmark
statement (QAA, 2001) and the 2013 Health and Care Professions Council (HCPC)
Standards of Proficiency for Chiropodists/Podiatrists (HCPC, 2013) wherein they

reinforce the requirement for practitioners to:



“‘Understand the need to empower patients to manage their foot health and
related issues and recognise the need to provide advice to the patient on

self-management where appropriate.” (HCPC, 2013 pp 9)

Research in relation to patient education (PE) and foot care appears within the
published literature as early as 1975 with Hymes and Hymes’ paper in the Journal of
the American Podiatry Association; “How long shall | keep these pads on?” (Hymes
and Hymes, 1975) thus the concept of patient education within the profession is far
from new. A search of the literature using the key words “podiatry” AND “patient
education” “chiropody” AND “patient education” reveals 94 publications up to the
current date (87 excluding those included in this thesis). The first decade of
publications have no available abstracts, although the titles reveal that much of the
literature was concerned with diabetes and foot health, with (Scarlett et al, 1976)
publishing a pilot study of the use of diabetic foot care education. Research into foot
health education in relation to diabetes has remained the dominant focus for patient
education from the 1970’s up to the present day. However, a number of studies have
been published within the last 10 years that focus upon foot health care advice in
relation to; readability of online education resources (Sheppard et al, 2014;
Rosenbaum and Ellis, 2016), plantar fasciitis (Beischer et al, 2008), falls (Cockayne
et al, 2014), footwear advice (van der Zwaard et al, 2014; Farndon et al, 2016) and
self-management strategies for foot care in the elderly (Waxman et al, 2003;
Cockayne et al, 2014). More specifically, with the exclusion of those publications that
form the basis of this thesis, research has been undertaken to establish the ability of
people with RA to participate in a foot care self-management programme (Semple et

al, 2009). The next section identifies the current context of FHE for people with RA.

1.1.2: The current context of foot health education for people with rheumatoid
arthritis

Therapeutic patient education is recognized and recommended as an integral
component in the management of people with inflammatory arthropathy, including
RA (Zangi et al, 2015). The last decade alone, during which this research and its’
associated publications were completed, has seen the development and publication

of a number of international and national guidelines and recommendations that
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support the use of PE for people with RA, (Zangi et al, 2015; NICE, 2009; PRCA,
2008), demonstrates recognition of the significant impact that PE can have upon the
ability of people to manage their iliness, adjust to their condition and maintain their
quality of life (Newman et al, 2004; deRidder et al, 2008). Research in relation to PE
interventions has shown that it can result in significant outcomes, although short
term, such as improvements in the knowledge, pain levels, functional ability, positive
coping behaviours and levels of depression (Riemsma et al, 2003) of people with RA.
Therefore, it could be reasonable to assume that a FHE intervention could be

expected to have similar outcomes in relation to RA and foot-related pathology.

As there has been no research to date (2017) that demonstrates these outcomes
directly, studies that have evaluated the impact of FHE as an intervention in people
with diabetes-related foot pathology such as diabetic foot ulceration (DFU) may
parallel the potential impact of FHE upon clinical outcomes for people with RA foot
pathology. Such research has demonstrated conflicting results with regards the
occurrence and reoccurrence of DFU (Calle-Pascual et al, 2002; Lincoln et al, 2008).
However, a systematic review (Dorresteijn et al, 2010) indicated some short-term
positive effects on patients’ knowledge and positive health behaviour changes. It may
be possible to draw parallel conclusions in people with RA who are at risk of
developing similar significant foot pathology such as the development of deformity,
ulceration, vascular and neurological deficit as people with foot pathology arising
from the complications of diabetes. It may be pragmatic, therefore, to assume that
the effect of FHE upon the RA population would yield similarly conflicting results. The
danger with such assumptions may lie in the physiological differences in etiological
development and different symptoms between RA and diabetes related-foot
pathology, in addition it should be recognised that people with RA may lack the
physical ability to engage in foot health self-management programmes (Semple et al,
2009). It is justifiable, therefore, to investigate FHE for people with RA in its’ own
right. The following section reflects upon the motivating factors and drivers that
influenced my developing interest in FHE provision and how my understanding of

‘patient education’ as a concept, evolved over time.
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1.1.3: The personal context — reflections on the personal drivers behind the

research

In 2002 | was a Senior Podiatrist about to embark upon a newly created specialist
role within Rheumatology, with only my undergraduate academic training and nine
years of clinical experience of general podiatry practice to refer to in relation to the
management of Rheumatic Diseases. In order to equip myself with the depth of
knowledge | would need to apply in practice, | completed a Master's degree
focussing on Rheumatic disease assessment and management, with the dissertation
being a critical review of foot health interventions for people with RA (Graham A, MSc
dissertation, 2006) The subject of the dissertation was driven by my need to
understand how | could best manage the patients in my care, the majority of whom
had profoundly painful feet and foot related pathology due to RA. At this time | was
also a member of the North West Clinical Effectiveness Group for the Management
of Foot Health in People with Rheumatic Diseases and was involved in the creation

of clinical guidelines with the focus of my contribution also being FHE.

As | became more familiar with the clinical needs of my patients, and the literature (in
support of my MSc dissertation), | found that there was no published research to
support the provision of foot health education for people with RA and hence no
recognition of it as an intervention in the guidelines that supported clinical practice.
Specifically, there was no published research that identified the kind of information
that this patient group might require, should have access to or the methods by which
it would most effectively be delivered. As part of my role | routinely provided verbal
and written information in the form of leaflet ‘packs’ that | created from patient leaflets
developed by Arthritis Research UK. The packs contained patient information leaflets
on Rheumatoid Arthritis and on Foot Health in relation to arthritis and | felt that | had
‘ticked the box’ for patient education in providing that. However, through the process
of writing my dissertation | realised that there was no parity between the standard
and depth of foot health education provision for my patients with RA and, for
example, patients with diabetes. Further, there was a body of evidence that
supported foot health education for patients with diabetes. There was a clear gap in

the evidence to support foot health education for people with RA.
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Reflecting on my clinical experiences within podiatry services in the NHS | had
evolved from a novice practitioner in podiatry to becoming an ‘expert’ within a
specialised field of practice. However, in relation to patient education provision | still
practised as | had upon graduating twelve years earlier. | relied upon the tacit
knowledge | had built over the years, of how to assess a patient’s physical
requirements very quickly within the time constraints of an NHS appointment and
according to published guidance, but realised that | hadn’t really ever sought out
what the individual might have wanted to know and understand about their own foot
health. In the early 1990’s, as a trainee and newly qualified novice podiatrist, patient
education for all patients with foot health problems was very much an ‘add-on’
component of podiatric management; there were no ‘expert patient’ or management
programmes available for patients to be referred into. Thus the ‘traditional’ provision
of patient education was very much an adjunct to routine, hands-on practice. We had
begun to move away from the ‘medical model of care’ (Beck 2004) and were utilising
a more ‘patient-centred’ approach. However, during the time that | was an
undergraduate, a consultation that embraced the identification of a patient’s health
beliefs i.e. the ‘person-in context’ approach (Allen, 1996) was not a concept that was
overtly taught within the podiatry curriculum. | carried this very ‘traditional’ approach
to patient education provision with me, even as | became an ‘expert’ practitioner, an
approach that allowed my patients no real acknowledgement of their educational
needs and was reinforced by the time and financial limitations of NHS podiatry

services.

The people with RA that | had treated within the NHS had varied reactions to RA
affecting the feet. This ranged from being surprised and distressed by the level of
foot pain they had to endure, the significance with which it impacted upon their ability
to function on a day-to-day basis and by the potential impact of the pharmacological
management, to having no real awareness of how RA might affect their future foot
health. The level of knowledge of how RA and its general management could impact
upon foot health needed to be raised amongst those who were diagnosed with the
disease. In order to begin to address this lack of awareness and with the aim of
reaching those patients who were not referred to me, | invited the multi-disciplinary
team (MDT) members with whom | collaborated to a short presentation session
aimed at raising awareness of my role and how podiatrists could play a key role in

managing people with rheumatic diseases affecting the feet. | was fortunate enough
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to work within a specialist hospital, with a consultant rheumatologist who was a
strong advocate for the inclusion of podiatrists within their MDT. However, | was
surprised at the number of times that patients who had been referred to me couldn’t
understand why a podiatrist would have a role to play in the management of their RA.
Further to this, the more junior medical practitioners and some other members of the
MDT seemed to lack awareness of the role of the podiatrist and thus would rarely
refer patients into the podiatry service. This lack of understanding about the
professional role of a podiatrist, seemed to me to be a fundamental barrier to people
with RA being able to access timely foot care and information so they could raise
their understanding of the potential impact of RA on their foot health and how they

might maximise their own foot health.

Through my own increasing experience of treating people with RA and related foot
problems, shared anecdotal experiences with peers within the North West Clinical
Effectiveness group for Rheumatology and from reading the literature, | recognised
that locally and nationally, there were gaps. These were in clinical practice, patient
awareness and generally in the evidence base around the provision of foot health
education for people with RA. At this point in my career | moved from working within
the NHS to being a full time lecturer in podiatry and was able to use the
opportunities, resources and facilities | now had available to me, to explore this
apparent gap in the provision of foot health interventions for people with RA. | initially
wanted to carry out research that would ultimately enable the development of a
‘package’ of foot health education that could be provided to this patient group.
However, through the process of considering my own personal journey | recognised
my own philosophical beliefs that had been with me throughout my clinical and
academic career; | wanted to provide an opportunity for people with RA to have a
‘voice’ on this, and ultimately to empower them to initiate a dialogue about their foot
health needs with the members of the multi-disciplinary team responsible for their
holistic management. Hence, a number of fundamental questions evolved; what was
it that people with RA wanted and needed to know about their foot health”? When was
the best time to provide foot health education? What was the most effective way of
providing it? And, what prevented their access to foot health education resources?
However, before | could answer these questions | needed to understand what the
current status of foot health education provision was for this group of people, from

both a practitioner (podiatrist) and patient perspective. In this way | could ascertain
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more clearly what was already being utilised in clinical practice and develop insight
as to any differences in what practitioners thought was being provided and what

patients felt was being offered.

The need to understand what patient education ‘is’ and the aims of its application in
practice became a driving influence in my own development as a novice researcher
within this subject area. As there was no specific published literature in relation to
foot health education and RA, | searched the literature to help me understand the
nature and role of patient education as an intervention for the management of RA
and its’ impact on the individual from a more global perspective, additionally drawing
on the literature as it related to foot health education for people with diabetes
because of the similar nature with which some of the lower limb complications can
manifest themselves. The literature (WHO, 1998; Jones, 2002; Makelainen et al,
2006; Albano et al, 2010; Jotterand et al, 2016) revealed a broad range of definitions
relating to ‘patient education’ that encompassed a spectrum of educational
methodology from simple informal information giving to systematic, patient-centred
strategies that had at the heart of their creation the recognition of key pedagogical
principles such as the acknowledgement of an individuals’ learning style and the use
of appropriate learning resources. This dichotomy that exists between the two ends
of the ‘patient education spectrum’, challenged my own perceptions of what | had
considered patient education to be and the process of completing this portfolio of

research redefined my personal philosophical approach to the provision of FHE.
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1.2: Aims and Objectives:
Having explored the literature and conducted focus groups in respect of FHE for
people with RA the aims and objectives of the research evolved to become those

outlined below:

Research question: What is the current status of foot health education provision for

people with rheumatoid arthritis in the UK?

Aim: to investigate patients’ and podiatrists’ perspectives of current foot health

education provision for people with RA in the UK.

Objectives:
From the practitioners’ perspective:

To identify the nature of the current provision of FHE to people with RA.
To explore the content of the current provision of FHE to people with RA.

To gain insight into the current barriers to the provision of FHE to people with RA.

From the perspective of the person with RA:
To gain insight into patient experiences of FHE in respect of its’ nature.
To explore patient experiences’ of FHE in respect of its’ content.

To gain insight into patient experiences’ of FHE in respect of its’ accessibility.

Figure 1 illustrates the methods used in each paper and how they have informed the

objectives of the research according to each publication

16



Figure 1 illustrates the methods used within each paper and the stage of each
publication.

«to define the research
question and aims of the
study

ePreliminary work and
conceptualization for theme
identification, formulation of
question categories and items

eInitial drafting of online surveys
for i)people with RA and ii)
podiatrists, with piloting phase
using cognitive debriefing to
refine question categories and
items.

The following section presents the published works that constitute the output of this
PhD in relation to papers published within peer-reviewed journals, with the aim of

achieving the objectives of the research.
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Chapter 2 — The published works and linking commentaries

This section sequentially presents each of the published works, which constitute the
body of research for this PhD. Each paper will be introduced via short commentary to
show how the findings of each publication; i) illustrate the intellectual journey and ii)
led into the subsequent paper. It will conclude with the key findings of the overall
project. The papers demonstrate the range of methodologies that have been used to
systematically acquire new knowledge in respect of the research aims and
objectives; a literature review, focus groups and surveys. Where the commentaries
refer to ‘the study’, it refers to the individual piece of research undertaken in relation
to that particular publication. Where additional material was published with each

paper, it will appear separately at the end of each relevant paper.
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2.1 Commentary — Paper 1

Title: Therapeutic foot health education for people with rheumatoid arthritis: a
narrative review.

Authors: Andrea S Graham, Professor Alison Hammond and Doctor Anita E Williams.

The aim of the narrative review was to identify any evidence to support the use of
FHE for people with RA and related foot pathology with a focus upon the content,
use and delivery methods employed in its’ dissemination. The narrative review
refined the initial research question and the aims of the overall study as themes
emerged through the literature review process. These themes illustrated the most
common aspects of patient education that appeared to be significant in the

development, provision and evaluation of educational interventions.

The initial search strategy was narrowed to a ten-year time frame and used three
main key search terms of ‘patient education’, ‘rheumatoid arthritis’, ‘foot-health and/or
podiatry’. However, this only resulted in a return of two publications with a focus upon
feet and so the key search terms were expanded to include ‘diabetic foot' and
‘diabetic foot ulcer’, justified because of the similarities in foot problems between RA
and diabetes. Additionally, papers that presented results in relation to the use of
generic patient education in people with RA were included, as they might also inform
the development of FHE as an intervention. The paper selection process followed the
standard suggested by the Preferred Reporting Items for Systematic Reviews and
Meta Analyses (PRISMA) (Liberati et al, 2009). The result of the selection process
yielded 32 papers that met the inclusion criteria and were summarized according to
study design, population characteristics, key findings and the theoretical approach of
the educational intervention. The findings were presented thematically; content of the
educational intervention, mode of delivery, timing of delivery, the effect of the
therapeutic relationship between patient and practitioner on the effectiveness of the

intervention and the effect of the intervention on clinical outcomes.

The narrative review found no publications that directly related to the use of FHE as
an intervention for people with RA, highlighting the lack of research and justifying the
need for further inquiry. However, the review did reveal broadly similar topic areas of;
disease causation and effects, medical management and self-care, when comparing

educational interventions for people with diabetic foot pathology and general RA
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related PE interventions. Further to this the review highlighted the need for
educational interventions to be used in a staged-approach over the life-time of the
individual and driven by their stated individual educational needs, at any given time in
the disease process. The review supported the positive influence that PE for people
with RA and people with foot problems (in patients with diabetes) could have on key
clinical outcomes of; patients levels of knowledge, pain, functional ability and self-
efficacy and highlighted the potential barriers to the effectiveness of PE as an

intervention.

The findings of the narrative review provided the foundations for the schedule of the
focus group interviews conducted within papers 2,3, and 4 through the identification
of the key themes; content, modes and effectiveness of delivery, the timing of and

barriers to foot health education provision.

INNOVATIONS:

This paper is the key underpinning publication in support of improving the
development of foot health educational interventions. The findings of this unique
narrative review identify for the first time that FHE for people with RA should be
targeted to the individual and should be used to inform future clinical protocols for the

management of people with RA and foot-related pathology.
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Abstract

Purpose. Foot health interventions such as foot orthoses for people with rheumatoid arthritis (RA) reduce pain,
improve function and improve overall quality of life. Additionally, patient education (PE) is considered essential in
achieving good outcomes with interventions such as foot orthoses, footwear and self-care. The aim of this literature
review was to identify evidence in relation to the content, use and delivery of PE in the management of RA foot
problems.

Methods. An electronic search of the following databases was performed: PubMed, CINAHL, AMED, Medline and
the Cochrane Library, between March 2000 and March 2010. In order to be included, studies had to be published in
English, involve adults (>18 years) with RA, and assist in answering the research question. No publications regarding
PE for the management of foot health-related problems in RA were found. However, other key terms emerged that
embraced PE for people with RA and informed a further search. Thirty-two papers met the inclusion criteria and
were reviewed with regard to the subject area, content of the paper, methodological issues and their key findings.
Results. The present review provides evidence for the effectiveness of PE for people with RA delivered via a staged
approach, with the content and timing of education provision being driven by the needs of the patient.
Conclusions. The effect of PE delivered from a podiatric context needs to be explored, and the nature and
requirements of PE for individuals with RA-related foot problems from a patient and practitioner perspective
requires investigation. Alternative and innovative ways of providing PE and, potentially, self-management need to
be investigated and defined. Copyright © 2011 John Wiley & Sons, Ltd.
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Introduction problems can affect the person physically, psycholog-
ically and emotionally, leading to a reduced quality of
life (Wickman et al.,, 2004). National Guidelines

(Arthritis and Musculoskeletal Alliance, 2004; National

Up to 80% of people with rheumatoid arthritis (RA)
report foot pain (Grondal et al., 2008; Otter et al,
2010). Foot deformity is common (Grondal et al.,

2008) and some people develop serious complications,
such as foot ulceration (Firth et al., 2008). These foot

Musculoskelet. Care 9 (2011) 141-151 © 2011 John Wiley & Sons, Ltd.

Institute for Clinical Excellence, 2009; Podiatric
Rheumatic Care Association (PRCA), 2008) support
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the use of interventions such as foot orthoses and
therapeutic footwear in reducing the impact of these foot
problems. However, to achieve the maximum potential
health benefits from these interventions, patients need to
use them. A lack of understanding of both the purpose of
foot interventions and how they should be used
influences their use (Williams et al., 2007a). Incorporat-
ing information during the consultation can improve
patients’ understanding and subsequent engagement in
foot health interventions and health behaviour (Williams
et al., 2007a). A holistic approach, focusing on patients’
physical, psychological and emotional needs, improves
receptiveness to explanations, advice and education,
resulting in improved health outcome (Lorig et al., 2005;
PRCA, 2008).

The World Health Organization (WHO, 1998)
differentiates between ‘informal’ patient education that
occurs naturally within the consultation and therapeu-
tic patient education (TPE) conducted by pedagogical
criteria and methods (Hammond, 2003). WHO (1998)
defines TPE as: ‘education managed by healthcare
providers trained in the education of patients and
designed to enable a patient to manage the treatment
of their condition and prevent avoidable complica-
tions, while maintaining or improving quality of life’.
While it is recognized that many patients will develop
their own coping strategies as part of chronic disease
self-management, TPE seeks to make the efforts of
patients more productive using a systemic and patient-
centred learning process based on key pedagogical
principles, such as the recognition of different learning
styles, appropriate learning resources, methods of
evaluation and accreditation, embedded within the
TPE programme design (WHO, 1998).

‘Informal’ and TPE approaches could both be
considered essential to the effective management of
people with RA-related foot problems and in supporting
appropriate foot health-related behaviour (Hammond,
2003). Therefore, the aims of the present review were to
evaluate the evidence for the effectiveness of TPE and
‘information giving’ for people with RA-related foot
problems and to identify the most effective methods of
delivering this.

Methods

The present review focuses on literature over a ten-year
period from March 2000 to March 2010. The rationale
for this was that recent studies are likely to apply more
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robustly developed interventions as a result of develop-
ments in TPE research. PubMed, CINAHL, AMED,
Medline and the Cochrane Library were searched.
Additionally, reference lists from the papers retrieved
from these databases were searched for additional papers.

The key search terms used were ‘rheumatoid arthritis,
‘patient education’, ‘foot health’ and/or ‘podiatry’. Two
papers were identified. One investigated the feasibility of
a foot self-management programme (FOOTSTEP)
specifically in RA (Semple et al., 2009), while the second
evaluated its effectiveness in the elderly (Waxman et al,,
2003). Consequently, papers that evaluated the effective-
ness of TPE in information-giving, drug management
and self-management were identified and included in the
review, as they might also inform foot health education
development. Additionally, the search was expanded to
include foot health education for people with diabetes
because of the potential similarities in foot health
problems to people with RA, using additional key terms
of ‘diabetic foot’ and ‘diabetic foot ulcer’.

Eligibility criteria for studies were: publication in
English; inclusion of adults (>18years); systematic
reviews, randomized or non-randomized controlled
trials, cohort studies or questionnaire-based studies;
and investigations of the use of patient education (TPE
or informal) from either a patient or health practi-
tioner perspective. These criteria were applied by a
single reviewer (A.G.) to titles, abstracts and full-text
articles.

Appendix 1 illustrates the article selection process in
accordance with the Preferred Reporting Items for
Systematic Reviews and Meta Analyses (PRISMA)
statement for reporting systematic reviews (Liberati
et al., 2009).

Results

From 472 abstracts, 32 met the inclusion criteria and
are summarized according to study design, population
characteristics, the key findings and the theoretical
approach of the educational intervention. Tables
detailing the included studies can be accessed via the
online version of this paper.

Study designs ranged from reviews (1 =4), random-
ized controlled trials (n=15), non-randomized con-
trolled trials/cohort studies (n=6) and questionnaire
studies (n=7). It was not possible to conduct a meta-
analysis of the findings within randomized controlled
trials because of the varied nature of the client groups,
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interventions and outcome measures used, as some
related to people with diabetes (Lincoln et al., 2008;
Sun et al., 2009).

In the 32 studies selected, sample sizes varied from 23
participants (Gray et al., 2007) to 308 (Calle-Pascual
et al, 2002), with study duration ranging from six
months (Freeman et al., 2002; Hill et al., 2001; Waxman
et al., 2003) to six years (Calle-Pascual et al., 2002).

The present review found no studies evaluating the
effectiveness of foot-related TPE in RA, either
embedded in the foot healthcare consultation or as a
stand-alone intervention. Two studies (Giraudet-Le
Quintrec et al., 2007; Hammond et al., 2008) had
elements of foot care within the intervention but there
were no specific outcomes relating to the use of foot
health behaviour. Thus, it is not possible to evaluate
the contribution that the foot health education
component had on overall benefits. Only one non-
randomized trial (Semple et al., 2009) assessed the
potential ability of patients with RA to participate in
the FOOTSTEP programme (Waxman et al., 2003).
Foot health education for people with RA has clearly
not been a focus of attention compared with other
conditions, such as diabetes (Valk et al., 2001).

Studies were considered in terms of how their
content, mode of delivery, timing and the effect of the
therapeutic relationship may have influenced TPE
effectiveness, in addition to the effect of TPE on
clinical outcomes.

Content of TPE

Seven studies (Abourazzak et al., 2009; Calle-Pascual
et al.,, 2002; Giraudet-Le Quintrec et al.,, 2007;
Hammond et al, 2008; Lincoln et al., 2008; Sun
et al.,, 2009; Waxman et al., 2003) provided informa-
tion relating to foot health and/or footwear, of which
three were in people with RA (Abourazzak et al., 2009;
Giraudet-Le Quintrec et al., 2007; Hammond et al.,
2008), three in people with diabetes (Calle-Pascual
et al., 2002; Lincoln et al., 2008; Sun et al., 2009) and
one in an elderly population (Waxman et al., 2003).
Those relating to RA did not specify the content
provided in detail.

Foot health education provision covered broadly
similar topics: footwear/hosiery advice, safe and unsafe
self-management practices, foot hygiene, warning signs
of foot health deterioration and what to do when they
occur (Calle-Pascual et al., 2002; Lincoln et al., 2008;
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Sun et al., 2009; Waxman et al., 2003). One study
(Lincoln et al., 2008) provided information relating to
the causes of foot ulceration and one (Waxman et al.,
2003) to a workshop in which patients practised safe
foot self-management skills under the supervision of a
podiatrist.

Most studies included information relating to the
disease, medical management (RA or diabetes, depend-
ing on the programme) and self-care, with the
exception of Meesters et al. (2009), Newman et al.
(2009) and Waxman et al. (2003). Eight studies (Ellard
et al.,, 2009; Freeman et al., 2002; Hammond and
Freeman, 2001; Hammond et al., 2008; Lincoln et al.,
2008; Mikeldinen et al., 2007; Masiero et al., 2007;
Riemsma et al., 2003a; Waxman et al., 2003) stated that
they had provided additional supportive material in the
form of information leaflets, handbooks, workbooks/
diaries or audiovisual aids to reinforce the material
delivered within the sessions.

Mode of delivery of TPE

The mode of delivery ranged from simple information
giving (Gray et al., 2007; Hill and Bird, 2003; Lincoln
etal., 2008; Mikeldinen et al., 2007, 2009; Newman et al.,
2009) to educational-behavioural training (Abourazzak
et al., 2009; Freeman et al., 2002; Giraudet-Le Quintrec et al.,
2007; Hammond and Freeman, 2001, 2004; Hammond
et al., 2008; Hill et al., 2001; Lovisi Neto et al., 2009;
Masiero et al., 2007; Mayoux-Benhamou et al., 2008;
Riemsma et al., 2003a, 2003b; Semple et al., 2009; Sun
et al.,, 2009; Waxman et al., 2003) or a combination
(Calle-Pascual et al., 2002; Ellard et al., 2009; Kirwan
et al., 2005).

Simple ‘information-giving’, using leaflets, had
short-term effects of only up to six months on patient
knowledge in those with RA (Hill and Bird, 2003). The
majority of information given was focused on
symptoms, the nature of the disease, management of
joint pain and stiffness (Makeldinen et al,, 2007),
although patients expressed dissatisfaction with the
information provided because of a lack of tailoring to
their individual needs, especially in those with shorter
disease duration (less than five years) (Mikeldinen
et al.,, 2009). One-to-one information-giving also had
no impact on clinical outcomes with regard to the
incidence of foot ulcers (Lincoln et al., 2008).

Studies employing a group educational-behavioural
approach proved more successful in the longer term
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(at least 12 months) in RA in relation to outcomes such as
pain (Hammond and Freeman, 2001; Hammond et al.,
2008), disease activity (Abourazzak et al., 2009; Hammond
and Freeman, 2001, 2004), functional ability (Hammond
and Freeman, 2001, 2004; Masiero et al., 2007), physical and
mental health status (Hammond et al., 2008), patient
adherence to interventions (Calle-Pascual et al., 2002;
Hammond et al., 2008; Masiero et al., 2007) patient
knowledge (Abourazzak et al., 2009; Giraudet-Le Quintrec
et al., 2007; Masiero et al., 2007), self efficacy (Giraudet-Le
Quintrec et al., 2007; Hammond et al., 2008; Masiero et al.,
2007; Riemsma et al., 2003a, 2003b) and fatigue
(Hammond et al., 2008; Riemsma et al., 2003a, 2003b).
One-to-one educational-behavioural education has been
little studied; it has been shown to improve drug adherence
but was found to be relatively expensive (Hill et al., 2001).

Timing of TPE delivery

In patients recently diagnosed with RA, with an average
disease duration of less than six months, no benefit
seemed to be gained from an educational-behavioural
intervention (Freeman et al., 2002). While those who
attended a pilot study day (Ellard et al, 2009) had
improved self-efficacy scores at follow-up, qualitative
feedback reflected that a number of the participants
found the visual content ‘frightening’ with regard to
the images used to illustrate disease progression.

In patients who had been diagnosed for up to five years,
the results seem more promising, with improvements seen
in joint protection behaviour and functional ability
(Hammond and Freeman, 2001, 2004). At the three-year
follow-up, arthritis and self-management knowledge was
significantly improved in an educational-behavioural
programme group (mean disease duration 5.4 years)
(Abourazzak et al., 2009).

In those with longer mean disease duration (more
than seven years), the results were mixed. Three studies
(Giraudet-Le Quintrec et al., 2007; Kirwan et al., 2005;
Lovisi Neto et al., 2009) found no significant changes at
final follow-up in favour of the intervention, while two
(Hammond et al., 2008; Masiero et al., 2007) found
improvement in health behaviour, pain and self-efficacy.

Effect of the ‘therapeutic relationship’
on TPE

No studies directly measured the influence of educa-
tional interventions on the development of an effective
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therapeutic relationship, or vice versa; however, it was
a theme that developed within four studies (Gray et al.,
2007; Mikeldinen et al., 2007, 2009; Rajan et al., 2007)
and was found to have a positive effect on the
educational process and the enablement of patients
to self-care.

Clinical outcomes

The clinical outcomes most commonly measured were
pain; fatigue; disability/functional ability; disease
status; patient knowledge; patient adherence; quality
of life; self-efficacy; health behaviour change and
coping (Abourazzak et al., 2009; Barlow et al., 2002;
Calle-Pascual et al., 2002; Ellard et al., 2009; Freeman
et al.,, 2002; Giraudet-Le Quintrec et al.,, 2007;
Hammond and Freeman, 2001, 2004; Hammond
et al., 2008; Hill and Bird, 2003; Hill et al., 2001;
Kirwan et al., 2005; Lincoln et al., 2008; Lovisi Neto
et al., 2009; Masiero et al., 2007; Mayoux-Benhamou
etal., 2008; Neil et al., 2003; Ooi et al., 2007; Rajan et al.,
2007; Riemsma et al., 2003a, 2003b; Semple et al., 2009;
Sun et al., 2009; Waxman et al., 2003).

Overall, there is as yet limited evidence that TPE can
have a longer-term (e.g. more than one year) impact
on pain; only three studies reported a significant
improvement in pain scores (Hammond and Freeman,
2001; Hammond et al., 2008; Masiero et al., 2007).
Two studies (Freeman et al., 2002; Kirwan et al., 2005)
were underpowered to detect significant changes in
pain scores at final follow—up, as patients declined the
intervention following randomization or dropped out.
Initial ‘over-recruitment’ may serve to avoid this
situation for future research.

The effects of TPE on functional ability are more
robust. Significant improvements were found by four
studies (Hammond and Freeman 2001, 2004; Hammond
et al., 2008; Masiero et al., 2007), with a further four
(Abourazzak et al., 2009; Giraudet-Le Quintrec et al.,
2007; Kirwan et al., 2005; Waxman et al., 2003) reporting
no deterioration in functional ability over the study
duration. In studies with follow-up periods of up to four
years (Abourazzak et al., 2009; Hammond and Freeman,
2004), the functional ability of the intervention partici-
pants was maintained over the duration of the study.

Levels of pain and function have been shown to be
associated with health status; therefore, those studies
which found improvements in pain (Hammond and
Freeman, 2001; Hammond et al., 2008; Masiero et al.,
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2007) and function (Hammond and Freeman, 2001,
2004; Hammond et al., 2008; Masiero et al., 2007)
would be expected to have a positive impact on
outcomes for health status. This was reflected in the
findings of two studies (Masiero et al., 2007;
Hammond et al., 2008), where improvements in health
status were maintained at eight and 12 months,
respectively. Short study duration (less than six
months) may not have been long enough to detect
any changes in health status scores in two studies
(Kirwan et al., 2005; Lovisi Neto et al., 2009).

Three studies found improvements in RA disease
activity (Abourazzak et al., 2009; Hammond and
Freeman 2001, 2004). Improvements in Disease Activity
Score for 28 Joints (DAS 28) scores in one study
(Abourazzak et al., 2009) were not directly attributed to
the intervention. These were most likely due to a
combination of factors, such as increased levels of
adherence to treatment regimes, a larger number of
follow-up appointments and, thus, tighter disease
management, as an indirect result of the intervention
(Abourazzak et al., 2009). In diabetes studies, results are
less clear; Calle-Pascual et al. (2002) report a reduction
in foot ulcer incidence, whereas in a later study, no
impact on diabetic foot ulcer recurrence (as a marker of
disease activity) was found (Lincoln et al., 2008).

All studies using an educational-behavioural
programme and simple information-giving methods,
using patient adherence as an outcome measure,
showed significantly improved adherence to the
interventions compared with control at final follow-
up. One exception was the study by Mayoux-
Benhamou et al. (2008), where initial adherence at
six months was lost at 12 months. With regard to the
impact on foot health, Calle-Pascual et al. (2002) found
that adherence to TPE reduced the incidence of
diabetic foot ulceration in patients with neuropathy,
although this was not supported by the findings of
Lincoln et al. (2008). ‘Booster’ sessions to ensure that
optimal results are maintained following initial delivery
have been suggested as beneficial (Koehn and Esdaile,
2008) and this approach was successfully used in
one study (Hammond et al., 2008). However, at the
12-month follow-up, two studies (Mayoux-Benhamou
et al., 2008; Riemsma et al., 2003a) that evaluated the
use of ‘booster’ sessions found no significant effect on
patient adherence.

Overall, TPE resulted in improvements in patient
knowledge at final follow-up in five studies (Abourazzak
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et al., 2009; Giraudet-Le Quintrec et al., 2007; Hill and
Bird, 2003; Lovisi Neto et al., 2009; Ooi et al., 2007). One
study (Ellard et al., 2009) found that knowledge
remained stable over the study duration of six to seven
weeks and three (Neil et al., 2003; Sun et al., 2009;
Waxman et al., 2003) that patient knowledge levels did
not improve at all. One study (Kirwan et al., 2005)
evaluated patient knowledge at four weeks and found
that it had improved significantly, by 21%, in the
intervention group. No further knowledge follow-up
was included, so it is unclear whether this outcome
would have been sustained over time. One study
(Masiero et al., 2007) measured patients’ knowledge at
baseline only and found disease knowledge to be poor.
Again, lack of follow-up meant that change in
knowledge during the study was not ascertained.

Only one study (Lovisi Neto et al., 2009) found any
positive effect on Health-Related Quality of Life
(HRQoL) scores and this was limited to the domain
of general health in the intervention group.

Self-efficacy significantly improved in five studies
(Ellard et al., 2009; Hammond and Freeman, 2001,
2004; Hammond et al., 2008; Kirwan et al., 2005).
Factors such as short study duration of six weeks
(Ellard et al., 2009) and short disease duration of
4.5 months (Freeman et al., 2002) may have influenced
the results of these studies.

Only two studies (Hammond and Freeman, 2004;
Hammond et al., 2008) found improvements in
psychological status. In others, psychological status
remained stable during the studies.

Discussion

Although the present review found no studies
evaluating the effectiveness of RA foot-related TPE,
the findings suggest that foot TPE addresses broadly
similar topic areas, such as disease causation and
effects, medical management and self-care. One study
(Waxman et al., 2003) used a patient-centred approach
to reflect the educational needs of its target population,
ensuring that the content was tailored to their
requirements. This should be considered to be the
foundation of foot health-related TPE delivery for
people with RA; indeed, the timing of educational
delivery is extremely influential in determining its
success.

There is a lack of consensus as to the optimal time for
presenting patients with information. Patients can be
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overwhelmed with too much information, especially
upon their initial diagnosis, when support of a more
emotional nature may be required (Mikeldinen et al.,
2009), although it has been suggested that the point of
diagnosis of RA may be the optimal time for patients to
self-manage from an early stage (Hennell et al., 2004).
However, TPE or the provision of self-management
programmes at pre-set points within the patient’s
‘management journey’, such as at the point of diagnosis,
could be considered to be too prescriptive. Patients
move through periods of adjustment to their disease as a
transitional process, such as described by Shaul (1995).
They may move back and forth through these stages,
depending on the fluctuating nature of the disease, and
therefore their educational needs will differ over time
(Hammond, 2003). In addition, the time that each
individual spends within any one stage will vary from
person to person, reinforcing the need for the timing of
educational interventions to be based on patients’
individual requirements and an assessment of their
readiness to change (Hammond and Freeman, 2004).

‘Information-giving’ does not necessarily result in
changes to health behaviour (Barlow et al., 2002).
However, leaflets, as well as audiotapes, DVDs or
computer multimedia presentations (Newman et al.,
2009) could be used as part of a patient-driven, staged
approach to general information-giving (Barlow and
Wright, 1998; Barlow et al., 2002; Newman et al., 2009)
throughout the disease course, at timely intervals, to
increase or maintain patients’ understanding of the
disease and its management. Information provision
in combination with an educational-behavioural
approach would seem to produce the best outcomes
for the patients, in terms of improved foot health in the
elderly and in diabetes (Calle-Pascual et al., 2002;
Waxman et al.,, 2003), suggesting that this approach
would also be more effective in RA-related foot health
education.

Disease duration is a factor that appears to influence
the clinical outcomes of TPE. Those with longer
disease duration and of a more advanced age were
found to be less able to participate in self-management
of foot health (Semple et al., 2009) but were more
likely to have a greater level of foot care and medical
knowledge (Giraudet-Le Quintrec et al., 2007; Rajan
et al, 2007; Sun et al., 2009). It is important that
patients are assessed not only in their willingness to
make changes, but also in their physical ability to carry
out self-care tasks safely. Those unable to self-manage
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foot care may benefit from additional interventions,
such as hand rehabilitation, prior to commencement
on this type of self-management programme. People
diagnosed close to the starting point of a research study
will potentially have more recent information about
the disease process/drug management (Ellard et al.,
2009), which should be taken into consideration when
interpreting results relating to patient knowledge.
Additional factors that impact on knowledge levels
include the method of delivery and education duration.
Again, a mixed methods approach, including provision
of written material, is most likely required for a more
effective result (Abourazzak et al., 2009; Giraudet-Le
Quintrec et al., 2007; Fautrel et al., 2005). Fewer hours
(four) of educational provision resulted in poorer
results in one study (Sun et al., 2009), in contrast to
more hours (between seven and 12.5hours) provided
in others (Abourazzak et al., 2009; Kirwan et al., 2005;
Lovisi Neto et al., 2009). A greater amount of time
spent on educational delivery could facilitate improved
patient knowledge outcomes.

Participants with a shorter mean disease duration
(less than seven years) appeared to be more likely to
adhere to educational-behavioural programmes
(Hammond and Freeman, 2001, 2004; Hammond
et al., 2008) than those who have had the disease for
longer than 10years (Mayoux-Benhamou et al., 2008;
Riemsma et al., 2003a). Adherence to both educational
and treatment interventions is influenced by a number
of factors. Research has shown that drug adherence
levels in patients with RA, for example, are sub-optimal
(Hill et al., 2001). One study showed how the use of
TPE can help to increase drug adherence (Hill et al.,
2001). Factors such as timing (Calle-Pascual et al.,
2002), willingness to participate (Hammond and
Freeman 2001, 2004), disease activity/severity (Calle-
Pascual et al., 2002), the maintenance of motivation
(Hammond et al., 2008; Mayoux-Benhamou et al.,
2008), self-efficacy (Hammond et al., 2008; Masiero
etal., 2007) and the perceived benefits on the individual
will all impact on the success of the intervention.

Foot health TPE should focus on supporting the
interventions that are known to reduce pain and
improve function (Magalhaes et al., 2006; Williams
et al., 2007b; Woodburn et al., 2002). However, in
evaluating the impact of TPE on these, it needs to be
considered that the experience of pain varies between
individuals. The highly subjective nature of the pain
experience and variable coping ability may have had an
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impact on the poor results seen for the effect of TPE on
pain in people with RA. Additionally, patients with
higher levels of perceived self-efficacy or coping are
more likely to adhere to interventions than those with
low perceived self-efficacy (Niedermann et al., 2004). In
support of this notion, recent research by Somers et al.
(2010) has shown that lower levels of self-efficacy are
associated with higher pain scores and poorer physical
function in people with RA. Hammond et al. (2008)
showed that group TPE maintained improvements in
pain and self-efficacy scores over 12 months, although
this was the only study to demonstrate prolonged im-
provements in both pain and self-efficacy. One study by
Kirwan etal. (2005) found results related to self-efficacy
for pain were only maintained in the short term. It could
be concluded that the less favourable results in this study
were due to other confounding variables, such as coping
mechanisms, functional ability, disease duration and
psychological status. These factors can influence perceived
self-efficacy and must be considered in the development of
educational-behavioural programmes.

The results of the studies investigating TPE for
those with diabetes-related foot problems are con-
flicting (Calle-Pascual et al., 2002; Lincoln et al., 2008).
Lincoln et al. (2008) found that engagement with
positive health behaviour as a result of an education
programme had no impact on the primary outcome
measure of ulcer recurrence, whereas Calle-Pascual
et al. (2002) found that ulcer incidence was reduced.
These conflicting results concur with the findings of
Valk et al. (2001) and the subsequent update of this
paper by Dorresteijn et al. (2010), which found that
foot health education aiming to reduce ulcer incidence
in patients with diabetes had only a short-term positive
effect on patient knowledge and self-reported behav-
iour. In individuals who are classified as ‘high risk’
with regard to foot health, other physiological factors
may outweigh the impact of educational interventions.
People with RA foot health problems are also at risk
of developing complications similar to those with
diabetes, such as ulceration (Firth et al., 2008). This
should be considered in the development of foot
health-related TPE for people with RA, as physiological
factors in the causation of ulceration may outweigh any
potential impact of behaviour change achieved with
educational interventions.

It is not clear if TPE, embracing an educational-
behavioural approach, has any impact on quality of life.
The relatively short study duration (less than a year) of all
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studies, with the exception of two (Hammond et al. 2008;
Abourazzak et al., 2009), may mean that the potential
longer-term improvements in quality of life were unable
to be detected. The use of qualitative methods to assess
HRQoL in addition to traditional outcome measures,
such as the Short Form 36 (SF-36) (Ware and Sherbourne,
1992) and Arthritis Impact Measurement Scales version 2
(AIMS 2), could allow for more meaningful data
collection (Abourazzak et al., 2009; Lillegraven and Kvien,
2007) in relation to patients’ perception of physical health,
quality of life and psychological status.

Poor psychological status has been cited as a barrier to
successful outcomes in patient education (Albano et al.,
2010). In addition, patients with chronic diseases such as
RA are more likely to suffer from psychological distress
(Gettings, 2010). This may adversely influence patients’
cognitive ability to engage in the behavioural changes
recommended in educational programmes. Many
educational-behavioural programmes provide informa-
tion relating to the nature of RA and the fact that there is
no cure. Such information could potentially cause
psychological distress to individuals with RA (Lovisi
Neto et al., 2009). However, as there was no deterioration
in psychological status in these studies, TPE effectively
mitigates the impact of such information.

In order to assess potential barriers to TPE success,
patients’ feelings and worries, information needs and
learning capabilities should be discussed on an individual
basis. Such an approach aims to enhance the educational
process for that individual, especially in the newly
diagnosed (Mékelidinen et al., 2007, 2009). The develop-
ment of a ‘concordant’ therapeutic relationship enhances
self-esteem, positive coping strategies, maintenance of
self-efficacy and adherence to medication (Hill et al.,
2001) and is beneficial in enabling patients to self-care
(Hammond, 2003; Lugmani et al., 2006; Rajan et al.,
2007). Issues relating to feelings of hostility and
judgement of negative health behaviour, such as
smoking, can become a barrier to the development of a
therapeutic relationship and erode any potential progress
toward health behaviour change (Gray et al., 2007).

Conclusion

There is no specific research relating to the develop-
ment and effect of TPE on the management of foot
health-related problems in RA. However, the present
review provides evidence for the effectiveness of TPE
for people with RA that is delivered via a staged
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approach, using mixed methods over the lifetime of
the patient, with the content and timing of education
provision being driven by patients’ educational needs.
These factors are currently being applied by the
authors to the development of a foot TPE programme
for people with RA. This will then be evaluated in
relation to foot health.
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Appendix 1

Article selection process applying the Preferred Reporting Items for Systematic Reviews and Meta Analyses
(PRISMA) statement for reporting systematic reviews (Liberati et al., 2009).

Literature search

Databases: Pub Med; Medline;
CINAHL; AMED; Cochrane
Hand searches: reference lists
from included articles.

Limits: English language articles
only; from 2000-2010; available
abstracts; adults

|

Combined number of results: 472

Atrticles screened on basis of
abstract and title

Number included:

Number excluded: 416

Rationale: not related to patient education;
did not investigate patient education as an
intervention; not foot related (podiatry
search term); no abstract available; or
repeat publication.

v

Manuscript review and
application of inclusion
criteria

Number excluded: 24

Rationale:

20 = did not investigate patient education
»| as an intervention.

2 = majority of sample not RA.

2 = not a primary research paper and
Number included: abstract unavailable.

32
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Additional file 1: Narrative Review paper: Tables of included studies.

Abbreviation Key:

AIMS: Arthritis Impact Measurement Scale

CRP: C-Reactive Protein

DAS: Disease Activity Score

HAQ: Health Assessment Questionnaire

MFDQ: Manchester Foot Disability Questionnaire
NAFF: Nottingham Assessment of Functional Footcare
PV: Plasma Viscosity

QoL: Quality of Life

RA: Rheumatoid Arthritis

SMP: Self-Management Programme

TPE: therapeutic patient education

VAS: Visual Analogue Scale

Table 1 — Systematic Review papers

Author/Date Study Design Population Key Findings
Characteristics

Riemsma et al, 2003 Systematic Review People with R.A. T.P.E. has small beneficial effects in the short term on disability, joint counts, physical status, depression and
global assessment.
There is no evidence of long term (>9m) effects

Niedermann et al, Systematic Review People with R.A. There is limited evidence for long-term changes in health status.

2004 There is no consistent confirmation that changes in health behaviour lead to changes in health status.
The greater the degree of behavioral change required, the less adherence is seen and thus less effectiveness of
the intervention.

Schrieber&Colley, 2004 Review People with Rheumatic Disease T.P.E programmes are an accepted part of management.
Good scientific evidence to suggest it modestly improves patient knowledge of the disease.
Smaller effects on behaviour change & symptoms

Valk et al, 2001 (Z"d version — Systematic Review People with Diabetes There is a need to find better strategies to enhance patient’s adherence over the long term.

updated 2004) Weak evidence to suggest.T.P.E. may reduce incidence of diabetic foot ulceration/amputation in high - risk
patients.
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Table 2 — Randomised control trials

Author/Year

Study Design; Duration

Population Characteristics & Sample size

Delivery method; theoretical
approach

Key Findings

Hammond &

RCT; 12 months

N =127 people with R.A.
Control :62 m= 18, f= 44. Mean age: 51 =56 yr.

Group educational -behavioural - 4x
wkly 2hr sessions with supportive

Significant improvement in:
adherence to positive health

Freeman, 2001 RA duration: 21.34 mths. information pack/workbook behaviours; pain; disease status
and functional ability
compared with the control
group at 12 month follow up.

Intervention: N = 65: m=12, f=53. Mean age: 49.49 yr.
RA duration: 17.52 mths
Hill et al, 2001 RCT; 6 months 100 people with R.A. Control = 49. 1 -to-1, monthly 30 min sessions P.E. improved drug adherence.

Median disease duration: Control =13 yr, Intervention group = 12 yr
Median age: Control = 62 yr, Intervention group = 63 yr.

1-to-1 method relatively
expensive.

No other beneficial clinical
outcomes shown.

Freeman et al,
2002

RCT 6 month duration

64 Newly diagnosed people with R.A. Control = 30.. Mean disease
duration = 4-5 months

Group educational-behavioural: 4x wkly
2hr sessions

No significant benefits to the
health or functional status of
newly diagnosed patients with
R.A. were found.

No evidence that education
programmes early in disease
onset is effective

Hill & Bird, 2003

RCT 24 weeks duration
Single blind.

100 people with R.A.

Control= 49: m= 10, f= 39

Intervention=51; m= 17, f= 34.

Mean age: control = 62 intervention = 63. Mean disease duration:
control = 12 intervention = 13.

Drug information leaflet for d-
penicillamine (DPA) and verbal
information — intervention group. Leaflet
alone for the control group.

Week 24: no differences
between groups in knowledge
about DPA. Both groups
improved.

Providing verbal explanations
increases RA drug-related
knowledge compared to a
leaflet alone.

Riemsma et al,
2003

RCT 12 month duration.
Single blind.

218 people with R.A. randomized to 3 groups:

71 - group education with a partner (a) mean age: 57.2, disease: 12.1
71 — group education, no partner (b) Mean age:55.1disease
duration:11.7

76 — control group (c) mean age: 57, disease duration: 11.4

Group behavioural educational
programme (a+b): 5x2 hour sessions
Ixweekly plus 2hr booster sessions at
3,6,9 mths

Long-term effects at 12mths
for fatigue and self-efficacy.
Participation of a significant
other reduced self-efficacy at
12 mths.

Those without a significant
other present showed increased
self-efficacy.

Booster sessions had no
significant effect on any
outcome measures.

Waxman et al

RCT 6 month duration

153 individuals >60 yrs.
Control = 75. Mean age: Control= 72yr Intervention = 73yr.

Small group workshops, demos and
supportive video/written info:1 hr.

Self-management reduced foot
disability scores (MFDQ).
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2003

Self-management is potentially
more cost-effective in the
longer term.

Hammond &
Freeman, 2004

RCT - 4 years duration —
follow up study to Hammond &
Freeman, (2001)

107 people with R.A.followed up at 4 years: control,= 49 intervention
=58

Group behavioural educational
programme: 4x wkly 2hr sessions with
supportive information and workbook

Long-term benefits in
maintenance of function and
reduced levels of morning
stiffness.

Educational Behavioural
training is more effective in the
long term than standard
educational programme.

Kirwan et al
2005

RCT 36 weeks duration
Single blind

58 people with RA. Control= 28 75% female. Intervention = 30 63%
female.

Mean age: control= 57.1yr Intervention = 56.4yr

Mean disease duration: control = 16.7 yr Intervention = 13.2 yr

Group educational behavioural
programme — 5x 2.5hr, 1x week sessions
for 4 weeks plus 1 session at 8weeks.
Plus supportive written information
booklet.

No significant change in
primary outcomes of pain and
self-efficacy for pain at 36
weeks

No significant change in
secondary outcome measures
of HAQ, morning stiffness,
PV, CRP, depression, stress,
control, coping, satisfaction.
At 4 weeks statistically
significant improvement in
knowledge of RA scores

Giraudet-le Quintrec et
al,
2007

RCT 12 month duration
Single blind.

208 people with R.A. Control = 104: 89% female. Intervention — 89%
female.

Mean age: control- 54.3 yr intervention — 55.3 yr,

Mean disease duration: control- 14.25yr, intervention — 11.85 yr

Group educational behavioural
programme — 8x5hour, 1x wk sessions
v’ info booklet.

No statistically significant
changes seen in HAQ or
disability scores, behavior
(diet/physical exercise),
physical activity compliance or
on disease activity (DAS 28).
Significant improvement in:
coping, knowledge and
satisfaction.

Masiero et al 2007

RCT 8 month duration.
Single blind.

70 people with R.A. Control = 34: m=6, f=28 Intervention = 36: m=7,
£=29.

Mean age: control — 52.2yr intervention — 54.2yr

Mean disease duration: control — 16.1yr intervention — 14.8yr.

Group educational behavioral
programme — 4x3hr meetings every 3
wks, plus monthly telephone follow-up.

Improved HAQ, AIMS2
(symptoms, physical
functioning & social
interaction domains) scores,
but no change in the work and
psychological domain scores.
Significantly lower pain scores
(VAS).

Improvements in knowledge
translated into improved health
behaviors and perceived self-
efficacy. Motivation sustained
due to telephone support &
patient diary keeping.

25



Mayoux-Benhamou et al
2007

RCT 12 month duration
Single blind.

208 people with R.A. Control = 104: 89% female. Intervention — 89%
female.

Mean age: control- 54.3 yr intervention — 55.3 yr,

Mean disease duration: control- 14.25yr, intervention — 11.85 yr

Group educational behavioural
programme — 8x5hour, 1x wk sessions
v’ info booklet.

At 6mth compliance with
home-based exercise and
leisure activity was higher but
not continued at 12mth follow-
up.

Motivational strategies needed
to facilitate long term
adherence to physical training,
plus raising patient awareness
of exercise benefits and
provision of tailored advice.
Identification of patient
psychological profile may help
identify those most likely to
comply.

Hammond et al 2008

RCT 12 month duration

167 people with R.A., I.A or PsA Modular prog (mp)- 86. M= 29 f=
57. Standard prog (sp) — 81. M=30 f=51.

Mean age: mp- 55.29yr sp- 55.56yr

Mean disease duration: mp- 7.56yr sp- 7.20yr

RA majority within each group.

Group educational behavioural
programme:

Modular (MP): 2 modules of 4 x 2.5 hr
plus review meeting of 2hr attended over
3-9mth and participant workbooks.
Standard (SP): 5x2hr meeting — 1
meeting per week.

Each programme supplied educational
leaflets.

At 6mth follow up: MP had
significantly improved pain
scores, fatigue, functional
ability, perceived health, self-
efficacy, helplessness, use of
exercise and joint protection &
disease control.

At 12mth follow up: the
improvements remained for;
pain, self-efficacy, perceived
control, helplessness, action
stage of change, use of joint
protection & fatigue
management.

Lincoln et al 2008

RCT 12 month duration
Single blind.

172 people with diabetes and ulcer free for 28 days prior to start of
study. Usual care group — 85; m=71% f=28%. Intervention — 87; m=
62% f=38%.

1 to 1 education; 1 hour in patients’
home within 4wk of randomization.
Telephone follow-up 4 wk later.

No impact on prevention of
ulcer incidence found, despite
improved scores relating to
foot care behaviour (NAFF
scores) at 12 mth follow up.
Patients who are ‘high risk’
may have other psychological
factors, which outweigh the
impact of educational
interventions.

Lovisi Neto et al 2009

RCT 180 days duration.
Single blind.

64 people with R.A. control= 30; m= 17% f= 83%. Intervention = 28;
m=7% f=93%.

Mean age: control= 46.2yr intervention= 45.7yr.

Mean disease duration: control= 9.41yr intervention = 9.43yr
Matched for medication.

Group education sessions- 6x1hour
sessions 1xwk.

Patient knowledge scores were
significantly higher at final
follow up

No significant changes seen for
pain, disability, depression,
anxiety and QoL.

Behavioral changes require
strategies that increase self-
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efficacy and social support.
The inclusion of patient
prioritized outcomes will
impact on compliance.

Sun et al 2009

RCT 2 years duration
Single blind.
Single centre.

302 people with diabetes. Control — 147. Intervention — 155.
Mean age: control= 66yr Intervention = 63yr.

Mean disease duration: control= 11.9yr Intervention= 13.3yr
HbA Lc: control= 7.8% Intervention= 7.1%

Group education — 8 x 3-4 hours over 2
years.

No significant impact upon
patient foot care knowledge or
the rate of reported foot care
examinations at follow up. No
changes in ‘poor’ foot health
behaviors — despite self-
identification of high-risk
status.

Patients require tailored
educational interventions based
upon their needs at initial
assessment.
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Table 3 — Non — randomised controlled Trials and Cohort Studies

Author/Year Study Design Population Delivery method; Key Findings
& duration Characteristics & theoretical
Sample size approach

Calle-Pascual

Prospective
clinical trial Mean

308 people with diabetes and a
Neuropathy Disability Score of

Group education
programme & one to

Compliance with P.E. programme reduces incidence of diabetic foot ulceration in patients with neuropathy.
Most effective in early diagnosis/less severe neuropathy.

et al follow up time; 4- | >6. one: Group ed = 4x 2hr
2002 6 yr Low risk group = 124 (VPT over 1 week
<25V) One to one = 30-60min
High risk group = 184 (VPT session 1xmth over
>25V) 6mths, plus reviews up
to 12mths
Neil et al 2003 Pilot study Convenience sample of 21 people | Intervention = group and | No significant difference in Patient knowledge of foot health scores (using Siriraj footcare scale) between the
with type 1 or 2 diabetes and End | individual foot care control and intervention groups.
Stage Renal Disease (ESRD). education plus
Male = 6 Female = 15 information ‘handouts’.
Mean age: 60yr. Mean disease
duration: 15yr
Intervention= 11 Control = 13
(at start of study)
Ooi et al 2007 Cohort study 59 people with newly diagnosed Group education Patient knowledge of foot care scores significantly improved post intervention with smaller groups showing

Recruitment
duration: 5
months

Type 2 diabetes (<1 yr).
Male =31 Female =28
Mean age: 60 yr

programme — 1x 2 hr
session in groups
ranging from <10
participants to >10
participants.

significantly higher scores than bigger groups (>10 participants).

Abourazzak et
al

Controlled clinical
trial: Duration: 3
yr

77 people with R.A. Control= 38.
Mean age: Control = 55yr
Intervention = 52yr

Group educational-
behavioural- 3x 6 hour
sessions, split into 3x3

Knowledge of RA was significantly better at follow up.
DAS28 score was significantly lower at follow up.
HAQ and AIMS2 scores remained stable.

2009 Mean disease duration: Control= hour information giving Patient satisfaction rated as good overall (from 5.02- 8.94 out of 10)

10.39yr Intervention = 5.45yr & 3x3hour workshops.

Male: control = 9 Intervention = 1

Female: control= 29 Intervention

=32
Ellard et al Pilot study — 2 Day 1 :12 people with Group education — High global rating day 1 & 2: patients’ median score was 10 (out of 10) and partners 9 (out of 10).
2009 educational days. R.A.median age = 46yr presentations, workshops | Effectiveness rated high for both days.

Duration: 6-7wk

Day 2: 19 people with
R.A.median age = 57.5yr
Disease duration: < 6 mths

and written information
packs, plus ‘conference’
stands on 2" day.

Information pack ‘usefulness’ score: 9/10 at follow-up.
Knowledge scores remained stable.
Patient RA self-efficacy significantly improved at follow up,

Semple et al
2009

Cohort study
Recruitment
duration = 12wks

30 R.A. patients undergoing
podiatry care.

Median age: 61 yr. Median
disease duration: 10 yr

Ability to participate in
self-management foot
care programme (SMP).

17 patients passed all tests and would be considered able to participate in SMP.
Functional challenges to foot care programme for patients with R.A. provision identified.
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| Male =10 Female = 20

Table 4 — Questionnaire- based studies

Author/Date

Study Design

Population
Characteristics &
Sample size

Key Findings

Barlow et al
2002

Longitudinal (12
mths)

Patient —
administered
questionnaire and
follow-up via
telephone
interview

60 people with R.A.

Mean age = 59.2 years

Mean disease duration = 17 years.

Leaflets good for general information/as memory aid.

Group education preferred for information sharing, exercise adherence and skills based activities
1-to-1 education for emotive, QoL and disease specific information.

Video demonstration is good for practical demonstration.

T.P.E. should be encouraged throughout patients care.

Gray et al 2007

Questionnaire to
assess Podiatrists’
perceptions re:
introduction of
providing advice
on smoking
cessation.

23 Community based Podiatrists

Increase in number of consultations to address issue of smoking seen.

Cost effective way to introduce health improvement advice.

Patient 'resistance' can lead to conflict and deterioration of relationship.

Research required into effect of patient/clinician attitudes on health improvement activity

Makelainen et
al 2007

Questionnaire to
assess

content and
methods of TPE
use by
rheumatology
nurses for people
with RA.

1 year duration.

80 Rheumatology nurses

Content: information regarding symptoms, nature of R.A, pain, joint stiffness and treatment variety.

Majority provide 1-to-1 delivery, 71% gave written info,

38% used demonstration/visual aids, 4% used group education.

More self-management education, new methods to support oral/written info, investigation of the content of Rheumatology Nurse Education
required.

P.E. should be encouraged throughout patients care

Rajan et al,
2007

Questionnaire to
investigate patient
knowledge of foot
care education.
Multi-centre, lyr
duration

72 people with diabetes. Cross-
sectional 'risk' sample.

Male majority, mean age: 62 yrs,
Mean disease duration: 16 yrs.

Majority had an unmet educational need.

Wide cross-site variety of standard of foot health education.

Foot health education should be developed in partnership with the patient to meet their individual needs/goals and incorporate a behavioural
component.

Makelainen et
al 2009

Questionnaire
survey of patient’s
experience of
patient education
provided by
Rheumatology
Nurses.

Over 8 months.
Multi-centre.

173 people with R.A.

Mean age: 57 yr. 88% - Female.
Median disease duration: 11 yr —
split into:

1/3 of the cohort 1-5yr, 1/3 6-
15yr and 1/3 over 15yr since
diagnosis.

Content: information relating to: RA- 8%, medication -26%, motivation to ‘self-care’ — 17%’, joint protection — 9%, blood tests — 10%,
access to rehab facilities -3%

Half were satisfied, expressed dissatisfaction due to; lack of tailoring to individual needs, poor continuity once diagnosed & lack of
consideration of emotional wellbeing. Those with shorter disease duration tended to be more dissatisfied.

Patients emotional and information needs should be supported especially for newly diagnosed patients.

29



Meesters et al
2009

Questionnaire
survey of
educational needs
of people with
R.A. in Holland
Single centre.

165/319 questionnaires returned:
146 female, 19 males. Median
age — 68yrs median disease
duration — 13yr.

Arthritis process, treatments and self-help measure rated highest followed by movement and managing pain/support systems.‘feelings’ rated
the lowest.

Younger patients reflected a higher need re: pain, feelings and support systems.

Patients with longer disease duration reflected a higher need re: support systems

Assessment of patient’s individual educational needs is required.

Newman et al
2009

Questionnaire
survey regarding
an online resource

34 people with R.A and 8 people
with PsA

Mean age: 53 yr. Mean disease
duration: 14yr.

85% said they would revisit the site, 84% stated the site was easy to navigate, 62% chose specific topics summaries to visit.22% felt the
topic summaries were negative.Video interviews of people with RA —highly valued.
Site content could be depressing for those newly diagnosed.

30



2.2 Commentary — Paper 2

Title: “My feet visible but ignored...” A qualitative study of foot care for people with
rheumatoid arthritis.

Authors: Dr A E Williams and A. S. Graham

Based on the findings of the narrative review (Paper 1) it was clear that there was no
evidence to show how people with RA perceive foot health management or foot
health education provision and its’ effectiveness. It is important to have insight as to
how people with RA perceive their foot health and the provision of foot health
services before narrowing the focus to that of foot health education provision, in order
to ascertain what aspects of general foot health management are considered to be of
significance. Therefore, the aim of this study was to explore patient experiences of
foot problems related to RA, from the onset of problems to the point of provision of

foot health interventions.

Using patient focus groups as a method and thematic analysis to interpret the data,
this paper identified that for these participants, health professionals generally ignore
foot health. There was poor access to foot health services, indicating a potential lack
of knowledge about foot health service provision between both health care
practitioners and people with RA. The participants appeared to have poor knowledge
about foot symptoms in relation to RA and its’ potential impact upon foot health,
despite the fact that this group of people clearly articulated that they had significant
foot health issues. This apparent lack of knowledge about foot health services and
symptoms in relation to RA can be considered to be a barrier to accessing timely and
effective management of foot pathology. The participants within this study wanted a
‘voice’ with which to express the nature of their foot problems and the care they
required to help manage those problems. The findings of this study reflected a lack of
knowledge of the foot health interventions available to the participants and indicated
the need for timely management of foot health in this group. The benefits of foot
health interventions need to be clearly articulated to people with RA in order for them

to have the potential to maximise positive foot health.

The results of this study illustrated the participants’ need for an increased awareness

of foot health problems in relation to RA, by both practitioners and people with RA.
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Further, it highlighted the need for increased awareness about the availability/
accessibility of foot health services. The contribution of this paper to my subsequent
research was that there was a need to understand what people with RA and
podiatrists, (as the health professionals most likely to be providers of foot health
information and education), perceive the current status of foot health education to be.
The aims and objectives of this body of works evolved to reflect the need to explore
both the practitioner perspective and that of the person with RA and retained the
general themes that had emerged from the narrative review of: content, mode of
delivery, timing, influence of the therapeutic relationship and perceived effectiveness

of education.

INNOVATIONS:

This publication provided a profound insight into the patients’ perspective of their
whole experience of foot problems. It showed that foot problems are ignored at
multiple levels, from initial diagnosis of RA and beyond. The findings of this study
demonstrated the clear and strong desire that this group of people have for a voice

about their foot problems and the care they wish to receive.
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Paper 2:

Title: ‘My Feet- visible but ignored...” A qualitative study of foot care for people
with rheumatoid arthritis.

Authors: Anita E Williams and Andrea S Graham.
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Abstract

Obijective: To explore patients’ experiences of foot problems associated with rheumatoid arthritis, from
onset of symptoms to being provided with foot health interventions.

Design: A qualitative design was used with an interpretive phenomenological approach to the data
collection and analysis.

Setting: University of Salford, School of Health Science.

Subjects: Sixteen female and six male adults with rheumatoid arthritis-related foot problems and
experience of receiving foot health interventions.

Method: Data were collected through digital recordings of three focus groups which were conducted
by an experienced researcher. An observer made field notes. Transcribed data were analysed using a
thematic framework. Data were verified with randomly selected participants and agreement achieved
with the participants, researcher and observer.

Results: The results were organized into five themes: the significance of foot symptoms in relation to
diagnosis of rheumatoid arthritis; knowledge of and explanation about foot symptoms; accessing foot
health interventions; the effectiveness of foot health interventions; and improvements to foot health
interventions. Despite foot problems being of concern to the participants, they were often ignored by
practitioners from before diagnosis through to foot management.

Conclusions: This study has highlighted a polarity between what these participants need in relation to
their foot symptoms and the management of them. That foot problems are often ignored is of concern
at multiple levels. These range from the implications of ignoring foot symptoms that may aid diagnosis of
rheumatoid arthritis, to ignoring the need for effective foot health interventions.

Keywords
Foot and ankle, healthcare, qualitative study, rheumatoid arthritis
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Introduction

A number of studies have described the common
structural and functional changes in the foot affected
by rheumatoid arthritis,'-¢ with up to 89% of people
with rheumatoid arthritis having some form of foot
pathology.” These foot problems have the potential
to impact negatively on physical function, social
participation and quality of life,®1° with pain affect-
ing the majority on a daily basis even when the dis-
ease is in remission.!! Further, the multidimensional
implications of living with feet affected by rheuma-
toid arthritis include restrictions in the choice of
footwear and clothing.!2-14

The aims of managing feet affected by rheuma-
toid arthritis are to relieve pain and preserve foot
function, thereby improving the individual’s mobil-
ity and activity. The therapeutic components that are
central to achieving these aims are foot health man-
agement,!> foot orthoses and specialist therapeutic
footwear.!617 Foot health management includes the
appropriate care of skin callosities, which contribute
to foot symptoms and foot ulceration.!$

In support of the need for foot health manage-
ment, it is recommended!®-?! that people with rheu-
matoid arthritis have access to foot health services
and a specialist podiatrist. Despite this, there is evi-
dence of patchy service provision?>?3 with some
indication of the impact of this on individuals.
However, what is not known is the patient’s per-
spective of their whole experience of foot problems.
Therefore, the aim of this study was to explore
patients’ personal experiences of rheumatoid arthri-
tis-related foot problems from the initial onset of
foot symptoms through to their management.

Method
Study design

A qualitative methodology was used with an interpre-
tive phenomenological approach?* being adopted for
both the data collection and analysis. This approach
considers the experiences of the participants and
acknowledges the researcher’s previous experiences
of'the subject.? This results in a ‘fusion of horizons’2°

and an agreed level of understanding. Focus groups
were chosen as the method of data collection. The
group dynamics, social interaction and group syn-
ergy are distinct features of this method, creating a
richness of data.?’ It is suggested that three or four
groups of six to eight participants will achieve suffi-
cient data for the aim of the study to be achieved.?®

Participants

Following ethical approval from the University of
Salford Ethics Committee, participants were purpo-
sively recruited. The inclusion criteria were adults
(>18 years) who could read speak and understand
the English language, a positive diagnosis of rheu-
matoid arthritis?® and experience of foot problems,
foot orthoses, foot surgery and/or specialist thera-
peutic footwear. The exclusion criteria were those
with an unconfirmed diagnosis of rheumatoid
arthritis, no experience of foot problems or foot
health interventions, those who could not speak and
understand the English language and those who
declined to be involved. The participants were
recruited from the National Rheumatoid Arthritis
Society branches in the north west of England.
Twenty-five people who met the inclusion criteria
were provided with written information about the
study. Three people declined due to reasons of hos-
pital appointments or holidays.

Data collection

Twenty-two participants agreed to proceed to one of
three focus groups which were carried out at the
University of Salford. The focus groups comprised
one with eight participants and two with seven in
each and were a mix of males and females. Formal
informed consent was obtained and the participants
were assured that they could withdraw from the
study at any time.

All the focus groups were conducted by an expe-
rienced researcher with an independent observer
taking field notes. Both had 10 years of clinical
experience of working as podiatrists within a rheu-
matology service. The dialogue was recorded on a
digital voice recorder. The researcher (AW) asked
an initial question: ‘Tell me about your experiences
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of foot problems and how they have been managed.’
Further ad hoc prompts were used if the participants
wandered off the subject of feet for too long. All
were encouraged to contribute when a specific issue
was raised to ensure that the experiences revealed
were not just those of one or two participants.

Data analysis

The dialogue was transcribed verbatim immediately
after the focus groups by the researcher (AW) and
confidentiality achieved by replacing participants’
names with pseudonyms. Analysis was carried out
using a thematic approach’® with the framework
agreed by the researcher and the observer. To
enhance credibility of the analysis, we reviewed and
coded the data, discussed the themes, further coded
the data and then the agreed codes were then orga-
nized into themes. Exemplars from the transcripts
were identified in order to illuminate the true
‘authentic’ nature of the participants’ experiences
and to support the trustworthiness of the findings.
Four of the participants from each group were ran-
domly selected to read and verify that the transcripts
and results reflected the experiences of the groups.

Results

Sixteen females — mean (SD) age was 58 (11.9)
years and mean (SD) disease duration was 15 (5.2)
years. Six males —mean (SD) age was 59 (6.0) years
and mean (SD) disease duration was 13 (5.0) years.

All participants reported experience of foot pain.
One participant had been recently diagnosed with
diabetes but had no known complications associ-
ated with it. None of the participants were house
bound and only one female used a walking aid.

All participants had accessed some form of pro-
fessional foot care for their nails and skin with all
but two participants having experience of foot
orthoses. Four females and one male had experience
of being provided with specialist therapeutic foot-
wear but only one female wore the footwear on a
regular basis. Three had experience of foot surgery.

The results indicate that despite foot problems
being of concern to them, their foot problems and their

needs are often ignored by practitioners from before
the diagnosis of rheumatoid arthritis through to the
management of their foot problems. This global theme
is supported by the following five themes. These five
themes were evident in all three focus groups.

Theme | —The significance of foot
symptoms in relation to the diagnosis
of rheumatoid arthritis

Many of the participants reported that they had
experienced problems with their feet before a diag-
nosis of rheumatoid arthritis was made. Most
reported that their feet were ignored by their general
practitioners (GPs) even if they mentioned foot
symptoms during a consultation. Foot symptoms
were of great concern to the participants and one of
the most worrying aspects of their disease. They
also perceived that their GPs did not understand the
significance of foot symptoms in relation to the pos-
sibility of rheumatoid arthritis:

‘It wasn’t picked up even though I kept saying that it
was rheumatoid . . . felt I wasn’t listened to by my
doctor . . . even when I complained about my feet I
was told that it was my shoes.’ [F 54]

Some of the participants reported a delay in
being referred to a rheumatologist and had to be
proactive in achieving this:

‘It took months to get a diagnosis . . . mine was four
years and I had joint pain and particularly foot pain . .
. all that time . . . | had to change to another practice
and then I was listened to.” [M 60]

They felt anxious and this was compounded by
the thought that they might be perceived as being a
nuisance. Some recognized that delays in referral
for diagnosis and then delayed intervention had a
detrimental effect on their feet:

‘No one asked about it until it seemed too late and my
feet had deformed. . . . I am so angry about that . . .
something might have been done if . . . well its no use
now is it?” [F 59]
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The fact that their feet were ignored by their
GPs resulted in an overall lack of confidence in
them and anger that their foot symptoms had been
ignored.

Theme 2 — Knowledge of and
explanation about foot symptoms

The participants reported that they had patchy
knowledge of what causes the foot problems associ-
ated with rheumatoid arthritis. Some had been
referred to podiatry services where they had
received the information that they needed:

‘Didn’t associate pain in foot with rheumatoid arthritis
... stupid really . . . and then they started changing
shape . . . I was referred to the podiatrist and was so
relieved when I was told what was going on.” [F 55]

However, a small number suggested that too
much information could be detrimental. All agreed
that it would be more appropriate for the patient to
take the lead as to when information should be
given;

‘I don’t think I would have liked too much info in the
beginning as you don’t take it in but it would have
been good to have the opportunity to be able to ask
when needs arise.’ [F 57]

Further, some thought that written information
can be frightening if it is not supported with verbal
explanation:

‘The information leaflet on feet left me quite
traumatized. . . . There was no reassurance (in leaflet)
that things could be done to prevent it — he (the
podiatrist) didn’t discuss it.” [F 52]

The majority expressed relief once they had
acquired knowledge about their foot symptoms.
However, the lack of timely ‘information giving’ by
many practitioners resulted in them being left to
work out what their foot problems were. Many were
never asked what they needed to know or when they
needed it.

Theme 3 — Accessing foot health
interventions

When they had been diagnosed with rheumatoid
arthritis by a rheumatologist, some reported that
they had difficulty getting foot care, with delays in
both being referred and then getting an appointment
with a podiatrist:

‘When I eventually got referred to the consultant he
asked all about my feet . . . but it then took ages to get
to see a podiatrist.” [M 68]

For some, the lack of attention given to feet dur-
ing their consultation with a rheumatologist resulted
in delayed referral for podiatry. Some reported that
their feet were ignored until, almost by accident,
they were seen in a context other than the usual or
expected referral route:

‘I was visiting my mother in hospital and she had a lady
to look after her feet . . . I asked her how I could get it .
..nowIgo...and feel good when I have been.’ [F 59]

Having their feet ignored invoked feelings of
anger and desperation:

‘They don’t ask about the feet . . . . Heather Mills can
walk and she has a false leg. I wondered if it would be
better to have a below-knee amputation and get on
with it . . . it took me to get angry and say to my
consultant “you have to do something!”.” [F 64]

These same feelings were expressed in relation
to accessing foot surgery:

‘I had to bang doors down to get it and get very angry
with my consultant . . . they are my feet and I know
what will help . . . it should be my choice . . . now I
have less pain . . . [ knew it would get rid of it.” [F 59]

There appeared to be a reluctance to refer people
for foot surgery:

‘I didn’t get referred for a surgical opinion until my
podiatrist discussed it with me as an option . . . [ could
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have cried . . . just to think that I could have all these
toes straight sooner so I could have worn more decent
shoes for my son’s wedding.’ [F 62]

The overall impression was that their rheuma-
tologists had to be more focused on the medical
management and other areas of the body but it was
identified that: ‘if they did take the shoe off then
perhaps they wouldn’t ignore them’ [M 62].

Theme 4 —The effectiveness of foot
health interventions

Frequently, it was reported that the potential effec-
tiveness of foot orthoses was limited by the foot-
wear styles that the participants liked to wear. They
thought that this problem is often ignored:

‘I got insoles but they were not comfortable at all,
particularly in certain shoes. . . . She said keep trying
but I could only wear them in my boots . . . you will
get used to them she said.” [F 61]

Abnormal wear of their footwear caused by the
orthoses stopped some participants using them or
they had to purchase new footwear:

“You get a line in the shoes where the end of the insole
finishes and that means the shoes wear out quicker . . .
and then they crack and break. . . . Need more shoes .
.. so that’s another problem.’ [M 48]

However, when foot orthoses fitted into a variety
of footwear styles, engagement was much better
and hence foot symptoms improved:

‘I had these supplied by the specialist podiatrist . . . she
really listened to me and then made suggestions for
shoes . . . I got them and then she checked them over .
. . then made the insoles to fit in with my feet . . . they
are really comfy and I can’t walk without them.” [F 58]

Some had experience of wearing specialist thera-
peutic footwear but all reported a loss in choice of
clothes and associated loss of femininity. They
thought that the practitioners providing this foot-
wear did not understand this:

‘I hate these shoes but they are the only things I can
wear . . . the man at the hospital was really nice but
‘erm . . . [ don’t think he understands what it is like to
be a woman wearing men’s shoes.” [F 65]

However, despite these feelings most acknowl-
edged some benefits:

‘I look and feel like an old lady with these on but they
are comfy . . . at least.” [F 60]

Most had accessed general foot care for nails,
corns and callus. They valued this in respect of
improvements in comfort:

‘Having feet looked after is one of the things I don’t
have to worry about.’ [F 63]

They understood the difference between general-
ist and specialist podiatrists and valued the links
that the specialists had with the wider multidisci-
plinary team:

‘I have a good podiatrist . . . she is very clever and
understands my problems . . . she specializes in this . .
. T only have to ask her and she sees me . . . my feet are
so much better with the insoles and treatment . . . she
knows all about the drugs too unlike the one I went to
before.” [M 55]

“This one can get me into the consultant and the nurse
when [ need it . . . and that’s really good it’s like being
in a big family.’ [F 59]

It was also acknowledged that the option for
open access to podiatry was reassuring in that they
could get immediate help when new problems arose.

Theme 5 — Improvements to foot
health interventions

The majority expressed the opinion that GPs should
have knowledge about rheumatoid arthritis and the
significance of foot problems in its diagnosis. Once
a diagnosis has been made then referral to podiatry
services was considered to be essential for those
with foot pain.
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There was overarching agreement that podiatry
services should be valued more with a perception
that lack of finances and managerial support being
an obstacle:

‘I would like more importance to be given to foot care
and orthotics so it’s not bottom of the pile . . . perhaps
it needs more investment so there are no waiting lists
for foot care . . . do you think the managers know how
important it is to us?’ [F 64]

In relation to finding footwear in which to
accommodate both their feet and their foot orthoses
was an issue for the majority. It was suggested that
in an age of technological advances therapeutic
footwear should be designed and manufactured in
contemporary styles with improvements in fit:

‘I know a lady who went to France and they put her
feet in a scanner . . . her shoes fitted perfectly . . . it is
so hit and miss with the dressmaker’s tape measure . .
. no wonder it goes wrong.” [F 55]

The need for a variety of therapeutic shoes for
different functions was expressed:

‘Someone should invent a sandal that will take the
insole and support your foot. . . . You put up with your
feet being roasted in the summer.” [F 56]

Informed decision-making was considered to be
vital to regaining control over their foot problems:

‘Just because you have arthritis it doesn’t mean that
you have to live with feet like this . . . if surgery will
help then it should be available.’ [F 54]

Discussion

This qualitative study has revealed much about the
participants’ experiences of their foot problems
from the point of disease onset, through to diagnosis
and management. Foot problems continue to be
common and disabling”-!! despite the progress in
new treatments'! and therefore should not be
ignored. The potential for the effective management

of feet!>-17 has been clearly evidenced. However,
this study has highlighted a polarity between what
people with rheumatoid arthritis perceive their
needs to be and what is provided. The result of this
is that for the participants of this study there is a gap
between what the outcomes of foot health interven-
tions could be and what they actually are. This study
is not without its limitations. This was a relatively
small number of participants and they were all from
the north west of England and therefore the study is
not a fully representative cross-section of the wider
population of people with rheumatoid arthritis-
related foot problems. The results may also have
cultural specificity and generalizability may be lim-
ited to healthcare systems such as those in the north
west of England. Bias could also have occurred in
that the people volunteering to take part in the study
may have done so because they have had negative
experiences. In that respect we cannot claim that the
results of this study reflect the experiences of the
wider population of people with rheumatoid arthri-
tis-related foot problems.

Although there are these limitations, it is clear
that the participants of this study have revealed
much about their experiences from which we can
learn. That foot problems are ignored is of concern
at multiple levels, ranging from the implications of
ignoring foot symptoms that may aid diagnosis, to
ignoring the need for foot health interventions. As
rheumatoid arthritis often presents in the early
stages in the small joints of the feet,>¢ ignoring this
at initial presentation may delay diagnosis and the
commencement of appropriate medical manage-
ment. Most of the participants in this study thought
that feet were ignored even when a diagnosis was
made when compared with the attention given to
hands. The focus on hands places feet in a relegated
position and therefore it is of no surprise to find that
the participants consider that their feet are ignored.
Also, ignoring feet at the point of diagnosis means
that the ‘window of opportunity’ is being missed for
the provision of foot orthoses which have the poten-
tial to contribute to the maintenance of good foot
structure.3!

Given the evidence for the clinical benefits of
foot health management!>-17 it is of concern that for
these participants, referral is patchy and often
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delayed. However, even when they were referred,
some participants reported negative experiences,
particularly in relation to therapeutic footwear and
foot orthoses. This may reflect the difficulty in
achieving marriage between the function of these
interventions and their aesthetic acceptability.
However, there was little evidence of empathy
being demonstrated by practitioners as highlighted
in previous studies.!>13

Timely management of their foot health by
empathic and knowledgeable practitioners with
attention to the patient’s needs were considered to
be pivotal in ensuring that the known benefits of
these interventions are realized.

Further work will be to survey a wider popula-
tion of people with rheumatoid arthritis to ascertain
a more comprehensive picture.

Despite being ignored in the clinical context, it is
clear that people with rheumatoid arthritis wish to
have a voice about their foot problems and the care
that they need. Meeting their needs is important in
relation to the potential for good foot health and as
such, it is our duty to listen.

Clinical messages

e Patients consider that foot symptoms are
important in relation to the potential for a
diagnosis of rheumatoid arthritis.

e Foot symptoms should instigate referral
for foot health interventions, including
surgery.

e Foot health interventions and patient edu-
cation need to be provided with consider-
ation for the patients needs.
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2.3 Commentary — Paper 3

The results of the study published in paper 2, indicated that people with RA lacked
knowledge of foot health services, the foot-related symptoms they could potentially
experience due to RA and how foot health interventions could potentially manage
their foot health problems. It was clear that people with RA view foot health problems
as having a significant impact on their day-to-day lives. Patient education is
recognised as important for people with RA and providing education about the
purpose/use of foot health interventions for people with RA can potentially improve
patients’ use of them. To understand how foot health education (FHE) can best meet
the needs of people with RA and support self-management, we need to identify their
perception of what FHE is, what they want to know about foot health and RA, how it
is currently delivered and what the perceived barriers are to accessing FHE. The aim
of the study within paper 3 was to explore the experiences of FHE in people with RA,
using a patient focus group and to use the findings to inform the development of a

survey to be distributed to a larger population of people with RA.

This study uniquely identified that participants lacked clarity as to the role of the
podiatrist in the management of their RA- related foot health problems because of the
retention of the dual titles: ‘chiropodist’ and ‘podiatrist’. It also meant that participants
lacked clarity as to the scope of podiatric practice. Participants perceived that there
was a lack of high-quality, patient-centred information in relation to foot health and
RA. Participants viewed written educational resources as important to help support
verbal information provided during medical consultations. Group education sessions
were not viewed as particularly useful. A flexible approach to delivery and the timing
of delivery, to meet the needs of the individual, was seen as a valuable consideration
in the provision of FHE. Ensuring their educational requirements were ‘current’ and
reflected their needs at a given point in time was a significant theme. Time
constraints within the medical consultation and the often negative nature of the
patient/ practitioner relationship, were expressed as barriers to obtaining foot-health
related information during medical appointments. This study identified for the first
time, that the gender of the podiatrist and their ability to empathise with the individual

was particularly influential in the development of the therapeutic relationship.

34



This study added to and consolidated the individual items and sub-topics to be
considered within the survey for people with RA originally considered for further
exploration by the narrative review and the focus groups conducted within paper 2.
Identifying which health professionals and which web resources were commonly
used to provide foot health information became additional items for consideration
within the development of a wider survey. This was in order to provide clarity about
the sources of foot health information available to people with RA. Further to this, the
results from the study published in paper 3 indicated the potential factors that could
be considered to influence the provision of FHE for people with RA such as gender,

role of the professional and podiatry practitioner experience.

INNOVATIONS:

The findings within this publication show that much more work is required in
educating patients and the general public about the role of the podiatrist and their
scope of practice, especially their role in the management of complex diseases such
as RA. This should be a key component of FHE provision. This study identified the
high value that people with RA place upon written information resources provided by
health professionals and such resources should be made available for people to take
away and refer to, following the medical consultation. The importance of tailored and
patient-centred FHE, provided within the context of a strong and trusting therapeutic
relationship that will foster positive health behaviour, emerged as a key theme within

this study.
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Abstract

Background

Patient education is an important component of foot health management for people with
rheumatoid arthritis (RA). The content and strategies for delivery require investigation in
relation to the patients™ needs. This study explores patients™ experiences of foot health
education, to inform how the patients™ needs could be identified in clinical practice and
inform effective education delivery.

Method

A focus group was used to collect data. The dialogue was recorded digitally, transcribed
verbatim and analysed using a structured thematic approach. Member checking and peer
review added to credibility of the data.

Six themes emerged; (i) content and purpose of patient education — what it should be, (ii)
content of patient education — what it should not be, (iii) timing of information on foot health,
(iv) method of delivery, (v) ability to engage with foot health education and (vi) the
patient/practitioner relationship.




Conclusions

This study identified aspects of patient education considered important by this group of
patients in relation to content, timing and delivery, forming the basis for further research on
clinical and patient focussed outcomes of patient education.

Identifying health education needs and provision of supportive verbal and written information
can foster an effective therapeutic relationship, supporting effective foot health education for
people with RA.

Keywords

Podiatry, Patient, Foot health education, Rheumatoid arthritis

Background

National Health Service reviews and reports focus on the need for increased self-management
in the overall management of patients with long-term conditions, such as Rheumatoid
Arthritis (RA) [1,2]. In support of this the Department of Health ,,information revolution™[1]
provides resources that aim to improve health related behaviour, support aspects of self-
management and thereby maximise the potential for health benefits [1]. For people with RA,
it 1s known that patient education, including verbal and written information, self-study,
websites and psycho-educational programmes, have a positive effect in relation to disease
management and general health [3].

Patient education is recognised as important for people with RA in relation to foot health [4-
6]. Up to 80% of people with RA report foot pain on a regular basis [7,8]. Providing
education during podiatry consultations, in the form of information on the purpose and use of
clinical interventions, such as foot orthoses and specialist footwear [9], could potentially
improve patients” use of them [10].

The skills required to deliver patient education, are now embedded in the undergraduate
curriculum and are considered a core component of podiatry care. Podiatrists perceive it as a
valued and beneficial activity supporting aspects of foot management that patients can
perform themselves [11]. Despite recommendations for an increased role of the patient in foot
health [4-6], little is known from the patient perspective.

It is important to consider that practitioners and patients may have diverging opinions about
what is important [12]. Despite benchmark standards [13] that state that patient education
should be patient centred, based around patient need, there is some evidence that this is not
being fully met [14,15].

For foot health education to meet the needs of the patient and support self-management we
need to understand their perceptions of what and how it is currently delivered. Therefore, the
aim of this study was to explore patients™ experiences of foot health education, in order to
inform how the patients needs could be identified in clinical practice. In achieving this,
effective education as an intervention could be delivered.




Methods

Design

A qualitative approach using focus groups was selected because: focus groups are an
effective method of exploring peoples experiences of their health condition and its
management; they produce a richness of data from a small group of people simultaneously
[16]; and can generate data where there is little existing knowledge [17]. Four to nine
participants were required for the focus group. This is considered to be the optimum size for
such interviews [16,18,19] and appropriate for the generation of data for analysis using a
thematic framework [20].

Participants

Using a purposive sample framework, six people aged over 18 years, with a diagnosis of RA
[21] and foot problems; able to read and speak English; and able to provide written consent
were recruited from a North West England rheumatoid arthritis support group. People with
severe mental illness were excluded due to their inability to fully consent.

Procedures

Following ethical approval from the University of Salford, the Chair of the RA support group
distributed an invitation letter, participant information leaflet and response form to all
members with RA. The information leaflet provided contact details of the first author (AG) to
allow members interested in participating the opportunity to ask questions about the study.
Immediately prior to the focus group a presentation about the study was given to the RA
support group. Members then had the additional opportunity to ask questions and written
consent was obtained from those members who wished to participate.

Trigger questions with additional prompts were created by the first author (AG) and agreed
by the co-authors. The questions were based on the first author's previous knowledge of foot
health education provision to people with RA and focus group work with practitioners.
Potential participants were invited to view the trigger questions before consenting to take part
in the focus group. This ensured that the questions could be clearly understood and took into
account the views of the participants as collaborators in the research process [22]. No
amendments were required. The focus group took place where the participants met as a
support group, providing a familiar and private environment [23]. The members were advised
that the focus group would last approximately one hour, using the interview questions to
generate discussion. Breaks could be taken at any time, if required. The focus group was
facilitated by AG and an independent observer, (SW) made additional observations and took
field notes. The first author transcribed the dialogue verbatim.

Focus group questions: details of the questions used to generate participant discussion during
the course of the patients* focus group

In your opinion, what is Patient Education? (in relation to foot health)

*  What do you think the purpose of it is?
* What is the usefulness of it?



What kind of information is given?

Prompts:

*  What kind of things are you told about Rheumatoid Arthritis?

* About Podiatry?

» About what can be done for your feet?

When is patient education given?

Prompts:

» Think about when you were first diagnosed/first saw a podiatrist — were you given any
foot health related information or advice then?

» Have you been given any information/education about your feet since then, if so when?

 Is this something you discuss regularly or was it a ,,one-off"?

How is the information/education provided for you?

Prompts:

» For example were you simply given verbal advice?

* Did you receive any written information such as leaflets provided by the Trust, AR UK,
NRAS, from the podiatrist or any other Healthcare professional relating to your feet?

»  Were you prompted to use any websites?

*  What did you think about the resources that you were provided with?

In vour opinion, what prevents vou from obtaining the foot health
information/education that you want?

Prompts:

 Is there anything that stops you from getting the information or advice that you need at the
time that you need it?

* How easy is it for you to access your podiatrist for example?

* Do you know where to go for the right kind of information?

* Do you have easy access to the internet for example?

Data Analysis

The participants verified the transcription, which was sent electronically to the chair of the
group for dissemination, to support the trustworthiness of the data [24,25]. Paper copies of
the transcription were available on request. The verified dialogue transcription was subject to
thematic analysis [20]. A thematic framework was used, allowing the researcher to illustrate
the main themes within the text and make transparent the methodical systematisation of
textual data. To achieve this, a six-stage process was used involving: coding the text; theme
identification; thematic network construction; description and exploration of networks;
summarisation of networks; and pattern interpretation [26]. The data was categorised into
,»Basic™ and ,Organising®™ themes (Table 1). This approach acknowledges the researchers®
experience and knowledge of the subject being researched and the influence of this



throughout the data collection and interpretation. The thematic analysis framework was
agreed by one of the co-authors (AW) to evaluate validity of the data and exemplars were
extracted to demonstrate truthfulness of the data within each theme [24,25].

Table 1 Outline of the basic and organising themes developed from the thematic
analysis

Basic Themes Organising Themes
* Information Provision The Content and purpose of Patient Education —
» Signposting what it should be.

* Preparedness

* Explanation of service and interventions
* Self-management

* The podiatrists role and scope of practice
* The role of other Allied Health

Professionals

* Information from internet sources The Content of Patient Education — what it
* Fear of the future — prognosis for foot shouldn®t be.

health

» Comparison of foot health in RA to that in
other diseases

* Fear of interventions

* Timing of referral to podiatry Timing of Information on Foot Health
* Timing of delivery of educational material

* Time available within a consultation

* Time to reflect

* Internet resources Method of delivery
* Group Education

* One-to-one

* Written

* Verbal

* Finance Ability to engage with Patient Education
* Time

» Access

* Information Retention

* Helpfulness The Patient - Practitioner Relationship
* Being listened to
* Influence of gender

Results

Out of twenty members of the support group approached, six participants who met the
inclusion criteria initially consented. One was unable to attend the focus group due to ill
health. All five participants were women, with a mean age of 62 years (SD 5.3) and mean
disease duration 5.9 years (SD 2.7). All participants had experienced foot problems and had
received National Health Service (NHS) podiatry services. Two participants had attended
group Patient Education sessions, relating to RA but not foot health, subsequent to their



diagnosis. The remaining participants had not received any formalised patient education.
Participants® names have been replaced with a pseudonym for confidentiality.

Global theme: Barriers to engagement with foot health education

The unifying global theme was that there are barriers to receiving foot health education from
podiatrists, leading to information being sought from sources that resulted in confusion and
fear. In support of this six organising themes emerged:

The content and purpose of patient education — what it should be

Participants considered that patient education (PE) was primarily an information resource that
could guide them to other sources of information, such as the Internet. As Mary highlighted:

“(patient education is) what you are told by your Specialist, what you can find
out on the web and other sources.”

Identifying how to access foot health information resources and what they should know about
foot health were issues for all the group:

“A lot of it is that you don 't know what you don 't know!” (Kitty).

All participants considered they had received little or no information regarding their foot
health. However, they wanted to be prepared for what might lie ahead: potential foot-related
morbidity; prevention of foot health deterioration; and the side effects of medication on foot
health. They also wanted information on the availability of foot health services and foot
health interventions:

“You need details of specific foot problems... the sort of thing we all
experience really, like fallen arches or pains in your toes, what this is caused
by or how you can help it (and) what treatment is available for each problem”
(Mary).

Participants wanted information to facilitate safe and effective self-management. Some had
received general footwear advice. However, they expressed disillusionment with it, as their
individual needs had not been considered, such as their ability to find accommodating
footwear:

“She said wear trainers, I can''t even wear trainers...my instep is so high”
(Joan).

None of the participants had been informed about the scope of practice of podiatry but did
perceive that ,,chiropodists™ and ,,podiatrists” were different in relation to the level of
expertise. This indicates confusion, as in reality they are the same:

“You would expect them [podiatrist”y to know more in depth about your foot
problems really, a chiropodist I would look on as more for cosmetic things
really like hard skin, toenails” (Mary).



Participants emphasised the need for clarification on the podiatrists* scope of practice, as well
as that of other health professionals involved in foot health.

The content of patient education — what it should not be

Most participants had accessed foot health information through the Internet and found it
frightening and overwhelming, reinforcing their fear of developing foot problems:

“Sometimes they cannot be very helpful, or they can tell you too much, they "Il
blind you with science which you don"t understand or they“ll tell you
something and you think ,oh my feet are going to drop off! " ”’(Lynne).

This negative view of their future foot health was further reinforced by comparing their foot
pathology with those of others they knew (friends/family) with chronic diseases, such as
diabetes:

“...they get told that when they Ve got diabetes, that different things can
happen to them [their feet] ” (Bernice).

Lack of appropriate education and information about interventions often invoked fear,
anxiety and concern, particularly in relation to footwear styles required to accommodate both
changing foot shape and orthoses:

“It's not possible to get something that works and is fashionable as well is
it?” (Mary).

Mary“s question highlights the participant™s concerns relating to the image that therapeutic
footwear represents and the function that it provides and this is further reinforced by Lynne
who stated that:

“Well none of us [indicates to the group] has special shoes and if we did, 1
think we'd all throw them to the back of the wardrobe as soon as we got them
home. Because ['ve seen them... and 1'd have to be dead to wear them.”
(Lynne).

Timing of information on foot health

Early referral to a podiatrist was considered crucial for timely access to appropriate foot
health information. Participants stated that such information should be presented in a way that
was not overwhelming. It should allow them to first absorb the meaning of being diagnosed
with RA:

“You need to have a bit [of information] to tell you what can happen to your
feet when you e got RA, but more when you go to see the podiatrist because
by then you "Il hae soaked in a bit, you can take a bit more.” (Lynne).

Limited time during consultations was perceived as preventing foot health questions being
raised:



“...and then there'sthe time factor as well, if I go into this podiatrist and say
., What are you going to do for me? “there"'s ony so much time.” (Joan).

Time for reflecting on information provided was deemed essential to enable asking further
questions at subsequent appointments.

Method of delivery

The Internet was the most accessed resource. Frustration with limited information about RA
and feet was expressed. Certain websites were considered too difficult to navigate to find the
right information:

“I had a terrible time with the NHS website, never found what I want.”
(Lynne).

Group education, provided by a range of health professionals, was considered best for
arthritis-related information and self-management strategies within a supportive environment.
Participants also considered that group education could provide information relating to topics
they had not thought about. However, two participants who had attended education groups
found them of little benefit. They were frustrated that group leaders allowed more vociferous
individuals to dominate:

”I can remember going to a group and getting so exasperated with a guy that
I ended up telling him 1"dcome to listen to the tutor, not him.” (Kitty).

The majority of participants had experienced one-to-one ,,verbal™ foot health education about
general foot health issues together with an explanation of interventions, such as foot orthoses.
The effectiveness of the patient /practitioner relationship influenced both the information
provided and whether the patient™s agenda was identified:

“...1 thought he s not really picking up on the main reason why 1'd actually
gone to see him.” (Mary).

None had received written foot health information from any health professional, including
podiatrists. Leaflets were viewed as an extremely useful ,aide memoir” as they considered
that RA affects retention of information. Leaflets were considered useful to impart general
information, such as frequently asked questions and were a reference source about who to
contact for attention to foot problems.

Ability to engage with foot health education

The financial cost of improving foot health behaviours, such as buying appropriate footwear
and aids to facilitate self-management, were seen as barriers to engaging with advice:

“They (long-handled files) are expensive if you go to a mobility shop, which is
the only place you"ll g& them. *“ (Lynne).

Other education resources, such as local support groups, can incur costs, which could be a
barrier to people joining. Further, they perceived that practitioners experienced many time
pressures and subsequently felt unable to approach Podiatry services to receive education.



The participants unanimously voiced that there was a distinct lack of information, which
provided explanation without inciting fear and anxiety:

We didn “thave the insight to ask for the information before because we didn "'t
know there was any available... it"s not there, podiatry wise it"s just not
there.” (Lynne).

The patient/practitioner relationship

Generally, when advice or foot-health education was provided, they considered podiatrists to
be helpful. Despite this, they considered that their point of view was often not heard, being
dismissed without their key concerns being addressed:

“...I went back again and said I cantwear these [insoles] except for in my
boots and they said ,,ohwell you"llget used to them " and sent me home. And
that were it, that s theamount of information I got.” (Lynne).

Participants considered female practitioners had a greater understanding of their needs:

“I got on better with a female one (podiatrist)...she was absolutely brilliant, 1
felt I got a lot out of the appointment, the orthotics seemed to work better and
she did give me a lot of information.” (Mary).

Discussion

Using focus group methodology and a thematic approach to data analysis has revealed a
richness of data about the participants™ experiences and opinions about the purpose, content,
methods of delivery and barriers to foot health education provision.

The small sample size and restricted geographical area means that caution must be taken in
generalising the results to the wider population. The homogenous nature of the focus group
participants could have led to sample bias and may have influenced the results due to the
gender of the group and group facilitator. As the participants were members of a patient
support group, it could be argued that this was a group of highly motivated individuals who
were well informed with regards their condition and the health system, influencing the results
further. The influence of the ,groupthink™ phenomena could be considered a limitation in the
use of focus groups, especially where the group has a high degree of cohesiveness and
homogeneity [27]. However, the aim of the focus group was to gain insight into patients”
views on foot health education and to this end the methodology was appropriate. The
limitations and criticism of using established groups can be countered by the benefits that
using participants from an already established support group can add richness to the data as
the group are more aligned to the research topic [19].

The strengths of this study lie with congruency of the overall themes that emerged from this
and a previous study that revealed the practitioners® perceptions with regards to the purpose,
timing, content, best methods of delivery and barriers to the provision of foot health
education [28], allowing triangulation of the data sources to better understand the area. This
agreement reinforces the need for the development of a foot health education strategy that
embraces both perspectives [29]. Identifying service users™ views as part of the development



of foot health education has already been shown to be successful in an elderly population
[30].

The role of health professionals in foot health management, accessing foot health services,
general foot health information in the context of RA and good foot care self-management
practices were considered to be essential components of foot health education provision.
These areas have also been identified as key topics within foot health guidelines [5].

These participants were confused about the role of ,,podiatrists™ and ,chiropodists.” This
resulted in a lack of clarity about the services they could access and what to expect from
them. Discarding the title ,,chiropodist™ may help to improve understanding of the podiatry
profession from the public perspective, an issue that has been identified by members of the
podiatry profession [28,31-33]. Where ,,specialist roles were discussed during the focus
group, there was the perception that the term ,specialist podiatrist™ generated more
confidence in the practitioner. Information about the podiatrist™s role and scope of practice is
required to ensure that patients are aware of the level of expertise they can expect from the
individual practitioner.

When foot health information was sourced it was reported as “frightening” or written in
language that was difficult to interpret. All participants had used the Internet to seek foot
health information, suggesting it is a well utilized resource. There is no lack of web based
foot health information. Arthritis Research UK and the National Rheumatoid Arthritis
Society (NRAS) provide resources that address foot health from both a general and RA
specific perspective [34,35]. However, the participants were unaware of these resources,
although all were members of NRAS. Patients concerns about locating high quality, patient-
centred information relating to RA have been identified [36]. The findings of this study
support this. Furthermore, a study of podiatrists found they directed patients to these web
sites infrequently [28] potentially reinforcing patients™ perception that there is a lack of such
information.

Participants wanted patient education leaflets to support verbal information given during
consultations. Written information was considered an aide memoir, prompting questions at
future appointments, especially as there is a risk of being ,,overwhelmed* with information at
the point of diagnosis. Written information for people with RA is considered the most
effective way for people to refer to information once they have left the hospital setting [37].
The participants in this study viewed that RA had a negative impact on memory retention
with pain and depression leading to poor cognitive function [38-40]. Written information was
thus seen as highly valuable. Despite evidence for the effectiveness of patient information
leaflets being weak [41], they are beneficial in increasing patient knowledge in the short term
[42] but this must be individualised and supported by the practitioner for it to be effective
[43], although this evidence relates to people with diabetes, the same may be true in RA.

Generally, group education was not viewed as beneficial by those members who had attended
these sessions, as neither foot health education nor self-management was addressed. The
potential value of group education was thought to be in providing a supportive environment
for general foot health information and self-management education, if planned and facilitated
appropriately. The implementation of group foot health self-management programmes for
people with RA may be an effective method of delivery, providing members can perform self
care tasks, such as basic nail cutting [44].



During their consultations with health professionals, participants found that individual
information and education was often not provided as limited consultation time restricted them
from asking questions. Individuals without foot pathology or few symptoms may not request
foot health information, as they perceive their needs to be minimal [45]. However, within the
context of a patient-centred consultation it is still important to identify their educational needs
early in the disease [5]. This view was strongly articulated by the participants, as they felt let
down and un-prepared for the way in which RA affected their feet and thus their daily
activities. The feet are often the first part of the body to be affected in RA [7] with most
experiencing foot pain early in the disease [8]. It is therefore essential to provide foot health
education in a timely and targeted way.

In this study, the development of a strong and trusting therapeutic relationship was viewed as
a critically influential factor for appropriate education. McInnes et al. [46] advocate a timely
and individualized approach to diabetes foot health education provision. This requires
investment of the practitioner's time and identifying the patients agenda through using
motivational interviewing techniques [47]. Identifying a persons ,,readiness™ to change and
motivation to engage in positive health behaviours is a key component of a patient-centred
approach and should be undertaken during the course of any consultation [48].

Participants described the experience of being ,listened to* more by female practitioners as
resulting in positive outcomes. This perceived higher level of empathy was also identified in
a study with practitioners, who found it easier to advise female patients on ,difficult™ foot
health issues such as foot wear styles [28]. ,,Gender related communication skills®, most
notably ,,patient-centeredness™, as opposed to gender alone, are thought to influence the
development of a positive therapeutic relationship [49]. Although female practitioners are
more likely to exhibit such skills [50], this does not preclude male practitioners from
developing and demonstrating them. Thorough assessment and developmental feedback in
relation to communication skills at undergraduate level may ensure similarities in
development by male and female practitioners. It should be taken into consideration that the
participants and facilitators of this study and the study with practitioners [28] were all female.
The fact that the group participants and facilitators were of the same gender could have
influenced the results. The development of a dynamic discussion is more likely where there is
group homogeneity from both a gender and shared experience perspective [51]. Further
research, exploring the perspectives of men, could provide a more comprehensive picture of
the foot health education needs of people with RA.

Patients in this study wanted access to information from a variety of sources, together with a
tailored approach and verbal explanation, to meet their needs. Group education was
considered beneficial if structured, with ground rules applied so that individual needs were
respected. However, patients strongly considered information should be staged according to
their needs and preferences as their disease progressed. To achieve this, the patients™ needs
must be identified to guide them to the most appropriate foot health information. An
Education Needs Assessment Tool, focusing on RA and its management has been developed
and evaluated [52]. A similar approach to identifying foot health educational needs would
enable practitioners to tailor their education provision to patients™ needs.



Conclusions

This study provides insight into the patient perspective on foot health education provision for
people with RA. There were clear similarities to practitioner perspectives [27]. The data will
inform a survey to ascertain the views of a wider population of people with RA and
Podiatrists.

Time is needed during consultations to ascertain patients” needs and readiness to engage in
positive foot health behaviour. Written information, supported with a practitioners
explanation and tailoring to the patients™ needs, will reduce anxiety and facilitate better
patient education and patient uptake of positive foot health behaviours. Further, this will
encourage a therapeutic relationship enabling positive health behaviour and self-management,
as recommended in the Darzi report [2]. Teaching and assessment of undergraduate
communication skills to ensure patient-centred consultation skills may result in an improved
patient experience of the consultation and reduce gender bias overall.

Abbreviations

NHS, National Health Service; NRAS, National Rheumatoid Arthritis Society; RA,
Rheumatoid Arthritis

Competing interests

The authors declare they have no competing interests.

Authors’ contributions

AG conceived and executed the study design (with contributions from AW and AH),
interpreted the findings with assistance from SW and drafted the manuscript with assistance
from AW and AH. All authors read and approved the final manuscript.

Acknowledgements

Many thanks to the members of the National Rheumatoid Arthritis Society,s Patient Support
Group who participated in the Focus Group.

References

1. Department of Health (DoH): Equity and Excellence-Liberating the NHS.; 2010.
http://www.dh.gov.uk/en/Publicationsandstatistics/Publications/PublicationsPolicyAndGuida
nce/DH_117353.

2. Professor the Lord Darzi of Denham KBE - Department of Health (DoH): High Quality
Care  for  all NHS  Next  Stage  Review: Final  Report.; 2008.
http://www.dh.gov.uk/en/Publicationsandstatistics/Publications/PublicationsPolicyAndGuida
nce/DH_085825.



3. Albano MG, Giraudet-Le Quintrec JS, Crozet C, D'Ivernois JF: Characteristics and
development of therapeutic patient education in rheumatoid arthritis: analysis of the
2003-2008 literature. Joint Bone Spine 2010, 77:405—-410.

4. Arthritis and Musculoskeletal Alliance (ARMA): Standards of Care for People with
Inflammatory Arthritis.; 2004. http://www.arma.uk.net/care.html.

5. Podiatric Rheumatic Care Association (PRCA): Standards of care for people with
musculoskeletal foot health problems.; 2008. http://www.prcassoc.org.uk Sept, 2009.

6. Williams AE, Davies S, Graham A, Dagg A, Longrigg K, Lyons C, Bowen C: Guidelines
for the management of the foot health problems associated with rheumatoid arthritis.
Musculoskeletal Care 2011, 9:86-91.

7. Grondal L, Tengstrand B, Nordmark B, Wretenberg P, Stark A: The foot: still the most
important reason for walking incapacity in rheumatoid arthritis: distribution of
symptomatic joints in 1,000 RA patients. Acta Orthop 2008, 79:257-261.

8. Otter S, Lucas K, Springett K, Moore A, Davies K, Cheek L, Young A, Walker K: Foot
pain in rheumatoid arthritis prevalence, risk factors and management: an
epidemiological study. C/in Rheumatol 2010, 29:255-271.

9. National Collaborating Centre for Chronic Conditions: Rheumatoid arthritis: national
clinical guideline for management and treatment in adults.
http://guidance.nice.org.uk/CG79/guidance.

10. Williams AE, Nester CJ, Ravey MI: Rheumatoid arthritis patients' experiences of
wearing therapeutic footwear - a qualitative investigation. BMC Musculoskelet Disord
2007, 8:104.

11. Graham A, Hammond A, Williams AE: Therapeutic Foot Health Education for
patients with Rheumatoid Arthritis:A Narrative Review. Musculoskeletal Care 2011,
9:141-151.

12. Kirwan JR: Patient education in rheumatoid arthritis. Curr Opin Rheumatol 1990,
2:336-3309.

13. Burckhardt CS: Arthritis and musculoskeletal patient education standards. Arthritis
Care Res 1994, 7:1-4.

14. Neame R, Hammond A, Deighton C: Need for information and involvement in
decision making among patients with rheumatoid arthritis: a questionnaire survey.
Arthritis Rheum 2005, 53:249-255.

15. Mikeldinen P, Vehvildinen-Julkunen K, Pietildi A: Rheumatoid arthritis patient
education: RA patients' experience. J Clin Nurs 2009, 18:2058-2065.

16. Kitzinger J: Education and Debate: Qualitative Research — Introducing Focus
Groups. BMJ 1995, 311:299-302.



17. Powell RA, Single HM: Methodology Matters V — Focus Groups. Int J Qual Health
Care 1996, 8:499-504.

18. Krueger RA, Casey MA: Focus Groups: A practical guide for applied research. 3rd
edition. Sage Publications: Thousand Oaks CA; 2000.

19. Denscombe M: The Good Research Guide: for small-scale social research. 3rd edition.
McGraw Hill: Open University Press; 2007.

20. Braun V, Clarke V: Using Thematic Analysis in Psychology. Qual Res Psychol 2006,
3:77-101.

21. Arnett FC, Edworthy SM, Bloch DA, McShane DJ, Fries JF, Cooper NS, Healey LA,
Kaplan SR, Liang MH, Luthra HS, Medsger TA, Mitchell DM, Neustadt DH, Pinals RS,
Schaller JG, Sharp JT, Wilder RL, Hunder GG: The American Rheumatism Association
1987 Revised Criteria for the Classification of Rheumatoid Arthritis. Arthritis Rheum
1987, 31:315-324.

22. Redmond R, Curtis E: Issues in Research: Focus Groups: principles and process.
Nurse Res 2009, 16:57-69.

23. Halcomb E, Gholizadeh L, DiGiacomo M, Phillips J, Davidson PM: Literature review:
considerations in undertaking focus group research with culturally and linguistically
diverse groups. J Clin Nurs 2007, 16:1000-1011.

24. Barbour R: Education and Debate; Checklist for improving rigour in qualitative
research: a case of the tail wagging the dog? BMJ 2001, 322:1115-1117.

25. Mays M, Pope C: Rigour and qualitative research. BMJ 1995, 311:109-112.

26. Attride-Stirling J: Thematic Networks and analytical tool for qualitative research.
Qual Res 2001, 1:385-405.

27. Turner ME, Pratkanis AR: Twenty-five years of group think theory and research:
lessons from the evaluation of a theory. Organ Behav Hum Decis Proces 1998, 73:105—
115.

28. Graham AS, Hammond A, Williams AE: Foot health education for people with
rheumatoid arthritis — the practitioner’s perspective. J Foot Ankle Res 2012, S:2.
http://www.jfootankleres.com/content/5/1/2.

29. Li LC: If knowledge is power, why don’t rheumatoid arthritis education
programmes show better outcomes? J Rheumatol 2007, 34:1645—-1646.

30. Waxman R, Woodburn H, Powell M, Woodburn J, Balckburn S, Helliwell P:
FOOTSTEP: A randomized controlled trial investigating the clinical and cost-

effectiveness of a patient self-management programme for basic foot care in the elderly.
J Clin Epidemiol 2003, 56:1092—-1099.



31. Manley A, Tinley P: Burnout and Occupational Stress: Comparison between United
Kingdom and Australian podiatrists. J Am Podiatr Med Assoc 2004, 94:282-291.

32. Vernon W, Borthwick A, Farndon L, Nancarrow S, Walker J: Issues of Podiatry status
in the UK. British Journal of Podiatry 2005, 8:6—10.

33. Farndon L, Vernon W, Parry A: What is the evidence for the continuation of core
podiatry services in the NHS? A review of foot surveys. British Journal of Podiatry 2006,
9:89-94.

34. Arthritis Research UK. http://www.arthritisresearchuk.org.
35. National Rheumatoid Arthritis Society. http://www.nras.org.uk.

36. Newman MA, Ziebland S, Barker L: Patient views of a multimedia resource featuring
experiences of rheumatoid arthritis: pilot evaluation of www.healthtalk online.org.
Health Informatics J 2009, 15:147-159.

37. Kyngas H, Kukkurainen ML, Makelainen P: Patient education from the perspective of
patients with arthritis (in Finnish). Journal of Nursing Science 2004, 16:225-234. cited in
Kaariainen M, Kukkurainen ML, Kyngas H, Karppinen L: Improving the quality of
rheumatoid arthritis patients’ education using written information. Musculoskeletal
Care 2011, 9:19-24.

38. Brown SC, Glass JM, Park DC: The relationship of pain and depression to cognitive
function in rheumatoid arthritis patients. Pain 2002, 6:279-284.

39. Dick B, Eccleston C, Crombez G: Attentional functioning in fibromyalgia,
rheumatoid arthritis and musculoskeletal pain patients. Arthritis Rheum 2002, 47:639—
644.

40. Appenzeller S, Bertolo MB, Costallat LT: Cognitive impairment in rheumatoid
arthritis. Methods Find Exp Clin Pharmacol 2004, 26:339-343.

41. Riemsma RP, Kirwan JR, Taal E, Rasker HJ]J: Patient education for adults with
rheumatoid arthritis. Cochrane Database Syst Rev, Art. No.: CD003688:Issue 2.
doi:10.1002/14651858.CD003688.

42. Hill J, Bird H: The development and evaluation of a drug information leaflet for
patients with rheumatoid arthritis. Rheumatology 2003, 42:66—70.

43. Ronnemaa T, Hamalainen H, Toikka T, Liukkonen I: Evaluation of the impact of
podiatrist care in the primary prevention of foot problems in diabetic subjects. Diabetes
Care 1997, 20:1833—-1837.

44. Semple R, Newcombe L, Finlayson G, Hutchison C, Forlow J, Woodburn J: The
FOOTSTEP self-management foot care programme: are rheumatoid arthritis patients
physically able to participate? Musculoskeletal Care 2009, 7:57-65.



45. Prochaska JO, DiClemente CC: Transtheoretical therapy: toward a more integrative
model of change. Psychotherapy: Theory, Research and Practice 1982, 19:276-288.

46. Mclnnes A, Jeffcoate W, Vileikytet L, Game F, Lucas K, Higson N, Stuart L, Church A,
Scanlan J, Anders J: Footcare education in patients with diabetes at low risk of
complications: a consensus statement. Diabet Med 2011, 28:162—167.

47. Miller WR, Rollnick S: Facilitating Change. Motivational Interviewing: Preparing
people for change. 2nd edition. New York: Guilford Press; 2002.

48. Hammond A: Patient education in arthritis: helping people change. Musculoskeletal
Care 2003, 1:84-97.

49. Christen RG, Alder J, Bitzer J: Gender differences in physicians’ communication skills
and their influence on patient satisfaction in gynaecological outpatient consultations.
Soc Sci Med 2008, 7:1474—-1483.

50. Law SAT, Britten N: Factors that influence the patient centredness of a consultation.
Brit J Gen Pract 1995, 45:520-524.

51. Hennick MM: International Focus Group Research; A Handbook for the Health and
Social Sciences. Cambridge UK: Cambridge University Press; 2007.

52. Hill J, Tennant A, Adebajo A: Further development of an educational needs
assessment tool (ENAT) for patients with rheumatoid arthritis. Arthritis Rheum 2004,
50:S274-S275.



In your opinion, what is Patient Education? (in relation to foot health)
e What do you think the purpose of it is?
e What is the usefulness of it?

What kind of information is given?

Prompts:
e What kind of things are you told about Rheumatoid Arthritis?
e About Podiatry?
e About what can be done for your feet?

When is patient education given?

Prompts:
Think about when you were first diagnosed/first saw a podiatrist — were you
given any foot health related information or advice then?
Have you been given any information/education about your feet since then, if so
when?
Is this something you discuss regularly or was it a ‘one-off'?

How is the information/education provided for you?

Prompts:
For example were you simply given verbal advice?
Did you receive any written information such as leaflets provided by the Trust,
AR UK, NRAS, from the podiatrist or any other Healthcare professional relating
to your feet?
Were you prompted to use any websites?
What did you think about the resources that you were provided with?

In your opinion, what prevents you from obtaining the foot health
information/education that you want?
Prompts:
e s there anything that stops you from getting the information or advice that you
need at the time that you need it?
e How easy is it for you to access your podiatrist for example?
e Do you know where to go for the right kind of information?
Fi@urgq you have easy access to the internet for example?




2.4 Commentary — Paper 4

Patient education is a key role for podiatrists as part of the management of people
with RA (Podiatric Rheumatic Care Association, 2008). Providing information about
the purpose and use of foot interventions, together with a patient-centred approach
to the design and delivery of foot health self-management interventions has been
shown to be effective in people with RA, but the most appropriate content and
delivery strategies for RA-related FHE was not known. Additionally, the methods by
which FHE is currently delivered by podiatrists involved in the management of people
with RA was not known and the potential barriers to its’ delivery needed to be
identified before effective strategies could be developed in the future. There was a
need to understand how patient ‘v’ practitioner perceptions compare in order to
identify if any disparities and areas of commonality exist. Further, there remained the
‘unknowns’ in relation to what podiatry practitioners think they provide in relation to
FHE, compared to what the patients think they need, as identified within papers 2
and 3.

This exploratory study, using a focus group method, aimed to identify the nature,
content, the methods, timing and the potential barriers to the provision of FHE by
podiatrists. The results were used to inform the development of a survey to be
distributed to a larger sample population of podiatrists across the UK and provide a
practitioners’ perspective to the future development of FHE strategies for people with
RA.

The participants viewed patient education as a mechanism for facilitating foot health
self-management and enabling informed consent. The paper identified for the first
time, the content of FHE that the participants perceived that people with RA need to
know about; the disease in general, the cause of foot related pathology and its’
impact on future foot health, symptoms that should prompt urgent attention and
aspects of safe self-management of foot care. Further to this the participants
articulated the need to stress lifestyle modification to people with RA, especially in
respect to cardiovascular risk modification. A combination of verbal and written
modes of delivery were felt to be the most appropriate methods of delivery, in
conjunction with sign-posting people with RA to patient information / support group

web-sites. The participants felt that FHE provision should be flexible in relation to the
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timing with which it was delivered and provided within the context of a patient-centred
approach to the medical consultation. However, this study also identified, for the first
time, the tension that was thought to exist within the use of techniques such as
motivational interviewing; it was felt that more novice podiatrists may lack the
experience of managing patients with more complex needs and the negotiating skills
required to manage those patients who ‘resist’ making positive changes to health-
behaviour. Further barriers that were perceived by the participants in the provision of
FHE were; the poor recognition by both patients and the wider MDT of the scope of
podiatric practice. The retention of the dual titles of ‘chiropodist’ and ‘podiatrist’ were
again identified as being a factor that led to confusion within patient perceptions of
the profession. Participants were also of the view that the additional factor of time
constraints within the consultation and financial constraints within the NHS trusts to
provide educational resources. Finance was also considered a limitation in relation to
patients being able to engage with foot health advice, such as the purchase of new,

more appropriate footwear.

Uniquely, the results of this study revealed that thematic congruency existed
between the perceptions of this group of practitioners and the perceptions of people
with RA that had participated in the patient focus groups in relation to; the purpose,
timing, content and perceived barriers to FHE provision. These results facilitated the
identification of the key sub-topics and items that a broader, UK-wide survey should
use to seek a wider geographical perspective. The results supported the need to
obtain the views of both the patient and practitioner through the development of two
surveys that reflected my own experience, knowledge from the narrative review and
the emergent themes from the focus groups that would allow for general comparison

of results across the surveys.

INNOVATIONS:

The results from this paper have contributed new knowledge to what we needed to
know about how podiatry practitioners viewed FHE provision in order to begin to
develop effective FHE strategies in the future. The need to stress lifestyle
modification in relation to risk factor identification and management, within the
content of FHE delivery for people with RA was strongly articulated and should be a

key component.
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The strong thematic congruency that exists between the findings of the studies of
‘patient’ and ‘practitioner’, especially in relation to the development of effective
therapeutic relationships, indicates that this is an area of clinical practice that should
be nurtured and developed to facilitate the educational and clinical needs of the

patient and to ensure the podiatry practitioners fulfil their clinical responsibilities.
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Abstract

Background

Patient education is considered to be a key role for podiatrists in the
management of patients with rheumatoid arthritis (RA). Patient education has
undoubtedly led to improved clinical outcomes, however no attempts have
been made to optimise its content or delivery to maximise benefits within the
context of the foot affected by rheumatoid arthritis. The aim of this study was
to identify the nature and content of podiatrists’ foot health education for

people with RA. Any potential barriers to its provision were also explored.

Methods

A focus group was conducted. The audio dialogue was recorded digitally,
transcribed verbatim and analysed using a structured, thematic approach. The
full transcription was verified by the focus group as an accurate account of
what was said. The thematic analysis framework was verified by members of

the research team to ensure validity of the data.

Results

Twelve members (all female) of the north west Podiatry Clinical Effectiveness
Group for Rheumatology participated. Six overarching themes emerged: (i)
the essence of patient education; (ii) the content; (iii) patient-centred
approach to content and timing; (iv) barriers to provision; (v) the therapeutic

relationship; and (vi) tools of the trade.



Conclusion

The study identified aspects of patient education that this group of podiatrists
consider most important in relation to its: content, timing, delivery and barriers
to its provision. General disease and foot health information in relation to RA
together with a potential prognosis for foot health, the role of the podiatrist in
management of foot health, and appropriate self-management strategies were
considered to be key aspects of content, delivered according to the needs of
the individual. Barriers to foot health education provision, including financial
constraints and difficulties in establishing effective therapeutic relationships,
were viewed as factors that strongly influenced foot health education
provision. These data will contribute to the development of a patient-centred,
negotiated approach to the provision of foot health education for people with

RA.



Background

Foot deformity and the associated symptoms of pain and stiffness are
common in people with rheumatoid arthritis (RA), with up to 80% reporting
pain at some point during the disease course [1, 2]. Patient education is
recommended as an integral part of the treatment regimen in RA [3].
Increased self-management through patient education is associated with
improved clinical outcomes [4]. Patient education can range from simple
information given as part of care, to more complex cognitive-behavioural

education programmes that aim to support patient adherence to treatment [4].

Patient education is considered to be a key role for podiatrists in the
management of people with RA [5, 6]. Providing information relating to the
purpose and use of clinical interventions, such as foot orthoses and specialist
footwear, has the potential to improve patient adherence [7]. Using a patient-
centred approach in the design and delivery of self-management programmes
for foot health has been proven to be effective [8]. However, the most
appropriate content of and delivery strategies for foot health patient education
have not been investigated [9]. Refining these could improve foot health
outcomes. How this education is delivered by podiatrists working with people

with RA is also unknown.

Therefore, the aim of this study was to identify the nature and content of
podiatrists’ foot health education for people with RA. Any potential barriers to

its provision were also explored.



Methods

Design

A focus group was conducted, as this is the most pragmatic approach for
exploring attitudes, perceptions and ideas in this new area of research [10].
Individual interviews, whilst equally appropriate for ideas generation, do not
have interaction between focus group participants, which promotes both
consensus and clarifying diverse views between individuals [11]. The audio
dialogue was digitally recorded and transcribed verbatim. A thematic
framework was used to analyse the data, allowing the researcher to illustrate
the main themes within a piece of text and enabling the transparent,
methodical systematisation of textual data. To achieve this, a six stage
process was used involving: coding the text; theme identification; thematic
network construction; description and exploration of networks; summarisation

of networks; and pattern interpretation [12].

Participants

Participants were purposively recruited from Rheumatology Podiatry Clinical
Effectiveness Group members working in National Health Service (NHS)
Trusts across the north west region of England. The participants had to be
qualified podiatrists, experienced in managing patients with RA, able to speak

and read English and provide written consent. The proposed sample size was



7 to 12 participants, which is considered the optimum size for focus group

interviews [10, 13]

Procedures

Ethical approval for the study was obtained by the University of Salford
Research Ethics Committee and written informed consent was obtained from
all participants prior to recruitment. The focus group questions were devised
by the first author (AG), based on a review of the literature and contributions
from the other two authors, one with patient education expertise (AH) and one
with qualitative research expertise (AW). The questions were open-ended and
designed to instigate in-depth discussion between the group participants
across five sub-topics relating to the provision of foot-health education [Figure

1].

The focus group took place at the University of Salford as part of a regular
scheduled meeting of the Rheumatology Podiatry Clinical Effectiveness
Group. It was facilitated by the first author (AG) and field-notes taken by one
of the other authors (AW). Any unanticipated topic areas were followed up
with more questions by the first author. The dialogue was recorded digitally,
transcribed verbatim by the first author and returned to the participants for

verification and to support the trustworthiness of the data [14, 15].

Data analysis
The verified transcription of the dialogue was subject to thematic analysis [13]

and categorised into ‘Basic’ and ’Organising’ themes [Table 1]. Agreement for



this categorisation was achieved between the first author (AG) and one of the
other authors (AW) for both the thematic analysis and the data extracted [14,
15]. Exemplars from the dialogue were extracted to demonstrate truthfulness

of the data within each theme.

Results

Twelve participants consented to participate. All had experience in managing
people with RA and ranged from newly qualified podiatrists with an interest in
working with patients with RA to those with experience within a Rheumatology
multidisciplinary team. The average number of years since qualification within
the group was 17.8 (SD = 9.8). Newly qualified podiatrists would have
experience of working with people with RA across all undergraduate levels of
clinical study and to a lesser extent, after qualification as an autonomous
practitioner. Those working within the multidisciplinary team (n=5) in acute
services were more likely to work with consultant rheumatologists and
specialist nurses. Those working in Primary Care Trust services (n=7) had

limited contact with a rheumatology multidisciplinary team.

Six organising themes emerged from the data analysis. Participants’ names
have been replaced with a pseudonym to ensure anonymity and

confidentiality.

Theme 1: The essence of patient education:
This theme describes the participants’ perception of patient education as a
mechanism for patient empowerment. They considered that the process of

information giving can impart the ‘power’ to patients to make appropriate



decisions about consent and self-management. When asked what patient

education is, the responses were short and to the point such as:

(Patient education allows) “...Informed consent so that they can participate in

the management regime” [Maria].

Patient education was considered useful for guiding patients according to their
individual needs, and as Lisa stated, some of the content may not even be

related to their feet:

“... if they’'ve got a question, you can say “well here’s where you need to go
and find out,” you can put them in the right direction with the right agency. It's
not even necessarily all about podiatry. Sometimes it's just helping them to

find a way.”

The podiatrist’s role as a point of access to other services that patients may
not know about in relation to their specific health care needs was clearly

thought of as a component of patient education.

Theme 2: Content — what and why?

The participants considered that patients wanted general information. This
included: how the disease and the drugs used to manage it, would impact
upon their foot health; signs and symptoms relating to foot health that should

prompt them to seek immediate advice from a healthcare professional; and



the potential changes to their foot health as the disease progresses. Jane

articulated that patients need:

“...general information if they haven't got a specific problem, about foot health,
about the impact of the drugs on their foot health and what sort of things

(stops and thinks)...preventative advice...” [Jane].

There was a strong view that patients needed an explanation about foot
health interventions and how they can help foot symptoms. As ‘Ann’

highlighted:

“If they need orthotics then you've gotta do all kinds of explanations as to why
they need them and how it's gonna help them, and then of course it's gonna
be footwear to accommodate the orthotics. So | may have to explain y'’know

why you’re doing...and find out y'’know what they're willing to go along with...”

The participants were often asked to provide information and advice that did
not directly relate to foot health. This included the need for support for intimate
personal issues, how to access welfare and support services and health
promotion, such as smoking and alcohol consumption. The participants

viewed this as a holistic approach to patient education:

“l asked a patient about alcohol consumption... and was told like, seven pints,

but he said it was every night... all sort of things came out of that. It was just a



question | was asking, he was talking about methotrexate, medication ...”

[Sara].

Informing patients about the role of the podiatrist was viewed with equal
importance as providing foot health advice, in order to support patients in foot
health self-management and in some cases, to ensure patient attendance at

appointments with a podiatrist:

“Patients turned up and they didn't know what they had been referred for. Or
they weren't turning up and it was because they didn't know what they'd been

referred for” [Ann].

The content of patient education was primarily not only to ensure that patients
are aware of the disease, it's impact on lower limb health and the podiatrists’
role, but also the medical management of RA, and the physical, social and

personal issues associated with it.

Theme 3: Patient-centred approach to content and timing of patient
education

The content of patient education was influenced by: the patients’ individual
needs; disease status; age; and expectations of what podiatry can offer. The
information provided was either general, such as basic foot health advice, or

more specific, as identified by Jane:
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“l suspect at new diagnosis you're talking about the basics, how to manage
general foot care (pauses)....general information if they haven't got specific
foot problems... (pauses) I think early and late disease does have a slightly
different slant on what you pick out as possibly more relevant at that point in

time” [Jane].

The need for a patient—centred approach to foot-health education, that

identifies the expectations of the patient, was articulated by Louise:

“I think part of it [patient education] as well is patient expectations of what

they’re going to end up like...” [Louise)].

This theme strongly illustrates the participants’ view that foot health education
cannot be overly prescriptive in its content and that timing needs to take into

account the patient’s defined needs.

Theme 4: Barriers to provision of education
Other health practitioners’ knowledge about the role of the podiatrist was

thought to impact on the timely referral for foot care. As Jane highlighted:

“Even if patients complain, the likelihood of actually getting looked at, y’know

at new diagnosis...People just don’t understand what it is we can do.” [Jane].

The group thought that there should be a team approach to the provision of

foot health education when patients are being managed within a

11



multidisciplinary team, with a consensus as to what basic information all team
members should be providing to avoid provision of detrimental and conflicting
advice. However, foot health education provided by health practitioners, other

than podiatrists, was viewed with scepticism by one participant:

“That’s a bit dodgy ‘cos it's not always good.” [Lisa].

Lack of time, due to overbooked clinics and a lack of finances with which to
develop educational resources, were identified as further barriers to foot

health education:

“. and the numbers, the numbers of patients. It's very numbers-orientated in
the acute [trust] (pauses).....there’s no money for leaflets [development]!’

[Louise].

Patients’ lack of understanding or acknowledgement that they need to change
health behaviour was seen as an essential barrier to overcome in order to
improve foot health. The ‘domestic burden’ of the patients’ home
circumstances, with other family members’ needs being prioritised, or a poor
financial status, were also viewed as barriers to patients following foot health

advice:

“You're giving them good shoe advice but they can't follow through ‘cos they

can't afford it.” [Ann].
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The ability of the podiatrist to empathise with the patients’ experiences and
employ appropriate consultation skills was seen as another barrier, notably

amongst new graduates:

“When | was newly qualified | couldn’t understand why they didn’t want to help

themselves to get the best outcome” [Julie].

The challenges encountered when patients ‘play off’ one professional against
another led to the labelling of such patients as ‘non-compliant’, resulting in
patient education that was ineffectual, with reduced motivation for its
provision. Participants described the refinement of consultation skills as a

process requiring practice in negotiating with patients considered ambivalent:

“When you've got patients in that are just like “oh yeah, yeah...” like that when
you are talking to them, I think that you've got to keep practising it, to be

encouraged, otherwise you do get a little bit demoralised.” [Gill].

This theme clearly highlighted barriers to foot health education provision as:
poor timing of referral by other members of the multidisciplinary team, lack of
resources, such as time and money; perceived low patient compliance; and

inexperience of novice podiatrists.

Theme 5: The therapeutic relationship
The development of the therapeutic relationship describes the dynamic that

exists between patient and practitioner and, in this context, focuses on how it

13



influences patient education. The participants considered that the
‘educational’ role of the podiatrist was subtly altered when they are no longer
the primary resource for information but act as a filter for what is ‘good’ and

‘bad’ information gained from elsewhere:

“It is hard, you do have to sometimes say to them that... anybody can put
anything they like on the internet... they seem to believe that if it’s there in

print it’s go to be right” [Gill].

The patients’ attitudes to their disease, was an influential factor in the
development of the therapeutic relationship. Participants felt that patients who
were in ‘denial’ about their diagnosis, or did not have foot health issues on
their ‘agenda’, should not have foot health education “thrust upon them”. The
participants thought that, for some patients, engaging in foot health related
‘activity’, such as attending group educational sessions, would reinforce the
perception that they were ‘sick’. This may negatively influence the relationship

with the practitioner and the potential to change their health behaviour:

“They don’t want to become part of the ‘rheumatology world’ because ‘I'm not

one of the sick people’ y’know? Which you can understand.” [Lisa].

Practitioner attitudes appeared to impact on the provision of education during

the consultation. The need to be firm’ or ‘compromising’ with patients was

described:

14



“I try to make everything sound like a compromise now. Especially for women

it has to be a compromise” [Julie].

Empathy between these female practitioners and their female patients
appeared to influence the patient — practitioner relationship and thus the
effectiveness of foot health education. It was considered that those of the
same gender would be able to relate to each other more effectively.
Discussion of ‘difficult’ subject areas (such as footwear style with female

patients) influenced the participants’ ability to relate to their patients:

“We all like to wear high heels and nice shoes when we go out....you have

that empathy with them” [Nancy].

The public’s perception of the podiatrist was viewed by the participants as an
influencing factor on the patient — practitioner relationship. It was thought by
the group that ‘podiatrists’ are typically viewed by patients as having a more
specialised role, with ‘chiropodists’ having more basic expertise. This
confusion over professional title, and hence expertise, can influence patients’

expectations about the information they expect.

“They [patients] have some concept that there is some difference between a

podiatrist and a chiropodist, they say “you’re not quite the same as that, what

is it that you do?” [Lisa].
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A number of factors influence the therapeutic relationship including: the
patients’ level of foot health and disease knowledge prior to the initial
consultation; the subtle change in the subsequent role of the podiatrist as an
educator to re-educator; the patients’ attitude to the disease; the age and
gender of both the patient and the podiatrist; and the patients’ confusion over

the professional title.

Theme 6: ‘Tools of the trade’

This theme describes the methods most commonly used and the issues most
relevant to the participants in the delivery of foot health education. Information
provided in a one-to-one context, using written advice and visual aids (such
as examples of moisturising products) to reinforce verbal advice, was most
commonly used. Some used locally produced leaflets and some used other
sources, such as footwear company catalogues and literature from charities
(for example Arthritis Research UK). It was considered that care was needed
when providing such written information, as the language used might be
difficult for some patients to understand and could become a barrier to
effective patient education. Directing patients in using the Internet
appropriately was seen as additional supportive information, although this

method was not used by all participants.

The combination of verbal and written information was viewed as important to

enable the patient to reflect upon what had been said during the consultation

and to act as a ‘aide memoire’:
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“You could provide verbal education on top of having a minimum to hand out
and then they’ve had something to reflect on after their consultation. [Patients]

tend to forget half of what you tell them anyway’ [Meg].

Group education was considered useful in providing peer support for patients,
reducing the feeling of isolation and as a conduit for the provision of general
information. However, it was not widely used, due to a lack of: evidence for its’
effectiveness; feasibility; patient motivation; and finance. One-to-one patient
education was considered more useful as it provided more tailored,
individualised information in an environment that might be more comfortable

for patients to discuss personal issues:

“I think some people are just more comfortable on a one to one basis... it’s

quite a personal thing isn't it?” [Maria].

This theme illustrates the most widely used format for patient education is

one-to-one verbal delivery, supported with written material.

Discussion

The participants’ views on patient education for people with RA are that it is a
mechanism for facilitating foot health self-management and enabling informed
consent for foot health interventions. The literature relating to foot health
education in patients with diabetic foot problems [16] supports structured
education and information giving to enhance self-efficacy and improve health

behaviour.

17



The participants perceived that patients needed to know about RA, its cause
and its impact on future foot health. Patients also want to know about
symptoms requiring urgent attention and good self-care to prevent
deterioration. These are the key topics any podiatrist should address, together
with modifying lifestyle factors such as smoking and excessive alcohol
consumption. These topics are recommended in the Podiatric Rheumatic
Care Association Musculoskeletal Foot Health Standards [5]. Educating
patients about such risk factors for cardiovascular disease is vital, given the
association between RA and cardiovascular disease [17]. Podiatrists have the
skills and knowledge to assess and monitor patients’ lower limb vascular
status and are well placed to discuss the effect of smoking on lower limb
health, such as the development of peripheral arterial disease, which is
accelerated in people with RA [18, 19]. Patient education for people with RA
about cardiovascular disease has been recognised as being poorly promoted

by health care professionals [20].

It was strongly considered that the scope of practice of podiatrists in relation
to managing people with RA is not widely recognised within the medical
community or by patients. If patients and other members of the
multidisciplinary team are unaware of what can be provided about foot health
management, then timely and appropriate referral cannot be achieved.
Members of the rheumatology multidisciplinary team need to be agreed as to
the foot health education provided to patients in their service [5] to avoid

conflicting information being given to patients. This issue reflects the need for

18



podiatrists to educate other members of the multidisciplinary team about foot
health. Ensuring that team members are fully conversant with each others’
role within the wider management of people with RA may help to resolve this.
Care pathways which detail traditional foot health interventions and
educational needs of people with RA [6] can provide evidence-based
guidance that supports all multidisciplinary team members in foot health

management.

A perceived lack of awareness of the podiatrist’s role by the members of the
multidisciplinary team creates confusion. This was thought to be due to ‘dual
professional identity’ resulting from the continued use of ‘podiatrist’ and
‘chiropodist’ as professional titles. The retention of the title ‘chiropodist’
reflects the original role of social foot-care [21] compared with the current role
including lower limb assessment, independent diagnosis and extended skills

such as steroid injection therapy and non-medical prescribing.

Health education provision for people with RA should be flexible, timely and
patient-centred [22,23]. The participants expressed that foot health education
content should be tailored according to individual need, disease stage, age,
gender and recognition of ability to engage in positive health behaviour. The
trans-theoretical model of behavioural change [24] is acknowledged as being
a useful tool for identifying a persons’ readiness to make changes in health
behaviour [25]. The participants identified the need to ‘...move patients from
the stage of pre-contemplation to contemplation’ in order to effect positive

behaviour change.

19



Motivational interviewing techniques [26] can be highly effective in engaging
patients in change talk, though the use of these techniques is a skill in itself.
The lack of such skills was identified as a potential barrier to the provision of
foot health education, particularly in those who were more recently qualified
and who had less clinical experience. Participants felt well prepared by their
undergraduate training in terms of understanding the underlying theory of
motivational interviewing techniques, but in the ‘real world’ their expectations
had been lowered through experience of patients who ‘did not want to help
themselves by complying with foot health advice’. Perhaps the challenge here
lies in equipping podiatrists with strategies to cope with patient resistance to
changing health behaviour, alongside skills in effective patient-centred
consultation. This should be provided within the undergraduate curriculum

and as part of continuous professional development.

There is no consensus as to the most appropriate time to provide foot health
education. Patients should have timely access to relevant foot health specific
advice and information that enables them to recognise variations in disease
activity, focussing on issues of particular relevance at any given time [5]. The
use of one-to-one consultations that can be responsive to the patient’s
individual needs and provide a less intimidating environment is more
appropriate in these circumstances. Further, practitioners should be mindful
of the fact that not all patients desire or see the benefits of changes in health

behaviour in the short term, but their perceptions may alter with time [25].
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This study found that one-to-one delivery of foot health education during the
consultation, combining verbal and written material was the most common
method of delivery, with minimal use of group education and charity websites
such as Arthritis Research UK and the National Rheumatoid Arthritis Society.
There has been no direct comparison of one-to-one versus group education
for people with RA. The use of group education can provide a supportive
environment in which patients can discuss common issues together with the
use of individualised verbal information supported by printed documents and
reputable patient support group websites [22]. Further to this the
implementation of educational behavioural programmes has been found to
maintain benefits, such as improved pain scores and self-efficacy, for up to 12
months [27] and may prove cost-effective to the NHS in the long term [8].
However, this should be balanced with the potential additional ‘cost-to-self’ for
patients, as this study highlighted that socioeconomic factors are thought to
influence patients’ ability to comply with certain aspects of foot health
education such as the purchasing of appropriate footwear that may cost more
than they would normally spend. There are currently no foot health education
programmes that cater for people with RA, though the feasibility of patients
with RA participating in a foot health self-management programme has been
investigated [28]. At initial diagnosis patients may not be ready to participate
in a comprehensive programme of foot health education, though this is yet to

be ascertained.

This is the first study to explore podiatrists’ perceptions of foot health

education for people with RA. The views expressed within this study are
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restricted to podiatrists working within rheumatology who attend a Clinical
Effectiveness Group (CEG) and were thus purposively selected. It could be
argued that focus groups should consist of participants that do not know each
other to avoid the influence of pre-existing relationships upon the outcomes of
the discussion and promote a more honest response [29]. Further to this the
presence of more experienced, senior practitioners within the group may have
resulted in the modification of the responses from their junior or less
experienced colleagues. However, the trust that can be found within members
of groups who already know each other can be a positive and encouraging
influence upon the discussion; participants may feel more able to challenge
each other’s views if they feel comfortable with each other [10, 30]. A constant
positive group dynamic was observed throughout this focus group, facilitating
involvement of all participants in the discussion, without stifling the richness of

data generated.

It is acknowledged that the use of other qualitative methods such as
Interpretative Phenomenological Analysis [31] could reveal more complex
interpretative aspects within this data. However, the use of thematic
framework analysis in this study allows for a thematic description of the entire
data set, which is appropriate for the investigation of this under-researched

area and the identification of the most predominant themes [32].

The number of participants in this focus group could be viewed as relatively
high, the ideal number being suggested as between 6 and 10 [10, 29, 30].

However, larger numbers can be used where it aligns with the research aims

22



and the generation of concepts is required [33]. A similar argument may be
applied to the number of focus groups conducted. Only one focus group was
conducted and additional focus groups may have added to the data.

However, there is no consensus as to the ideal number of focus groups that
should be conducted, with the literature suggesting a single group [34] to over
50 groups [30]. Therefore, a pragmatic approach was adopted that considered
the purpose of the study, the financial cost, time available and perceived

attainment of data saturation.

The participants were from the northwest region of England, which may mean
that the results are not generalisable. However, they were from a range of
services and duration of clinical experience and so are likely to be
representative of UK podiatrists. Future research into podiatrists’ opinions of
foot health education should involve both male and female practitioners, those
from a wider geographical area and those in private practice. Additionally, a
wider perspective that investigates the perceptions of other allied health
practitioners and consultant rheumatologists in relation to the provision of foot
health education may be of potential importance. The patients’ perspective on
their experiences and educational needs requires investigation from a wide

geographical perspective.

The ultimate aim of future research should be the development of a patient-

centred and negotiated approach to foot health education, through which the

individuals’ needs and preferences are identified.
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Conclusion

This study has identified aspects of patient education that this group of
podiatrists found most influential in its delivery including; what they perceive
the role of foot health education to be, the main content including general
disease and foot health related information, appropriate strategies for self-
management and the role of the podiatrist in managing the foot health of
people with RA. The need for a tailored approach to delivery, according to the
needs of the individual over the life span of the patient through identification of
the patient’s agenda, was highlighted as being influential in the development
of an effective therapeutic relationship. Potential barriers to its delivery
included a lack of patient-centred consultation skills, the financial status of the
patient and the NHS trust and time constraints. From the podiatrists’
perspective this identifies a need to develop foot health education that
encompasses both the patients’ needs and podiatrists’ responsibilities. The
ultimate aim of this would be to support self-efficacy and appropriate foot

health behaviour, thereby improving the foot health for people with RA.
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Figure legend
Figure 1: Focus group questions: figure 1 gives details of the questions used

to generate participant discussion during the course of the podiatrists’ focus

group.
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Table 1 - Outline of the basic and organising themes developed from the
thematic analysis.

Basic Themes Organising Themes

e Information Provision
e Empowerment The Essence of Patient Education

e Disease Diagnosis, Process &
Prognosis
e Interventions
¢ Role of the Podiatrist Content — the what and why
e Assessments

e Non-podiatry related topic

e General ‘vs’ specific education

e Timing A patient centred approach to content
and timing

e External barriers to provision —
organisational

e Psychosocial barriers Barriers to provision of Patient
_ _ education
e Education with regards
professional roles
e Professional experience

e Impact of patient concordance

e The impact of patient knowledge
e The impact of patient attitudes
e The impact of practitioner _ _ _
_ The Therapeutic Relationship
attitudes
e The influence of age & gender
e Roleftitle confusion

e ‘Taboo’ subject areas

e Group ‘vs’ individual provision
e Verbal & written material ‘Tools of the Trade’
e Audio-visual material

e Web-based resources
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Focus group questions:

In your opinion, what is Patient Education?

What type of education/information do you give?
Prompts
- with regards content
- with regards topics
- general ‘vs’ foot specific
When would you typically provide this education/information?
Prompts
- Timing: at diagnosis? Every consultation? Established disease?
- Appropriate timing of delivery?

How is patient education/information provided? (mode of delivery)
Prompts

- Verbal ‘vs’ written

- Patient support groups and the use of websites
- Group ‘vs’ individual
- Visual aids

What are your perceived barriers to the provision of patient
education/information?
Prompts

- Patients’ health behaviours and concordance

- Practitioner roles and education

- Finances

Eigqure 1
=)




2.5 Commentary — Paper 5

Despite the acknowledgement that podiatrists should be delivering FHE (PRCA,
2008; NWCEG, 2012) to date there are no specific FHE interventions for people with
RA and foot-related pathology. Therefore, in order to develop and evaluate the
potential effectiveness of FHE in the future we need to ascertain what the key
components of such an intervention should be and how it might work in practice, in
line with the modelling phase of the MRC Complex Intervention Framework (Craig et
al, 2013). Exploratory work, published within papers 1,2,3 and 4, has indicated what
is required for the potential development of FHE in relation to; methods of delivery,
timing, content, barriers to FHE and potential influences on FHE delivery. In addition,
this exploratory work (papers 2,3,4) has indicated that people with RA and podiatrists
perceive that an individuals’ gender, age and time since qualifying (podiatrists) may
also be influential factors upon FHE provision. This exploratory work was limited
geographically to participants within the North West of England. As this area of
England has been shown to have higher levels of access to foot health services for
people with rheumatic disease, compared with other areas of the UK (Redmond et al,
2006), a broader geographical perspective was needed to reflect the actual UK-wide

picture of FHE provision.

The primary aim of this study was to understand the practitioner opinions and
perceptions about FHE for people with RA from the viewpoint of podiatrists. A
secondary aim was to identify the influence of gender, age and time since qualifying

as a podiatrist on FHE provision.

A UK-wide, podiatrists’ perspective of FHE provision for people with RA had not been
previously identified and therefore the results from this online survey of UK
podiatrists have the potential to influence future FHE strategy development. The
sample of 47 participants was recruited via the podiatry and Rheuma-foot JISC mail
databases and local clinical effectiveness group links, which have a total UK-HCPC
registered population size of 88 producing a 50% response rate. This could be
viewed as a small sample size when compared with that of the response rate of
people with RA (n=543), however access to the UK population of registered

podiatrists (n=approx 13,000 at time of the survey) via the Society of Chiropodists
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and Podiatrists database was not permissible and so an alternative database that

would include podiatry specialist practitioners was utilised.

The results from this study identified that the participants felt that they had enough
professional knowledge to allow for effective FHE provision to people with RA and
that female participants were most likely to access information resources to support
that provision. The time since the podiatry practitioners had qualified did influence
FHE provision; those with a greater duration of years qualified were more likely to
agree with the overall aims of FHE, more likely to disagree with providing FHE only
when asked for it and perceived that verbal FHE was less likely to be effective than
other methods of delivery. The view that more novice podiatrists had less insight into
identifying a persons’ readiness to make a behaviour change remained a potential
barrier to FHE provision, as did time constraints within the consultation and lack of
educational resources. All aspects of FHE content were valued highly by the
participants, with the requirement that content be tailored to the needs of the
individual patient at the time of the consultation. The most commonly used methods
of delivery were information leaflets (written) combined with provision of verbal
information and supported by sign-posting patients to patient support group web-

sites.

This study identified the components of FHE that podiatrists and also other AHP’s
should aim to provide during a consultation, contextualized by the individual
educational needs of the patient at that given point in time. Further, it identified the
need for a simple foot health educational needs analysis tool, such as that used for
general disease education (Ndosi et al 2009), that can enable people with RA to
easily identify what they want to know in relation to foot health and RA, but can be

undertaken in such a way that minimizes the time burden upon the practitioner.

INNOVATIONS:
This publication was the first to identify the current UK-wide status of FHE for people
with RA from the perspective of the podiatry practitioner. The results from this study

identified the key components of FHE that should be provided, as a minimum, in an

individualized way to people with RA. This study illustrated how highly podiatry

practitioners value the provision of FHE to this group of patients, in spite of the
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identified barriers; ensuring that they are enabled to do so is essential to patient-

centred, comprehensive and effective foot health management.
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Abstract

Background: Patient education supports general disease self-management and in relation to foot problems, it is
recommended as a key intervention for people with rheumatoid arthritis (RA). Further, it is known what the foot
health educational (FHE) needs are in relation to their experiences of foot problems. Podiatrists are the key health
professionals who provide the management of RA-related foot pathology and this includes the delivery of FHE.
However, we do not know what is currently provided and what podiatrists’ perceptions are of this intervention. It is
possible that there is a difference between what is provided and what patients need in order to maximise their
foot health benefits and hence this may contribute to the persistence of foot problems and symptoms. This study
primarily aims to define what UK podiatrists’ perceptions of FHE are in relation to; what is delivered, how it is
delivered, and the timing of its delivery, in the context of its" accessibility. The secondary aim is to identify any
influence of the participants’ gender, age and duration of professional qualification on their responses.

Method: An online survey of UK HCPC registered podiatrists was used to capture quantitative data in relation to
the perceived; aims, content, methods and effectiveness, timing and barriers to FHE provision to people with RA.
Data was analysed to assess significant associations between the participant responses and their gender, age and
duration of professional qualification. Free text comments were analysed using thematic analysis.

Results: 43 podiatrists across the UK completed the survey. The majority of participants stated that, they provided
FHE and agreed with its overall aims. The most common methods of delivery that were perceived to be most effective
were: verbal, written and website based information. The best times at which to deliver FHE were thought to be at the
point of diagnosis of RA and at any available opportunity of health care delivery. The majority of participants thought
they had enough knowledge and access to information resources to effectively deliver FHE, but half of the participants
felt that consultation duration limited their ability to do so. Gender and duration of professional qualification influenced
participants’ perceptions of FHE.

Conclusion: The importance and content of FHE for people with RA has been defined, but time limitations are seen to
restrict its delivery. The development of an education needs analysis tool to facilitate efficient identification of patients
FHE needs could enable timely and tailored delivery of FHE to people with RA.
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Background

Foot health education is recommended as a key interven-
tion for people with rheumatoid arthritis (RA) related foot
problems [1, 2] in order to support self-management.
Podiatrists are ideally placed to provide foot health
education (FHE) as an intervention [1]. As up to 80 %
of people with RA will develop foot-related pathology
throughout the duration of their disease [3, 4], even
when the disease is in remission, there is clearly a need
for foot health interventions [1] and the inclusion of
FHE as in intervention in its own right.

We know that patient education that supports disease
self-management is effective in improving patient know-
ledge [5, 6], self-efficacy [7], disease activity scores [5],
functional ability [6], mental health status [7] and in re-
ducing pain [7]. Hence it could be considered essential
for podiatrists to provide specific patient education that
could improve self-management of foot problems, which
are a significant burden to those with RA.

There are no specific FHE interventions for people
with RA [8] therefore in order to develop and evaluate
the potential effectiveness of FHE as a definable interven-
tion for people with RA, there is a need to understand
what its possible key components are and how it works.
In gaining an understanding of this, the development of
FHE as an intervention will align with the modelling
phase of the MRC Complex Intervention Framework [9].

We know from previous work what people with RA
have experienced and what they need in relation to foot
health education (FHE) [10]. However, given that podia-
trists are the main providers of FHE, we need to know
the methods, timing, content and effectiveness of its
provision, together with the potential influences on the de-
livery of FHE. This knowledge is key in defining the infor-
mation ‘needs’ of both the patient and practitioner. Foot
health information that is tailored for the individual can po-
tentially improve patient adherence to foot health interven-
tions and therefore positive foot health outcomes in this
patient group [11]. Further, exploratory work has indicated
that people with RA [10] and podiatrists [12] perceive
that factors such as gender, age and time since qualifica-
tion (podiatrists) may also influence the provision of FHE
in relation to the therapeutic relationship.

Therefore the primary aim of this study was to under-
stand podiatrists’ opinions and perceptions about FHE
for people with RA. The secondary aim was to identify
the current status of RA-related FHE provision in the
UK and what may influence this, for example; gender,
age and duration of time since qualification. Podiatrists’
opinions on what should be delivered, how it should be
delivered and at what point in the persons’ experience of
foot problems it would be most effective, are not known.
To date, this has not been explored and has the potential
to contribute significantly in relation to the provision of
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foot health education, not just by podiatrists but by any
professional involved in managing people with RA who
have foot problems.

Methods

The study was granted ethical approval from the University
of Salford, Research Innovation and Academic Engagement
Ethical Approval Panel (HSCR12/35).

Survey questionnaire design
The survey questionnaire was designed to capture quan-
titative data from podiatrists. Questions were developed
from a literature search and the results of previous focus
group work with UK National Health Service (NHS) po-
diatrists, which informed the content of the questionnaire
[10, 12]. To ensure face and content validity the question-
naire was piloted with four UK NHS podiatrists that work
within rheumatology. ‘Think aloud’ cognitive debriefing
[13, 14] was used in order to reduce sources of response
error, ensure clarity of questions and refine the overall
structure of the questions. The results of the pilot led to a
small number of changes to improve the clarity of the
question completion instructions.

The final survey consisted of five sections, plus demo-
graphics (Additional file 1) with 17 questions in total.

1. Aims of Foot health education

2. The best ways of providing foot health education

3. What should be included in foot health education
provision

4. When is the best time to provide foot health
education

5. Accessing foot health education/information

A free text comment section was included for additional
comment.

The questionnaires were anonymous, self-administered
and of a cross-sectional observational design using a web
based survey through the Bristol Online Survey website
(https://www.onlinesurveys.ac.uk/). A mixture of open-
ended, closed-ended dichotomous, contingency, nominal
and ordinal polytomous questions were used to reduce
the risk of missing data [15, 16].

Participants

Inclusion criteria were: podiatrists with current Health
and Care Professions Council (HCPC) registration, work-
ing within the UK National Health Service and with access
to the Internet. The participants were recruited between
September and November 2013, through the Podiatry
JISC-Mail service, via e-mail invitation with a web-link
to the survey. A second ‘reminder’ e-mail was sent after
2 weeks. Consent was implicit by the completion of the


https://www.onlinesurveys.ac.uk/

Graham and Williams Journal of Foot and Ankle Research (2016) 9:13

survey and participants were informed of this at the
start of the survey.

Data analysis
Data was analysed using SPSS v 20.0 (SPSS, Chicago, IL,
USA). The primary analysis was descriptive statistics.
Secondary analyses were cross-tabulation; Fishers Exact
test was performed to determine the strength of any as-
sociations between the participants’ demographic vari-
ables of Gender, Age Range, Years Qualified and the
responses to the items in section 2—6. Fishers Exact test
was applied where cell frequencies in 2x2 cross-
tabulated contingency tables was less than 5. A p <0.05
was considered to indicate statistical significance
(Additional file 2).

Free text comments (Additional file 3) were subject to
thematic analysis by the primary author (AG) to develop

Table 1 Participant Demographics
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a thematic framework using the six-step approach out-
lined by Braun and Clarke [17] and to illustrate the main
themes within the comments provided. The thematic
framework was agreed by the co-author (AW) to evalu-
ate validity of the data [18].

Results

Demographics

42 podiatrists (f=31, m=11) completed the survey
(Table 1), all were Health and Care Professions Council
registered.

Results from the survey

Aims of foot health education

The majority of podiatrists (88 %, n =37) agreed with
the aims of foot health education (Fig. 1). Two podia-
trists disagreed with item 1.

Gender Female (n) Male (n) Total
(S.D=045) 31 1 42
Age Range (5.D=0.89) 21-30 years 2 0 2
31-40 years 10 4 14
41-50 years 12 5 17
51-60 years 7 1 8
More than 60 years 0 1 1
Duration of time qualified up to 1 year 1 0 1
2-5 years 1 1 2
5-10 years 4 2 6
10-20 years 14 2 16
20-30 years 9 4 13
30-40 years 2 2 4
HCPC registered 31 11 42
Service type Primary Care 15 8 23
Secondary Care 13 2 15
Equal Split 3 1 4
Geographic location SE England 3 0 3
NW England 17 3 20
SW England 2 2 4
Greater London 0 0 0
West Midlands 1 0 1
East Anglia 0 0 0
Yorkshire/N Humberside 2 0 2
East Midlands 3 0 3
S Central England 2 0 2
NE England 0 2 2
Wales 0 0 0
Scotland 1 3 4
N. Ireland 1 0 1




Graham and Williams Journal of Foot and Ankle Research (2016) 9:13

Page 4 of 9

Aims of FHE

relation to the AIMS of FHE

Item 1. To allow informed consent before treatment

Item 2. To facilitate informed choices about their treatment options
Item 3. To enable them to manage their own foot health

Item 4. To educate them about how RA can affect their feet

Item 5. To inform them about information resources they can access

Fig. 1 Section 2 survey items: the aims of foot health education. Legend: Fig. 1 shows the items that constitute section 2 of the FHE survey in

All items, were statistically significant (p = <0.05) in re-
lation to duration of years qualified and the gender of
the participants. Participants who had been qualified for
over 10 years and female tended to agree more strongly
with the aims of FHE. Only one item, ‘To inform pa-
tients about information resources they can access’ did
not reach statistical significance.

The best ways of providing/receiving foot health education
97.6 % (n=40) stated that they provided FHE. The
methods of delivery were, verbal information (97.5 %,
n = 39), written information (69 %, # = 29) and signposting
patient to websites (57.5 %), n =24). The relationship
between the provision of verbal foot health information
and the gender of the participants approached statistical
significance (p = 0.064), with 100 % (n = 31) female partici-
pants stating that they provided verbal foot health infor-
mation in comparison to 82 % (7 =9) of males. There
were no other statistically significant results in relation to
methods of FHE delivery.

Other methods of delivery such as group education
sessions and the use of audio-visual aids such as DVDs,
self-care demonstrations or the specific uses of images
to aid delivery of education are infrequently used.

In relation to the effectiveness of the methods of deliv-
ery, written (76 %, n=32) and verbal (100 %, n =42)
provision were ranked the highest, followed by website
based information (62.8 %) [Arthritis Research UK (ARUK),
n = 22; Arthritis Care n = 16; National Rheumatoid Arthritis
Society (NRAS) n = 15].

There was no statistically significant relationship be-
tween the age, gender or years qualified and perceived
effectiveness of any method of FHE with the exception
of verbal information which approached statistical sig-
nificance for gender (p = 0.069), with females tending to
rate verbal information as more effective than men and
years since qualification (p =0.081), with participants
who have been qualified longer (>20 years) finding ver-
bal information to be less effective than those with fewer
years since qualifying.

The content of foot health education

All of the participants considered all the items to be
important or very important with gender being the only
independent variable to have a statistically significant
relationship (p = <0.05) in relation to the following items:
signs and symptoms of foot problems related to RA, man-
agement options relating to foot health and how patients
should manage their own foot health. Female participants
attributed a higher level of importance to these items of
FHE content, than male participants.

The timing of foot health education

78.6 % (n =33) of participants agree that patients should
be provided with FHE at the point of diagnosis and
90.5 % (n=38) think it should be provided at every
available opportunity but disagree that FHE should only
be provided when asked for it by the patient. However,
the participant’s opinion was split equally when asked
about providing FHE when the patient develops foot
related symptoms; 47.6 % (n=20) disagreed whilst
52.4 % (n =22) agreed (Fig. 2).

There was a statistically significant relationship be-
tween the years since qualification and the items: ‘FHE
should be provided only when asked for it' (p = 0.034),
participants who had been qualified more than 30 years
were more likely to disagree with this statement and
‘FHE should be provided when or if the person develops
foot-related symptoms’ (p = 0.022). Participants that had
been qualified for duration of time of more than 5 years
were more likely to agree with this statement.

Accessing and batrriers to the provision of foot health
education/information

54.8 % (n=23) participants thought there was enough
time during consultations to provide FHE. The majority
(78 %, n = 33) of participants stated that they had access
to RA-specific foot health information such as leaflets
and that the patients they treated used it. The majority
of participants (92.9 %, n = 39) stated that they had enough
knowledge about how RA affected the feet in order to pro-
vide effective FHE. However, approximately 30 % (n =13)



Graham and Williams Journal of Foot and Ankle Research (2016) 9:13

Page 5 of 9

FHE provision
A\

Fig. 2 Agreement with the timing of FHE. Legend: Bar charts show the level to which podiatrists’ agree with items for the timing of

stated that patients did not use the FHE provided due to fi-
nancial constraints or that it lacked personal relevance.

The only item to reach statistical significance was “You
have access to foot health information’ in relation to the
gender of participants (p = 0.031), with more female par-
ticipants strongly agreeing with the statement compared
with males who either agreed or strongly disagreed. There
was no statistically significant relationship between the
genders, the age or the duration of years qualified and
perceived barriers to FHE provision.

Thematic analysis of free text comments

There were seven questions that allowed free text com-
ments within the survey. 14 free text comments were
provided in total for sub-questions 15 and 11 for sub-
questions 16. Eleven participants provided additional free
text comments within question 17, the ‘Any other com-
ments’ section (Table 2).

Discussion
This study has been the first to describe the opinions
and perceptions of NHS podiatrists about RA related
FHE in relation to its’ aims, method and timing of deliv-
ery, its’ content and potential barriers to its provision.
Given the re-profiling of many NHS specialist podiatry
services, resulting in reduced access to podiatrists, it
is crucial that FHE is provided in a way that supports
self-efficacy and self-management by all healthcare
practitioners that are involved in the management of
people with RA. This work will inform practitioners from a
specialist and professional context, what patients need in
relation to self-care, so that those people who do develop
serious foot problems can be seen by the few specialists
that remain and also prevent problems from having a more
significant impact upon the individual.

The response rate for this study represents 50 % of
the sample population invited to participate, which is
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Table 2 Outline of the basic and organising themes developed
from the thematic analysis

Basic Themes Organising Themes

Time restriction in consultations Influence of time
Timing of delivery—
Limited financial resources Limited Resources
Limited knowledge of impact of RA on feet

Limited access to group education sessions
or patient support group sessions

Footwear and behaviour
change

Gender influence on engagement with
footwear advice

Influence of Age/occupation of patient on
engagement with footwear advice

Influence of patients negative perceptions
of podiatrist-advised footwear styles

Too soon-overwhelming/lacks relevance Negative impact of

information provision
Too late-damage already done P
Can be perceived as ‘threatening’ if provided
‘incorrectly’

deemed an acceptable rate for a survey method of data
collection. Responses came from participants working
in both UK Primary Care (health care services directly
accessed by patients) and UK Secondary Care (health
care services that generally require General Practitioner
referral), although a question about their experience
within the specialist area of Rheumatology was not in-
cluded and may have provided insight about how their
experience influenced their responses. Responder bias
should remain a consideration in the interpretation of
the results as it is possible that the respondents were
those that had an interest in the subject area and we
cannot know if the responses of those who did not
complete the survey would have been different [19]. In
addition, although there was a geographical spread of
participants across the UK, the majority were based in
the North West of England and therefore the secondary
aim of the study was not fully achieved. The primary
aim of the study was achieved by providing insight
about how FHE for people with RA is perceived by po-
diatrists, the barriers and influences upon its provision.

The majority of participants agreed with the aims of
FHE and stated that they provided some FHE to people
with RA as part of their overall foot care. However,
many people with RA are unable or unaware that they
can access NHS podiatry services and thus are denied
access to podiatrists who are considered a key informa-
tion resource [20]. Further to this, for some people who
do receive podiatry care, they perceive that podiatrists
and other health care practitioners lack knowledge of
how RA can impact on both the foot and the individual
[21]. Hence if health care practitioners are perceived to
lack insight into the bio-psychosocial impact of RA on
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foot health, then they may not be able to provide the
FHE that patients need. This may be reflective of a train-
ing need across the health care professions that are in-
volved in the management of people with RA, not just
podiatrists.

In this study the majority of the participants felt that
they had enough knowledge to allow them to provide ef-
fective FHE to people with RA. Indeed, females were
more likely to access information resources to support
FHE, aligning with the work of Roter et al,[22] who
found that female health care providers were more
patient-centred and spent more time on psychosocial/
socio-emotional exchange than males during the consult-
ation. This poses a challenge in relation to recommenda-
tions. However, it may be that female gender traits lend
more to this supportive action and this approach could be
part of under and post-graduate training. In this study,
thematic analyses of the free text data identified podia-
trists’ perceptions that; the patients’ gender, age and his-
torical perceptions of footwear for example, potentially
influenced their engagement with positive foot health be-
haviours. This is echoed in the findings of research under-
taken with people with RA, where the impact of having
limited footwear as a female with RA has been poignantly
expressed [21, 23]. Understanding the reasons why a
person with RA may be ‘resistant’ to change in relation
to foot health behaviour may assist practitioners in de-
veloping a more patient-centred approach to the provision
of FHE.

Further, the years of post-qualification practice also
appeared to influence the participant’s opinions and per-
ceptions of FHE. The more novice podiatrists may not
have the experience for managing the more complex pa-
tient needs in a time limited consultation [12] or have
developed the insight to identify when patients are more
likely to be receptive to the provision of FHE [24]. Iden-
tification of a persons readiness to engage in positive
health behaviour change is a key component of a patient-
centred approach to the consultation [24]. Firmly embed-
ding the use of motivational interviewing techniques in
the undergraduate curriculum, together with rigorous
assessment and developmental feedback with respect to
communication skills may help to equip undergraduate
healthcare practitioners with the skills to manage com-
plex patient needs and ensure similarities in communi-
cation skills development between male and female
undergraduates.

Many identified the lack of time within the consultation
and lack of resources as a barrier to being able to focus
on anything other than the physical needs of the patient
and this is consistent with the findings of previous work
with both people with RA and podiatrists [10, 12, 21].
This lack of time reduces or removes the opportunity
for a podiatrist to provide patient focussed FHE based
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on their physical, but also their psychological and social
needs.

Despite the barriers of lack of time and inexperience,
the participants did value FHE and identified what
should be provided and tailored to their patients’ indi-
vidual needs and priorities. In order to achieve this in a
time limited consultation, podiatrists need to identify what
the patients’ needs and priorities are. An Educational Needs
Analysis Tools (ENAT) has been developed and validated
for use in people with RA to facilitate timely and relevant
patient education [25]. A specific foot health educational
needs assessment tool may efficiently identify what the
patient’s requirements are. However, until this tool is
developed, we recommend that as a minimum, podia-
trists should ask about what their patients would like to
know and signpost them to the appropriate resources
such as web sites or leaflets. Indeed, leaflets and other
locally produced written information were reported to be
the main vehicle for FHE. The use of combined methods
of FHE delivery, such as verbal information being rein-
forced with written information, aligns with research find-
ings that demonstrated that such an approach is the most
effective in the provision of general RA information [26].

Over half of the participants stated that they do direct
patients to RA or arthritis specific web sites such as
Arthritis Research UK (www.arthritisresearchuk.org),
Arthritis Care (www.arthritiscare.org.uk) and the Na-
tional Rheumatoid Arthritis Society (www.nras.org.uk).
These provide flexible, on-demand access to information
and peer support [27]. In addition, patients can choose to
access information that is the most pertinent to them at
that point in time, thereby tailoring it to their own needs.
Therefore, people with RA should be directed to the
web-based resources if they are able to access the Inter-
net and/or provided with foot health specific leaflets.

The participants viewed all content items for FHE as
being either important or very important in agreement
with the results from work with people with RA [10]. The
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fact that the participants place such high value upon all
items in relation to the educational content, suggests that
FHE needs to be considered as an intervention in itself.
Further, considering ‘education provision’ as a treatment
modality aligns with the need for healthcare practitioners
being ethically obliged to provide patients with enough in-
formation about their disease and its management options
in order to facilitate informed consent [28]. Therefore,
it could be argued that ‘education provision’ should be
viewed as a distinct entity from the provision of infor-
mation which is an ethical ‘must’.

The timing of FHE was considered important and the
participants considered that FHE should be provided at
the point of diagnosis and at every available opportunity.
Equally they agreed that they shouldn’t wait to provide
information until patients asked for it. Despite the
knowledge that many people can feel overwhelmed with
too much information upon their initial diagnosis [29],
there is a need to ensure that people have information at
a point in time that allows them to self-manage from as
early as possible [30]. It is recognised that foot and gen-
eral health educational needs are temporal, in relation to
the fluctuating nature of the disease and in relation to
the individual’s ability to adjust to their diagnosis [12, 24].
Hence, providing people with RA an opportunity at each
consultation to identify their educational needs, will allow
them to ask questions that are pertinent to the current
state of their feet and general health. Further to this it
will enable the practitioner to contextualize their edu-
cational needs by attempting to understand the motiv-
ation that underlies the persons health behaviour goals.
This ‘person-in-context’ approach [31] enables the prac-
titioner to identify the influence of the psychological,
cognitive, self-efficacy beliefs, demographic, environmen-
tal and situational factors upon their information needs,
as outlined by the Wilson Model [25]. Understanding
such an approach should enable practitioners to fully
consider; why, what and how to meet the FHE needs of

the contact.

demonstration.

practitioner attention.

indication of foot health status

e FHE should be encouraged at each consultation and be an individualized
intervention according to the educational needs of the person at the time of

e FHE should include foot health self-management advice and if necessary

e FHE should include explanation of foot problems, their impact on the
individual, changes in foot health that should prompt immediate health care

e FHE should include information on general disease management and sign
posting for future foot health needs to NHS Podiatry service providers

e FHE should include information about patient support groups/websites.

e If the consultation is short or time-limited simply ask ‘how are your feet at
the moment?’ can give the patient an opportunity to provide some

Fig. 3 Components of FHE for people with RA. Legend: Fig. 3 highlights the key minimum FHE components that should be provided to people with RA
J



http://www.arthritisresearchuk.org
http://www.arthritiscare.org.uk
http://www.nras.org.uk

Graham and Williams Journal of Foot and Ankle Research (2016) 9:13

patients in practice [32]. This study has identified what
the components of FHE should be (Fig. 3) in relation to
what people with RA need in order to reduce foot symp-
toms and maximise their foot health. Figure 3 outlines
the general components of foot health education that
podiatrists and other health professionals should aim to
provide dependant upon the needs of the person with RA.

Conclusion

In order to reduce the impact and burden of foot prob-
lems on people with RA, there needs to be a tailored and
timely approach to FHE provision that both supports self-
management and that takes into account the patients’
needs over the course of their disease journey. The podia-
trists have defined the importance and content of FHE
from a specialist professional perspective, but as a primary
intervention delivered by them in a time limited consult-
ation; it is relegated to an adjunct to treatment rather than
an intervention in its own right.

Future research will be focussed on the development and
validation of a simple foot health needs analysis tool so that
patients can easily and accurately identify both their needs
for foot health interventions (including specific FHE) and
signposting for FHE that supports self-management.

Additional files

Additional file 1: Practitioner Survey of FHE for people with RA. The file
includes the survey questions and all raw data of the responses. (PDF 113 kb)

Additional file 2: Table of results from statistical analyses. The table
illustrates the influence of the years qualified, age range and gender of
the podiatrists on their survey responses. (DOCX 187 kb)

Additional file 3: Free text comments from RA FHE survey of podiatrists.
This file shows the free text comments taken from Rheumatoid Arthritis foot
health education survey for practitioners. (DOCX 24 kb)
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Paper 5 — Additional File 2 — Rheumatoid arthritis foot health
education survey for practitioner — results raw data.
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?bos

Rheumatoid Arthritis foot health education survey for
practitioners

Showing 42 of 42 responses

Showing all responses
Showing all questions

Section 1

Are you

volc: | 11 (25.2%)
remic | :: (%

What age range are you? please select one option from the list.

21-30vyears [N 2 ¢8%

31-40vears [ 1+ (33.3%)
41-s0vears | 17 (40.5%)
51-60vyears [ NG ¢ (15

61 years and above - 1 (2.4%)

Please select the length of time since you qualified as a podiatrist.

1/17



Upto 1year [l 1 24%)

A year or more, but less than | 0
2 years

2 years or more, but less than - 2 (4.8%)
5years

5 years or more, but less than _ 6 (14.3%)

10 years

10-20veers Y 16 (::.1%)
20-30vears | 13 (31%)
30-40vears | NG ¢ 95%

Are you registered with the Health & Care Professions Council?

ves | 42 (100%)

No|0

Please select where you practice for the MAJORITY of the time.

In Primary Care | R 23 (54.8%)
In Secondary Care | R 5 (35.7%)
Itis an equal split _ 4 (9.5%)

a Do you work in the UK or elsewhere?

ur |, 42 (100%)

Elsewhere (please click on the | 0
More Info button)

Which UK geographic location do you work within? (select ONE area only)
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South East England [ 3 7.1%)
North West England NN 20 (:7.¢%
South West England _ 4 (9.5%)

Greater London | 0
West Midlands [} 1 (2.4%)
East Anglia | 0
Yorkshire & North Humber - 2 (4.8%)
East Midlands [ 3 7.1%
South Central England - 2 (4.8%)
North East England - 2 (4.8%)
Wales | 0

scotland |G 4 5%

Northern Ireland . 1 (2.4%)

Section 2: The aims of foot health education.

a To what extent do you agree with the following statements in relation to the AIMS of foot health education.
8.1 Toallow informed consent before treatment

To allow informed consent before treatment - Select the level to which you agree for each statement

Strongly disagree . 1 (2.4%)
disagree - 2 (4.8%)
don't know - 3 (7.1%)
agree [, 2/ (57.1%)
strongly disagree _ 12 (28.6%)

8.2 Tofacilitate informed choices about their treatment options

To facilitate informed choices about their treatment options - Select the level to which you agree for each
statement

3/17



Strongly disagree . 1 (2.4%)
disagree - 1 (2.4%)
don't know - 1 (2.4%)
agree [ 20 (47.6%)
strongly disagree | 15 (45.2%)

8.3 To enable them to manage their own foot health

To enable them to manage their own foot health - Select the level to which you agree for each statement

Strongly disagree . 1 (2.4%)
disagree | 0

don't know | 0

cerce I 20 .
srongly cisagree | 2 (5%

8.4 To educate them about how RA can affect their feet

To educate them about how RA can affect their feet - Select the level to which you agree for each statement

Strongly disagree . 1 (2.4%)
disagree | 0
don't know | 0

srongly disegree. [N : (55

8.5 Toinform them about information resources they can access

To inform them about information resources they can access - Select the level to which you agree for each
statement
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Strongly disagree . 1 (2.4%)
disagree | 0
don't know - 1 (2.4%)
agree | 21 (50%)
strongly disagree | 19 (45.2%)

Section 3: Methods of providing foot health education

a Do you provide people with RA, foot health information/ education?

ves N :: 7.

No ] 1 2.4%)

If you answered YES please indicate which types of information you have provided from the list below. Select all
that apply.If NO, please move onto the next question.

Verbal information | NN <0 (35.5%)
Weitteninformation | R, 25 27.5%)
Group Education session _ 6 (5.8%)

Audio-visual aids such as - 2 (1.9%)
short videos/demonstrations

Directing patients to websites _ 24 (23.1%)
other [l 3 29%)

10.a If you selected Other, please specify:

Showing all 3 responses

Weekly MDT clinic for newly diagnosed infl.arthritis shared with rheum. physio and rheum 120812-120806-6760694
O.T. Used to hold group session but feedback better for this format

leaflets are available if needed 120812-120806-6760696
Examples of footwear in the clinic 120812-120806-6760704
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If you direct your patients to a foot health or disease-related website can you please select from the list below
the ALL ones that you use. If there are websites we have not included, please list them in the txet box available.

Arthritis Care | 17 (28.3%)
National Rheumatoid Artrritis [ ¢ 7%

Society

rtitsRescarch Uk N 2 (.

Patientcouk [JJj 1 (1.7%)
WebMD Boots | 0

other [N 3 5%

11.a Ifyou selected Other, please specify:

Showing all 3 responses
Shoemed in Stratford. 120812-120806-6760693
Footwear related websites 120812-120806-6760700

make sure www sites use are pref "UK" and are 'mainstream'. 120812-120806-6760710

From the options given,to what extent do you think they are effective.
12.1 Verbal Information

Verbal Information - Please select from Very Effective to Don't KNow

Very Effective [JJ] 2 4.7%)

g e
Not Very Effective _ 6 (14%)

Not At All Effective | 0

Don't Know | 0

12.2  Written Information

Written Information - Please select from Very Effective to Don't KNow
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Very Effective ||| [ ¢ (143%
crrecive | 2 (517
Not Very Effective _ 8 (19%)

Not At All Effective | 0
Don't Know - 2 (4.8%)

12.3 Group Education sessions

Group Education sessions - Please select from Very Effective to Don't KNow

Very Effective - 2 (4.7%)
Effective | R 18 (41.9%)
Not Very Effective _ 3 (7%)

Not At All Effective [JJj 1 (2.3%)

Don't know | 19 (44.2%)

12.4 Audio-visual aids such as videos/demonstrations

Audio-visual aids such as videos/demonstrations - Please select from Very Effective to Don't KNow

Very Effective ||| 3 7%
ertective N 1 (37.2%)

Not Very Effective [l 2 ¢.7%)
Not At All Effective | 0

pon'tknow [ : (512%)

12.5 Websites

Web sites - Please select from Very Effective to Don't KNow
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Very Effective [ 2 4.7%)

crrecive [ : (605"

Not Very Effective - 2 (4.7%)
Not At All Effective | 0

Don't know | 13 (30.2%)

12.6 Combination of resources

Combination of resources - Please select from Very Effective to Don't KNow

very Effective. | 15 (34.1%)
Etfective | 20 (45.5%)

Not Very Effective - 1 (2.3%)
Not At All Effective | 0

pontknow | ¢ (1¢.2%)

12.7 Other (in relation to additional methods you gave)

iWAEY Other (in relation to additional methods you gave) - Please select from Very Effective to Don't KNow

Very Effective | 0

Effective ||| T s (1%

Not Very Effective | 0

Not At All Effective | 0

pon'tknow I - (1%

Section 4: The content of foot health education

To what extent do you think it is important for people with RA to know about the following areas of foot health
education? Select from Very Important to Not Important for each item. They are in no particular order.

13.1 The role of the podiatrist in managing foot health
8/17



The role of the podiatrist in managing foot health - Please select from Very Important to Not Important

Not Important . 1 (2.4%)

13.2 General disease related information (e.g what is RA? Causes etc..)

WY General disease related information (e.g what is RA? Causes etc..) - Please select from Very Important to Not
Important

very importan | 27 (64.3%)
important | N 14 (33:3%)

Not Important . 1 (2.4%)

13.3 Information relating to the medication taken for RA and how it can affect the feet

Information relating to the medication taken for RA and how it can affect the feet - Please select from Very
Important to Not Important

Very mportant. [ 25 (%)
important. I : (31%)

Not Important | 0

13.4 Signs and symptoms of foot problems related to RA

Signs and symptoms of foot problems related to RA - Please select from Very Important to Not Important

Very mportant [ 3: (75.c%
Important _ 9 (21.4%)

Not Important | 0
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13.5 Contact details for podiatry services (when its an emergency, how and who to contact)

Contact details for podiatry services (when its an emergency, how and who to contact) - Please select from Very
Important to Not Important

Very Important [ 35 (81.4%)
Important _ 8 (18.6%)

Not Important | 0

13.6 Management options relating to foot health

Management options relating to foot health - Please select from Very Important to Not Important

Not Important . 1 (2.4%)

13.7 How to manage their own foot health (footwear advice, safe nail cutting practice, use of moisturiser..)

How to manage their own foot health (footwear advice, safe nail cutting practice, use of moisturiser..) - Please
select from Very Important to Not Important

very important | 26 (61.9%)
important | 1o (35.1%)

Not Important | 0

13.8 The consequences of not looking after their feet

The consequences of not looking after their feet - Please select from Very Important to Not Important
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Not Important | 0

13.9 The role of other professions in managing foot health

The role of other professions in managing foot health - Please select from Very Important to Not Important

very important | 22 (524%)
important | <5 (45.2%)

Not Important . 1 (2.4%)

13.10 Information relating to Patient support groups/resources such as websites (e.g NRAS, Arthritis Care)

IEREOEN Information relating to Patient support groups/resources such as websites (e.g NRAS, Arthritis Care) - Please
select from Very Important to Not Important

Very mportant. [ : (257
important. I ¢ (57.1%)

Not Important | 0

Section 5: The timing of foot health education

To what extent do you agree with the following statements in relation to the timing of foot health education
provision.

14.1 Foot health education should be provided at the point of diagnosis of RA

Foot health education should be provided at the point of diagnosis of RA - To what extent do you agree with the
following statements
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Strongly disagree | 0

disagree. | © (15

don't know - 1 (2.4%)

agree [N, 1: (31%)
strongly agree | 20 (47.6%)

14.2 Foot health education should be provided only when you are asked for it

Foot health education should be provided only when you are asked for it - To what extent do you agree with the
following statements

strongly disagree | NN 1> (25.6%)
disagree | 26 (61.9%)

don't know | 0

agree [N 3 7.1%

strongly agree . 1 (2.4%)

14.3 Foot health education should be provided when/if the person develops foot related symptoms

Foot health education should be provided when/if the person develops foot related symptoms - To what extent
do you agree with the following statements

Strongly disagree _ 9 (21.4%)
disseree. | : (2527
don't know | 0
2erce I - (206
strongly gree. [ o (235

14.4 Foot health education should be provided at every available opportunity

Foot health education should be provided at every available opportunity - To what extent do you agree with the
following statements
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Strongly disagree . 1 (2.4%)

disagree || 3 7.1%)

don't know | 0

Section 6: Barriers to providing foot health education

To what extent do you agree with the following statements? Select one response for each item.

15.1 There is enough time during consultations to provide foot health education

There is enough time during consultations to provide foot health education - Please select from Strongly Agree to
Strongly Disagree for each item. If you are unsure please select 'Don't Know'. There is space in the final column

for each item if you wish to add any other comment.

Strongly Agree _ 4 (8.9%)

Disagree N 1 (275
Strongly Disagree _ 5 (11.1%)

Don't Know | 0

otner I 6 (3%

rsree I 5 (<2 %)

i NeY There is enough time during consultations to provide foot health education - If you selected Other, please specify:

Showing 5 of 6 responses

there can be enough time for small, focused, discussions on a particular area of health
edcaution. thereis notenough time to engage with the patient and determine THEIR
individual fears,especations

talk while your working

Thisdepends on how services have been set up. | am lucky enough to have aset up that allows
time to explain, educate and negotiate. | would say however that podiatry services have very
little time and resource for foot health education

We are always under pressure for time but foot health education should be made a priority.

caseloads, overbooking lateness, extras put enormous pressure on clinical appointments

120812-120806-6760689

120812-120806-6760696

120812-120806-6760697

120812-120806-6760707

120812-120806-6760711
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15.2 You have access to RA-specific foot health information such as leaflets, provided either by your Trust or from
Patient support organisations such as NRAS or Arthritis Research UK

You have access to RA-specific foot health information such as leaflets, provided either by your Trust or from
Patient support organisations such as NRAS or Arthritis Research UK - Please select from Strongly Agree to
Strongly Disagree for each item. If you are unsure please select 'Don't Know'. There is space in the final column
for each item if you wish to add any other comment.

strongly Agree || EGEGNKNKNKRKNRGRGEGEGEGEGEGEEEEE 0 227%)
rsree [, - (52 %)
Disagree _ 4 (9.1%)
Strongly Disagree _ 4 (9.1%)

Don't Know . 1 (2.3%)

other [l 2 45%)

1WA You have access to RA-specific foot health information such as leaflets, provided either by your Trust or from
Patient support organisations such as NRAS or Arthritis Research UK - If you selected Other, please specify:

Showing all 2 responses

I have a limited supply from NRAS and the trust does not provide health leaflets. 120812-120806-6760707

Trustones currently being developed. just provide ARC leaflets at moment 120812-120806-6760716

15.3 You are aware of any Group Education programmes that you could refer your patients into

You are aware of any Group Education programmes that you could refer your patients into - Please select from
Strongly Agree to Strongly Disagree for each item. If you are unsure please select 'Don't Know'. There is space in
the final column for each item if you wish to add any other comment.

Strongly Agree _ 2 (4.4%)
Agree [N, 10 (22.2%)
pisazree I 12 (25.7%
strongly Disagree | N 5 (20%)
pon't know [ 7 (154%)
other |GGG 5 (111%)
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iWeNsY You are aware of any Group Education programmes that you could refer your patients into - If you selected

Other, please specify:

Showing all 5 responses

notfor RAin particula- we have 'pain managment, long term conditions' sessions

Decision was made to discontinue group sessions although do use fibromyalgia group
sessions for those RA who have afibromyalgic componentin their disease

Arthritis care Groups - some don'tdo groups but they work if they do them.
Although not specific to Rheumatoid Arthritis

only for those with consultantin area not for those will cross boundary care

120812-120806-6760689

120812-120806-6760694

120812-120806-6760696
120812-120806-6760707

120812-120806-6760716

15.4 You have enough knowledge about how RA effects the feet in order to provide effective foot health education

You have enough knowledge about how RA effects the feet in order to provide effective foot health education -
Please select from Strongly Agree to Strongly Disagree for each item. If you are unsure please select 'Don't
Know'. There is space in the final column for each item if you wish to add any other comment.

stronely Acrce N 1+ (32.6%)

Disagree . 1 (2.3%)
Strongly Disagree | 0
Don't Know - 2 (4.7%)
other [} 1 2:3%)

Agree | 25 (58.1%)

iB®%e) You have enough knowledge about how RA effects the feet in order to provide effective foot health education - If

you selected Other, please specify:

Showing 1 response

RA can bevery distruptive to the foot joints and | am unsure as to which extend suitable
footwear can prevent problems. When problems do occur, RA patientsin particular, are very
good at finding ways to relief their symproms. They are more receptive at that stage, | think.

120812-120806-6760698

15.5 The people that you manage with RA use the foot health education that you provide

The people that you manage with RA use the foot health education that you provide - Please select from Strongly
Agree to Strongly Disagree for each item. If you are unsure please select 'Don't Know'. There is space in the final

column for each item if you wish to add any other comment.
15 /17




Strongly Agree - 3 (6.4%)
rsree [ 2 (¢:.7%)
Disagree - 2 (4.3%)

Strongly Disagree | 0

Don't know |  (17%)
other | 5 (10.6%

iWNsY The people that you manage with RA use the foot health education that you provide - If you selected Other,
please specify:

Showing all 5 responses

other than some female patients and footwear advice 120812-120806-6760694
Over time, not straight away. 120812-120806-6760698
Somedo, somedon't 120812-120806-6760700
Sometimes. 120812-120806-6760707
in the main yes but they have gross foot deformity due to RA for many years and sometimes 120812-120806-6760716
object to styles of shoes available

If people with RA DO NOT use the foot health education that you provide, is this because (please select all that
apply)...

They tend to be well educated _ 6 (15.8%)

about RA already, before they
come to see you.

They cannot afford | 15 (34.2%)

financially, to engage in
positive foot health
behaviours such as purchasing
new footwear or moisturising
cream

They do ot perceive that oot | : (2%

health education is relevant
to them

otner I s (:5
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16.a

If you selected Other, please specify:

Showing 5 of 6 responses

they areunable to due to physical constraints and lack of help by others

somedo somedon't-barriers are cost, motivation - itwon't happen to me or | know that but
it'stoo late or just too much bother. Until ithappens.

Peoplefind it generally difficult to alter behaviours and thisincludes changing footwear type.
Thisis more of a proble with women rather than with men. Additionally, elderly people can
find that social barriers hinders them from wearing trainer-type shoes but don't want to wear
'shoes for old people'either.

Often receptiveness to HE relates to symptom only. People experiencing foot pain can
appreciate therelevance and use of FHE. Often the newly diagnosed without foot pain can't
see therelevance to them and disregard it. FHE is best given at all opportunities but | think best
received when the person given FHE has a personal interest

Excuses | hear most often:

They areyoung and do notwant to wear certain shoe types.
Their occupation dictates a shoe type.

Only flip flops are comfortable.

'"They might not be good for me but they're comfortable!

120812-120806-6760695

120812-120806-6760696

120812-120806-6760698

120812-120806-6760705

120812-120806-6760707

This free text box is for you to add any additional comments or information that you feel is relevant and has not

been addressed by this survey. Thank you.

Showing 5 of 13 responses

Section 2 Q8 titles appear to have a typo as both ends of the scale are strongly disagree. |
meant strongly AGREE for my response.
Good luck,

Retiming, foot health education isimportantin early diagnosis but patients are often
overwhelmed with new information at this time and therefore foot health education is
perhaps best delivered as part of a staggered education approach by the team.

Section number 2 has choices wrong both strongly disagree

Abarrier to theimportence of foot health education is the footinvolvementin RAis not given
the same priority (by the MDT) as other aspects of care.

Workingin the private sector | have to refer them into the NHS anyway, it would be immoral
notto.

120812-120806-6760685

120812-120806-6760686

120812-120806-6760687

120812-120806-6760691

120812-120806-6760696
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Appendix 2: Statistical analyses: influence of Podiatrists’ Years Qualified, Age Range and Gender on survey responses.

(* denotes statistical significance of p=<0.05)

— | Fishers o Fishers Fishers

v @ Exact @ Exact b .

é % Exact sig. (2- g Exact sig. (2- g Exact Exac.t Sig.

> 38 Test h o Test h o Test (2-sided)

. . L S| value sided) < | value sided) © Value
Section 1: the aim of foot health education is to:
Allow informed consent 15.943 0.472 11.873 0.59 7.138 0.047*
Facilitate informed choices about treatment options 23.856 0.062 14.822| 0.536 11.463 0.005*
Enable them to manage their own foot health 6.001 0.339 3.363] 0.579 0.013*
Educate them about how RA can affect their feet 9.329 | 0.051* 269 0.714 0.033*
Inform about information resources they can access 13.551 0.24 8.218| 0.742 4.258 0.097
Section 2: Methods of FHE provision
Do you provide FHE to people with RA 6.079 1 5.386 0.595 0.262
Do you provide verbal information 3.647 1 3.086 1 0.064
Do you provide Written information 2.79 0.81 3.435 0.507 0.713
Do you provide Group Education 4.512 0.472 2.916 0.615 0.644
Do you use Audio-visual aids such as demonstrations/videos 5.194 0.619 3.086 1 0.46
Do you direct patients to Arthritis related websites 6.33 0.229 2.114 0.878 0.483
If you use websites do you use: Arthritis care 5.709 0.305 6.221 0.131 1
If you use websites do you use: NRAS 8.648 0.073 2.238 0.79 0.485
If you use websites do you use: Arthritis Research UK 7.315 0.15 2.535 0.771 0.504
If you use websites do you use: Patient.co.uk 6.079 1 4.997 1 1
no no no no no no

If you use websites do you use: WebMD Boots responses | responses Reponses responses responses | responses
If you use websites do you use: other 6.116 0.31 6.746 0.12 0.014*
How effective do you think verbal information is 14.668 0.081 11.781 0.131 5.28 0.069
How effective do you think written information is 14.662 0.513 11.898 0.532 2.912 0.413
How effective do you think group education is 26.807 0.114 17.337 0.629 2.176 0.826
How effective do you think audio-visual aids are 12.094 0.88 9.572 0.881 1.349 0.929
How effective do you think websites are 13.302 0.825 10.863 0.784 4.355 0.228
How effective do you think a combination of resources are 16.295 0.5 11.729 0.699 3.041 0.414
Section 3: How important is it for people with RA to know
about: g
The role of the podiatrist in managing their foot health § 13.379 0.25 ) 7.943 0.74 3.045 0.203
General disease related information 3 8.026 0.99 S 7.756 0.804 | 5 0.588 1
How RA-related medication can affect the feet % 4.269 0.552 ﬁ 2.624 0.737 g 0.713
The signs and symptoms of foot problems related to RA 3 1.922 0.972 < 3.596 0.49% | © 0.038*
Contact details for podiatry services g 1.88 0.961 1.528 0.927 0.063
Management options relating to foot health L 8.138 0.984 9.677 0.435 11.379 0.003*
How to manage their own foot health 5.238 0.387 3.803 0.45 0.07*
The consequences of not looking after their feet 2.909 0.797 3.333 0.558 0.243
The role of other health professions in managing foot health 9.436 0.874 11.148 0.228 0.506 1
Information relating to patient support groups/websites 6.321 0.235 3.594 0.481 0.299
Section 4: Timing - FHE should be provided:
At the point of diagnosis 14.723 0.707 11.496 0.738 1.975 0.618
Only when you are asked for it 23.408 | 0.034* 14.954 0.317 1.357 0.899
When or if the person develops foot-related symptoms 21.809 | 0.022* 13.141 0.257 0.385 1
At every available opportunity 16.438 0.54 15.541 0.248 2.979 0.476
Section 5: Barriers to FHE provision
There is enough time during consultations to provide FHE 20.078 0.408 14.364 0.687 1.833 0.842
You have access to RA specific foot health information such as
leaflets, provided by your Trust or patient support
organisations 18.916 0.78 18.871 0.332 8.74 0.031*
You are aware of any Group Education programmes that you
could refer your patients into 23.621 0.598 25.045 0.094 4.885 0.409
You have enough knowledge about how RA affects the feet to
provide effective FHE 19.134 0.275 13.518 0.556 3.993 0.259
The people that you manage with RA use the FHE that you
provide 12.947 0.785 12.358 0.52 3.434 0.278
People don't use your FHE because they are already well
educated 2.818 0.801 5.273 0.237 1
People don't use your FHE because they cannot afford to for
financial reasons 6.304 0.228 1.947 0.875 0.464
People don't use your FHE because they do not perceive that
it is relevant to them 5.687 0.302 1.524 1 0.713
People don't use your FHE because of other reasons 7.523 0.128 2.849 0.659 0.303
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Free text comments taken from Rheumatoid Arthritis foot health education
survey for practitioners.

15.1.b —There is enough time during consultations to provide foot health
education — If you selected Other, please specify:

Showing all 6 responses
1. there can be enough time for small, focused, discussions on a particular area of health
edcaution. there is not enough time to engage with the patient and determine THEIR
individual fears,especations
talk while your working
. This depends on how services have been set up. I am lucky enough to have a set up

that allows time to explain, educate and negotiate. I would say however that podiatry
services have very little time and H

4. We are always under pressure for time but foot health education should be made a
priority.

5. caseloads, overbooking lateness, extras put enormous pressure on clinical
appointments

6. pertinent to the presenting problem or request from the patient in reality is what health
ed is given during a consultation

w1

15.2.b -You have access to RA-specific foot health information such as leaflets,
provided either by your Trust or from Patient support organisations such as
NRAS or Arthritis Research UK - If you selected Other, please specify:

Showing all 2 responses

1. Thave a limited supply from NRAS and the trust does not provide health leaflets.

2. Trust ones currently being developed. just provide ARC leaflets at moment

15.3.b -You are aware of any Group Education programmes that you could
refer your patients into - If you selected Other, please specify:

Showing all S responses

15.4.b - You have enough knowledge about how RA effects the feet in order to
provide effective foot health education - If you selected Other, please specify:

Showing 1 response
1. RA can be very distruptive to the foot joints and I am unsure as to which extend



Showing 1 response
suitable footwear can prevent problems. When problems do occur, RA patients in
particular, are very good at finding ways to relief their symproms. They are more
receptive at that stage, I think.

16. The people that you manage with RA use the foot health education that
you provide - If you selected Other, please specify:

Showing all 5 responses

1.

other than some female patients and footwear advice
Over time, not straight away.

Some do, some don't

Sometimes.

in the main yes but they have gross foot deformity due to RA for many years and
sometimes object to styles of shoes available

Question 16: If people with RA DO NOT use the foot health education that
you provide, is this because (please select all that apply)...

Question 16.a: If you selected Other, please specify:

Showing all 6 responses

. they are unable to due to physical constraints and lack of help by others

some do some don't - barriers are cost, motivation - it won't happen to me or I know
that but it's too late or just too much bother. Until it happens.

. People find it generally difficult to alter behaviours and this includes changing

footwear type. This is more of a proble with women rather than with men.
Additionally, elderly people can find that social barriers hinders them from wearing
trainer-type shoes but don't want to wear 'shoes for old people'either.

Often receptiveness to HE relates to symptom only. People experiencing foot pain
can appreciate the relevance and use of FHE. Often the newly diagnosed without
foot pain can't see the relevance to them and disregard it. FHE is best given at all
opportunities but I think best received when the person given FHE has a personal
nterest

. Excuses I hear most often:

They are young and do not want to wear certain shoe types.
Their occupation dictates a shoe type.
Only flip flops are comfortable.



Showing all 6 responses

'"They might not be good for me but they're comfortable!'

6. usually footwear related problems and would rather wear their own instead of

hospital footwear

Question 17: This free text box is for you to add any additional comments or
information that you feel is relevant and has not been addressed by this
survey. Thank you.

1.

10.

Re timing, foot health education is important in early diagnosis but patients are often

_ at this time and therefore foot health education is

perhaps best delivered as part of a staggered education approach by the team.

. Wbarrier o the imporicnce of foot health'education is the foot involvement in RA is

not given the same priority (by the MDT) as other aspects of care.

Working in the private sector I have to refer them into the NHS anyway, it would be
immoral not to.

end of the current financial year. Perhaps a survey to pod managers to ask how much

resource they allocate to the above might be an area to look at, as 50% of the positive
responses in this survey have been achieved by my own dedication, commitment and
unpaid work!!!

I don't think that enough effort has been made to offer people with altered foot shape
desirable custome-made footwear; neither is the current fashion accommodating the -
so called- 'deformed feet'.

I work in private practice. RA patients I see are already managed within the NHS. My
role as I see it is to reiterate health care advice and refer to medical/nursing
practitioners as required

Patient education can be a challenge depending on age, duration of disease, previous
foot surgery and level of pain etc. In my experience, Pain can be generally a good
motivating factor for patients to listen to advice and education.

IO EHEEAHNCRINHISIBYIES «:c better that big chunks!!

Too foot focussed? No mention of the systemic impact of RA and for example
cardiovascular and peripheral vascular risks.

as podiatrists we perceive foot health education as a need at first diagnosis. If there
are no evident visual or symptomatic foot problems at this stage it is difficult to



convince patients/other professionals that podiatry intervention is important at this
stage. in my experience patients often attend podiatry 'once the damage is done'

11. Types of education and those who respond to it caries from person to person on the
whole I find this group more receptive re thier disease than for examples patients with
diabetes.



2.6 Commentary — Paper 6

Exploratory work (papers 2,3 and 4) has indicated that people with RA lack
awareness and understanding of their FHE needs, that they perceive that there is
very little high quality/easily accessible foot health information available and access
to foot health services is limited to them. This work has also indicated that this group
of people would value the provision of FHE to facilitate timely management / self-
management of their foot problems. This exploratory work indicated the items and
sub-topics that could be used in the development of an online survey for people with
RA and identified the need to seek a wider UK perspective as focus group work was

limited to participants from the North West of England.

The aim of this study therefore was to build on the findings from exploratory work and
identify the FHE needs of people with RA in relation to content, timing, most common
and effective modes of delivery and perceived barriers to accessing FHE, using an

online survey method.

This paper presents the results of the qualitative analysis of the free-text comments
provided by participants in respect of additional information they felt had not been
addressed by the survey or that they wished to use to add in support of their
responses to the items within each sub-section. The qualitative data that was
generated from this component of the survey was of a substantial volume and

therefore it was justifiable to present these findings in their own right.

This particular study has been presented at this point in the order of the publications
in part due to the chronological order of publication, but also because it presents the
reader with a profoundly emotional participant perspective that was felt to
fundamentally represent the ‘voice’ of the person with RA and foot related pathology,
in the context of this study. | wanted this ‘voice’ to be heard prior to the presentation
of the quantitative data results, which whilst providing a clear illustration of the
current status of FHE for people with RA, do not reflect the true depth of the
participants’ experience. Having an understanding of this experience when reading
the seventh and final publication, | believe allows the reader to truly understand the

participant perspective.
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The results of the thematic analysis of the qualitative data revealed much about the
participants’ experiences in relation to FHE provision, in complement to the
quantitative results. It is the first time that this approach to obtaining qualitative data
has been used within podiatric research and was an unpredicted aspect of data
collection and analysis when the survey was first developed. The significant number
of respondents and additional free-text comments illustrated the profound impact that
foot health has on people with RA and provided an insight into the ‘hidden’ backstory

underlying the participants’ survey responses.

This distinctive approach to qualitative data collection and its thematic analysis
identified and supported the need for FHE strategies to be employed from the point
of diagnosis of RA and throughout the whole experience of the condition. It strongly
supported the fact that feet remain marginalized and ignored with the medical
consultation as identified in paper 2 and 3, leading to frustration within the participant
population and denying them the opportunity to raise concerns about their foot
health. Further to this, the time constrained nature of the medical consultation as
identified in paper 5, limitations in patient assessment (use of the DAS 28 excludes
the joints of the feet) and the poor timing of FHE provision (when it was provided),
meant that the window of opportunity to manage foot health problems in a timely way
was missed. A lack of awareness of foot health problems amongst people with RA
and health care practitioners meant that participants had not been referred to foot
health services in a timely manner, if at all. Most significantly, the participants
expressed a profoundly emotional response to the physical impact of living with RA-

related foot problems and having to fight to receive foot health care.

The findings of this study powerfully triangulate with those of the quantitative
component of the survey and the results of the podiatry practitioner-based survey,
strongly reinforcing the need for people with RA to be provided with the opportunity
to raise their foot health concerns during the medical and podiatric consultation; to be

given a voice.

INNOVATIONS:
This study uniquely, gives voice to the person with RA on their perspective of FHE

provision. It revealed a profound depth of emotion related to living with the physical
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impact of RA-related foot pain and pathology and about how this appears to be
continually marginalised by health care practitioners. This, in essence denies them a
voice on their foot health in the one place where they should be able to express it.
People with RA should be enabled to articulate their foot health concerns during their
medical consultations with ANY health care practitioner to ensure the timely access

to appropriate foot health management strategies and tailored FHE.
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Abstract

Objective: Up to 90% of people with rheumatoid arthritis (RA) experience foot problems leading to reduced func-
tion, mobility, quality of life and social participation, and impacts on body image, but these can be improved with
general foot care, orthoses, footwear and patient education. Foot health patient education is lacking, so the aim of
the present study was to identify the foot health educational needs of people with RA in relation to its content,
timing, mode of delivery and the perceived barriers to its provision.

Methods: People with RA completed an online survey and provided free-text comments for thematic analysis.
Results: A total of 249 people completed the free-text section of the survey. Five main themes emerged: ‘Forgotten
feet’; “Too little, too late’; ‘Lacks and gaps’; ‘I am my feet’ and ‘Game of chance’.

Conclusion: Foot pathology in people with RA has a bio-psychosocial impact on their lives. Foot health and related
information appears to be considered rarely within the medical consultation. Access to foot health information and
services is limited owing to a lack of patient and/or health professional awareness, with a detrimental impact on the
prognosis of their foot health. The importance of foot health in people with RA should be reinforced for patients
and health professionals alike. Opportunities to discuss foot health within the medical consultation should be pro-
vided regularly. Copyright © 2015 John Wiley & Sons, Ltd.
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Introduction (Alkaabi et al., 2003; Stamatelopoulos et al., 2010) and

Foot pathology is seen in up to 50% of people with
rheumatoid arthritis (RA) at diagnosis, progressing to
80-90% of those with established disease (Borman
et al., 2012; Grondal et al., 2008) and is manifested in
a wide variety of ways, ranging from the structural and
functional (Barn et al., 2013; Hooper et al., 2012;
Woodburn et al., 2002a), to pressure-related problems
such as callus and ulceration (Firth et al., 2008; Siddle
et al., 2012), with peripheral arterial disease (PAD)

Musculoskelet. Care 14 (2016) 37-46 © 2015 John Wiley & Sons, Ltd.

peripheral neuropathy (Lanzillo et al., 1998; Sim et al.,
2014) adding to the symptom burden. The pharma
\cological management of RA — significantly, the use
of biological therapies, such as infliximab, etanercept
and anakinra, and corticosteroids — increases the risks
associated with infection (Otter et al., 2004). Foot
pathology can lead to loss of function, reduced mobility,
impact on body image, reduced social participation and
a poorer quality of life (Wickman et al., 2004).
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Timely foot care intervention for these pathologies
can relieve pain, maintain function and hence im-
prove a person’s quality of life (Woodburn and
Helliwell, 1997). These can be achieved with early ac-
cess to foot health assessment, and management
which includes foot orthoses, therapeutic footwear
(Arthritis and Rheumatism Musculoskeletal Alliance,
2004; National Institute for Clinical Excellence,
2009), and the care of nail and skin problems, to-
gether with patient education on how to contribute
to this management (Williams et al., 2011). As patient
education for people with RA has a positive effect in
relation to their general disease management and
overall health (Albano et al., 2010; Fautrel et al.,
2005), foot health education (FHE) is also recognized
as being essential (Graham et al., 2012a,b, Podiatric
Rheumatic Care Association, 2008; Williams et al,
2011). Figure 1 outlines the general aspects of foot
health that healthcare professionals should aim to pro-
vide, depending on the needs of the person with RA
and based on current guidelines (North West Podiatry
Clinical Effectiveness Group, 2014).

Despite recommendations for the management of
foot pathology, there is evidence that people with RA
do not know why they develop these problems, or un-
derstand the implications of having these problems
(Graham et al., 2012a). Further, they do not under-
stand the role of the podiatrist, the interventions them-
selves (Blake et al., 2013) or self-management(Blake
et al., 2013; Graham et al., 2012a). This results in sub-
optimal foot health, which may be damaging to overall
health (Steward and Land, 2009); therefore, improving
knowledge is critical. Before developing strategies to
achieve this, it is necessary to identify what patients
need, when and in what form they want it delivered.

Graham and Williams

The aim of the present study was to identify the FHE
needs of people with RA in relation to its content,
timing, mode of delivery and the perceived barriers to
its provision. Building on previous exploratory work
by the authors (Graham et al., 2012a,b), an online sur-
vey was considered to be the most effective method of
collecting the data.

Methods
Ethical approval

The study was granted ethical approval by the Univer-
sity of Salford, Research Innovation and Academic En-
gagement Ethical Approval Panel (HSCR12/35).

Survey development

The online survey was developed from the results of a pa-
tient focus group, which informed both the content and
the structure of the survey (Graham et al., 2012a). Four
participants (people with RA and experience of receiving
podiatry foot care) piloted the survey, with ‘think aloud’
cognitive debriefing (Willis, 2005). This reduces sources
of response error and ensures clarity of questions and
their overall structure, and led to a small number of
changes relating to the clarity of three questions and
the consolidation of items within two sections.
The final survey consisted of six sections:

Participant demographics;

The aims of FHE;

The best ways of providing FHE;

What should be included in FHE provision;
When is the best time to receive FHE;
Accessing FHE/information.

IS

FHE should be encouraged at each consultation and be individualized
according to the educational needs of the person at the time of the
contact.

FHE should include foot health self management advice and if necessary
demonstration.

FHE should include explanation of foot problems, their impact on the
individual and changes in foot health that should prompt immediate
health-care practitioner attention.

FHE should include information on general disease management and
sign-posting for future foot health needs to National Health Service
podiatry service providers

FHE should include information about patient support groups/websites.

Figure 1 Foot health education (FHE) for health practitioner provision (North West Podiatry Clinical Effectiveness Group, 2014)

Musculoskelet. Care 14 (2016) 37-46 © 2015 John Wiley & Sons, Ltd.



Graham and Williams

A free-text comment section for participants, to in-
clude further details or information they felt had not
been addressed by the survey, was included at the end.

Participants

Participants were recruited through the National Rheu-
matoid Arthritis Society (NRAS) membership via email
invitation, with a web link to the survey. Recruitment
ran from September to November 2013, with potential
participants receiving an initial email invite, followed
by a second ‘reminder’ email two weeks later. People
with a diagnosis of RA, patient membership of the
NRAS, living in the UK, and with the ability to read
and write in English and to complete an online survey
were eligible. The survey was designed to be completed
anonymously so that no participants could be identi-
fied. Consent was implicit by the completion of the
survey and participants were informed of this at the
start of the online survey.

Results

The qualitative data generated within the free-text sec-
tion of the survey was substantial and so these results
are presented in this paper, as they are illuminating in
their own right.

Demographics

A total of 543 people responded to the survey — 10.3%
(n=>56) male and 89.7% (n=487) female. Participants
were given the opportunity to provide additional com-
ments and details at the end of the survey. A total of
249 individual responses were given, and analysed the-
matically. Demographic data are shown in Table 1 and
geographic data are shown in Table 2.

Data analysis

An inductive, qualitative approach of thematic analysis
was used to create a framework in order to illustrate the
main themes in the text and the transparent, methodi-
cal systematization of textual data. This approach to
thematic analysis can be said to be rooted within a phe-
nomenological approach to research methodology be-
cause it focuses on the individual’s subjective
experiences, expressed as perceptions, thoughts and
feelings in the individual’s own words. However, the-

matic analysis does not have to be associated with any

Musculoskelet. Care 14 (2016) 37-46 © 2015 John Wiley & Sons, Ltd.
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Table 1. Participant demographics

Female Male
[n (%)] [n (%)] Totals (%)
Gender 487 (89.7%) 56 (10.3%) 543 (100%)
Age range  18-29 years 5(0.9%) 0(0.0%) 5(0.9%)
(SD=1.1)
30-39 years 18 (3.3%) 3(0.6%) 21 (3.9%)
40-49 years 86 (15.8%)  4(0.7%) 90 (16.6%)
50-59 years 168 (30.9%) 10(1.9%) 178 (32.8%)
60—69 years 169 (31.1%) 27 (5.0%) 196 (36.1%)
70-79 years 40 (7.3%) 8(1.5%) 48 (8.8%)
80-89 years 1(02%)  3(0.55%)  4(0.7%)
>90 years 0(0.0%)  1(0.2%) 1(0.2%)
Disease 0-12 months 15(2.8%) 2 (0.4%) 17 (3.2%)
duration
(SD=1.4)
1-2 years 37(0.5%)  5(0.9%) 42 (7.7%)
2-5 years 105 (19.3%) 14 (2.6%) 119 (21.9%)
5-10 years 118 (21.7%) 23 (4.2%) 141 (25.9%)
10-15 years 84(15.5%)  4(0.8%) 88 (16.3%)
>15 years 128 (23.6%) 8 (1.5%) 136 (25.1%)
Lives with  Alone 84 (15.5%) 9 (1.6%) 93 (17.1%)
Spouse 372 (68.5%) 47 (8.6%) 419 (77.1%)
Other family ~ 31(5.7%)  0(0.0%)  31(5.7%)
member or

carer

SD, standard deviation

pre-existing theoretical framework as it can be used
within a number of research methodologies, including
realist/essentialist paradigms (Braun and Clarke, 2006).

A six-stage process was used: coding the text; theme
identification; thematic network construction; descrip-
tion and exploration of networks; summarization of
networks; and pattern interpretation (Attride-Stirling,
2001). This approach allows acknowledgement of the
researcher’s experience and knowledge of the subject
at hand and the influence of this on data collection
and analysis. The results were agreed by one of the au-
thors (AEW), to enhance the validity of the data, with
exemplars extracted to demonstrate truthfulness within
each theme. As the survey was designed to be anony-
mous, it was not possible to seek external review of
the data from the participants. Five organizing themes
were identified from the data and were further split
into basic themes:

‘Forgotten feet’;
‘“Too little, too late’s;
‘Lacks and gaps’;

T am my feet’;

MRS

‘Game of chance’.
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Table 2. Podiatry provision and geographic location of participants

Graham and Williams

Female [n (%)] Male [n (%)] Totals (%)

Currently receives podiatry Yes
No

Where is treatment provided? NHS
Independent practice
Both

Geographical location Southeast England
Northwest England
Southwest England
Central London

West Midlands

East Anglia
Yorkshire/North Humberside
East Midlands

South Central England
Northeast England
Wales

Scotland

Northern Ireland

199 (36.6%) 18 (3.3%) 217 (39.9%)
288 (53.1%) 38 (7.0%) 326 (60.1%)
127 (23.4%) 13(2.4%) 140 (25.8%)
60 (11%) 4(0.8%) 64 (11.8%)
22(4.0%) 0 (0.0%) 22 (4.0%)
110 (20.3%) 9 (1.6%) 119 (21.9%)
51(9.4%) 9 (1.6%) 60 (11.0%)
67 (12.3%) 8 (1.5%) 75 (13.8%)
37 (6.8%) 3 (0.6%) 40 (7.4%)
36 (6.6%) 3(0.6%) 30 (7.2%)
36 (6.6%) 2(0.4%) 38 (7.0%)
31 (5.7%) 3(0.6%) 34 (6.3%)
28 (5.1%) 4(0.8%) 32(5.9%)
15 (2.7%) 4(0.8%) 19 (3.5%)
28 (5.1%) 3(0.6%) 31 (5.7%)
14 (2.5%) 2(0.4%) 16 (2.9%)
29 (5.4%) 5(0.9%) 34 (6.3%)
5(0.9%) 1(0.2%) 6 (1.1%)

Themes
‘Forgotten feet’

For many of the participants, feet and their signifi-
cantly painful symptoms were not given any priority
by the healthcare professionals during the consultation.
Participants felt as if their foot problems were not im-
portant enough for the consultant or health profes-
sional to acknowledge or to provide any education
about. Even when their primary concern was their feet,
the focus of the healthcare professional during the ex-
amination was elsewhere in the body:

‘My hands were always examined and my feet ig-
nored, even though my biggest concern was my
feet’. (P242)

For some participants, healthcare professionals system-
atically ignored RA-related foot symptoms because they
had no apparent awareness of how the feet can be af-
fected by RA or because they saw discussion of foot
problems as low priority:

‘Feet aren’t assessed in rheumatology appointments
and the health professionals seem ... disinterested

in feet’. (P38)
An overwhelming number of participants cited the lack

of foot joint examination within the Disease Activity
Score (DAS) as having a profound influence on the topic

40

of ‘feet’ being raised during consultation with healthcare
professionals. Participants felt that this directly influ-
enced the attitude of healthcare professionals to the as-
sessment of feet during the consultation process:

“The absence of foot assessment from the DAS scoring
system has been a serious flaw and has led to foot
problems being marginalized in my case...” (P226)

This perceived absence of acknowledgement of foot-
related pain and disability by healthcare professionals left
participants feeling that their feet lacked relevance in the
overall symptoms of the disease or in the global manage-
ment of their RA. They felt that their feet were neglected.

'Too little, too late’

The majority of participants, from those recently diag-
nosed to those with established disease, had no information
from healthcare professionals in relation to their foot health
and RA, despite reporting symptoms of pain and disability:

T have had RA for the past 23 years and have not
really received any advice from a podiatrist, apart
from 15 years later, when I began to suffer ... my
feet now give me the most pain...". (P98)

Participants were frequently told that they should only
seek help or advice when a problem with their feet
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arose, which for many was perceived as being far too
late and detrimental to their foot health. They felt that
information should be provided early on in the disease,
as a preventative measure, based around written infor-
mation or more formal educational sessions:

‘...more written information and education ses-
sions on foot health would be a good idea when
RA is first diagnosed, to hopefully prevent/reduce
foot problems’. (P133)

However, the prevailing theme was that information
should not be presented on diagnosis but a short time
later, to avoid overwhelming individuals when they
might not be able to process it. Information provided
at this early point should be focused on foot health
prognosis, clinical contact details, potential foot-related
complications and sources of well-fitting footwear.
Further to this, some participants also felt that infor-
mation should be sought on a more regular basis to re-
flect their changing needs, or that information
provision should be organized more formally:

‘...I need the information to be reinforced regularly
as I forget and the importance of different informa-
tion to me changes as my needs change’. (P211)

In this way, it might offer healthcare professionals
greater scope for providing foot health information,
rather than patients feeling as if the consultation is time
restricted.

Additionally, participants commonly felt that their
treatment was delayed and thus not provided in a
timely manner. For many, this time delay to treatment
or being informed about their treatment options came
at a price to their foot health; they felt that being in-
formed of their treatment options could have resulted
in an earlier resolution to a serious recurrent problem;
for others, delayed treatment led to prolonged suffering
due to their painful foot symptoms:

‘Not one health professional took any interest in
my deformed feet. I could have cut them off at the
ankle. .. I needed major surgery to have my feet re-
constructed... this major surgery could have been
avoided’. (P203)

Delays in information provision about foot health and
treatment options, and a perceived lack of time during

Musculoskelet. Care 14 (2016) 37-46 © 2015 John Wiley & Sons, Ltd.

Foot Health Education for People with RA

consultations meant that, for many participants, their
foot health was compromised. The perception was that
their current poor foot health could have been avoided
if they had known what they could do to prevent or
manage it themselves at an earlier stage in their disease.

'Lacks and gaps’

Sixty per cent of the participants had not received
any podiatry care. For some participants, this was sim-
ply because it had never been offered to them or sug-
gested as an option in the management of their RA;
others had been denied National Health Service
(NHS) podiatry treatment, even when they had sought
it from the medical team during the process of their
consultation. Access to foot health services was deemed
to be a rare occurrence within the NHS for people with
RA, despite demand for it to be made available to them:

‘Chiropody on the NHS is like ‘gold dust" and it should
be made much more widely available...’. (P70)

As a consequence of being unable to access NHS foot
health services, participants found it difficult to access
foot health-related information, even when they specif-
ically requested it from their consultant:

‘I have never been informed by my rheumatologist
about the effect RA has on my feet and I have asked
for this before’. (P106)

It was not only access to a podiatrist that was difficult
for a number of participants; obtaining the foot health
information they sought from the podiatrist, a per-
ceived expert in foot health matters, proved to be frus-
trating too, as podiatrists also seem to lack this
awareness. Furthermore, the podiatrists’ awareness of
how to manage patients’ foot health during a critical
point in their disease was also perceived to be lacking:

“The podiatrist I asked to see only gave general ad-
vice... She seemed bewildered that I had asked to
see her, as though RA was not a cause of foot pain’.
(P38)

Poor access to foot health services and information,
and awareness by other healthcare professionals in rela-
tion to the role of a podiatrist and their scope of prac-
tice, means that people with RA are not referred
because it is not seen as necessary or appropriate:
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T don’t see a podiatrist, despite having problems
with my feet. My GP said they weren’t bad enough
for any operation so there wasn’t any point seeing a
podiatrist’. (P68)

Many participants were unaware of the potential for
foot-related pathology to develop owing to their RA,
or what could be done to help them manage their symp-
toms. For some, not having received any information
from healthcare professionals in relation to their feet
meant that they felt unable to ask questions and thus be-
gin the process of learning about foot health and RA.
This lack of access to foot health services and infor-
mation, and a poor awareness of RA-related foot health
and their
healthcare professionals alike meant that participants

issues management by patients and
faced many barriers to receiving foot health informa-
tion or education.

‘I am my feet’

Foot problems caused by RA evoked a strong re-
sponse in the participants, in terms of the physical
and emotional impact that the disease had on their
ability to function in their day-to-day lives. Many
expressed difficulty in being able to mobilize on feet af-
fected by RA and the profound emotional response
they had to that experience:

“...upsetting when it’s your feet that have been rav-
aged the most, and without them it’s difficult to
walk’. (P22)

For some, the symptoms within their feet prevented
them from having the independence of being able to
drive, or being able to participate in positive health be-
haviours in the management of RA:

‘Exercise is so important for physical and mental
health, and sore, painful feet make this so much
more hard work’. (P26)

Not only did participants express the difficulties they
experienced with functionally limiting symptoms such
as pain, but many also reported that the effects of RA
on their feet meant that they were unable to wear shoes
that would allow them to continue with their usual
‘lifestyle’, and that this forced alteration to their day-
to-day wardrobe resulted in significant emotional
distress:
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“...a high percentage of my pain and distress is
caused by my feet .It is very depressing having such
limited footwear’. (P2)

Others felt that they should be forewarned of the po-
tential psychological impact that alterations in self-
image can have on an individuals’ psychological well-
being, as a result of having to change their footwear
habits because of RA:

“There are also psychological aspects to foot health. ..
having to stop wearing heels that I've found have had
such a huge impact on my self-image, which I also
think should be addressed’. (P233)

Many participants expressed disappointment that their
foot-related symptoms are not addressed during medi-
cal consultations and were clearly distressed by the lack
of readily available information that might help them
to manage their significant foot pathology. They
expressed this as feelings of desperation about their
foot health. Their desire for information was tangible.
From a physical and emotional perspective, partici-
pants appeared to feel strongly that their foot health
was significant enough to have a long-term impact on
their overall well-being.

‘Game of chance’

Many participants proactively sourced foot health
information and services in the absence of its provision
by the medical team. For some, taking the initiative to
source information about foot health had led to inde-
pendent management of it themselves:

‘As an RA sufferer, I have found I have had to be
very proactive in my care and seek knowledge for
myself. (P158)

They expressed a strong sense of having to fight for ac-
cess to foot health services, having to undertake a
prolonged campaign for podiatry treatment or having
to convince other healthcare professionals of their need
for foot-related treatment:

T got diagnosed in 1985 and only this year got
NHS podiatry, after years of fighting'. (P48)

Contrary to this strong element of proactive health
information-seeking behaviour was the feeling that
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access to ‘good’ foot health information was more re-
lated to chance:

‘It was only by chance that I was referred to a po-
diatrist’. (P173)

Some felt that the fact that a podiatrist was treating
them was more by chance than design, or that the fact
that the healthcare professional who was treating them
was ‘good” meant that they were one of the "lucky’ ones:

‘I was so lucky to get a good podiatrist early in the
disease’. (P190)

Even in the absence of being managed within the NHS,
participants felt that there was an element of luck in re-
ceiving independent sector foot health services:

‘I am lucky to be able to afford ir. (P228)

Discussion
Study limitations and strengths

The qualitative component of the survey revealed a rich
depth of data about participants’ experiences in relation
to RA-related FHE provision and foot health services.
The survey employed free-text comment, as used in
other studies, in order to achieve this (Corner et al.,
2013; Richards et al., 2009), but in this subject area it
was the first time such an approach has been used.

The participants were recruited from a patient sup-
port organization (NRAS), and this was a pragmatic
approach. It could be argued that this population may
not have represented the whole population of people
with RA. However, the study population is defined in
the results section and represented a wide geographical
area of the UK (Table 2).

The themes that were identified from the data illu-
minate previous studies that have focused on other
aspects of foot care, such as the foot interventions
(Williams et al., 2007; Williams and Graham, 2012)
and access to services (Blake et al., 2013; Redmond
et al., 2006) and the impact of living with feet affected
by RA (Graham et al., 2012a; Walmsley et al., 2012;
Williams and Graham, 2012). The present study
revealed the need for FHE strategies to be employed
at an early stage of disease diagnosis through their
whole experience of the condition and living with
foot problems.
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There is evidence for foot health interventions for
people with RA (National Institute for Clinical Excel-
lence, 2009; Williams et al., 2011), and for patient edu-
cation in supporting self-management and improving
clinical outcomes (Albano et al., 2010). However, the
present study revealed that, for many individuals, their
foot health and related information is rarely considered
within the medical consultation, with the 28-joint DAS
(van der Heijde et al., 1993) being the focus of the con-
sultation and hence driving the patient education
‘agenda’. The participants found this frustrating as it
focused on everywhere except their feet, despite the fact
that they had foot symptoms. For participants who did
not have access to a podiatrist, this meant that the op-
portunity to raise concerns about their feet was ex-
tremely limited. Even on those occasions when foot-
related symptoms were highlighted by the participant,
they were treated as a low priority or disregarded by
medical staff. This perception of ‘feet being ignored
or marginalized” has been expressed in previous work
(Williams and Graham, 2012).

Early intervention with foot orthoses has been
shown to maintain good foot structure in people with
RA (Woodburn et al., 2002) and their use in early RA
is supported by current national guidelines (National
Institute for Clinical Excellence, 2009). Many partici-
pants felt that their foot health had been compromised
because of absent foot health information and timely
referral for interventions, with some being declined in-
tervention as their feet ‘weren’t bad enough’. The time-
constrained nature of consultations made them feel
that these had been ‘rushed’, leaving little opportunity
to raise concerns about their foot health. If people with
RA are not signposted to foot health services during
medical consultations, then the chance to intervene
early and potentially prevent more serious foot mor-
bidity will have been missed.

Participants felt that the ideal time to receive FHE
would be dependent upon the stage of the disease, and
being provided with information at the point of diagno-
sis was viewed as being potentially overwhelming. By
contrast, receiving FHE early in the disease was seen as
essential in enabling people to be proactive about their
foot health and to help prevent early deterioration. Early
FHE provision, together with regular opportunities to
‘boost’ their knowledge as the disease and their education
needs changed, was considered to be a beneficial strategy.

Not being able to access foot health services remains
a widespread issue for many people with RA owing to a
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lack of patient knowledge about services or because the
health professionals fail to refer them because they too
have no knowledge of such services. Problems with ac-
cess to NHS podiatry or foot health-related services are
longstanding (Redmond et al., 2006), despite the intro-
duction of national and local guidelines (National Insti-
tute for Clinical Excellence, 2009; Podiatric Rheumatic
Care Association, 2008; Williams et al., 2011), and
means that many people find it difficult to access appro-
priate foot health-related information. Participants
found that when they had raised concerns about their
foot health with other members of the medical team,
they found that their knowledge was lacking, highlight-
ing the need for a specialist podiatry service. Addition-
ally, poor awareness of how RA can have an impact on
the foot was also perceived to be evident in podiatrists
who were not specialists; indeed, this problem has al-
ready been identified (Williams et al., 2013).

Participants expressed profound emotion relating to
the physical impact of living with RA-related foot prob-
lems. The negative emotions, desperation and distress
are further compounded if the information to help them
understand their foot problems is denied and foot health
services are inaccessible. They spoke about having to seek
this out for themselves or fight for it without support
from other health professionals. When they did get ac-
cess to ‘good’ foot health information and services, they
viewed this to be by chance rather than design. These
concepts of people with RA having to fight for access to
services and information and the patchy service delivery
that they experience are not new. Marked regional varia-
tions in rheumatology foot health service provision were
identified and published in 2006 (Redmond et al., 2006).
More recently, the Rheumatology Futures Group report
on patients’ and professionals’ perceptions of RA care
highlighted the ‘lack of access [to podiatry] and lost op-
portunities’ to help people with RA and foot problems
(Steward and Land, 2009).

Conclusion

It is essential that people with RA are allowed to raise
their foot health concerns during their medical consul-
tations on a regular basis, ideally during their review
appointments. This will enable the timely signposting
of individuals with foot-related pathology to appro-
priate foot health resources such as specialist podia-
trists or patient support group websites providing
foot health-related material that has been developed
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for and with people that have RA foot-related
problems such as the National Rheumatoid Arthritis
Society website (www.nras.org.uk).

Further research is required to determine the effec-
tiveness and accessibility of current FHE resources for
people with RA, to ensure that they can easily access in-
formation that does not create fear for the future of
their foot health.
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2.7 Commentary — Paper 7

It is well recognised that foot health education is an essential component of foot
health management for people with RA (PRCA, 2008; NICE, 2009; NWCEG, 2014)
Despite this, there is evidence of both sub-optimal FHE and foot health management
for this group of people (paper 2,3,4,5,6). It is now known that the people with RA in
these studies lack awareness and understanding of FHE, the foot health
interventions that are available to them, the role and scope of practice of the
podiatrist and of appropriate self-management strategies. Given the emphasis on
patient-centred care and the provision of information to facilitate shared decision
making (Neame, Hammond and Deighton, 2005; Kjeken et al, 2006) having a
comprehensive understanding of the FHE needs of people with RA could be
considered crucial to the promotion and achievement of good foot health. This paper
presents the quantitative findings of an online survey developed from a fusion of my
own experience, the narrative review (paper1) exploratory work (papers 2 and 3) and
identifies for the first time, what people with RA need in relation to FHE and the
potential and actual barriers to its’ current provision. Further to this, this paper
presents the influence of participant gender, age, disease duration and living
situation (alone or with a significant other) on their responses, as these factors have
been shown to influence educational need in people with rheumatic disease (Hjelm
et al, 2002; Dragoi et al, 2013). Insight in relation to these factors is required in order

to approach the provision of future foot health educational interventions.

The results presented in this paper identified continued patchy access to foot health
services across the UK for people with RA and that the highest levels of access
remain within those areas of higher population density (SW, SE and NW England).
Further to this the results of this paper showed, for the first time, that poor access
and low awareness of FHE for people with RA was experienced across the UK and

not limited to one or two geographical areas.

Distinctively, this paper confirms that the age and gender of people with RA has
some influence on their perceptions of certain aspects of FHE provision, including the
aims of FHE, how likely they are to receive FHE, clarity about what they should be
asking Health Professionals in relation to their foot health and RA, the aspects of

FHE content they most value and the mode of FHE they are more likely to engage
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with. This has potential implications for the way in which Health Professionals tailor

their approach to the design and delivery of FHE for people with RA.

The results of this paper showed that the participants placed a high value on the
importance of all aspects of the content of FHE, indicating the significance with which
they regard potential FHE provision. In support of the qualitative results (paper 6) and
in concurrence with the findings from the survey of podiatrists (paper 5), people with
RA require FHE provision early in their diagnosis. However, although this was
indicated as preference many barriers appear to remain that prevent this from
happening; apart from poor access to foot health services, the majority of participants
are not asked about foot health during the medical consultation which may be
attributed to time constraints and a lack of practitioner awareness of foot health
issues related to RA. The most common method of FHE provision was perceived to
be verbal or via sign-posting to patient support group web-sites. Of significant
interest, was the finding that many participants did not receive written foot health
information from any health professional. This is in direct contrast to the findings of
the podiatry practitioner survey (paper 5) where the most commonly stated method
for the delivery of FHE was said to be written information The use of written
resources is highly valued by people with RA especially in support of verbal
information provision. The fact that there is a range of resources freely available to
health professionals (such as those provided by Arthritis Research UK), may suggest
low awareness amongst podiatrists and other health professionals about the
existence of such resources, given that they do not incur a cost to the individual

practitioner or the health service.

The recommendations from this paper strongly align with and support the findings of
the qualitative analysis (paper 6) and those of the survey conducted with podiatrists
(paper 5); people with RA should, as a minimum, be asked about their current foot
health at their medical appointments starting at the point of diagnosis and their
subsequent foot health education needs should be tailored to their individual

requirements at that time.

The findings in this paper support the need to develop strategies that can facilitate
personalized, timely and time efficient mechanisms for identification of FHE needs in

people with RA.
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INNOVATIONS:

This study has identified for the first time, that poor access to AND low awareness of,
FHE resources, is experienced by people with RA across the UK and that this is not
limited to one or two geographical areas. This highlights a continuing unmet need in
the context of access to foot health services for this population of people, resulting in
the continued distress of patients and potentially ineffective foot health management.
This has clear ramifications for patient quality of life, ability to participate socially and

can impact on ability to function within the work environment.

The results of this study also identify that the age and gender of the participants has
some influence on their perception of FHE, which could impact on how we should
approach the design and delivery of FHE in the future. Further, this paper identified a
divergence of opinion between people with RA and podiatry practitioners about the
provision of written information, which the participants indicated that they were not
receiving. As a minimum to providing the patient with an opportunity to talk about

their foot health, this should also be supported by the provision of written FHE.
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Abstract

of delivery, content, timing and accessibility of FHE.

statistically significant influence on the results.

Background: Up to 50% of people with rheumatoid arthritis (RA) have foot symptoms at diagnosis, hence early
foot health intervention is recommended and this should include patient education. This study identifies, for the
first time, the foot health education (FHE) needs of people with RA.

Methods: An online survey of people with RA (n =543) captured quantitative data in relation to the aims, methods

Results: The majority concurred about the aims of FHE. Verbal delivery and websites were the most common
methods. Written and verbal FHE were perceived to be the most effective methods. The point of diagnosis was the
preferred time to receive it. Lack of access to FHE included minimal focus on foot health during consultations by
both health practitioners and patients with RA. Participant gender, age, disease duration and living situation had a

Conclusion: Foot health education is rarely considered within the medical consultation. There is a lack of patient and/or
health professional awareness of this need with a detrimental impact on foot health. Patients require health professionals
to identify their foot education health needs. Tailored foot health education should begin at initial diagnosis.

Background
Rheumatoid arthritis (RA) has a significant impact on
foot-related morbidity [1, 2], with associated physical
pathology manifesting in the feet as deformity [3-5],
callus and ulceration [6, 7], and both vascular [8] and
neurological deficit [9]. Pharmacological management of
RA has additional consequences for foot health, with
medications being associated with increased risk of in-
fection [10, 11]. The sequelae of this spectrum of foot
pathology are loss of function, reductions in mobility,
quality of life and social participation [12] and a poten-
tial negative impact on self- image [13].

There is a growing body of evidence to support effect-
ive management of foot pathology in RA, [14—16], with
foot health education (FHE) being recognised as being
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( BiolMed Central

an essential component, or as an intervention in its
own right. However, some people with RA experience
sub-optimal foot health with a lack of understanding of
the relationship between the disease and foot health or
lack of knowledge about the NHS services available to
them [17, 18]. Importantly, there is evidence that
people with RA do not understand the role of the po-
diatrist or self-management strategies they might use,
in the improvement or maintenance of their own foot
health [17-19]. The positive effect of patient education
in relation to general disease management and overall
health is well recognized in RA [20, 21]. The persistence
of sub-optimal foot health in RA can be potentially dam-
aging to overall health [22]. Therefore, improving patient’s
knowledge of foot health and management (either self or
professional) is considered essential to their overall well
being, functional ability and quality of life.

Having an understanding of the FHE needs of people
with RA in respect of the content, timing, mode of deliv-
ery and potential barriers to its provision, is a crucial
step to achieving good foot health in this patient group.

© The Author(s). 2017 Open Access This article is distributed under the terms of the Creative Commons Attribution 4.0
International License (http://creativecommons.org/licenses/by/4.0/), which permits unrestricted use, distribution, and
reproduction in any medium, provided you give appropriate credit to the original author(s) and the source, provide a link to

the Creative Commons license, and indicate if changes were made. The Creative Commons Public Domain Dedication waiver
(http://creativecommons.org/publicdomain/zero/1.0/) applies to the data made available in this article, unless otherwise stated.
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Therefore, this study aims to identify, for the first time,
what people with RA need in relation to FHE and the
barriers to its’ provision.

Methods

Ethical approval was received from the University of
Salford, Research Innovation and Academic Engagement
Ethical Approval Panel (HSCR12/35).

Questionnaire design

The survey questionnaire was designed to capture quan-
titative and qualitative data from people with RA from
across the UK. Questions were developed from a litera-
ture search and the results of previous exploratory work
that informed the content of the questionnaire [19, 23].
To ensure face and content validity the survey was
piloted with four people with RA, recruited from the
University of Salford, Podiatry Clinic. “Think aloud’ cog-
nitive debriefing [24, 25] was used in order to reduce
sources of response error, ensure clarity of questions and
the overall structure of the questions. The results of the
pilot led to a small number of changes relating to the
question clarity and the consolidation of items within
two sections (section 3 and 4) relating to verbal and
‘one-to-one’ methods of delivery.

The main components of the final survey consisted of six
sections, with 16 questions in total, including demographic
questions (section 1, questions 1-7), including an option
for participants to add in additional free-text responses
(questions 10, 13-15) if they had responses that were not
included within the survey response set and a free-text
comment question (questionl6) for the whole survey

Table 1 Survey score system by section and question type
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(Additional file 1). The results from the qualitative ana-
lysis of the free text comments have been published [19].

The score obtained by each participant in each section
was obtained by a summation of the individual item
scores within each section. Table 1 outlines the score
system for each section/question.

The questionnaire was anonymous, self-administered
and of a cross-sectional observational design using a
web based survey the Bristol Online Survey website
(https://www.onlinesurveys.ac.uk/). A mixture of open-
ended, closed-ended dichotomous, contingency, nominal
and ordinal polytomous questions were used to reduce
the risk of missing data [26, 27].

Participants

Inclusion criteria were: a diagnosis of RA, patient mem-
bership of the National Rheumatoid Arthritis Society
(NRAS), ability to understand written English and an
ability to access the internet. Participants were re-
cruited through NRAS membership via e-mail invita-
tion with a web-link to the survey. At the time of
survey development NRAS membership numbers were
3351, of which approximately 630 were healthcare pro-
fessionals, giving a potential sample population of 2731.
The recruitment period ran from September to November
2013, with potential participants receiving an initial e-mail
invite and requesting any members that were health care
professionals, spouses or carers not to complete the
survey. A ‘reminder’ e-mail was sent after 2 weeks.
Consent was implicit by the completion of the survey
and participants were informed of this at the start of
the online survey.

Section & Question type/ number Section title

Section Score system

Section 2; question 8 — Likert
5-point agree/disagree scale. are

Section 3, questions 9-11-

Q10-
Q11-Likert 3-point importance scale
for perceived effectiveness of method

Section 4, question 12 —

Likert 5-point agree/disagree scale health education

Section 5, question 13:

Multiple choice question foot health education

Section 6, questions 14-15 Q14-
Likert 5-point agree/disagree scale
Q 15 -Multiple choice question

and website use.

What the aims of foot health education

The best ways of receiving foot health
Q9- education and effectiveness of method

What should be included in foot

When is the best time to receive

Access to foot health education/information

A summed total of item scores relating to:
understanding about treatments consented for;
informed choices about treatment options; enablers
for foot safety; education about the effects of RA;
information about available resources.

A summed total of item scores relating to various
components of methods of delivery: written,

verbal and group information; use of audio-visual
demonstrations, images and videos; and websites.

A summed total of item scores relating to the
participants’ opinions of how important it was
to know about each component of FHE content
related to RA.

A summed total of item scores relating to participants’
opinions of the best time to receive foot
health education/information.

A summed total of item scores relating to various
components of access: positive statements relating

to barriers to access negative statements relating

to barriers to access, and commonly accessed websites.
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Data analysis
Data was analysed using SPSS v 20.0 (SPSS, Chicago,
IL, USA). The sample was summarised descriptively.
Inferential analyses were conducted. Independent sam-
ples t-tests were conducted to assess the effect of fac-
tors including gender, age (dichotomised into age 59 or
younger, age 60 or above) and living situation (dichoto-
mised into living with partner/carer or not living with
partner) as appropriate on the component scores which
formed the outcome measures of the study.

A p value of <0.05 was considered to indicate statis-
tical significance (Additional file 2).

Results

Five hundred forty-three people with RA completed the
survey. The majority of respondents in this study were
female (89.7%, n = 487), aged between 40 and 69 years of
age (85.5%, n=464) and had disease duration of more
than 5 years (67.3%, n = 365), with younger participants
tending to have shorter disease duration (22.5%, n =122
of participants aged under 59 years had a disease dur-
ation of less than 5 years, compared with 10.3%, n =56
participants aged over 60 years), though this result could
be said to be implicit.

There was a wide geographical spread of participant
representation across the UK. Access to foot health
services is patchy across England and the non-English
regions, with the South East, North West and South
West of England showing the largest percentage of re-
spondents to access podiatry (Table 2).

Table 2 Results from survey question 5: the number of
participants receiving podiatry, cross-referenced with participants
region of residence

Main UK region of residence Frequency (%) of respondents
in each region receiving

podiatric treatment

South East England 46 (38.7%)
North West England 27 (45.0%)
South West England 30 (40.0%)
Greater London 10 (25.0%)
West Midlands 10 (25.6%)
East Anglia 7 (18.4%)

Yorkshire and North Humber 15 (44.1%)
East Midlands 16 (50.0%)
South Central England 10 (52.6%)
North East England 16 (51.6%)
Wales 6 (37.5%)

Scotland 20 (58.8%)

Northern Ireland 4 (67.3%)
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These results remain similar when both NHS and Pri-
vate Practice podiatry provision are identified (Table 3).
Lack of access to podiatry services could be a potential
barrier to people with RA receiving FHE, with only
33.7% (n=183) of the participants stating that they had
received FHE.

Aims of Foot health Education

Over 80% of the participants agreed with all the aims of
foot health education (Table 4), with between 4 and 10%
disagreeing and 10% ‘didn’t know’.

The age of the participants (dichotomised into under-
60 versus 60 or over) was substantively related to the
FHE-Aims score; with mean scores of 9.04 in the under
60s group and 8.42 in the 60-and over group. The dif-
ference of 0.62 units approached statistical significance
(p=0.073) using an independent samples ¢-test. The
effect was small in magnitude as measured by Cohen’s
d statistic (d = 0.154).

The best ways of receiving foot health education

66.3% of participants had never received information or
education about their feet or how to care for them be-
cause of RA. For the remaining 33.7%, the most com-
mon methods of delivery were; verbal information
provided by the Podiatrist (26.3% of the total sample)
and other Allied Health Professionals (AHPs) (31.5% of
the total sample) and via signposting to websites (23% of

Table 3 Results from survey question 6: number of participants
receiving either private or NHS podiatry, cross-referenced with
participants region of residence

Main UK region
of residence

Frequency (%) of respondents in each region
who receive podiatric treatment receiving
podiatric treatment from:

NHS ONLY  Private practice  Both NHS and
ONLY private practice

South East England 30 (61.2%) 14 (28.6%) 5 (10.2%)
North West England 18 (69.2%) 4 (154%) 4 (15.4%)
South West England 22 (71.0%) 8 (25.8%) 1 (3.2%)
Greater London 6 (50.0%) 5 (41.7%) 1(8.3%)

West Midlands 5 (50.0%) 3 (30.0%) 2 (20.0%)

East Anglia 2 (25.0%) 6 (75.0%) 0 (0.0%)
Yorkshire and 8 (53.3%) 4 (26.7%) 3 (20.0%)
North Humber

East Midlands 10 (55.6%) 8 (44.4%) 0 (0.0%)
South Central England 7 (70.0%) 3 (30.0%) 0 (0.0%)
North East England 11 (688%) 3 (18.8%) 2 (12.5%)
Wales 5 (71.4%) 2 (28.6%) 0 (0.0%)
Scotland 14 (70.0%) 2 (10.0%) 4 (20.0%)
Northern Ireland 2 (50.0%) 2 (50.0%) 0 (0.0%)
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Table 4 Survey Items in relation to the aims of Foot Health
Education

Survey items in relation to the Aims of FHE:

« So | understand about the treatments | give consent for

« To allow me to make informed choices about my treatment options
« To enable me to look after my own foot health safely

« To educate me about how RA can affect my feet

- To inform me about information resources | can access such as;
websites or support groups.

the total sample), a method mostly used by Specialist
Nurses and other AHP’s (3.3% by podiatrists). Only 81
participants (15%) stated that they had received written
information from any profession. Other methods of de-
livery such as Group Education sessions and the use of
audio-visual aids such as DVD’, self-care demonstra-
tions or the specific use of images to aid educational de-
livery were infrequently accessed.

The living situation of participants (whether they live
alone or with a significant other) had a statistically sig-
nificant effect on the methods of FHE provision experi-
enced by the participants. Specifically, an independent
samples t-test revealed that there was a statistically sig-
nificant relationship between the provision of written
information (p =0.008) and the living situation of the
participants with those that lived with a significant
other being more likely to receive written information
than those who lived alone.

When asked how effective the methods of delivery
were perceived to be, written and verbal provision were
ranked the highest by over 75% of participants. Website-
based information was 3™ highest, with 70% of partici-
pants perceiving this to be an effective mode of delivery.

What should be included in foot health education?
80-93% of the participants considered that information
on how RA can affect the feet, how RA-related medica-
tion can affect the feet, and what might happen if they
didn’t look after their own feet as ‘very important’. In-
formation about the role of the podiatrist, foot health
interventions and how to look after their own feet were
also considered very important by 73-79% of partici-
pants. Over half (51-68%), considered that general
disease related information, contact details for AHPs,
how other AHPs are involved with foot health and in-
formation relating to patients support groups/website
resources, as being very important.

An independent samples ¢-test revealed that there
was a statistically significant relationship between the
genders of the participants for main effects size in rela-
tion to FHE content (p = 0.022). The effect was medium
in magnitude as measured by Cohen’s d statistic (d =
0.326). Female participants were more likely to consider
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the inclusion of information on the role of the podia-
trist, information about RA medication and its’ effect
on the feet, contact details and information about treat-
ment options, as very important.

When is the best time to receive foot health education?
Participants were asked when they thought would be the
best time to receive foot health education relating to
RA. The most popular time for receiving foot health
education was considered to be at the point of diagnosis,
by 78% of the respondents, with only 36% agreeing that
foot health education should only be provided when
they asked for it. The association between gender and
the timing of FHE achieved statistical significance at
the 5% significance level using an independent samples
t-test (p=0.019) with female participants, who agreed
to 2.22 statements on average (SD 1.06) about when
FHE should be provided, being more likely to agree
with the statements than male participants (who agreed
with 1.88 statements on average (SD 0.98). The effect
was medium in magnitude as measured by Cohen’s d
statistic (d=0.332). In particular, female participants
appeared more likely to agree that it should be pro-
vided on demand.

Access to foot health education/information

When asked about factors relating to their ability to ac-
cess and opportunities for accessing foot health informa-
tion or education, 46% were not clear about what they
should ask AHPs in relation to their foot health and RA.
62% of participants had not been asked about their foot
health during their appointments with other AHPs, al-
though 53 people provided additional comments to say
that they had initiated a dialogue about their feet with
the AHP.

71.5% had not received written foot health information
from either their podiatrist or other AHP. However, 64%
knew where they could access written information in re-
lation to foot health, either as a leaflet format or through
the internet. The majority of participants (92.5%) were
able to easily access the internet. Over a third had been
able to find information but they had found some diffi-
culty in understanding the information. Time and fi-
nances were not a barrier to attending meetings where
education could be provided (60 and 71% respectively).

The age of the participants had a statistically signifi-
cant relationship in relation to their perception of bar-
riers to FHE provision (positive items) (p = 0.004) where
participants who were less than 59 years of age were
more likely to disagree or strongly disagree with the item
‘T am clear about what questions to ask my podiatrists or
other Health Professional about my feet’ and to enter a
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‘don’t know’ response to the items. The effect was small
in magnitude as measured by the ¢ statistic (¢ = 0.179).
The most commonly accessed website for foot health
information was NRAS at 76.4%, Arthritis Research UK
(32.2%) and Arthritis Care (27.6%) with 11-12.7% using
WebMD and patient.co.uk. The gender of the partici-
pants would achieve statistical significance at the 5% sig-
nificance level in relation to the website of choice (p =
0.004) with a greater ratio of female participants more
likely to use the NRAS website. The effect was small in
magnitude as measured by the ¢ statistic (¢ = 0.122).

Discussion

The aim of this study was to identify what people with
RA need in relation to FHE and the potential barriers to
its’ provision. This is the first study to describe the
current provision of foot health education (FHE) to
people with RA across the UK. It has identified the lack
of access that many people with RA experience in rela-
tion to foot health services and this being a significant
factor in accessing RA-related information and re-
sources. The participants were very clear in what they
required and desired in relation to FHE.

Forty percent (1 =217) of respondents stated that they
received podiatry treatment, of which only 162 people
receive NHS podiatry. This could reflect a lack of par-
ticipant awareness of foot health service provision [18]
and the geographical skew of a higher proportion of po-
diatry service provision for people with rheumatic dis-
eases within certain areas of the United Kingdom, such
as South Central England, North East England, Scotland
and Northern Ireland with over 50% of sample partici-
pants from each of these regions were receiving podiat-
ric treatment [28]. However, the largest numbers of
participants receiving podiatric treatment were found as
expected in the regions of higher population, particularly
higher populations of elderly people, including the South
West, South East and North West regions of England.
This apparent ‘post-code’ lottery of foot health service
provision across the UK means that many people with
RA are denied access to those health professionals who
are best placed to provide effective and timely FHE.
However, poor access to rheumatology-related foot
health services is by no means limited to the UK with
similar issues relating to timely access to podiatric care
identified in Australia [29, 30]. A lack of specialist podia-
try services means that it is essential that FHE is pro-
vided in a way that is high profile, easily accessible and
supports self-management for people with RA-related
foot health problems.

The majority of the participants stated that they
agreed with the aims of FHE, despite only one third of
participants reporting that they had received FHE. Par-
ticipants who gave a ‘don’t know’ response to the items
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in this part of the survey were more likely to be under
the age of 59 years. This may be because younger partic-
ipants tended to have shorter disease duration (<5 years)
and therefore their educational needs were possibly not
as defined. Alternatively, younger participants may have
fewer foot symptoms, and hence less physical awareness
of the impact that RA can potentially have on their foot
health [18]. Further to this, the number of participants
in the <59 years age group who had not received FHE
(n=198) was greater than those in the >60 years age
group (n=161) which could also have reduced their
awareness of RA foot-related problems. Additionally,
when asked if they; ‘were clear about what to ask my po-
diatrist or other AHP regarding my foot health; partici-
pants in the younger age group were significantly (p =
0.004) more likely to either ‘not know’ or ‘disagree’ with
the statement. The effect was small in magnitude as
measured by the ¢ statistic (¢ = 0.179).

The influence of age and disease duration on educa-
tional needs in patients with rheumatic disease has
been identified by Dragoi et al., [31] who found that
older patients with a longer disease duration expressed
higher educational needs in relation to pain and move-
ment. Some of the comparisons shown to be significant
at the 5% level may not be considered significant in the
context of a single finding from multiple testing with a
Bonferroni correction applied to correct for multiple
comparisons.

Participants rated the importance of the content of
FHE as high overall, which supports the value that
people with RA place on managing their foot health [18,
19]. Items about the impact that RA and its related med-
ications have on the feet, the role of podiatrist, and the
interventions that are used in foot health management
and self-management rated particularly highly, showing
synergy with the findings of a survey of practitioners’
perceptions of FHE [18]. Female participants rated cer-
tain items higher than males: the role of the podiatrist,
information about RA medication and its effect on the
feet, contact details and information about treatment op-
tions were more likely to be rated as very important by
female participants. The phenomena of gender influence
on educational need or engagement with information-
seeking behaviour has been previously identified, with
women expressing a higher educational need [31]. Fur-
ther, they are engaged more in information seeking,
positive health behaviours and demonstrating self-
efficacy than males [32].

People with RA may benefit from self-managed foot
care, providing that it is personalized and the individuals’
physical capability to undertake self-care is assessed [33].
This can help tailor the educational needs of the person
in relation to ‘hands-on’ skill. However, their ‘informa-
tion-needs’ also require recognition and personalization.
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This ‘needs analysis’ should take into account the poten-
tially differing information needs and skills of those with
early or established disease, and the age and gender of
the individual concerned. This approach to the identifi-
cation of educational needs has been shown to be suc-
cessful in people with RA from a general context, both
in the UK and other countries in Europe [22, 34, 35].
The development of a specific foot health educational
needs tool could enable people with RA to identify and
prioritise their educational needs in a way that is timely
and prescriptive to their individual requirements.

The participants reported that they should receive
FHE at the time of their diagnosis. The participants’ re-
quirement for early provision of foot health information
is supported by that of practitioners [36] and by findings
from the qualitative analysis of the participants’ re-
sponses [18]. Caution should be exercised so that indi-
viduals are not overwhelmed with too much information
at the point of diagnosis, although people view access to
FHE earlier in the disease with RA as an enabler of self-
management and as a way to potentially limit deterior-
ation of foot health [18].

Despite the fact that people with RA and practitioners
recognize the need for FHE at diagnosis, for many par-
ticipants there were significant barriers in accessing it. A
lack of access to foot health services and poor awareness
of how RA can impact on foot health potentially inhibits
individuals’ ability to understand what questions they
should be asking health professionals about their feet.
Being invited to articulate their foot health needs during
the consultation is very important for people with RA to
allow them to open a dialogue about their feet. However,
this opportunity appears to be limited by time, the needs
and assessment practices of the consulting practitioner
in fulfilling their own clinical ‘agenda’ and the practi-
tioners’ awareness of foot health problems related to RA
[18]. Many participants in this study reported that they
were not asked about their foot health either during the
consultation with their podiatrist (z =113) or with an-
other AHP (n = 337), so this opportunity was lost.

Not only did participants lose the chance to engage
in verbal FHE, a large number of participants did not
receive written information either. Participants re-
ported the provision of written information by any
AHP or Rheumatologist to be low (13.6%, n = 74); this
figure may be compared to a concurrent study of podi-
atrists, of which 69% (n=29) stated they did provide
written information [36]. Written material is a method
of delivering information to people that is considered
useful once they have left the clinical setting [37] and
in increasing knowledge in the short term [38]. People
with RA and related foot problems require written in-
formation in order to support verbal information pro-
vided during the consultation [19].
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The most common methods of delivery for FHE were
verbal information and sign posting to RA or arthritis-
related websites. Although access to FHE can be seen to
have been limited at the point of consultation, almost all
the participants were able to access the Internet and use
it for seeking foot health information from patient sup-
port group websites, such as NRAS. The NRAS website
was the most likely to be used by participants in this
study, although as participants were recruited via NRAS
membership, this result is not surprising. Female partici-
pants were more likely to use web-based information
than men, although the reasons for this are not clear. It
may be that females are more motivated to self-care and
seek information [32] and the impact of foot-related
pathology has more of an impact on their self-image
[39].

This study may be perceived to have limitations.
Whilst this research reports the perspectives of people
with RA in relation to FHE provision, it is limited to the
views of people who were recruited through a UK pa-
tient support group (NRAS) who also had access to the
internet. However, there is no evidence for any system-
atic differences between such patients and the wider RA
population; hence no impact on the generalizability of
results is expected. Further, the nature of the sample
population and a number of questions within the online
survey may mean that the data is subject to response
and recall bias [40].

Conclusion

This study has provided the first insight into the current
status of FHE for people with RA in the UK. It has
shown that the ‘patchy’ geographical provision of foot
health services to this group of people remains similar to
that of 10 years ago. Of concern is that people with RA
lack awareness of the implications of foot health prob-
lems, lack knowledge of where to access information on
safe self-management and where and when to access
professional foot health services. Patients should be
asked about foot health and FHE needs at their medical
consultation and signposted to the appropriate service
and educational resources if we are to improve foot health
and subsequently overall health and quality of life.

The most appropriate time to provide FHE is at initial
diagnosis of the disease. FHE needs should be identified
and tailored to the individual requirements of the person
with RA. Assessment of FHE needs should be undertaken
regularly during review appointments. This can be carried
out by any health professional that has contact with the
patient, not just the podiatrist. In this way foot health in-
formation can be provided, or the individual can be sign-
posted to it, in a timely and efficient manner that aligns
with the ethos of ‘Making Every Contact Count’ [41].
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Verbal information should be offered and supported
with written resources, either through the use of leaflets
or via appropriate internet-based resources, such as
NRAS or Arthritis Research UK.

An information-needs analysis tool should be devel-
oped in order to provide an individual with RA the op-
portunity to articulate their foot health education needs
in a way that is personalized, timely and time efficient
for their health practitioner. Once this is achieved, an
evaluation of FHE will determine how it influences both
clinical management and patient outcomes.

Patient education should not be viewed as an adjunct
to treatment. Patient education should be at the start
and the end of every episode of care and become the
mesh through which ‘hands-on interventions’ are
connected.

Additional files

Additional file 1: Rheumatoid Arthritis foot health education survey for
patients (PDF 148 kb)

Additional file 2: P-values arising from statistical analyses of
participants’ survey responses by section, in relation to gender, age,
disease duration and living situation. * - Denotes significance at the 5%
level. (DOCX 80 kb)
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?bos

Rheumatoid Arthritis foot health education survey for patients

Showing 543 of 543 responses

Showing all responses

Showing all questions

Section 1

Are you

Male? [ 56 (10.3%)
rerale? I << (<9.75%)

What is your current age?From the options below please select the age range that your birth date falls within.

18 - 29 years I 5 (0.9%)

30-39vyears [ 21 3.9%)

40-49vyears |G 5 (164%

50-59vears [ 17 (325

60- 69 years | 196 (36.1%)
70-79years || 48 88%

80-89 Years J] 4 (0.7%)
Greater than 90 years of age I 1 (0.2%)

Disease duration. Please tell us how long you have been diagnosed with RA by selecting from the options below.

1/24



0-12months [N 17 3.1%)
Between 1 - 2 years _ 42 (7.7%)
Between 2- 5 years ||| K 1) 219%)
Between 5- 10 vears | 141 (26%)
Between 10-15 years ||| KNG s (142%)
More than 15 years | N 136 (25%)

Do you live?

Alone |GG 93 (17.1%)
With a partner/spouse [, 19 (77.2%)

With another family member or - 31 (5.7%)
carer

Do you currently receive podiatry/chiropody treatment?

ves I 7 (<0%)
vo I :: (60

B If you answered YES to question 5, does your podiatrist/chiropodist work in the?

NHs [ 140 (61.9%)
Private Practice (you pay for _ 64 (28.3%)

your treatment)

| see both NHS and Private _ 22 (9.7%)

practitioners.

Which part of the UK do you mainly live in? (select ONE area only)

2/24



South East Englont [ 15 (21 9%)
North West England _ 60 (11%)
South West England _ 75 (13.8%)
Greater London _ 40 (7.4%)
West Midlands ||| | [ T 35 72%
East Anglia _ 38 (7%)
Yorkshire & North Humber _ 34 (6.3%)
East Midlands ||| | [ T 32 9%
South Central England [ 19 3.5%)
North East England _ 31 (5.7%)
wales [ 16 29%
scotland || A 34 (¢3%)

Northern Ireland - 6 (1.1%)

Section 2: The aims of foot health education.

a To what extent do you agree with the following statements about the AIMS of foot health education.Please
select your responses below

8.1 Solunderstand about the treatments | give consent for

So | understand about the treatments | give consent for - Select the extent to which you agree

strongly agree N 7 (%)
rgree R 2 (+1%)
Don't know || I 56 (10:3%)
Disagree [ 17 3.1%)
Strongly Disagree . 9 (1.7%)

8.2 To allow me to make informed choices about my treatment options

To allow me to make informed choices about my treatment options - Select the extent to which you agree

3/24



strongly agrec N 27O (/5.7%)
rsree (I 155 (3¢1%)
Don't know _ 53 (9.8%)

Disagree - 14 (2.6%)
Strongly Disagree . 10 (1.8%)

8.3 Toenable me to look after my own foot health safely

To enable me to look after my own foot health safely - Select the extent to which you agree

strongly agree | 271 (49.9%)
Agree [N 193 (35.5%)
Don't know _ 47 (8.7%)
Disagree - 22 (4.1%)
Strongly Disagree . 10 (1.8%)

8.4 To educate me about how RA can affect my feet

To educate me about how RA can affect my feet - Select the extent to which you agree

strongly agree N 30! (55.4%)
pgree N 15 (%)
Don't know [ 41 7.6%
Disagree [l 26 4.8%)
Strongly Disagree . 12 (2.2%)

8.5 Toinform me about information resources | can access such as websites or support groups (e.g. NRAS, Arthritis

Care, Arthritis Research UK)

To inform me about information resources | can access such as websites or support groups (e.g. NRAS, Arthritis
Care, Arthritis Research UK) - Select the extent to which you agree

4/24



strongly agree | 235 (/2%
Agree [N 207 (325
Don't know _ 53 (9.8%)
Disagree - 30 (5.5%)

Strongly Disagree - 16 (2.9%)

Section 3: The best ways of providing foot health education

a Have you ever received education or information about how to care for your feet because of your RA?

vo I <0 (¢5.3%)

If you answered YES' to question 9 and have received any form of foot health information/education, please
indicate which types and from whom via the tick box below. Tick all that apply.

10.1 Written Information

Written Information - Tick the boxes for each type of education you have received and indicate who you received
it from according to the options in the right hand columns.

Podiatrist/Chiropodist ||| GGG 38 (14.7%)

Physiotherapist - 10 (3.9%)
Occupational Therapist - 7 (2.7%)
Specialist Nurse . 8 (3.1%)

Orthotist / surgical - 9 (3.5%)
appliances

Rheumatologist - 9 (3.5%)

Not received N <o (625
other [ 17 ©6.6%)

aOMMeY \Written Information - If you selected Other, please specify:
5/24



Showing 5 of 17 responses

picked the leaflet up myself from hospital 120841-120835-6761313

Arthritis charity website 120841-120835-6761354
Internet 120841-120835-6761450
leaflet 120841-120835-6761655

| downloaded from NRAS site 120841-120835-6761668

10.2 Verbal Information

Verbal Information - Tick the boxes for each type of education you have received and indicate who you received it
from according to the options in the right hand columns.

podiatrist/Chiropodist [ T 143 (358%)
Physiotherapist _ 24 (6%)
Occupational Therapist _ 23 (5.8%)
specialist Nurse (|| | | I 33 8.3%)
Orthotist / surgical _ 51 (12.8%)

appliances

Rheumatologist ||| | | I 40 (10%)
Notreceived NN 7 (3%
other [l 13 3:3%)

W08 Verbal Information - If you selected Other, please specify:

Showing 5 of 13 responses

footand ankle orthopaedic surgeon 120841-120835-6761305

podiatrist 120841-120835-6761370
NRAS group 120841-120835-6761425
East Dorset NRAS group 120841-120835-6761488
PRIVATE 120841-120835-6761579

10.3 Group Education sessions

6/24




Group Education sessions - Tick the boxes for each type of education you have received and indicate who you
received it from according to the options in the right hand columns.

Podiatrist/Chiropodist [JJJij 15 (6.3%)
Physiotherapist | 2 (0.8%)

Occupational Therapist I 3 (1.3%)
Specialist Nurse I 4 (1.7%)

Orthotist / surgical | 0
appliances

Rheumatologist I 2 (0.8%)

Not receive | 197 (83.1%)
other [l 14 (5.9%)

OHeY Group Education sessions - If you selected Other, please specify:

Showing 5 of 14 responses

trained reflexologist 120841-120835-6761318
NRAS meeting 120841-120835-6761434
NRAS group 120841-120835-6761425

NRAS info day about footcare 120841-120835-6761454

East Dorset NRAS group 120841-120835-6761488

10.4 Audiovisual aids such as short videos or DVD's

Audiovisual aids such as short videos or DVD's - Tick the boxes for each type of education you have received and
indicate who you received it from according to the options in the right hand columns.

7/24



Podiatrist/Chiropodist [| 4 (1.7%)
Physiotherapist | 1 (0.4%)

Occupational Therapist | 1 (0.4%)
Specialist Nurse | 0

Orthotist / surgical | 0
appliances

Rheumatologist | 0

Notreceived N 20 (95.7%)

other ] 4 (1L.7%)

WO Audiovisual aids such as short videos or DVD's - If you selected Other, please specify:

Showing all 4 responses

Yes from American arthritis website 120841-120835-6761354

Internet 120841-120835-6761450
Web site on own PC 120841-120835-6761738
can'tfind/remember 120841-120835-6761764

10.5 Audiovisual aids such as demonstrations of how to care for your feet

Audiovisual aids such as demonstrations of how to care for your feet - Tick the boxes for each type of education
you have received and indicate who you received it from according to the options in the right hand columns.

Podiatrist/Chiropodist [j 6 (2.6%)
Physiotherapist | 0
Occupational Therapist I 1 (0.4%)

Specialist Nurse I 1 (0.4%)

Orthotist / surgical I 1 (0.4%)
appliances

Rheumatologist | 0

Notreceived | 2:7 (53.5%)

other [} 5 (2.2%)

8/24



OBMe) Audiovisual aids such as demonstrations of how to care for your feet - If you selected Other, please specify:

Showing all 5 responses

NRAS meetings 120841-120835-6761434
Internet 120841-120835-6761450
NRAS info day about footcare 120841-120835-6761454
asabove 120841-120835-6761738

asabove 120841-120835-6761764

10.6 Audiovisual aids such as pictures of footwear/insoles or images of feet

Audiovisual aids such as pictures of footwear/insoles or images of feet - Tick the boxes for each type of education
you have received and indicate who you received it from according to the options in the right hand columns.

Podiatrist/Chiropodist [l 22 (9.4%)
Physiotherapist | 1 (0.4%)

Occupational Therapist I 1 (0.4%)
Specialist Nurse I 3 (1.3%)

Orthotist / surgical I 4 (1.7%)
appliances

Rheumatologist I 1 (0.4%)

Notreceived | 5 (57

other [ 11 4.7%)

glONNeY Audiovisual aids such as pictures of footwear/insoles or images of feet - If you selected Other, please specify:

Showing5 of 11 responses

Arthritis charity website 120841-120835-6761354
NRAS meetings 120841-120835-6761434
Internet 120841-120835-6761450
NRAS info day about footcare 120841-120835-6761454

Yorkrheumatoid arthritis support group 120841-120835-6761605

9/24



10.7 Been given information about websites such as NRAS, Arthritis Care, Arthritis Research UK

Been given information about websites such as NRAS, Arthritis Care, Arthritis Research UK - Tick the boxes for
each type of education you have received and indicate who you received it from according to the options in the
right hand columns.

Podiatrist/Chiropodist [l 18 6.5%)
Physiotherapist - 8 (2.9%)
Occupational Therapist - 13 (4.7%)

Specialist Nurse _ 51 (18.5%)

Orthotist / surgical . 4 (1.5%)
appliances

Rheumatologist ||| | | I 31 (113%
Not received N 2/ (5 1%
other |G 26 5%

Wl0WAl Been given information about websites such as NRAS, Arthritis Care, Arthritis Research UK - If you selected
Other, please specify:

Showing5 of 26 responses

Healthcare @ Home nurses who delivers my anti-TNFs 120841-120835-6761305

Internetsearch 120841-120835-6761314
self help 120841-120835-6761318
found it myself 120841-120835-6761346
Fromafriend 120841-120835-6761396

To what extent do you think these methods of education are effective, in relation to your foot health?
11.1 Verbal Information

Verbal Information - Please select from Very Effective to Don't KNow

10/24



Very Eftective. | N 13 (25 %)
errectve I 25 (<06
Not Very Effective _ 59 (10.8%)

Not At All Effective [J] 9 (1.6%)

Don't Know _ 74 (13.5%)

11.2 Written Information

Written Information - Please select from Very Effective to Don't KNow

very Effective | 214 (39.1%)
Effective | 200 (36.5%)

Not Very Effective - 25 (4.6%)
Not At All Effective [JJj 8 (1.5%)

pontknov | <0 (15.4%)

11.3 Group Education sessions

Group Education sessions - Please select from Very Effective to Don't KNow

Very Effective ||| T 75 (143%
errective I 17 (3157
Not Very Effective ||| i T 77 (141%)

Not At All Effective [l 21 3:8%

pon'tknow | 155 (3.5

11.4 Audio-visual aids such as videos/demonstrations

Audio-visual aids such as videos/demonstrations - Please select from Very Effective to Don't KNow
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Very Eftective. N 05 (:5.%
errective I 19 (5%
Not Very Effective _ 49 (8.9%)

Not At All Effective [JJJj 10 (1.8%)

Don't know | 192 (35%)

11.5 Websites

Web sites - Please select from Very Effective to Don't KNow

Very Effective. [ 121 (22.1%)
Effective [ 255 (47.3%)
Not Very Effective _ 64 (11.7%)

Not At All Effective [J] 8 (1.5%)

pontknow | 55 (17.5%

11.6 Other (in relation to additional methods you gave)

Other (in relation to additional methods you gave) - Please select from Very Effective to Don't KNow

Very Effective || 31 (5.7%)

Effective ||| T 83 (152%

Not Very Effective [JJJJli| 40 7.3%)
Not At All Effective ] 11 (2%)

pon'tknovw | 350 (5.7

Section 4: What should be included in foot health education provision?

To what extent do you think it is important for people with RA to know about the following areas of foot health

education? Select from Very Important to Not Important for each item. They are in no particular order.

12.1 The role of the podiatrist/chiropodist in looking after my foot health
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The role of the podiatrist/chiropodist in looking after my foot health - Please select from Very Important to Not
Important

Not Important I 3 (0.5%)

12.2 General disease related information (e.g what is RA? Causes etc..)

iW¥Y General disease related information (e.g what is RA? Causes etc..) - Please select from Very Important to Not
Important

very important | 366 (67.3%)
important | NN 154 (28.3%)

Not Important - 24 (4.4%)

12.3 Information about how the medication | take for RA can affect my feet

Information about how the medication | take for RA can affect my feet - Please select from Very Important to
Not Important

Very Important [ 62 (84.9%)
Important _ 79 (14.5%)

Not Important I 3 (0.6%)

12.4 How RA affects the feet

How RA affects the feet - Please select from Very Important to Not Important

Very mportant. [ s (527
Important - 41 (7.6%)
Not Important | 1 (0.2%)
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12.5 Contact details for podiatry/chiropody services (what is an emergency, how and who to contact)

Contact details for podiatry/chiropody services (what is an emergency, how and who to contact) - Please select
from Very Important to Not Important

Very mportant. N :: (¢5.5%)

Not Important I 7 (1.3%)

12.6 The different kinds of treatment | can have to help me with my foot problems

The different kinds of treatment | can have to help me with my foot problems - Please select from Very Important

to Not Important

Very mportant [ < (75 6%
important ||| | T 114 21

Not Important I 2 (0.4%)

12.7 How to look after my own foot health (footwear advice, how to cut nails safely, use of moisturiser..)

How to look after my own foot health (footwear advice, how to cut nails safely, use of moisturiser..) - Please
select from Very Important to Not Important

very important | 25 (78%)
important ||| 115 211%)

Not Important I 5 (0.9%)

12.8 What might happen if | don't look after my feet

What might happen if | don't look after my feet - Please select from Very Important to Not Important
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Very important [ < (75.2%)
important ||| | I 112 (20.6%)

Not Important | 1 (0.2%)

12.9 How other health professionals might be involved in looking after my feet.

How other health professionals might be involved in looking after my feet. - Please select from Very Important to
Not Important

very important | 521 (59.1%)
important |, 216 (39.5%)

Not Important I 6 (1.1%)

12.10 Information relating to Patient support groups/resources such as websites (e.g NRAS, Arthritis Care)

iKY Information relating to Patient support groups/resources such as websites (e.g NRAS, Arthritis Care) - Please
select from Very Important to Not Important

Very mportant. | 27 (50.57%)
important. N 2/ (5%

Not Important - 25 (4.6%)

Section 5: When is the best time to receive foot health education?

When do you think is the best time for you to be given foot health education relating to RA? Select all that you
think apply.
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When you are diagnosed with R | 1 (353%)
When you specifically ask for _ 193 (16.2%)
it

Whent you develop foot N 255 (22

related symptoms

At every available opportunity _ 245 (20.5%)
other [ 45 8%

13.a Ifyou selected Other, please specify:

Showing 5 of 45 responses

| think the specialist nurses and consultants should take my foot pain much more seriously. | 120841-120835-6761308
told them | had very painful lumps under my feet, they shrug and say nodules. But whatare
nodules, what can they do for me? No idea.

I now suffer from alimp from a badly managed Achilles tendon rupture. Never offered any 120841-120835-6761318
supports which may have protected my ankle from the forementioned damage.

Perhaps automatically at annual review appointments. 120841-120835-6761321
Thereisalotto take in at point of diagnosis, so perhaps again after 3 & 6 months initially.

it seems not taken into account 120841-120835-6761341

When the diagnosis has had time to sink in - there is so much to take in at the beginning, | think 120841-120835-6761346
foot health education would not be appropriate then.

Section 6: Accessing foot health education

To what extent do you agree with the following statements? Select one response for each item.
14.1 | am clear about what questions to ask my podiatrist or other health professional regarding my foot health

I am clear about what questions to ask my podiatrist or other health professional regarding my foot health -
Please select from Strongly Agree to Strongly Disagree for each item. If you are unsure please select 'Don't
Know'. There is space in the final column for each item if you wish to add any other comment.
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Strongly Agree _ 40 (7%)
Agree [N 164 (28.6%)
Disagrec N :¢: (:25%)
Strongly Disagree _ 59 (10.3%)
pon't kKnow || G 72 (125%)
other [ GG 51 6.9%)

%Mo | am clear about what questions to ask my podiatrist or other health professional regarding my foot health - If you
selected Other, please specify:

Showing5 of 51 responses

Don'treally know what the podiatrist does 120841-120835-6761308
Never offered services 120841-120835-6761318
Have never had an appointment 120841-120835-6761353

No offer of referral to podiatry. Never referred to at Rhumatology appointments. All they are 120841-120835-6761354
interested in is x-raying my feet!

Not applicable at this time 120841-120835-6761363

14.2 There is enough time during my appointment with the chiropodist/podiatrist to ask questions about foot health
education

There is enough time during my appointment with the chiropodist/podiatrist to ask questions about foot health
education - Please select from Strongly Agree to Strongly Disagree for each item. If you are unsure please select
'Don't Know'. There is space in the final column for each item if you wish to add any other comment.

Strongly Agree _ 51 (9%)
Agree [ 147 (25.8%)
Disagree [ NG 76 (134%)
Strongly Disagree _ 29 (5.1%)
pontknow I :5 (26.5%
other |G 113 (19.9%)

%% HeY There is enough time during my appointment with the chiropodist/podiatrist to ask questions about foot health
education - If you selected Other, please specify:
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Showing 5 of 113 responses

I have no foot care offered

N/A have not been offered podiatry/chiropody support
I've never been offered an appointment

Notbeen

have not been offered podiatry care

120841-120835-6761307
120841-120835-6761309
120841-120835-6761316
120841-120835-6761327

120841-120835-6761331

14.3 My podiatrist/chiropodist asks about my foot health concerns during my appointment

My podiatrist/chiropodist asks about my foot health concerns during my appointment - Please select from
Strongly Agree to Strongly Disagree for each item. If you are unsure please select 'Don't Know'. There is space in
the final column for each item if you wish to add any other comment.

Strongly Agree _ 58 (10.3%)
Agree [ 25 (22.2%)
Disagree _ 82 (14.6%)
Strongly Disagree _ 31 (5.5%)
pontknow I :5: (27.5%
otver I :: (155

i%eWsY My podiatrist/chiropodist asks about my foot health concerns during my appointment - If you selected Other,

please specify:

Showing 5 of 112 responses

| have no foot care offered

with my feet.
N/A have not been offered podiatry/chiropody support
Idon'thaveone

Never offered services.

Hewon'tdo anything though aslam " in aflare" but| think that's exactly when | need help

120841-120835-6761307

120841-120835-6761308

120841-120835-6761309
120841-120835-6761316

120841-120835-6761318

14.4 Other Health Professionals (such as the Specialist Nurse, Physio, Occupational Therapist or Consultant)ask about

my feet during my appointment

Other Health Professionals (such as the Specialist Nurse, Physio, Occupational Therapist or Consultant)ask about
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my feet during my appointment - Please select from Strongly Agree to Strongly Disagree for each item. If you are
unsure please select 'Don't Know'. There is space in the final column for each item if you wish to add any other
comment.

Strongly Agree _ 42 (7.4%)
Agree [N - (1¢7%)
pisree I :5: (275
strongly Disagre [N 175 (5%
Don't Know _ 43 (7.6%)
other [ GG 52 9.1%

WM Other Health Professionals (such as the Specialist Nurse, Physio, Occupational Therapist or Consultant)ask about
my feet during my appointment - If you selected Other, please specify:

Showing 5 of 52 responses

Onlyif I bringup my concernsre: foot health. 120841-120835-6761305

Really feel they aren't bothered asits notin the DAS score, therefore not a high priority 120841-120835-6761308

Recently spoke to a physio who advised on foot wear. 120841-120835-6761318
Occupational therapist sometimes asks but | was referred to her about my hands 120841-120835-6761336
wife askes nurse about my feet 120841-120835-6761360

14.5 | have received written foot health information from my Podiatrist or other Health Professional

| have received written foot health information from my Podiatrist or other Health Professional - Please select
from Strongly Agree to Strongly Disagree for each item. If you are unsure please select 'Don't Know'. There is
space in the final column for each item if you wish to add any other comment.

strongly Agree || 20 (3.6%)
Agree |GG 54 (98%
Disagree |GG 155 (26.1%)
strongly Disagree. [N 7o (+1.7%)
Don't Know || NG 63 (114%
other [ 30 (5.4%)

%Wl | have received written foot health information from my Podiatrist or other Health Professional - If you selected
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14.6

Other, please specify:

Showing 5 of 30 responses

Notbeen

I never knew it exixted will start looking as my feet are very bad
only oninserts for my shoes

Not applicable at this time

no information received

120841-120835-6761327
120841-120835-6761353
120841-120835-6761360
120841-120835-6761363

120841-120835-6761435

I have received or found information myself relating to RA and foot health, but found it difficult to understand

I have received or found information myself relating to RA and foot health, but found it difficult to understand -
Please select from Strongly Agree to Strongly Disagree for each item. If you are unsure please select 'Don't
Know'. There is space in the final column for each item if you wish to add any other comment.

strongly Agree |G 31 5.6%)

other [N 27 4.9%)

rsree (I :5° (2555
Disagree |G 155 (33.5%)
Strongly Disagree _ 86 (15.6%)
Don't Know || o5 (118%)

u¥HeY | have received or found information myself relating to RA and foot health, but found it difficult to understand - If

14.7

you selected Other, please specify:

Showing 5 of 27 responses

Thisisthefirst1've heard of it

NRAS information

understand it was however, rather out if date

| found the info myself & Lund it easy to understand, but | am a Nurse Educator with RA.
Didn'tknow there was any. Didn't know | should be concerned about my feet.

I sentfor info aboutfootsurgery from bras, which was interesting and not particularly hard to

120841-120835-6761316
120841-120835-6761321
120841-120835-6761354
120841-120835-6761378

120841-120835-6761396

| know where | can access written foot health information (such as a leaflet or from websites such as NRAS)
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| know where | can access written foot health information (such as a leaflet or from websites such as NRAS) -
Please select from Strongly Agree to Strongly Disagree for each item. If you are unsure please select 'Don't
Know'. There is space in the final column for each item if you wish to add any other comment.

Strongly Agree _ 92 (16.8%)

Disagree _ 72 (13.2%)
Strongly Disagree _ 61 (11.2%)
Don't Know _ 54 (9.9%)

other [ 12 22%)

Agree | 256 (46.8%)

AN | know where | can access written foot health information (such as a leaflet or from websites such as NRAS) - If

you selected Other, please specify:

Showing 5 of 12 responses

onewould only think about foot health information and how to go aboutitonce therewas a
problem, first stop would probably be GP

Need to get someone to access information for me.
I know where the local Poidiatrist clinics are held.
As above.

As above

120841-120835-6761419

120841-120835-6761458
120841-120835-6761476
120841-120835-6761379

120841-120835-6761549

14.8 |am able to access the Internet or someone does it for me

| am able to access the Internet or someone does it for me - Please select from Strongly Agree to Strongly
Disagree for each item. If you are unsure please select 'Don't Know'. There is space in the final column for each

item if you wish to add any other comment.

Disagree - 15 (2.7%)

Strongly Disagree . 14 (2.5%)

Don't Know - 17 (3.1%)
Other | 3 (0.5%)

strongly Acree I 255 (52.5%)
rsree I 2 (355
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%W | am able to access the Internet or someone does it for me - If you selected Other, please specify:

Showing all 3 responses

Yes have access to Internet. 120841-120835-6761379
As above 120841-120835-6761549

Myself. 120841-120835-6761764

14.9 | cannot afford the time to attend patient support group meetings

| cannot afford the time to attend patient support group meetings - Please select from Strongly Agree to Strongly
Disagree for each item. If you are unsure please select 'Don't Know'. There is space in the final column for each
item if you wish to add any other comment.

Strongly Agree _ 35 (6.2%)
Agree |GGG 52 (162%)
Disagree |G 213 (37.6%)
Strongly Disagree _ 114 (20.1%)
Don't Know || 58 (102%)
other || GGG 55 ©.7%)

u%°NeY | cannot afford the time to attend patient support group meetings - If you selected Other, please specify:

Showing 5 of 55 responses

Also it's very painful to get to meetings due to sore joints and painful feet. The rheumatology 120841-120835-6761308
departmentis at the back of the hospital too.

Thetimes are what prevent me from attending 120841-120835-6761310
| can now since taking voluntary retirement. 120841-120835-6761318
| cannot attend on my own, so itwould involve another person's time. 120841-120835-6761321
notbeen offered these 120841-120835-6761341

14.10 | cannot afford the money to attend patient support group meetings

IZEOEN | cannot afford the money to attend patient support group meetings - Please select from Strongly Agree to
Strongly Disagree for each item. If you are unsure please select 'Don't Know'. There is space in the final column
for each item if you wish to add any other comment.
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Strongly Agree - 23 (4.2%)

Agree NN s (105%)

strongly Disseree N - (2557
Don't Know _ 62 (11.2%)
other [ 25 45%)

oicgree I 21 (13.7%

IZ%K0Ne) | cannot afford the money to attend patient support group meetings - If you selected Other, please specify:

Showing 5 of 25 responses

There are no patient supportgroups herethat| can access - all require acar and | don'thave
one!

asabove
see above
I don'tknow if thereare any?

doesn'tcostmoney

120841-120835-6761326

120841-120835-6761341
120841-120835-6761346
120841-120835-6761377

120841-120835-6761404

If you use the internet to get foothealth information, which websites do you most frequently use? please select all

that apply and add any other website that we may not have included in the 'other' box.

Arthritis Care ||| T 149 (16.1%)

Society

Arthritis Research UK ||| | T 173 (187%)
patient.co.uk _ 69 (7.5%)
webMD (Boots) [ 60 (6.5%)
other |G 62 (6.7%

15.a If you selected Other, please specify:
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Showing5 of 62 responses

| Google my problem and see what comes up.

I didn't know that you had to take care of your feet. With my feet changing shape it would of
been good to have known

Amazon for specialist products.
Health Unlocked

| try any and all websites although | find the US ones a bit sensational.

120841-120835-6761312

120841-120835-6761316

120841-120835-6761318
120841-120835-6761326

120841-120835-6761335

This free text box is for you to add any additional comments or information that you feel is relevant and has not

been addressed by this survey. Thank you.

Showing 5 of 249 responses

I have had a letter today from my GP offering this servce

I have extremely painful feet and no one takes any notice of my feet pain asitisn'tincluded in
my DAS score, so they are not bothered. Butfor my pain and quality of life it is the biggest
thing! Also | was give a pair of thin insoles by a friend hitch are pretty useless.

Question 11 isambiguous (asfar as | understand) if Question 10 doesn't apply. Particularly
Question 11f but the survey says these questions are mandatory. This seems to be a confusing
and poorly designed survey for the user.

Feet are of little interest to the RA professionals. My feet seem to cause me alot of trouble, but
thereisno obvious person to ask.

| don'tthink enough information/advice is given during appointments (my experience only)
and | have always had to raise the subject myself.

120841-120835-6761307

120841-120835-6761308

120841-120835-6761309

120841-120835-6761312

120841-120835-6761314
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Additional file 2: P-values arising from statistical analyses of participants’ survey responses by
section, in relation to gender, age, disease duration and living situation. * - Denotes
significance at the 5% level.

Independent Variables

Dependent Variables: by FHE survey

section Gender Age Disease duration Living situation

Aims 0.504 0.073 0.279 0.187
Methods: written 0.877 0.132 0.409 0.008*
Methods: Verbal 0.329 0.225 0.140 0.228
Methods: Group 0.284 0.467 0.878 0.519
Methods: A-V videos 0.350 0.521 0.462 0.805
Methods: A-V demos 0.589 0.929 0.398 0.277
Methods: Images 0.464 0.254 0.354 0.354
Methods: websites 0.245 0.204 0.090 0.737
Effectiveness of methods 0.150 0.720 0.842 0.899
Content 0.022* 0.886 0.956 0.144
Timing 0.019* 0.106 0.163 0.894
Barriers (+ve statements) 0.527 0.004* 0.241 0.985
Barriers (-ve statements) 0.547 0.535 0.147 0.876

Web sites used 0.034* 0.146 0.342 0.498




2.8 -

Summary for the PhD by Published Works included papers:

In summary the key findings of the overall body of works can be outlined thus:

The narrative review identified the need to investigate the nature and
requirements of FHE for people with RA from both a patient and podiatry
practitioner perspective.

Identification of FHE needs and the provision of specific, supportive verbal and
written information can foster an effective therapeutic relationship, supporting
the provision of tailored FHE for people with RA.

People with RA and podiatry practitioners alike attribute FHE provision during
the medical consultation, with high value, but barriers remain to its’ provision.
Awareness of the potential impact of foot pathology and its’ management is
low amongst both people with RA and podiatry practitioners, leading to a
detrimental impact on the prognosis of foot health.

Foot problems are perceived as ‘being ignored’ from the point of diagnosis of
RA through to established disease, by people with RA. This significantly limits
access to FHE/information, which could facilitate effective self-management
and/or timely referral to foot health services.

Foot pathology in people with RA has a profound and strong psychosocial
impact upon their day-to-day lives. Having knowledge about potential foot
health prognoses and information about how to self-manage could reduce this
impact.

The point of diagnosis of RA (early disease) and as part of subsequent
medical consultations (into established disease) were deemed to be the best
times for the provision of FHE, by both podiatry practitioners and people with
RA.

Podiatry practitioners are limited in their ability to deliver effective FHE due to
time and systematic constraints, particular to foot health service provision.
People with RA require early (in the disease process) and then on-going
identification of their FHE needs to enable timely and tailored FHE provision.
The development of a foot-health related educational needs analysis tool

would facilitate this in a patient-centred, yet time efficient way.
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3.0 - Critical Review

The aim of the critical review is to appraise the body of work from a micro and macro
perspective; critically analysing the philosophical approach to the research and the
methods employed for data collection and analysis, acknowledging limitations and
what has been learned, evaluating the work within the context of others, evaluating
the wider impact of the portfolio of publications in respect of clinical practice and

implications for future research.

To achieve this aim the review will be presented in five sections:

* A critical reflection of the authors’ perception of patient education as a concept
and the influence of the authors’ personal philosophical stance.

* A critical review of the methodological approaches used throughout the
portfolio of published work.

* A critical analysis of the wider impact on the portfolio of work in the context of:
citation analysis, download and Altmetric data and journal impact factors.

* A critical review of the portfolio of work in relation to knowledge translation —
translating the research into practice and the potential barriers to this process.

* A consideration of the implications for future research as a result of the

findings within this portfolio of work.

3.1 Critical Reflection upon the authors’ perceptions of patient

education.

This section will critically reflect upon my altered perception of patient education and
philosophical stand-point as a result of undertaking this research. Providing an
accepted working definition of the concepts of patient education and patient
information is worthwhile at this point in order to provide some context as to the
evolution of my perception of patient education. Jotterand et al, (2016) put forward

the following working definitions for Health Information:

“Health information or providing health information to a patient is the act by
which a provider communicates all relevant clinical facts to a patient about
his or her health condition. This information includes data about the nature
of the condition, symptoms, diagnosis, treatments options, etc.”

And Health Education:
“..health education is a more complex process since it requires the provider
to create a learning environment that promotes learning, communication
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with learners (patients), establishing the right context for learning, and

addressing potential challenges to the learning process... health

education demands knowledge in how to treat a medical condition but also

a robust understanding of the principles of teaching and learning geared

toward the specific needs of patients and their decisional needs.”
Whilst the overall goals of both health information and health education remain
similar in that they assist patients to make informed health choices, health education
aims to foster empowerment, promote positive health behaviour and increase patient
participation in their individual health care decisions. The achievement of these aims
is through educational strategies to enhance patient autonomy and improve quality of

life (WHO, 1998; Jotterand et al, 2016).

As a novice lecturer and researcher my initial understanding of what patient
education was, was a very naive, simplified view. My view was that people received
a diagnosis of a disease or foot health problem and health practitioners provided
information (verbal or written leaflets or both) as to how the disease could impact
upon them and how it would be managed. According to Jotterand et al (2016) my
approach to patient education provision lay very firmly within the defined scope of
health information. Even though, as a lecturer, | had an understanding of educational
theory and pedagogy as it related to people within a higher education context, | had
not considered that there would be any parallel with how this theory should or could
be transferred into the health care setting. Structured approaches to so-called
Therapeutic Patient Education (TPE) have been defined by the World Health
Organisation (WHO, 1998) using a stepwise approach, an example of which is
illustrated in Table 5.

Table 5: Therapeutic patient education: an example of a systematic approach (Rizzo
et al, 2006).

* I|dentification of the patients educational needs (‘educational diagnosis’)

* Exchanging education concepts and objectives with the patient (‘educational-

therapeutic contract’)

* Suggesting alternative and interactive teaching approaches (‘active

teaching/learning’)

* Checking educational activity quality and results by qualified methods

(‘evaluation’)
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Approaches such as this which seek to understand educational need and base
curriculum design, delivery and evaluation upon those requirements are the mainstay
of the majority of educational institutions across all sectors of society such as

demonstrated within school-based curriculum design (www.gov.scot, 2011) and

within resources developed by the Higher Education Academy (HEA) to facilitate
flexible approaches to teaching and learning for students based in Higher Education
(HEA, 2015).

Further to this recognition of the similarities of pedagogical design, | found that
tension existed as to how patient education and its format of provision, was
perceived by the medical community. Jones (2002) believes that the provision of
patient education should not be viewed as a treatment modality considering rather
that it is an ethical obligation that all individuals receive the breadth and depth of
information required to enable them to give fully informed consent to their
management. In contrast to this, much of the published literature that investigates the
impact of patient education on clinical outcomes refers to it as an ‘intervention’;
whether the ‘intervention’ is simple information provision or more complex group
based counselling or behavioural education programmes based on the pedagogical
framework outlined earlier. For those who do not routinely employ such complex
interventional strategies, provide or recognise the significance of patient education
from both a general and foot health perspective, it could be assumed that it may not

be consciously viewed as an overt treatment modality.

Through my research journey, | came to understand the significant influence that
providing opportunities for a person with RA to articulate their foot health concerns
and fears, had upon how they viewed the management of their foot health. This
strengthened my view that regular FHE provision, whether it consists of simple
information giving or a more complex educational strategy, should be an essential
component in the day-to-day management of people with RA. Even more
significantly, | found that in developing the research study and data collection tool
with the participants, the study itself and | became a vehicle for foot health education
provision and a voice for the patient perspective. | realised that my perception of foot
health education and what people with RA needed had been altered by my personal
research journey, creating a new personal understanding of the concept of patient

(health) education.
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To understand the philosophy underpinning this process of altered perception, the
work of German philosopher Hans-Georg Gadamer (Gadamer, 2004) explains the
concept philosophical hermeneutics. Hermeneutics promotes human potential for
understanding the meaning of language to ‘expand the infinite possibilities of human
thought’ (Palmer, 1969) to help interpret and understand another’s perspective other
than one’s own. In order to illustrate this concept of understanding, Gadamer (2004)
describes the individual as each having their own ‘horizon’; which is as far as each

individual can see or understand. He describes a horizon as:

“The totality of all that can be realised or thought about by a person

at a given time in history and in a particular culture.”

Each person’s ‘horizon’ is individual to them and their ‘horizons’ are changed or
modified by encounters with other people and situations, their ‘new’ understanding
moves their ‘horizon’ and the process of understanding can be said to be a ‘fusion of
horizons’. Several processes will be running in tandem with each other during the
development of the ‘new horizon’ which Gadamer describes thus: pre-understanding,
prejudice, fore-conceptions, ‘Bildung’ (translated as openness to meaning), language
and imagination. These processes can be viewed in the context of my research

journey (Figure 2).

This process of horizon-modification can also be applied to the consultation process
that occurs between the patient and practitioner, with the patient and the practitioner
having their own ‘consultation styles’. Patients can be said to have a ‘narrative’
consultation style, the need to tell their ‘story’, whilst practitioners can be said to have
a ‘normative’ style, the seeking of pattern recognition within the presented signs and
symptoms of the patient (Clark, 2008). Launer (2003) reinforces the need to
recognise both the patients’ legitimate need for self-expression and the practitioners
own need to achieve pattern recognition (a diagnosis), action and closure. Each has
their own circle of understanding, their own horizon and this concept resonated with
me and the way that | would conduct my own patient consultations in the past and
what | had perceived patient’s foot health education needs to be. Perhaps what we
should be seeking to achieve within our ‘encounters’ with patients as health care

practitioners, is a mutual acknowledgement of each other’s circle of understanding
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and the creation of a new horizon, within which a patient is able to articulate their foot

health education needs and then have them met.
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Figure 2: Processes of horizon development as described by Gadamer (2004).

Pre - Understanding

My initial ‘traditional ‘novice-based
understanding of patient education and
experience of foot health education provision.
My original ‘horizon’.

Prejudice

My original perception that what I was
providing, how I provided it and what patients
needed in relation to foot health education was

correct.

Fore-meanings

As I embarked on this research journey, my
perception was that developing a package of
foot health education was what would be
required by patients and practitioners.

Bildung (openness to
meaning)

Throughout the research journey my
perceptions began to alter as I analysed the
focus group data and free text data from the

patient and practitioner surveys

A fusion of horizons

A new understanding of the concept of patient
education begins to emerge from immersing
myself within the qualitative data of the study
and the interpretation of the quantitative results
of the survey data. A new horizon.

Language

A new understanding of the powerful language that
people with RA apply to the profound impact that
foot pathology has on their lives and a realisation that
the language I use as a practitioner/researcher can
having different meaning to a patient/study
participant.

Imagination

I now can begin to visualise creative ways of
providing foot health education, removed from
my original traditional format that was rigid
and prescriptive and ways in which patients can
define their own foot health education needs.
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3.2: My research in the public domain — the body of work in context.

A critical review of the methodological approaches used.

This section will critically review the published works within this thesis in the context
of the philosophical stance of the author and different methodologies used
throughout each phase of the research journey and other works published within the
podiatric literature. Throughout the published works a range of methods have been

used including:

* Narrative Literature review (paper 1)

* Focus Groups/ thematic analysis (papers 2,3,4)

» Cognitive Debriefing (papers 5,7)

* Online Survey methodology/ quantitative and qualitative analysis (papers
5,6,7)

The published works themselves provide in-depth detail as to the methods used and
their justification. The two main phases of the research; the initial exploratory,
qualitative phase and the subsequent survey, quantitative phase, can be visualised
in the context of Crotty’s four basic elements of the research process (Figures 3 and
4); epistemology, theoretical perspective, methodology and methods (Crotty, 1998).
The natural evolution from one method to the next can be seen as a logical journey

within the commentaries provided before each individual paper in section 2.

e Constructionism

e Phenomenology

e Phenomenological Research

e Focus Groups
e Theme Identification
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Figure 3: Phase 1- illustrates how the qualitative components of the research align

with Crotty’s four basic elements of the research process

e Objectivism

e Positivism

 Survey Research

¢ Questionnaire
» Statistical analysis

Figure 4: Phase 2- illustrates how the quantitative components of the research align

with Crotty’s four basic elements of the research process

The nature of the research question that underpins this work demanded a pragmatic
approach to enquiry and data collection. The mixed methods approach undertaken
here can be said to achieve the multiple goals of explanation, confirmation and
triangulation. The narrative review and the qualitative methods (focus
groups/cognitive debriefing and thematic analysis) provide an explanatory analysis of
what patient education works for whom, in what circumstances, in what respects and
how (Pawson, 2005). Then, by adopting a sequential design, the themes that
emerged from the first phase were reflected in the questionnaire design (second

phase) and thereby in the confirmation and triangulation of the results (Haq, 2014).

The use of narrative as opposed to systematic review as the primary piece of work
can be defended in the context of this research because it was used to examine the
impact of a complex intervention (patient education), examining themes within the
developing narrative that emerged from the synthesis of the data. This ‘realist’
approach to reviewing the literature rejects the hierarchical approach inherent within

systematic reviews, because multiple methods not just randomised controlled trials
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(RCTs) are needed to illuminate the picture and provide enlightenment (Gough,
Thomas and Oliver, 2012). Thus, the narrative review included the use of systematic
reviews, RCTs, non-randomised studies, cohort studies and surveys. Narrative
reviews can summarize and make comment on a broad selection of studies, although
a weakness of the method can be viewed as their inability to include the calculation
of effect sizes, though this was not a stated aim of the review within this portfolio. In
order to maintain a rigorous and systematic approach to reporting the results of the
narrative review, clear inclusion and exclusion criteria were transparently applied, a
process for which is outlined by the Preferred Reporting Items for Systematic
Reviews and Meta Analyses (PRISMA) statement (Liberati et al, 2009).

The overall methodological approach to research design across this portfolio of
publications therefore, has its' roots in mixed methods research; within the relatively
recent research paradigm of pragmatism, combining the use of positivistic methods
common to quantitative research and the constructivist methods that are aligned with
qualitative research (Tarig and Woodman, 2010). In this context, mixed methods
research aligns to a more pragmatic approach to research design; there is no
subscription to the view that quantitative and qualitative research should remain
separate and within ‘incompatible’ paradigms. In this case pragmatism is accepted as
a paradigm in and of itself in concordance with the view of Morgan (2014). The
‘traditional’ view of research paradigms; quantitative ‘v’ qualitative, as a philosophical
system can be described as post-positivists claiming that the world exists apart from
our understanding of it, whilst constructivists believe that the world exists and is
created by our conceptions of it (Guba and Lincoln, 2005). From the divide between
these two seemingly opposing paradigms has emerged this third paradigm of
pragmatism, with the use of Mixed Methods Research being advocated as the most
appropriate approach with which to understand social realities; combining the use of
qualitative and quantitative methods of data collection and analysis (Creswell, 2002;
Caruth, 2013).

The use of mixed methods research is justified where applied to developmental
research in readiness for the use of another sequential method such as here with the
use of focus groups to inform the development of a wider survey (papers 2,3,4).

Similarly, both qualitative and quantitative approaches to data collection can be used

to compliment and/or triangulate results. Again this can be seen with the use of the
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results of thematic analysis that were produced from both the patient and practitioner
surveys (papers 5,6,7) being triangulated with the descriptive and inferential
statistical data from the surveys’ quantitative results. The use of mixed methods
research within podiatric research is becoming more widespread with a number of
studies using a similar sequential approach to research design and incorporating the
use of systematic review, semi-structured interviews, focus groups and survey
methods (Walmsley et al, 2012; Hendry et al, 2013; Barton et al 2016; de Souza et
al, 2016).

Using Tarig and Woodmans’ (2010) description of the range of approaches that can
be considered within mixed methods research, the work published within this portfolio
is of an Exploratory Sequential design; qualitative analysis of focus group data
followed by quantitative analysis of survey data. Alongside the quantitative data
analysis ran a parallel thematic analysis of free text data generated by each survey.
The qualitative phase (focus groups and cognitive debriefing as part of the pilot
survey test) allowed identification of new factors, not identified from the thematic
analysis undertaken within the narrative review that could be tested on a larger
population using a quantitative survey. Figure (5) illustrates a typical example of a
sequential mixed methods research design to which the research design of this

portfolio of publications can be closely mapped.

Figure (5) Flow chart to illustrate Sequential mixed methods design taken from Haq
(2014).

The data that was collected throughout each phase was kept analytically distinct to

ensure the preservation of its’ integrity, this additionally capitalizes on the possibility
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for a more advanced understanding of the phenomena in question, through the
combining of the two (qualitative and quantitative) data sets (Tariq and Woodman,
2010). An alternate approach could have been to use an integrative strategy to data
analyses; the transformation of one type of data into another known as ‘quantitizing’
or ‘qualitizing’, an example of which would be the numerical coding of qualitative data
that would enable numerical statement counting or by the use of analytical software
such as NVivo to matrix code the transcribed narratives. This approach to data
analyses was outwith the scope of the authors experience at the time and thus was
not undertaken. A search of the literature using the PubMed data-base, related
search terms employing Boolean logic (e.g: “podiatry” AND..””) and no date range
restrictions was undertaken to compare the use of the various data collection
methods in the published podiatric research with those of the work within this thesis
(Table 6).

Table (6) to show the results of the literature search in PubMed for comparison of

data collection methods in podiatric related published research.

Key words Results

“podiatry” AND “mixed methods research” 17 abstracts of which 4 were directly related to
mixed methods research. The remainder were
either not related to podiatry or did not have a
direct focus on Mixed Methods Research.

“podiatry” AND “focus groups” 17 abstracts of which 9 were directly related to
the use of focus groups. The remainder were
excluded, as they were either part of the body of
this thesis, not podiatry related or not directly
focus group related.

“podiatry” AND “rheumatoid arthritis” 115 abstracts, on exclusion of those that form
part of this thesis and Mixed Methods Research-
related studies already included above, those that
had a qualitative method used semi-structured
interviews.

“podiatry” AND “surveys” 332 abstracts retrieved; 148 of which relate to the
use of survey/questionnaires in podiatric research
of which only 1, (excluding those which form part
of this thesis) used thematic analysis of free text
comments. The remainder were not podiatry
related, did not use survey or questionnaire
methodology, or for which there was no abstract
or were not available in English.

“podiatry” AND “cognitive interviews” 3 abstracts retrieved.
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The qualitative methods for data collection in this body of work were the use of focus
groups (papers 2,3 and 4), cognitive debriefing interviews (papers 5 and 7) and the
use of open questions/ additional free-text comments within the construction of the
practitioner and patient surveys (papers 5 and 6). The use of focus groups as a
qualitative method for data collection within podiatry research has become more
established over the last 10-15 years. A search of the literature found nine recent
publications (excluding the publications within this thesis) covering a broad range of
podiatry-related topics, that used focus groups as a research method (Barnett,
Campbell and Harvey, 2005; Drahota et al, 2008; Borthwick et al, 2009; Moran et al,
2012; Burford et al, 2014; Harrison-Blount et al, 2014;Stressing and Borthwick, 2014;
de Souza et al, 2016 and Williams et al, 2016). However, as a method within
podiatry focussed research, it remains relatively low profile, with semi-structured

interviews being the primary method of choice for qualitative data collection.

Although the justification for the use of focus groups has been detailed within each
related publication within the body of this thesis it is perhaps prudent at this point, to
compare and contrast its use with that of the more popular alternative of semi-
structured interviews. The use of qualitative methods for data collection such as in-
depth interviews, focus groups and observations, within health care research has
grown significantly in popularity over the last 20 years; allowing for the
comprehension of social phenomena within a ‘naturalistic’ as opposed to
‘experimental’ setting (Powell and Single, 1996). Focus groups have long been used
with the market research setting and share many of the advantages of one-to-one in
depth interviews in health care research as a means of data collection, being
particularly suited to identification of how individuals define problems, opinions and
feelings associated with a particular phenomena (Darlington and Scott, 2002). A
number of the positive and negative issues related to the use of focus groups lie
within the influential nature of the group dynamic that evolves during the group
‘interview’. Group interaction may spark ideas that would not necessarily be raised
during a ‘one to one’ interview, it may feel like a less ‘pressurized’ environment within
which individuals can answer questions without feeling that the sole focus is upon
them and facilitate the sharing of common experiences among the group. However,
group dynamics may mean that less dominant individuals feel supressed and unable
to fully participate or pressured to agree with more dominant views and it may reduce

the likelihood of individuals discussing subjects that they feel to be of a more
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personal nature, whereas this is less likely to occur when there is simply a single

interviewer/interviewee (Darlington and Scott, 2002).

Using semi-structured interviews with one person can also provide a very rich depth
of data within the response, although in the case of the research conducted within
this portfolio of work, pragmatically, a range of responses across a number of
participants was required in order to generate a large amount of data in a relatively
short time frame. Further to this, as there was very little data available of the topic of
foot health education for people with RA, the exploratory data produced by the focus
groups was ideal for the formulation and design of the larger scale survey study
because of the wider range of responses that could potentially be generated (Rabiee,
2004). When comparing the use of focus groups from those studies identified within
the podiatric literature this method has been used to inform the development of
subsequent larger scale studies (Barnett et al, 2005;de Souza et al, 2016; Williams et
al 2016) whilst other studies (Moran et al, 2012;Stressing and Borthwick, 2014)
combined the use of focus group data with that derived from semi-structured
interviews with selected participants to obtain greater depth of information. Such an
approach to the creation of qualitative data using both focus groups and one-to-one
semi structured interviews, could have been considered within the research design of
the qualitative studies within this portfolio of work and may have mitigated any
‘negative’ influential group dynamic that were not recognised by the focus group

facilitators or fieldworkers.

The use of cognitive debriefing interviews as a method was employed within three
other podiatry related studies only (Walmsley et al, 2012; Navarro-Flores et al, 2015
and Williams et al, 2016). Cognitive interviewing is a qualitative method for pre-
testing questionnaire survey design in order to identify problems within initial survey
design prior to or alongside pilot testing of survey items. Such techniques have been
developed to explore the four-stage question response process as suggested by

Tourangeau (1984) (see Table 7: Cognitive Model of Question Response)

72



Table 7: Cognitive Model of Question Response (Torangeau, 1984)

Cognitive stage

Definition

Response errors/Question
problems

Comprehension

Understanding and
interpretation of questions

Unknown terms/ ambiguous
concepts/ long and overly
complex questions

Retrieval/Recall

Respondent searches memory
for relevant information to
answer questions

Recall difficulty/no prior
knowledge or experience/
perceived irrelevance of topic

Judgement Respondent evaluates question | Question biased or sensitive /
and/or estimates response in estimation difficult/ impact of
deciding on an answer social desirability on judgement

Response Respondent provides Incomplete response options/

information in response to the
question

response options don’t fit with
understanding or judgement of

question/ response influenced
by social desirability/ unwilling
to answer.

The use of concurrent “Think Aloud’ cognitive testing (using the question: “tell me
what you are thinking” as the participant progresses through each item of the survey)
was employed for the testing of the surveys within the published works. The
participants completed the test online surveys putting their thought processes into
words as they progressed through each item and section of the survey. The use of a
‘think-aloud’ strategy is thought to reduce the risk of bias from the researcher as the
participant is not influenced by what they think is important to the researcher
conducting the interview. However it can be burdensome for people who find it
difficult to articulate their cognitions (Willis, 2005). This method is particularly useful
in reducing the need for participants to recall information at a later date and a similar
method was used within both Navarro-Flores et al, (2015) and Williams et al, (2016),
survey design. In contrast, Walmsley et al (2012) used a retrospective verbal probing
approach to cognitive testing during the development of a PROM. Retrospective
questioning could be said to be more appropriate where questionnaire surveys are
self-administered, as it will replicate the anticipated survey completion conditions
(Willis, 2005). This could have been considered as an alternative approach to pre-

testing the surveys within the published works for this thesis.

The use of the open-ended question; “Any other comments?” is a relatively traditional
closing question at the end of most structured health-research surveys. However,
there is a belief that the data generated from the responses to this type of question is

rarely analysed or presented within results (O’Cathain and Thomas, 2004). The
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reasons behind this may be due to a lack of understanding of what to do with the
data generated by such open-ended questions or how to analyse and report it
(O’Cathain and Thomas, 2004; Riiskjaer et al 2012). Further to this, it has been
suggested that ethically, researchers should avoid the use of open-ended questions
unless they are prepared to analyse and present the results (Boynton and
Greenhalgh, 2004). The use of this kind of question enables respondents to redress
the balance of power between researchers and the participants. The closed-ended
questions that constitute the mainstay of the survey, even if they have been
developed through listening to the views of participants via focus groups and semi-
structured interviews, often reflect the agenda of the researcher and therefore the
use of open-ended questions allows participants an opportunity to voice their opinion
or give more details than the structured questions allow (O’Cathain and Thomas,
2004). Indeed, the number of individual comments, the emotional content and the
depth of data generated from the free-text response at the end of the patient survey
alone, was such that it justifiably led to the development of a separate publication
within this body of work and presented the data analyses and results in their own
right (paper 6). Where such responses are limited in number and do not add anything
to the quantitative results, formal analyses may not be required, but it is considered
good practice to report this within any subsequent publication (Thomas, McColl and
Priest,1996).The literature search revealed only one other podiatry-related study to
have used thematic analysis of free text comments within a survey (Williams et al,
2017). Therefore, this particular approach to data collection and analyses (used
within paper 5 and 6) was unique to the work within this thesis at the time of its’

publication and remains novel and innovative within published podiatric research.

By comparison, the use of survey methodology within podiatric research as a
quantitative approach to data collection is extremely commonplace with a search of
the literature revealing 148 results overall that relate directly to the use of
questionnaires/surveys in podiatric research between 2017 - 1950. Although the
abstracts for studies from 1950-1981 (n=51) were not available and thus not easily
verifiable as using a survey or questionnaire method, it does demonstrate that this is
a firmly established method of data collection within the realms of research led by

podiatrists/chiropodists that has been in use for potentially almost 70 years.
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However, the research process of podiatry-related survey design has become
increasingly more sophisticated over time and this is reflected in the methods by
which the surveys within this body of work were developed, constructed and
delivered (using an online platform for delivery, collation of results and basic
statistical data analysis). From the literature search, 30 of the 148 studies used an
online platform (web-based) for survey delivery and dissemination with the earliest
online survey being published in 2008, a single survey was disseminated by email as

early as 2003, although it was not developed within an online platform.

It should be acknowledged that there are positives and negatives to the use of web-
based surveys as outlined by Denscombe (2007). The web-based survey is relatively
easy to build and cheap to administer as it requires no postal costs and the results
from the survey can be fed straight into a data file which reduces the risk of human
error in data transference that can be found with paper questionnaires. However, in
the case of the surveys within this body of published works a certain amount of item
re-coding was required before the data could be transferred for use in the statistical
software of SPSS. This type of re-coding can take time, but takes no more time than
that required for paper based questionnaires. The raw data created within the web-
based survey is fed straight into a data-base that can produce descriptive and
comparative statistical analyses and tabulate data according to the researchers’
requirements. However, this requires that the researcher has some technical skill or
training in their development and it relies on respondents having both access to a
computer and a certain level of computer-literacy skills. The sampling framework is
more difficult to apply with the use of web-based questionnaires because of the
nature of email and web-addresses. This can be mitigated by the use of ready made
email lists such as those used within the body of works published as part of this
thesis and by ensuring there are clear, explicit completion instructions within both the
initial email invite and first page of the questionnaire. The response rate can be
influenced by the visual appeal and the ease with which the questionnaire can be
completed and can be boosted by contacting the potential respondents in advance

and planning for follow-up reminder e-mails within the study design.
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3.2.1: Summary

In summary, a range of methodological approaches can be seen within the body of
published works that form the basis of this thesis, these include; narrative review,
focus groups, cognitive interviewing, survey methodology and thematic analysis of
free-text. The use of some methods are novel (mixed methods research) or the first
to be published with the field of podiatry (thematic analysis of free-text comments).
The use of this range of techniques shows increasing sophistication and

development of research skills over time.
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3.3. A critical analysis of the wider impact of the portfolio of work:
citation analysis, download and Altmetric data and journal impact

factor.

This section explores the impact of the individual published works; presenting an
analysis of citation, download, article access and Altmetric data. This review of
citation data can allow for judgement of the quality and the utilisation of the authors’
work. Although the use of citation analysis as a way of demonstrating impact can be
considered controversial because of drawbacks relating to citation behaviour,
accessibility of journal articles, the length of the article and the language in which it is
written, its use has real world implications for researchers, given its consideration
within grant applications for example (West and Stenius, 2008). Viewed within the
context of the ‘snap-shot’ of time within which the citation analysis is conducted the
data can reveal to a certain extent, a measure of the influence of the researchers’

work.

Three electronic journal tracking databases; Scopus (Elsevier), Google Scholar and
Web of Science (Thomson Scientific) have been used to identify author citations.
These three databases were chosen due to the differing nature of their scholarly
publication coverage (Bakkalbasi et al, 2006) and to provide therefore a more
comprehensive approach to the presented citation data. Table (8) illustrates the
differences in citation data across the three databases, with the final column showing
how often each article has been accessed or downloaded and the Altmetric score for
each paper. As Google Scholar has a broader inclusion of unique material than the
other two data-bases, includes citations within ‘grey literature’ sources and is a freely
available resource to anyone with an internet connection, for more recent searches of
the literature (going back as far as 2006) it does seem to yield a higher citation rate
compared with Web of Science and Scopus, as can be seen from the citation data in
Table (8). This may suggest that Google Scholar would be the database of choice,
purely for ease of access and its’ digital reach. However, none of the databases
provide a comprehensive set of data alone because of the differing nature inherent
within their search algorithms and the variance between the resources indexed within
them, as such, for completeness in a literature search, at least two of the three ought
to be consulted (Bakkalbasi et al, 2006).
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Table (8): Article citations identified by Scopus, Google Scholar and Web of Science
(data sourced on 25-04-2017).

Published Works

Article | Year Brief title, Scopus | Google | Web of | Total Self | No. of
journal of (excl Scholar | Science | citation downloads
publication & self- larticle
Impact Factor citation accesses/

s) Altmetric
score

Paper 1 2011 Narrative Review | 2 7 not 3 Altmetric =
in listed 1
Musculoskeletal
Care *

Paper 2 2012 Qualitative study 11 26 12 1 52 —
of foot care for downloads
people with RA in Altmetric =
Clinical 1
Rehabilitation**

Paper 3 2012 Patient focus 0 12 7 3 6068
group in Journal accesses
of Foot and Ankle Altmetric =
Research*** 5

Paper 4 2012 Practitioner focus | 7 11 6 4 6811
group in Journal accesses
of Foot and Ankle Altmetric =
Research*** 4

Paper 5 2016 Practitioner 1 2 2 1 845
survey results- accesses
qualitative & Altmetric =
quantitative data 3
in Journal of Foot
and Ankle
Research***

Paper 6 2015 Patient survey 1 5 3 2 Altmetric =

(online) | results-qualitative 11
2016 datain
(hard Musculoskeletal
copy) | Care*

Paper 7 2017 Patient survey 0 0 0 0 498
results — accesses
quantitative data Altmetric =
in Journal of Foot 7
and Ankle
Research.***

* denotes Impact Factor of 0.0, ** denotes Impact Factor of 2.24, ***denotes Impact

Factor of 1.481

Altmetrics (alternative-metrics) are a relatively new tool by which to understand the
wider impact of research and should be used to compliment other methods, such as
citation data and peer-review, but are becoming more widely used in academia. They
are not a measure of the quality of the research or the researcher. The Altmetric
Attention Score is an automatically calculated, weighted count of all the online

attention a research output has received. As Altmetrics monitor all online attention,
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the data is accumulated much more quickly than citation-based metrics and captures
a more diverse illustration of engagement. The Attention Score is based on 3 main
factors: volume, sources and authors. The combined attention score represents a
weighted approximation of all the attention that is tracked for a particular research
output. The score should be viewed in the context within which it was derived;
because they are a measure of more diverse engagement with the research
including book-marks on reference managers such as Mendeley, news mentions and
social media coverage (https://www.altmetric.com). Each of these sources of
engagement are weighted according to the amount of attention they are likely to
receive thus a newspaper-related source bears more weight than a Tweet or mention
via Facebook. For this reason the Altmetric score for each paper will be reviewed

according to the profile of engagement, see Table (9).

Taking each paper in turn, removing the self-citation values, replicated citation
sources and using the citation data from Google Scholar because of its’ broad
inclusion criteria, it can be seen from Table (8) that there is a peak in citations during
2012 with a downward trend thereafter; which can be expected given the relative

recentness of the publication date for the final three papers.

Paper one was cited four times within four different journals other than that of the
original publication; twice in 2012; in a German language rheumatological journal
(“Zeitschrift fur Rheumatologie” published by SpringerLink; impact factor 0.569) and
in Russian-based language online abstracts of conference proceedings. Following
this it was cited once in 2014 within BMC Musculoskeletal Disorders (impact factor
1.684) and once in 2017 within Rheumatology International (impact factor 1.70). The
publishing journal; Musculoskeletal Care, requires either Institutional or membership
access and is not an open access publication. This may serve to limit the audience
numbers that are able to access the article and thus may serve to be a limiting factor
in respect of the number of citations over the timeframe of the PhD (2011-2017).
However, it is encouraging to note that the citations have a 5-year span and are

within international publications in both English and other languages.

Paper two was cited 25 times within 15 separate sources that varied from
international peer-reviewed journals (impact factors range from 0.0 in

Musculoskeletal Care - 3.299 in Arthritis Care and Research), published research
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proposals within Higher Education repositories, Masters and Doctoral theses in
Norway, the UK and Finland. The paper has been consistently cited since 2012 to
2017 and has been downloaded from its’ original journal of publication (Clinical
Rehabilitation) on 52 occasions. Direct access to this paper is limited as the journal,
Clinical Rehabilitation, requires institutional access or via subscription. Despite this,
this particular paper has the highest citation rate of the publication portfolio which
may be explained by the higher public and academic profile of the first author; Dr
Anita Williams who is internationally renowned for her research with people who have

RA- related foot problems.

The Altmetric scores for papers one and two are the lowest (both have a current
score of 1) compared to the subsequent publications, this will be driven by the low
level of online interest generated as can be seen by the low Tweet count. In addition
the level of online interest in both these papers has tapered off over the years since
initial publication with the last online interest being generated in 2015 for paper one
and 2012 for paper two. However, the geographical reach of interest extended to
both the USA and Singapore showing that an international level of interest had been

generated.

Paper three was cited consistently six times between 2013 and 2016, within four
separate sources, one of which was the original journal of publication; the Journal of
Foot and Ankle Research. The remaining sources were diverse in that they ranged
from the Cochrane Library of Systematic Reviews (impact factor 6.103) to a
Canadian online health profession magazine; the Canadian Association of Foot Care
Nurses. Again this range of citations, although limited in number, spans a range of
years, types of publication and nationality, demonstrating relative longevity and
geographical reach. This paper has reached a current online access rate of 6068,
with an average access rate of 106.77 per month since its publication in January,
2012.

Paper four has a citation profile similar to that of Paper three with six consistent
citations between 2012 and 2016 within four separate sources, one of which was the
Journal of Foot and Ankle Research. The remaining sources show similar diversity in
both impact factor (3.045) for the Archives of Physical Medicine and Rehabilitation to
(0.574) for the Journal of the American Podiatric Medicine Association (JAPMA) and
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their international profile; JAPMA and the Journal of New Zealand Medical
Association. This paper has a current online access rate of 6811, with an average
access rate of 113.52 per month since its publication at the end of Aug, 2012. The
high access rate of both papers three and four can be attributed to the open access
status of the Journal of Foot and Ankle Research and to the time since the original

publication in 2012.

Papers three and four achieved a similar Altmetric score (five and four respectively)
and profile of online engagement. Both papers were placed in the top 25% of all
research outputs tracked via Altmetrics and generated geographical interest through
Twitter and Mendeley in the USA, Canada, Australia, Singapore and Portugal. The
outputs were measured consistently from 2012 to Oct, 2016 when the last Tweet was
tracked. Both Paper three and four were ranked as having a ‘Good’ attention score

compared with outputs of the same age and from the same source.

Paper five has only a single citation in the Journal of Foot and Ankle research in
2017, with an access rate of 845 since its’ publication in 2016 (average of 70.42
accesses per month). It has an above average Altmetric attention score of three
compared with outputs of the same age and from the same source with current
Tweets (n= 4) last recorded in 2016, the same year as publication. There is no
geographical information in relation to the origin of the three Mendeley readers so it
is not possible to discern the geographical engagement of the paper through this
media. The origin of the Tweets are UK- based health care professions and the

journal publisher.

Paper six was published in 2015 within Musculoskeletal Care (online access), 2016
as hard copy, and has a citation rate of three. These citations were within
international publications; the Journal of Foot and Ankle Research in 2016, 2017 and
Lupus in 2017, which has an impact factor of 2.188. The limited access to and the
lack of impact factor of this journal may be contributory negative factors when
comparing the citation data of this paper to those with higher access rates published
within open access journals or with higher impact factors, however it has not yet
been published for a year and so this status may change. In contrast to this
comparatively lower citation rate, Paper 6 has the highest Altmetric attention score

(11) of all the publications. It has a ranked ‘High’ attention score when compared with
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outputs of the same age and is seventh out of 118 outputs tracked by Altmetric from
this source. Typically the outputs from Musculoskeletal Care that are tracked by
Altmetric, receive a mean attention score of 3.1; which means that this paper is
ranked higher than 94% of its peers. The high score is created by the inclusion of two
tracked news stories from a single USA based online health news outlet
(http://www.everydayhealth.com) in July 2016, two Tweets from within USA and
Venezuela and five Mendeley readers of unknown origin. The inclusion of a news-
related source of engagement will have elevated the attention score, as it is weighted

more highly in the attention score calculation.

The most recent and final publication, paper seven, has yet to receive a citation
although since its publication in March, 2017 it has generated a comparatively high
access rate of 498 which is an average of 249 per month between March and May
2017. In addition, this paper has generated one of the highest Altmetric scores (7)
across the portfolio, placing it in the top 25% of all research outputs tracked via the
Altmetric algorthim to date and is ranked as ‘Above Average’ compared with outputs
of the same age and from the same source. This attention score of 7 is underpinned
by the highest number of Tweets (n=10) between all the publications, across the UK
(n=7) and the USA (n=1) and tracked references to the paper within Facebook (n=1)
and Mendeley (n=1). The latest recorded Tweet was April, 2017.
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Table (9) to show Altmetric score per publication and sources of data from which it is
derived (data sourced 05-05-2017).

Article No. | Year of Brief title Altmetric | Contributory data
publication (attention)
score

Paper 1 2011 Narrative Review 1=1" 1 x Tweet — country of
percentile | origin unknown
of all 6 x Mendeley readers —
research 1= UK, 5 unknown
outputs country of origin — all
tracked. academic by profession

Paper 2 2012 Qualitative study of foot care 1 =inthe 1 x Tweet — within the

for people with RA 16" USA (Mayo Clinic —

percentile | Health practitioner)

of all 28 x Mendeley readers —

research 2=UK, 1= Singapore, 25

outputs unknown country of origin

tracked. — all student or academic
researchers by
profession.

Paper 3 2012 Patient focus group 5=inthe 7 x Tweets — 3= USA, 2=
80" Canada, 1= UK, 1=
percentile, | unknown: 5= general
the top public tweets, 2= science
25% of all | bloggers.
research 19 x Mendeley readers-
outputs 1= Portugal, 1= Australia,
tracked. 1=UK, 16 = unknown - all

student or academic
researchers by
profession.

Paper 4 2012 Practitioner focus group 4= in the 5 x Tweets — 2= UK, 1=
78" USA, 2= unknown — 4 =
percentile, | general public tweets, 1=
the top science blogger.

25% of all | 6 x Mendeley readers-

research 1= Australia, 1=

outputs Singapore, 4= unknown -

tracked all academic by
profession

Paper 5 2016 Practitioner survey results- 3 =inthe 4 x Tweets - 2= UK, 2=

qualitative & quantitative data 59" unknown country of origin
percentile | — 3 = general public
tweets, = science blogger
3 x Mendeley readers —
unknown country of origin
— all students by
profession.
Paper 6 2015 Patient survey results- 11 =inthe | 1 x News outlet -2
(online) qualitative data 90™ stories in Every Day
2016 percentile, | Health (online US
(hard copy) in the top newsletter).
10% of all | 2 x Tweets — 1 = USA
research (health blogger), 1=
outputs Venezuela (Consultant
tracked. Physician).

10 x Mendeley readers —
1= Singapore, 9=
unknown country of origin
— all academic by
profession.
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Paper 7 2017 Patient survey results — 7 =in the 10 x Tweets - 7= UK, 1=
quantitative data 84" USA, 2 = unknown
percentile, | country of origin — 5 =

in the top scientists, 4 = general
25% of all | public tweets, 1= health
research blogger.

outputs 1 x Facebook post
tracked. 1 x Mendeley reader —
country of origin unknown-
Associate Professor by
profession.

3.3.1 Summary

This analysis of citation, download, article access and Altmetric data has illustrated
the quality, breadth and depth of engagement with this body of works. The analysis
of citation and Altmetric data demonstrates that these publications have received
world-wide access; from the UK and Europe, North and South America to Singapore,
Australia and New Zealand. In terms of the quality of onward citations, this analysis
has established that this body of work has demonstrated impact across a broad
spectrum of publications from; the ‘grey literature’ of Masters dissertations and PhD
theses (Paper 2) to the Cochrane Library of Systematic Reviews with an Impact
Factor of 6.103 (Paper 3). Further to this, because of the scope of the publishing
journals within which this body of work is situated, the citing literature sources reflect
that the readership and utilisation of the published work extends beyond the scope of
the podiatry profession to Medicine and the health profession specialisms of

rheumatology and musculoskeletal health practice.

Whilst Altmetrics should not be used as a measure of impact or quality in isolation,
they can provide a more comprehensive and immediate picture of engagement with
the published body of work. Further, it also demonstrates the level of social media
based engagement that is generated by an individual publication. This is significant,
given the ever-changing landscape of media outputs and the ways in which we now,
as a society of health professionals, choose to disseminate and ‘consume’ our

research.
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3.4 Knowledge Translation: Translating the research into practice —

moving from the ‘bench-side to the bedside to the curb-side’.

The aim of this section is to illustrate how this body of published works is aligned with
the conceptual framework of translational research and the translation of this
research output as ‘knowledge’ into practice. This section acknowledges the inherent
difficulties that constitute barriers along the pathway of knowledge translation such as
professional change management, the influence of the therapeutic relationship and
highlights those components of this particular research journey, which could be

considered to demonstrate informal strategies that bypass such barriers.

Translational research is widely defined as the ‘bench to bedside’ concept, with the
original ‘translational blocks’ (T1 and T2) being described as the transfer of scientific
advances to the development of relevant and applicable clinical research (T1) and
the translation of trial results into practical clinical application (T2) (Mata and Davies,
2012). A third ‘translational block’ has recently been acknowledged and become part
of the translational research narrative (T3) which involves the translation of clinical
research into; dissemination, implementation and policy. These ‘blocks’ of
translational research; T1, T2, T3 are widely accepted within much of the emerging
literature (McGartland et al, 2010; Estape et al, 2014). Estape et al (2014) suggests a
slightly modified version of McGartland’s working definition with a fourth phase, (T4)
of transition from clinical practice to community and population based application (the
‘curbside’). This is based on Westfall et al's (2007) interpretation of the NIH
Roadmap, which suggested that practice-based research maybe the link between
basic and clinical research (Fig 6). The body of work within this thesis, if aligned to
Westfalls’ interpretation, would therefore span the translational blocks of T2/T3
through the use of narrative literature review (T2) and survey research (T2) and the
dissemination directly to the health care consumer (T3) through patient-mediated

strategies (Fig 7).
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Figure (6) Westfall et al, 2007 “Blue Highways on the NIH Roadmap. Pp 405.

Knowledge translation has been defined by the World Health Organisation (2005) as
‘the synthesis, exchange and application of knowledge by relevant stakeholders to
accelerate the benefits of global and local innovation in strengthening health systems

and in improving people’s health.”

The aim of knowledge translation is to close the gap between evidence generation
and clinical decision-making and has evolved from a number of disciplines of which
evidenced based practice and quality improvements are two common concepts
within health care. The implementation of research findings into clinical practice has
been acknowledged as notoriously difficult, with the recognition that traditional
approaches for knowledge translation such as Continuing Professional Development
(CPD), do not lead to optimal patient care (Grimshaw et al, 2012). Time and the
sheer volume of research available to health care practitioners are additional barriers
to knowledge translation and for this reason the use of systematic reviews in relation
to a particular intervention and clinical guidelines for evidenced based management
of specific patient groups or pathology, are seen as more efficient ways of
transferring a relatively large body of knowledge (Grimshaw et al, 2012). As such, the
citation of publications that form part of this PhD by Published works within

systematic review (Lefevre-Colau et al, 2014) and local evidence- based guidelines

86



(North West Clinical Effectiveness Group for Rheumatology (NWCEG, 2014) is a
positive outcome. However, even when such resources as systematic reviews and
guidelines are available, ensuring that their use and implementation in clinical
practice is applied consistently between geographical areas, health care teams and
by individual practitioners is acknowledged to be equally difficult (NICE, 2007). An
example of this type of barrier to knowledge translation, in the context of RA patient
management and foot care, has been shown to exist in respect of the use of
published guidelines for the management of the foot in people with RA (Williams et
al, 2013). Table (10) below illustrates the extent to which UK podiatrists were aware
of clinical guidelines in 2013 and identifies the sub-groups of podiatrists most likely to

engage with them.

Table (10) to illustrate participant knowledge of guidelines amongst a sample of UK
Podiatrists (Williams et al, 2013)

As a contributor and co-author, with a research focus on patient education for people
with RA, to the North West Clinical Effectiveness Group (NW CEG) guidelines used
within this particular survey (Williams et al, 2011), the limited extent to which
research findings are translated appears conflicting; the evidence base of published
research or expert opinion is used to develop the guidelines and the ability of the
guidelines to influence clinical practice appears to be limited to those in expert roles.
It is difficult to discern from the findings of the survey whether there is partial uptake
of the recommendations i.e the individual practitioners who have read the guidelines
apply them in practice but only minimally (which may mean that they provide some
level of FHE), or not at all. Further, it cannot be assumed that a high article access

rate, citation rate or Altmetric score for any publication is an indicator of the degree to
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which individuals apply the new or additional knowledge they have gained in order to
change their clinical behaviour or the working practices of the institution within which
they work. NICE (2007) additionally acknowledges that it can take up to three years
for guidelines to be fully implemented into clinical practice; this can be due to the
realistic scale of the change and the fact that many changes involve the
implementation of complex interventions within complex organisational environments
(Johnson and May, 2015).

A more direct approach to translating research findings into practice than via
publication and guidelines could be in the targeting of the health care consumer; the
person with RA or their carer. Indeed, NICE (2007) advocates the use of patient
mediated strategies such as providing information and educational material directly to
patients, in relation to new guidelines for example, so that patients are able to
influence decisions made during the consultation. Such strategies have been shown
to be effective in changing the behaviour of health care professionals. Figure (6)
illustrates how this portfolio of research aligns with the practice-based dissemination
phases of translational research (T3) (Westfall et al, 2007) and those components
that were targeted directly at patient ‘consumers’ (patient mediated strategies) are on
the right hand side.
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Figure (7): How the portfolio of research aligns with the phases of translational
research

As part of the process of this research journey in 2011, | was invited to lead the
redevelopment of the NRAS website section on foot health information
(www.nras.org.uk), which was launched at the British Society of Rheumatology
conference in May 2012 to raise awareness amongst rheumatology consultants and
rheumatology specialist practitioners. In August 2012 | presented, my then current,
research findings to a RA patient support group in the NW of England that also aimed
to raise awareness of this new information resource. For the first 9 months of 2013
(Google analytics would not go back to the previous year to allow comparison) the
NRAS foot health webpage had 18,273 visits, information | had requested from
NRAS in preparation for a conference presentation in November, 2013. Although
there are no historical figures to compare this statistic to, given that there were
approximately 2, 721 non-health profession members of NRAS at the time of the
website launch this would suggest a significant volume of ‘traffic’ visiting the foot
health section of the NRAS website in the year following its’ launch and some level of

engagement with the foot health information available.

Finally, in 2016 | was an invited speaker at the British Society of Rheumatology

conference, streamed throughout which were sessions with a purely patient based
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audience (n= 70). | presented the same final results of the patient survey, both
qualitative and quantitative data, as had been presented to the AHP audience with
some (illustrative and language modification to make it more acceptable to a ‘lay’
audience. Patient delegates were also provided with a printed hand-out as an
overview of the presentation (Appendix F), to enable them to prepare any questions
they may have had prior to the start of the presentation itself. This presentation
created the opportunity for the delegates to ask questions of me directly, both as a
researcher and as a practising clinician and initiated a lively debate about how to get
health professionals to recognise foot heath as an issue for people with rheumatic
disease. Whilst no firm solutions were concluded on that day, it was a mechanism by
which that particular group of people with rheumatic diseases had ‘spoken’ and been
‘heard’. The patients had chosen the programme of presentations that they wished to
hear that day and selected my work as a subject on which they wished to receive
more information. Further to this, | felt that the results of the research were being fed
back directly to at least a small component of its target audience. Although the
outcomes from this type of research dissemination are hard to measure, the results
of this body of work assert the need for attributing foot health education with the
significance it deserves and is echoed here, by the desire of the conference
delegates to understand more about foot health and the provision of foot health
services. The questions they asked at the conclusion of the presentation reflected a
continued low level of awareness of what services they were entitled to access and

why they may need to access them in the first place.

Patient education for people with RA and foot problems would benefit from a patient-
centred approach to its design and communication before, during and following the
medical consultation. However, if people with RA cannot access foot health services
or are not even aware that they should, then there is not even a starting point for
dialogue between the patient and practitioner. A number of studies have shown that
people with RA feel either disempowered or disenfranchised from the process of
accessing foot health services (Williams and Graham, 2012; Blake et al, 2013;
Hendry et al, 2013; Graham and Williams, 2015) and further to this, that they won’t
necessarily self-report foot problems unless prompted to do so during the
consultation with any medical or health practitioner (Blake et al, 2013; Graham and
Williams, 2015).
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The solution to this requires a multi-faceted approach. Firstly, the balance of power
during the consultation requires attention. This doesn’t mean that all the ‘power’ is
placed in the hands of the person with RA but it does mean aiming for the equilibrium
between what the practitioner needs to achieve within the medical consultation and
what the person with RA wants to achieve in relation to learning about their foot
health. People with RA must be given the opportunity to address foot health issues
on a regular basis and the provision of information/education should not be restricted
to the podiatry profession, given that a significant number of people with RA do not
routinely access foot health services, if at all. An inclusion within current national and
local guidelines; that health care practitioners should specifically prompt people with
RA about any questions they may have with regards their foot health needs,
including the access of foot health information, would help to highlight that as a
minimum, people with RA should be asked about their foot health. This approach is
supported by Blake et al (2013), has been published within the updated NWCEG in
2014 and as a part of a set of minimum standards for FHE for people with RA
(Graham and Williams, 2015).

There has been a perceived lack of opportunity for people with RA to discuss their
foot health and information needs (Williams and Graham 2012; Graham et al, 2012;
Graham and Williams, 2016; Wilson et al, 2017) and this is, in part, due to the
influential nature of the therapeutic relationship between the patient and the
practitioner. Research shows that, for some people with RA, access to foot health
services a potential source of foot health education, is determined by other health
care practitioners or the Consultant Physician. Patients rely therefore on the
perceived ‘expert’ knowledge of the practitioner, as a determiner of referral (Blake et
al, 2013; Graham and Williams, 2016; Wilson et al, 2017). Thus if members of the
MDT do not refer the patient, the patient does not feel it to be necessary either.
Providing people with RA with the opportunity to voice their foot health concerns,
would at the very least create the potential for timely onward referral and offer an

opportunity for information giving.

Secondly, the role of podiatrist in the management of foot health for people with RA
appears to have a relatively low profile amongst both patients, General Practitioners,
Specialist Nurses, other AHP’s and podiatrists themselves. The specialist role of the

rheumatology-based podiatrist suffers from a lack of recognition, which is reflected
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nationally by the comparatively low number of specialist posts in this area when
compared with those employed as specialist practitioners for people with diabetes
(Redmond et al, 2006; National Audit Office, 2009). This may be due to the fact that
the development of the podiatric specialist role within rheumatology has lacked
specific detail in health policy and guidelines (NICE, 2009; PRCA, 2008; ARMA,
2004). Further to this, there are no formal educational or experiential prerequisites to
achieving specialist role status, in contrast to the requirements for such ‘specialist’
roles amongst our medical and nursing counterparts (Bacon and Borthwick, 2013). In
the 1990’s the specialism of rheumatology practice amongst the podiatry profession
was pioneered by a small number of highly experienced and specialist podiatrists
including; Professor Jim Woodburn, Professor Keith Rome, Dr Anita Williams
Professor Cathy Bowen, Professor Antony Redmond, and Robert Field. The profile of
this group of practitioners aligns with Bacon and Borthwicks’ concept of the utilisation
of ‘charismatic authority’ in the way in which the clinical specialist role of the
podiatrist within rheumatology became established. Examples of good clinical
practice, the creation and development of local clinical guidelines could be found
wherever these particular practitioners were active either in clinical practice, clinical
research or within Higher Education Institutions, across the UK. As these individuals
had such ‘charismatic authority’ within the profession, the development of the
specialist role grew and gained some recognition and acceptance amongst their
medical peers. Furthermore, the transformation of charismatic authority created by
this group of practitioners, into routine or more traditional authority and is now
becoming linked to a process of education (Giddens, 1971 cited in Bacon and
Borthwick, 2013) through the recent development of career and competency
frameworks (NW CEG, 2017). However, with changes in political leadership and ever
increasing NHS budgetary restrictions, opportunities for the continued growth of this
specialist role have been significantly limited. The specialist role of the podiatry
practitioner within rheumatology and thus the management of people with RA,
remains essential. Education, not only of patients as to the role of the podiatrist, but
also our medical and AHP peers appears to be equally essential, if timely access to
foot health services and education is to be achieved. In addition, raising the
awareness of podiatrists as to the existence of current clinical guidelines in the
management of people with RA and foot problems may influence clinical outcomes

for this group of patients.
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In order to address the poor awareness about current guidelines for the management
of foot health in people with RA, the implementation of which would be a driver for
the provision of FHE, NICE (2007) advocates the use of ‘Opinion Leaders’, which
could be viewed as an alternative title to the ‘charismatic practitioner’. Once identified,
Opinion Leaders can be used to influence, motivate and inspire change within a
service. Further to this Johnson and May (2015) state that the most effective
methods for instigating behaviour change involving complex interventions such as
patient education strategies, are most likely to require intervention types that lead to
normative and relational restructuring; a focus on collective rather than individual
action. The use of audit and feedback is one such mechanism identified as an
intervention likely to achieve this change, in combination with the use of local Opinion
Leaders to facilitate the audit and feedback. The NWCEG guidelines group (2014)
developed an audit tool that can be used to audit current rheumatology service
provision in relation to the foot health management of people with Rheumatoid
Arthritis against available guidance and evidence standards at the time, which covers
four areas; Service Provision, Assessment, Management and Professional
Development. The aim of audit is to ensure that service users receive the right
treatment, by the right people at the right time. However, clinical audit alone is not a
strong enough driver for change, when there is a lack of staff resources, awareness

and training.

The acknowledged lack of specialist podiatry practitioners (Redmond et al, 2006;
NAO, 2009) means that there are insufficient numbers to meet the needs of the RA
population, resulting in increasing numbers of non-specialist practitioners managing
the foot health needs of people with rheumatic diseases. The NWCEG guidelines
were developed in many ways to address the need to support such practitioners, but
did not address the knowledge and skills competencies that should be desirable for
health professionals who manage rheumatology-related foot problems. As such the
‘Podiatry Career and Competency Framework for Integrated Foot Care for the Foot in
Inflammatory Joint Disease and Connective Tissue Disorders’ (Pilot version April,
2017) has recently been developed through collaboration between the NW CEG,
professional bodies and organisations, such as academic representatives from the
Directorate of Prosthetics, Orthotics and Podiatry at the University of Salford. The
framework was modelled on that for Diabetes Foot care, the first of its kind in

podiatric practice and will benefit a number of stakeholders; clinicians, patients and
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carers, managers and commissioners and training/educational institutions. Figure (8)

illustrates the benefits for stakeholders.
Figure (8) taken from ‘Podiatry Career and Competency Framework for Integrated Foot Care for the

Foot in Inflammatory Joint Disease and Connective Tissue Disorders’ (Pilot version April, 2017) pp 6-7.

Who is the framework for?
1. Clinicians can use the framework to:

Benchmark their existing competencies.
Identify areas in which to increase their competency.
Aid them in writing performance reviews.

Identify a career pathway.
2. Patients will benefit from:
The adoption of the framework by clinicians and services

The assurance that they will be treated by a clinician with competencies specific to the
management of their foot health needs.

The emphasis the document places on patient empowerment, education and, wherever
possible, self-management.

The improvements in patient outcomes that should flow from receiving care from a
workforce that is demonstrably competent in the care of the “rheumatoid” foot.

3. Managers and commissioners can use the framework to:

Streamline services (in line with NHS Modernisation Agency guidance) by ensuring the
right mix of staff competencies to meet the various levels of foot care needs

Plan appropriate professional development activities, leading to improvements in staff
satisfaction, retention, and succession planning.

Achieve Workforce planning based on patient needs
4. Educational and training institutions can use the framework to:

Ensure their curriculums include training in appropriate competencies; specifically,
Level C competencies are appropriate for new podiatry graduates and they should be
included in undergraduate podiatry syllabi.

Identify where gaps exist in the provision of continued professional development
courses.
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The framework has been developed with the podiatric practitioner at the heart of its
delivery but is relevant to and can be adapted for any health professional involved in
the delivery of foot care. The significance of this framework for FHE, lies within the
development of a specific competency focused upon Heath Improvement
(Competency number 8) which outlines the skills and knowledge that health care
assistants and health professionals should be able to demonstrate in order to provide
effective health improvement and self-management strategies. This competency
requires staff not only to demonstrate knowledge of the disease and psychological
impact on the patient, it also requires staff to understand and demonstrate the
importance of the subsequent effect of patient education and self-management in a
context individualized to that of the patient. At higher staff grade levels of C and
above, it requires the staff member to demonstrate an awareness of counseling and
motivational interviewing techniques in order to communicate clearly with the patient
and/or carer about foot health. This may go some way to alleviating the sometimes,
dysfunctional patient ‘v’ practitioner relationship that has been identified as a key
barrier in the provision of FHE for people with RA (Graham et al 2012; Williams and
Graham, 2012; Blake et al, 2013; Graham and Williams, 2016; Wilson et al, 2017).

Despite the acknowledgement of the skills that are required to achieve an effective
‘therapeutic’ relationship, barriers to its development remain. Practitioners are often
time and resource constrained and admit as such, with patients submitting to this fact
by not wishing to burden the practitioner any further by taking up their time asking
questions (Graham and Williams, 2015; Graham and Williams, 2016). This can lead
to the fostering of a lack of communicative interaction, a more hegemonic
relationship and the involuntary giving of trust, because factors such as adequate
time to build continuity of care, friendship and facilitate a near-equal power balance
between the two parties, are not able to be met (Habermas, 1987). In their 2010
King’s Fund report: “Measuring the Quality in the Therapeutic Relationship”,
Greenhalgh and Heath put forward the question: “What is the underpinning logic of
the therapeutic relationship?” Using the view of the Philosopher and ethnographer,
Annemarie Mol from her book “The Logic of Care” (Mol, 2008) as a comparator, they
state that much of modern health care is driven by an underlying ‘Logic of Choice’;
medicine is fundamentally about making choices, supporting and informing the
decisions of an empowered patient in a linear manner. The ‘Logic of Choice’ is

episodic in nature and has an inherent ‘patient-centred’ ‘v’ ‘clinician-centred’
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approach at its heart. One is pitted against the other. The ‘Logic of Choice’ assumes
that the patient is an informed, consistently rational decision-maker. The ‘Logic of
Care’ concept put forward by Mol is that medicine should be considered as an
ongoing, complex task of living with illness; with the patient and practitioner on the
same side, allowing the patient to be passive or active as appropriate to their health
or needs. The ‘Logic of Care’ is more accommodative of irrational, inconsistent health
behavior that can often be the case when people are chronically sick or confused. It
is this ethos perhaps that practitioners should be mindful of during their consultations
with patients, fostering a consultation style that allows for those people who wish to
be more proactive in their own care and those who cannot be, then tailoring their

ongoing foot health and education needs to fit.

3.4.1: Summary

In summary, in order to achieve a judicious outcome for the person with RA and
ensure the more effective implementation of clinical guidelines service managers
need to implement change, audit services and ensure that staff meet the competency
framework skills. This needs to be further supported through collective action by

MDT’s in relation to the ‘focus on feet’.
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3.5 - Future development: Considerations and implications for

future research.

This final section of the critical review will address the factors that require
consideration in the future development of FHE for people with RA in the context of
the current evidence base and guidelines. The work conducted to date will be
contextualized within the Medical Research Council (MRC) Framework for
conducting and evaluating research for complex interventions (Craig et al, 2013) and
recommendations for the future development of an educational needs analysis tool,
with a focus on the foot affected by RA, will be described. Issues of health literacy,

skills competency, clinical and cost-effectiveness will be considered.

Current NICE guidance (NICE, 2009) stresses the importance of the provision of
patient education in the management of people with RA. EULAR’s more recent eight
evidence and consensus-based recommendations for Patient Education for people

with inflammatory arthritis (2015), emphasizes the specific areas that should be
targeted. (Table 11) Further to this EULAR have also developed an extensive

research and an educational agenda in support of providers of patient education.

Table (11): EULAR recommendations for patient education for people with inflammatory
arthritis (Zangi et al, 2015).

EULAR Recommendations:

1. Patient education should be provided for people with inflammatory arthritis as an integral part of standard
care in order to increase patient involvement in disease management and health promotion

2. All people with inflammatory arthritis should have access to and be offered patient education throughout
the course of their disease including as a minimum; at diagnosis, at pharmacological treatment change
and when required by the patient’s physical or psychological condition

3. The content and delivery of patient education should be individually tailored and needs-based for people
with inflammatory arthritis

4. Patient education in inflammatory arthritis should include individual and/or group sessions, which can be
provided through face-to-face or online interactions, and supplemented by phone calls, written or
multimedia material

5. Patient education programmes in inflammatory arthritis should have a theoretical framework and be
evidence-based, such as self-management, cognitive behavioural therapy or stress management

6. The effectiveness of patient education in inflammatory arthritis should be evaluated and outcomes used
must reflect the objectives of the patient education programme

7. Patient education in inflammatory arthritis should be delivered by competent health professionals and/or
by trained patients, if appropriate, in a multidisciplinary team

8. Providers of patient education in inflammatory arthritis should have access to and undertake specific
training in order to obtain and maintain knowledge and skills.




The variation that exists across European countries (Zangi et al, 2014) and national
domestic boundaries here in the UK (Ndosi et al, 2017), in both health care and
health education provision for people with RA, has proven to be a key driver in the
agenda for the development and standardisation of targeted PE. This is further
bolstered by the relatively recent increase in momentum for Shared Decision Making
(SDM) strategies in managing patients with complex and chronic conditions such as
RA and Diabetes (Coulter, Roberts and Dixon, 2013. The far-reaching research
agenda developed by EULAR indicates that there is a significant amount of work to
be done before relevant and effective PE strategies can be implemented, although
dissemination and integration of the eight recommendations provides practitioners

with robust guidance and a clear framework within which to work.

The key findings articulated within this body of published works are strongly aligned
with EULAR recommendations 1-4. Further work is now required to develop a
mechanism by which FHE interventions can be developed, implemented and
evaluated by appropriately trained health practitioners in line with EULAR
recommendations 5-8 and in respect of the Medical Research Council (MRC)
guidance for conducting and evaluating research on complex interventions. Figure
(9) outlines the key elements of the MRC development and evaluation of complex

interventions framework (Campbell et al, 2000).

Figure (9): The key elements of the MRC development and evaluation of complex

interventions framework (Campbell et al, 2000).

The work that forms the basis of this thesis is aligned within the ‘development’ phase
of the MRC framework. Currently, there are no specific FHE interventions for people

with RA. In order to develop and evaluate the potential effectiveness of FHE as a
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definable intervention, an understanding of its’ possible key components, how it
could be operationalized and any related causal assumptions, is required. The
research undertaken within this body of publications has revealed what people with
RA value and require in respect of the potential content, timing and mode of future
foot health educational intervention delivery. In addition, the statistical significance of
factors that have the potential to influence PE engagement such as,
patient/practitioner gender, the patients’ disease duration and the level of practitioner
experience, has been identified (Graham et al 2015; Graham et al 2016; Graham et
al 2017). One of the most significant key findings from these publications is the need
to facilitate the timely identification of FHE needs of people with RA. Time and
systematic constraints limit podiatry practitioners in their ability to deliver effective
FHE during the consultation. Finding a mechanism to enable people with RA and
health care practitioners to collaboratively and efficiently identify FHE needs, could
ensure that the FHE needs of people with RA are met in a timely and individualized
manner. The development and implementation of a foot health-specific needs

analysis tool could facilitate that process.

A framework for the education of patients with diabetes at low risk of lower limb
complications was developed through an expert consensus approach in 2011 by
Mclnnes et al, as this group of patients had been identified as being ‘vulnerable’. No
such framework exists or is in development for people with RA, who can be
considered to be an equally vulnerable group of patients. Certain parallels can be
drawn with the situation that people in a ‘low-risk’ category of diabetes and people
with RA experience in respect of FHE provision, with a lack of foot care advice being
provided to either group. Although the North West CEG guidelines (2014) include key
points that should be included as part of foot health education provision for people
with RA, the findings of the studies within this body of work show that, unlike in
diabetes, foot care education is not generally, an integral part of the RA ‘information
package’ that patients receive and that awareness of the RA related management

guidelines is poor amongst the podiatry profession (Williams et al, 2013).

The use of educational needs assessment tools within the RA population is well
documented within the published literature; an Educational Needs Assessment Tool
(ENAT) to help people with RA decide their priorities for education based on their

own needs, was originally developed by Hardware et al, in 2004. This tool has since
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been translated and validated for use in 9 countries and in patients with other
rheumatic diseases including; Systemic Sclerosis, Ankylosing Spondylitis, Psoriatic
Arthritis, Systemic Lupus Erythematosus, Osteoarthritis and Fibromyalgia (Ndosi et al
2011, 2014; Sierakowska et al, 2015). Further to this, the usability of the ENAT in
clinical practice has been demonstrated through the collection and analysis of both
quantitative and qualitative data (Hardware et al 2014; Ndosi et al, 2015). The
qualitative study demonstrated that the ENAT works within clinical practice and that it
is reflective of patients’ needs and although participants recruited from within the
control group perceived that they had an equally adequate experience of educational
provision, the ENAT served as a prompt for questions that those in the experimental
group may not have considered without it (Hardware et al, 2014). The RCT
demonstrated that the use of the ENAT significantly improved self-efficacy and some
other aspects of health status (AIMS2-SF- symptoms and affect domain scores),
when compared with the control group at 32 weeks (Ndosi et al, 2015). Overall the
results of this needs based approach to patient education for people with RA would
suggest that their individual educational needs are being met and significantly, this
has been shown to positively influence their levels of self-efficacy. These findings are
of significant importance in the future development of any foot-based educational
needs analysis tool, because they show that it is feasible to employ an approach to
the identification of patients educational needs within clinical practice that is accepted

and valued by both patients and practitioners.

The seven domains of the original ENAT (Hardware et al, 2004); management of
pain, movement, feelings, the arthritis process, treatments, self-help measures and
support systems, could be built upon or modified to include items with a focus on foot
health. Alternatively, a separate foot health ENAT could be developed as an
appendix to the original. In this way, the ‘foot ENAT’ could be used to help people
with RA decide their foot health education priorities and health care practitioners to
identify the aspects of foot health education they can provide themselves or to

prompt timely referral to specialist foot health services.

The research process to enable the creation of a foot ENAT would require an item
development phase, to identify those items most relevant in the identification of FHE
needs for people with RA. Resources that could be used in the generation of item

development are the ‘content’ and ‘methods of delivery’ section items that were

100



included within the patient and podiatrist online surveys used within Papers 5, 6 and
7. These items could be used as the basis for statements to be subject to Expert
consensus through the use of a Delphi technique and semi-structured interviews with
people with RA. The modelling process and subsequent determination of outcomes
that could be used to measure the potential effectiveness of a foot-focused ENAT
would still remain within the ‘development’ phase of the MRC (2000) framework,
further work would be required to determine the feasibility and cost effectiveness of

its’ use in practice through future pilot and evaluation phases.

In addition to the need to develop a foot focused ENAT, there are other factors that
require consideration in the development and delivery of FHE for people with RA.
This body of work has shown that a number of barriers exist that prevent or deter
people from engaging with patient educational resources, including; a lack of
awareness, time and financial restraints (Graham et al 2015; 2016; 2017). A reduced
physical ability to undertake self-care and lower levels of literacy are further factors

that influence a persons’ level of engagement with patient education strategies.

Health literacy describes the; “degree to which individuals have the capacity to
obtain, process and understand basic health information and services needed to
make appropriate health choices.” (Nielsen et al, 2004). According to Adams (2010),
adults with limited literacy are less likely to ask questions of clinicians during the
medical consultation and those with a less than university level of education are
unlikely to classify themselves as ‘education seekers’. Communication needs to be
tailored to take into account the patient preferences for the type of patient education
media, the frequency of its’ delivery and the skills competencies of the individual
patient (Adams, 2010). Recent research that investigated the accessibility of patient
support websites for Osteoarthritis self-management, recommended that health care
literature should be written at a reading level that is pitched at a reading age of
11years or under. This study identified that half of the websites surveyed failed to
include relevant visual information to support the text and concluded that many of
those websites were too complex, too text heavy and rarely used video content
(Chapman et al, 2017). They stated that lower levels of literacy are associated with
poor clinical outcomes and a reduced ability to self-manage their condition, this is
further reinforced by Adams (2017) who found that many MSK educational

programmes have failed to meet the needs of individuals with lower levels of literacy.
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Heron et al, (2017) showed that the factors that most facilitated the accessible use of
patient support websites for people with arthritis included; site aesthetics, size of text,
use of icons, pictures, types of graphics and colour, content, interactiveness, ease of

physical access and trustworthiness of information.

The majority of patients with RA that need FHE will be adult learners and will have
individual learning preferences. Quantitative results from the patient and practitioner
surveys conducted as part of this portfolio of work show that, for this group of
patients, verbal, written and web-site information provision are the most commonly
used methods of FHE delivery (Graham and Williams 2015; Graham, Stephenson
and Williams, 2017). This is typical of FHE delivery within the podiatry profession, but
may not adequately address the needs of patients who are visual or kinaesthetic
learners (Bullen et al, 2017). Identification of learning style preferences may be
approached with the use of simple questions such as: “Do you prefer to read a book
or watch a film?” or “Would you like me to draw a diagram?” (Hillier, 2005), such
questions could be considered within the developmental design of the foot ENAT.
Addressing the health literacy needs, learning preferences; use of visual and
kinaesthetic learning strategies that support and compliment traditional verbal and
written information and skills competencies may encourage a deeper, rather than
surface learning approach and result in improved clinical outcomes for the patients

that we manage (Bullen et al, 2017).

It has already been shown that foot health self-management strategies can be used
within this population of patients, but that a comprehensive assessment of the
functional ability of the individual is needed to ensure that they can safely undertake
routine self-care such as nail cutting and filing (Semple et al, 2009). In this particular
study to assess the individuals’ ability to participate in a self-management foot health
programme, the main factor that restricted participation was hand-grip strength,
followed by the persons’ ability to reach their feet. In this circumstance the
recommendation was that those individuals should receive Occupational Therapy to
address hand function and/or train a relative or carer to undertake those tasks for
them. This factor should be a significant consideration in the identification of the FHE
needs of any individual, if the intention is to refer the patient into a self-management
programme or provide one-to-one advice about how to undertake aspects of self-

care for feet. Therefore, the development of a foot related ENAT should allow for
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identification of any physical impediment that could prove to be a barrier to self-

management; such as hand, back or hip related pathology.

Research to investigate the effectiveness of self-management programmes in
patients with diabetes and foot pathology have had variable results in respect of their
impact on measures of clinical and cost-effectiveness. Vatankhah et al (2009)
showed that short, 20 minute education sessions resulted in some improvement in
patient knowledge about foot health and in their foot health related behaviour, with
improvements in self-efficacy outcomes being found in a study by Seyyeddrasooli et
al (2015) and written information proving more effective than interactive (group)
education in improving foot health (Baba et al, 2015). Seyyeddrasooli et al (2015)
found that group education was more cost-effective than individual PE and Baba et al
(2015) found that interactive (group) education resulted in participants having greater
confidence in undertaking preventative foot health measures. None of these studies
were more than 6 months in duration and therefore the longer term positive influence
of such self-management strategies cannot be assumed and it should also be
considered that, in the case of patients who have a complex and chronic disease
profile such as people with diabetes and inflammatory arthropathy, self-management
programmes maybe insufficient to prevent significant pathology such as foot
ulceration (Chin et al, 2014). Factors such as variations in ‘illness schemata’ — how
people ‘view’ their illness — have been shown to be influential in self-reported foot
care behaviour in patients with peripheral neuropathy and diabetes (Perrin et al,
2014), further reinforcing the need for FHE that is tailored to the individual within the
context of their own perceptions of their foot health. Finally, Bus and Van Netten
(2016) argue that the priority of foot care research for patients with diabetes is
disproportionately skewed towards reducing ulcer recurrence and improving healing
rates. Their review of the literature revealed that for every RCT conducted on diabetic
foot ulcer prevention there were 10 RCTs to investigate ulcer healing rates; for every
Euro spent on prevention strategies 10 Euros are spent on diabetic foot ulcer care.
Studies on patient education in people with diabetes show that while knowledge of
problems and foot care behaviour can be improved, ulcer recurrence is not
prevented. Bus and Van Netten state that the most effective way for reducing the
patient and economic burden that diabetic foot pathology places upon health care
systems, is to focus research upon prevention, developing advice and education

sessions that patients will adhere to.
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Semple et al (2009) and the original FOOTSTEP study by Waxman et al, (2003)
highlighted the potential cost-effectiveness of foot health self-management
programmes. Farndon et al (2009) have shown that core podiatry can improve or
sustain foot health and pain in 75% of their audit participants with mild to moderate
foot pathology, although cost-effectiveness was not an outcome measured within this
particular study and so the cost-effectiveness of core podiatry interventions are, to
date, unknown. The economic evaluation undertaken as part of the REFORM study
(Cockayne et al, 2017) suggests that the podiatry based falls-interventions (of which
foot health and foot wear advice were a component) could be cost-effective.
Research has shown that the use of the ENAT in patients with RA improves self-
efficacy and guides individualised patient education, thereby reducing the risk of
referring patients to educational resources/programmes that would prove costly and
clinically ineffective for the individual (Ndosi et al, 2014). Podiatric interventions,
notably foot orthoses (Hennessey et al 2012; Rome et al, 2017) are known to be
clinically and cost effective for people with RA. However, a recent study by Wilson et
al (2017) has reinforced the need for more research to identify the level to which foot
pathology is responsible for participation restriction and its’ subsequent economic
burden, in this patient population. This groundswell of evidence should indicate to
Clinical Commissioning Groups wishing to develop a clinical and cost-effective foot
health service, the positive outcomes that guiding patients to foot health services and

implementing foot health-self management programmes can herald.

Using the findings of research in the self - management of the diabetic foot, the
elderly (Waxman et al), the results from feasibility studies such as conducted by
Semple et al (2009) and understanding issues of health literacy can help to refine the
development of a foot ENAT for people with RA. Further to this, it could illustrate to
clinical commissioners the potential clinical and cost-effectiveness that the adoption

of foot-related educational needs analysis tools could bring.

104



Chapter 4: concluding summary of the body of works and critical
review.
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Chapter 4: Conclusion

A total of seven publications have been presented within this thesis for PhD by
Published Works, as evidence of a sustained development portfolio over the last
seven years (2010-2017). The publications within this body of work, whilst generating
subsidiary publications in relation to foot health guidelines, have been selected as
they demonstrate the range and scope of the authors’ developing research skills.
The range of publications demonstrates that the stated research aims and objectives

below, have been achieved:

Aim: | have investigated both the patients’ and podiatrists’ perspectives of current

foot health education provision for people with RA in the UK.

Objectives:
From the practitioners’ perspective | have

Identified the nature of the current provision of FHE to people with RA.
Explored the content of the current provision of FHE to people with RA.

Gained insight into the current barriers to the provision of FHE to people with RA.

From the perspective of the person with RA | have:
Gained insight into patient experiences of FHE in respect of its’ nature.
Explored patient experiences’ of FHE in respect of its’ content.

Gained insight into patient experiences’ of FHE in respect of its’ accessibility.

Critically reviewing this body of work in the context of its’ impact, methodological
approach, knowledge translation and the potential for future development,
demonstrates the originality, innovative approaches to research design and how the
body of work is contextualized within the broader areas of both FHE and the
management of patients with RA. Through reflecting on my personal journey, the
completion of the research has significantly contributed to my greater understanding
of the research process and a range of research methodologies, most significantly
the use of qualitative approaches to data collection and analysis and online survey
development. The use of these ‘new’ research skills has already been built upon

during the last three years (2014-2017) through the author being the lead developer
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for a national survey of the use of foot orthoses (Nester et al, 2017). | have also had
an increasing number of invitations to review new research across a number of peer-
reviewed journals; the Journal of Foot and Ankle Research, Clinical Rehabilitation
and BMJ Open Musculoskeletal Disorders, indicating an increased professional

profile and national recognition as a specialist in patient education.

A number of recommendations for future research have been presented with the aim
of ensuring that FHE for people with RA continues to develop within the health care
professions in a manner that is timely, clinically effective and cost-effective for both
patients and practitioners alike. A summary of the key recommendations that have
emerged from the body of work are outlined in Figure 10, together with a summary of
key innovations (Fig 11) that have contributed to knowledge and impact within the
field.

Figure 10: A summary of key recommendations from the body of work.

Summary of Key Recommendations

*  We need to start to change established FHE provision habits by the
implementation of competency based professional development such as those
developed by the NWCEG (2017) to benchmark existing services.

*  ‘Grass roots’ changes in the attitudes of health practitioners are needed
towards the provision of FHE by making sure that the UG training reflects
the need for skills in developing strong therapeutic relationships, which is key
to the provision of FHE that can foster positive health behaviour change. UG
curriculums should include the Level C competencies as part of their training
of new podiatry graduates.

* Audit of rheumatology service provision in respect of current foot health
management guidelines for people with RA should be used as a mechanism
to drive change and raise awareness in relation to current guidelines. This
requirement should be included within local/National NHS audit policies.

* The specialist role of the podiatry practitioner within the rheumatology team
remains essential to the effective care of patients with rheumatological
disease and also to help raise the awareness of the podiatrist’s scope of
practice to other AHP’s/Medical staff.

* As a MINIMUM people with RA should be provided with the opportunity to
voice their foot health concerns during the medical consultation. This
minimum standard should be included within local and national guidelines.

* Development of a Foot ENAT for people with RA that acknowledges literacy
levels and learning preferences of the individual to enable effective, tailored
and timely recognition of FHE needs.
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Figure 11: A summary of key innovations from the body of work.

Summary of Key Innovations

Identification for the first time that FHE for people with RA should be targeted
to the individual and should be used to inform future clinical protocols for the
management of people with RA and foot-related pathology.

Insight into the perspective of the person with RA about foot health and the
profound physical, psychological and emotional impact that it has upon the
individual.

The identification of the importance of the therapeutic relationship, the influence
of age and gender in the effective delivery of FHE.

The identification of the high value placed upon written foot health information
provided within the context of the medical consultation, by people with RA.

This body of work has given a voice to the participants about how they perceive
the current status of FHE in the UK and its future development.

People with RA want to and should be able to have the chance to voice their foot
health/education concerns during their medical consultations, an opportunity that
is currently not available to many people with RA.
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5.1 Appendix A: Co-Authors statements of contributed work.
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Congratulations on progressing to this point.

I confirm,to my knowledge, , your statement reflects he work you have undertaken
Kind regards

Alison

Sent from my iPad

On 19 Aug 2016, at 15:32, Graham Andrea <A.S.Graham@salford.ac.uk> wrote:

Dear all, as part of the Prima Fascie assessment process for PhD by Published works I need to
obtain a confirmatory statement from all my co-authors in relation to their contribution to my
work. I have attached a draft table which outlines the contributions to the work i have published
(the last paper is in review)... Would you mind sending me a statement to indicate your
agreement with the paper number (s) contained in the table to which you have contributed -
and/or add in any other details that you would like me to include in relation to your contributions.

May I take this chance to thank each of you for your help, guidance and support along the way-
all of it invaluable and greatly appreciated.

Kindest Regards, Andrea.
<Prima Facie -Draft statements of candidates’ independent work and contributory authors by publication
number.docx>

Hi Andrea

| can confirm that the information provided in the table is a true reflection of contributions.
Please note that my last name is spelt incorrectly in the table.

Many thanks

John

From: Graham Andrea [mailto:A.S.Graham@salford.ac.uk]

Sent: 19 August 2016 15:32

To: John Stephenson <J.Stephenson@hud.ac.uk>; Williams Anita
<A.E.Williamsl@salford.ac.uk>; Hammond Alison <A.Hammond@salford.ac.uk>;
S.Walmsley@westernsydney.edu.au

Subject: PhD by Published works - confirmatory statement of authors contribution



Dear all, as part of the Prima Fascie assessment process for PhD by Published works I need to
obtain a confirmatory statement from all my co-authors in relation to their contribution to my
work. I have attached a draft table which outlines the contributions to the work i have published
(the last paper is in review)... Would you mind sending me a statement to indicate your
agreement with the paper number (s) contained in the table to which you have contributed -
and/or add in any other details that you would like me to include in relation to your contributions.

May I take this chance to thank each of you for your help, guidance and support along the way-
all of it invaluable and greatly appreciated.

Kindest Regards, Andrea.

University of Huddersfield inspiring tomorrow's professionals.

This transmission is confidential and may be legally privileged. If you receive it in error, please notify us
immediately by e-mail and remove it from your system. If the content of this e-mail does not relate to the
business of the University of Huddersfield, then we do not endorse it and will accept no liability.

Hi Andrea,

I can confirm that your table is an accurate reflection. I wish you all the best with the
completion of your PhD.

Kindest regards,

Steven Walmsley

From: Williams Anita [A.E.Williams1@salford.ac.uk]

Sent: Saturday, August 20, 2016 7:42 PM

To: Graham Andrea; j.stephenson@hud.ac.uk; Hammond Alison; Steven Walmsley
Subject: RE: PhD by Published works - confirmatory statement of authors contribution

Hi Andrea
This a true reflection of your contribution and I am happy that this reflection your
learning and development to being an independent researcher.

Also as Andreas mentor can I take this opportunity to thank you all for your
contributions, not only to Andreas work but to a significant range of publications that
have already had an impact.

I look forward to future work in this area post PhD completion. Andrea, thank you for
being such a diligent 'student'.] am sure the final thesis will be one to be proud of.

Regards
Anita



Dr Anita Williams PhD, BSc (hons) FCPodM,FFPM.RCPS(Glsg)
Reader I Post Graduate Research Studies Director

School of Health Science I Office PO29 I Brian Blatchford Building
University of Salford M6 6PU

Tel 0161 295 7027 1 Mob 07803002497

View my profile at: http://www.seek.salford.ac.uk/profile/ WILLIAMS1012.jsp

From: Graham Andrea

Sent: 19 August 2016 15:32

To: j.stephenson@hud.ac.uk; Williams Anita; Hammond Alison;
S.Walmsley@westernsydney.edu.au

Subject: PhD by Published works - confirmatory statement of authors contribution

Dear all, as part of the Prima Fascie assessment process for PhD by Published works I
need to obtain a confirmatory statement from all my co-authors in relation to their
contribution to my work. I have attached a draft table which outlines the contributions to
the work 1 have published (the last paper is in review)... Would you mind sending me a
statement to indicate your agreement with the paper number (s) contained in the table to
which you have contributed - and/or add in any other details that you would like me to
include in relation to your contributions.

May I take this chance to thank each of you for your help, guidance and support along the
way- all of it invaluable and greatly appreciated.

Kindest Regards, Andrea.



5.2 Appendix: B
Patient and Practitioner Focus Group University Ethical Approval
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24 October 2011

Dear Anita,

RE: ETHICS APPLICATION HSCR12/62 —
RA Patient experiences of foot health and foot care

Following your responses to the Panel’s queries, based on the information you provided, | am
pleased to inform you that application HSCR12/62 has now been approved.

If there are any changes to the project and/ or its methodology, please inform the Panel as soon as
possible.

Yours sincerely,

Rachel Shuttleworth

Rachel Shuttleworth
College Support Officer (R&lI)

Research, Innovation and Academic
Engagement Ethical Approval Panel
College of Health & Social Care

AD 101 Allerton Building

University of Salford

M6 6PU

T +44(0)161 295 7016
r.shuttleworth@salford.ac.uk
www.salford.ac.uk/









Research, Innovation and Academic
Engagement Ethical Approval Panel

College of Health & Social Care
AD 101 Allerton Building
University of Salford

M6 6PU

T +44(0)161 295 7016
r.shuttleworth@salford.ac.uk

www.salford.ac.uk/

15 June 2012

Dear Andrea,

RE: ETHICS APPLICATION HSCR12/35 — A survey of current foot health education provision for
people with rheumatoid arthritis (RA) - patients' and podiatrists' perspectives

Following your responses to the Panel’s queries, based on the information you provided, | am
pleased to inform you that application HSCR12/35 has now been approved.

If there are any changes to the project and/ or its methodology, please inform the Panel as soon as

possible.

Yours sincerely,

Rachel Shuttlewortiv

Rachel Shuttleworth
College Support Officer (R&I)



5.3 Appendix C: Patient and Practitioner Focus Group Participant
Information Sheets and Consent forms.

School of Health, Sports and Rehabilitation Sciences
Allerton Building
Salford University

Tel: 0161 295 6416

E-mail: a.s.graham@salford.ac.uk

Date:.24-03-2010

Dear NRAS member

Re: Patient Education for People with Rheumatoid Arthritis related Foot Health Problems

You are being invited to take part in this research study that requires your involvement for one
morning/afternoon in a focus (discussion) group. This study aims to identify what you, as patients with
Rheumatoid Arthritis (RA), feel is the current provision of patient education for people with foot
problems related to (RA). There is no evidence base to support this essential aspect to the management
of people with RA and thus was not considered for recommendation within the recently published NICE

guidelines for Management of RA in Adults (2009).

The provision of patient education is a key part of the role of podiatrists when treating people with RA
and an aspect of care that patients value highly. As such this area of practice requires high quality

research that aims to support it’s development and appropriate implementation.

You will join bewteen 5 -10 other people with RA in this group and discussions will be hosted by
myself and a colleague. Before you decide whether to take part it is important for you to understand

why the research is being done and what it will involve.

Please take time to read the following information sheet carefully and discuss it with others if you wish.
Please contact me if there is anything that is not clear or if you would like more information. Take time
to consider your involvement in this research and decide whether or not you wish to take part. It would

be helpful if you would complete and return the reply form attached within two weeks from the date

you receive this letter to let me know whether you will be able to take part or not.

The focus group is planned to take place on:
Date — 14™ April, 2010 3.30pm-4.30pm
Venue — Lever Chambers Room S30.

Thank you for reading the attached information.
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Yours Faithfully

Andrea Graham, lecturer in Podiatry. Msc, BSc (hons), PG cert in HE.

Tel: 0161 295 6416 : e-mail: a.s.graham(@salford.ac.uk
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PARTICIPANT INFORMATION SHEET

Study title:

Patient Perceptions of Foot Health Education provision for people with Rheumatoid Arthritis.

Part One: Introduction

We would like to invite you to take part in a PhD research study. Before you decide, you need
to understand why the research is being done and what it will involve for you. Please take
time to read the following information carefully. Talk to others about the study if you wish.
Ask us if there is anything that is not clear to you or if you would like more information. We
can be contacted on the telephone numbers at the end of this sheet. Take time to decide

whether or not you wish to take part.

This part of the study will involve your participation in a Focus Group. The aim of the focus
group will be to generate discussion regarding your views of the current provision of foot
health related patient education for people with R.A. including the type of information given
(content), when it is given (timing) and how it is provided (mode of delivery). It will also
explore your views regarding barriers to the provision of patient education. The discussion
will be audio-taped so that it can be transcribed and subject to thematic analysis. The results
of this part of the study will form the basis of a report to be presented at conference and a
Jjournal publication to be submitted as part of the requirements of PhD by Publication. The
raw data will be stored as a digital file on University password protected P.C, to which only
A.G has access. In addition, any transcribed documentation will be coded and anonymised so
that no individuals may be identified. All participants will remain anonymous within the text
of any publication or conference presentation. You will have the opportunity to read the
transcribed discussion and thematic analysis to verify it’s content and make comment if you
so wish. At the end of the period of the PhD (approx 5 years), all data will be destroyed.

1. What is the purpose of the study?
The majority (80-90%) of people with rheumatoid arthritis (RA) will have foot problems, if
not preceding their diagnosis then within five years of it. Podiatrists are potentially well
placed to provide tailored foot health education using a flexible approach, as they are likely to
have long term and regular consultations with this patient group due to the nature of the

interventions they provide. This area of rheumatology podiatric practice is currently under-
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evaluated. Because of the lack of research,, podiatry provision of foot health education could
not be recommended within the recent NICE guidelines for the management of RA, despite
their recognition that Podiatry is insufficiently available within Health Service provision for
people with RA. Research is therefore essential to identify the nature and role of foot health
education for people with RA and to inform future development of appropriate educational

methods.

The purpose of the study is to explore what you perceive the patient education needs are of
people, such as yourselves who may have or go on to develop foot problems related to
rheumatoid arthritis. The data from the focus group will be used to develop a framework of
questions that can used for more in-depth, individual patient interviews. The overall aim is to
identify the most appropriate format, timing and information content with which to develop
‘package’ of education tailored to the needs of the individual. A similar process will be used to

explore the Podiatrists perspective.

The researcher (A.G) is a lecturer and PhD student at the University of Salford. She has
worked for the NHS previously within the specialist area of Rheumatology. Her colleague,
AW has 25 years of clinical experience working with people with rheumatoid arthritis

and is a renowned researcher, both nationally and internationally in the area of Footwear.

2. Why have I been invited?
You have been invited because you are a person with Rheumatoid Arthritis and you are a

member of the National Rheumatoid Arthritis Society (NRAS).

3. Do I have to take part?
Taking part in the research is entirely voluntary. It is up to you to decide whether or not
to take part. If you do decide to take part please retain this information sheet and we will
then ask you to sign a consent form on the day you attend the focus group. If you decide

to take part, you are still free to withdraw at any time and without giving a reason.

4. What will happen to me if I take part?
I will attend one of your local support group meetings and the focus group will take place
as part of that.. The routine business of your meeting will take place followed by the
Focus group, thus if you do not wish to participate in the focus group, you will not be

excluded from the meeting. There will be a short presentation by A.G detailing the
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purpose and objectives of the focus group. The group work will take a maximum of 2
hours. The focus group work will be recorded on a digital recorder. Once the information
from the focus group work has been analysed, a

short report will be sent to you for you to add any further comments if you wish.

. What are the possible disadvantages and risks of taking part?

We do not expect there to be any disadvantages or risks to you in participating. We are
interested in your views as people with R.A on this matter and there is thus likely to be a
range of opinions expressed within the group. We are interested in hearing your views.
Please be assured that all information will be anonymised in future reports. We are also

requesting that all participants consider the discussion in the group as confidential.

. What are the possible benefits of taking part?
The benefits may be that the study will ultimately improve the experience of being

provided with timely and appropriate education for people with R.A.

. Will my taking part in this study be kept confidential?
All information, which is collected during the focus group work, will be kept strictly
confidential. Any information about you will be anonymised so that you cannot be

recognised from it.

. 'What will happen to the results of the research study?

Once the research is complete the work will be published in a professional journals,
potentially presented at a professional Conference and will form part of the researchers’
(Andrea Graham) PhD thesis. A summary of the focus group report will be sent to you for
your information. The people who have contributed to the study will not be mentioned by

name in any paper, report or presentation at conferences.

Who is organising and funding this research?
This study has been reviewed by the University of Salford Research Ethics Panel. It is
funded by the University of Salford and organised by A.G

Contact for Further Information
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Andrea Graham, lecturer in Podiatry
Tel: 0161 295 6416 :  e-mail: a.s.graham@salford.ac.uk

If you agree to take part in the study you will be asked to sign a form (example attached) where
you give your consent (written agreement) to taking part in the study. This does not mean than
you cannot withdraw at any time if you so wish. You will be provided with a copy of the
consent form to sign. Thank you for reading this Information sheet and considering your
inclusion in this study. If you should have any queries regarding the way this study will run or

wish to seek further clarification, please contact me using the contact details above.
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Andrea Graham

Lecturer in Podiatry

Directorate of Prosthetics & Orthotics and Podiatry
School of Health, Sports and Rehabilitation Sciences
Allerton Building

Salford University

Tel: 0161 295 6416
E-mail: a.s.graham@salford.ac.uk

Date: August, 2010.

Project Title: Patient’s Perceptions of Foot Health Education provision for people

with Rheumatoid Arthritis: a focus group study.

Name of Researcher: Andrea Graham

| guarantee that the following conditions will be met:

Your real name will not be used at any point of information collection or within
any written report. You and all participants will be given pseudonyms that will
be used in all verbal and written records/reports.

If you grant permission for audio-taping the data will be used solely for the
purpose of this study and will not be played for any other reason than those
related to this study. At the end of the study period (of the PhD, approx 5
years) this data will be destroyed.

Your participation in this research is voluntary; you have the right to withdraw
at any point, for any reason and without prejudice. The information provided
by you will not be used within the study or within subsequent publication. Any
information and reports that relate to you will be either destroyed or turned
over to you at your discretion.

You will receive a copy of the transcribed data for your verification and
suggestions if you feel it does not represent a true account of the proceedings.
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Please INITIAL the boxes below

1. | confirm that | have read and understand the information sheet dated (March,
2010 version) for the above study. | have had the opportunity to consider the
information, ask questions and have had these answered satisfactorily.

2. | understand that my participation is voluntary and that | am free to withdraw at
any time, without giving any reason.

3. | agree to the interview/ focus group being tape recorded and that anonymous
quotes may be given verbatim in reports

s

| agree to take part in the above study

Name of participant Date Signature

Name of researcher
taking consent Date Signature

When completed: 1 for participant: 1 for researcher;.

Podiatry focus group study consent form date/ ve
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Directorate of Prosthetics & Orthotics and Podiatry
School of Health, Sports and Rehabilitation Sciences
Allerton Building

Salford University

Tel: 0161 295 6416
E-mail: xxxxxxxx(@salford.ac.uk

Date:.

Dear

Re: Patient Education for People with Rheumatoid Arthritis related Foot Health Problems

You are being invited to take part in this research study that requires your involvement for one
morning/afternoon in a focus (discussion) group. This study aims to identify what you, as podiatrists
who are involved in the management of people with Rheumatoid Arthritis (RA), feel is the current
provision of patient education for people with foot problems related to (RA). There is no evidence base
to support this essential aspect to the management of people with RA and thus was not considered for
recommendation within the recently published NICE guidelines for Management of RA in

Adults (2009). The provision of patient education is part of the key role of podiatrists when managing
people with RA related foot problems. As such this area of practice requires high quality research that
aims to support its development and appropriate implementation. You will join 5-10 other Podiatrists in
this group and discussions will be facilitated by myself and a colleague. Before you decide whether to

take part it is important for you to understand why the research is being done and what it will involve.

Please take time to read the following information sheet carefully and discuss it with others if you wish.
Please contact me if there is anything that is not clear or if you would like more information. Take time
to consider your involvement in this research and decide whether or not you wish to take part. It would
be helpful if you would complete and return the reply form attached within two weeks from the date you

receive this letter to let me know whether you will be able to take part or not.

The focus group is planned to take place on:

Date - TBC

Venue — TBC

Thank you for reading the attached information.

Yours Faithfully

Andrea Graham, lecturer in Podiatry. Msc, BSc (hons), PG cert in HE.

Tel: 0161 295 6416 : e-mail: a.s.graham@salford.ac.uk
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Study title: *d‘ Q%
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Podiatrists Perceptions of Foot Health Education provision for people with Rheumatoid

Arthritis.

Part One: Introduction

We would like to invite you to take part in a research study. Before you decide, you need to
understand why the research is being done and what it will involve for you. Please take time
to read the following information carefully. Talk to others about the study if you wish. Ask us
if there is anything that is not clear to you or if you would like more information. We can be
contacted on the telephone numbers at the end of this sheet. Take time to decide whether or

not you wish to take part.

This part of the study will involve your participation in a Focus Group. The aim of the focus
group will be to generate discussion regarding your views of the current provision of foot
health related patient education for people with R.A. including the type of information given
(content), when it is given (timing) and how it is provided (mode of delivery). It will also
explore your views regarding barriers to the provision of patient education. The discussion
will be audio-taped so that it can be transcribed and subject to thematic analysis. The results
of this part of the study will form the basis of a report to be presented at conference and a
Jjournal publication to be submitted as part of the requirements of PhD by Publication. The
raw data will be stored as a digital file on University password protected P.C, to which only
A.G has access. In addition, any transcribed documentation will be coded and anonymised so
that no individuals may be identified. All participants will remain anonymous within the text
of any publication or conference presentation. You will have the opportunity to read the
transcribed discussion and thematic analysis to verify it’s content and make comment if you
so wish. At the end of the period of the PhD (approx 5 years), all data will be destroyed.

1. What is the purpose of the study?
The majority (80-90%) of people with rheumatoid arthritis (RA) will have foot problems, if
not preceding their diagnosis then within five years of it. Podiatrists are potentially well
placed to provide tailored foot health education using a flexible approach, as they are likely to
have long term and regular consultations with this patient group due to the nature of the
interventions they provide. This area of rheumatology podiatric practice is currently under-
evaluated. Because of the lack of research,, podiatry provision of foot health education could

not be recommended within the recent NICE guidelines for the management of RA, despite
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their recognition that Podiatry is insufficiently available within Health Service provision for
people with RA. Research is therefore essential to identify the nature and role of foot health
education for people with RA and to inform future development of appropriate educational

methods.

The purpose of the study is to explore what you perceive the patient education needs are of peopls
with foot problems related to rheumatoid arthritis. The data from the focus group will be used tc
develop a framework of questions that can used for the development of an online survey.. The overal
aim is to identify the most appropriate format, timing and information content with which to develoj
‘package’ of education tailored to the needs of the patient. A similar process will be used to explor

the Patients perspective.

The researcher (A.G) is a lecturer and PhD student at the University of Salford. She has worked for the
NHS previously within the specialist area of Rheumatology. Her colleague, AW has 25 years o
clinical experience working with people with rheumatoid arthritis and is a renowned researcher, botl

nationally and internationally in the area of Footwear.

2. Why have I been invited?
You have been invited because you currently work within the specialist area of Rheumatology,
have an interest in this particular aspect of podiatry and have expressed an interest via the

Northwest Podiatry Clinical Effectiveness Group (CEG) for Rheumatology.

3. Do I have to take part?
Taking part in the research is entirely voluntary. It is up to you to decide whether or not to take
part. If you do decide to take part please retain this information sheet and we will then ask you tc
sign a consent form on the day you attend the University for the focus group. If you decide to

take part, you are still free to withdraw at any time and without giving a reason.

4. What will happen to me if I take part?
You will attend the University of Salford, Directorate of Podiatry and the focus group will take
place as part of the North West Podiatry CEG meeting held on 16™ December 2009. The routine
business of the CEG meeting will take place followed by the Focus group, thus if you do not
wish to participate in the focus group, you will not be excluded from the meeting. There will be a

short presentation by A.G detailing the purpose and objectives of the focus group. The group
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work will take a maximum of 2 hours. The focus group work will be recorded on a digital
recorder. Once the information from the focus group work has been analysed, a short report will

be sent to you for you to add any further comments if you wish.

. What are the possible disadvantages and risks of taking part?

We do not expect there to be any disadvantages or risks to you in participating. We are interested
in your professional views on this matter and there is thus likely to be a range of opinions
expressed within the group. We are interested in hearing your views. Please be assured that all
information will be anonymised in future reports. We are also requesting that all participants

consider the discussion in the group as confidential.

What are the possible benefits of taking part?
The benefits may be that the study will ultimately improve the patient’s experience of being

provided with timely and appropriate education.

Will my taking part in this study be kept confidential?
All information which is collected during the focus group work will be kept strictly confidential.

Any information about you will be anonymised so that you cannot be recognised from it.

What will happen to the results of the research study?

Once the research is complete the work will be published in a professional journals, potentially
presented at a professional Conference and will form part of the researchers’ (Andrea Graham)
PhD thesis. A summary of the focus group report will be sent to you for your information. The
people who have contributed to the study will not be mentioned by name in any paper, report or

presentation at conferences.

Who is organising and funding this research?
This study has been reviewed by the University of Salford Research Ethics Panel. It is
funded by the University of Salford and organised by A.G

Contact for Further Information

Andrea Graham, lecturer in Podiatry
Tel: 0161 295 6416 : e-mail: a.s.graham@salford.ac.uk
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If you agree to take part in the study you will be asked to sign a form (example attached) where
you give your consent (written agreement) to taking part in the study. This does not mean than
you cannot withdraw at any time if you so wish. You will be provided with a copy of the consent
form to sign. Thank you for reading this Information sheet and considering your inclusion in this
study. If you should have any queries regarding the way this study will run or wish to seek

further clarification, please contact me using the contact details above.

124



Andrea Graham

Lecturer in Podiatry

Directorate of Prosthetics & Orthotics and Podiatry
School of Health, Sports and Rehabilitation Sciences
Allerton Building

Salford University

Tel: 0161 295 6416
E-mail: a.s.graham@salford.ac.uk

Date: October 2009.

Project Title: Podiatrists’ Perceptions of Foot Health Education provision for people

with Rheumatoid Arthritis: a focus group study.

Name of Researcher: Andrea Graham

| guarantee that the following conditions will be met:

Your real name will not be used at any point of information collection or within
any written report. You and all participants will be given pseudonyms that will
be used in all verbal and written records/reports.

If you grant permission for audio-taping the data will be used solely for the
purpose of this study and will not be played for any other reason than those
related to this study. At the end of the study period this data will be destroyed.
Your participation in this research is voluntary; you have the right to withdraw
at any point, for any reason and without prejudice. Any information and reports
that relate to you will be either destroyed or turned over to you at your
discretion.

You will receive a copy of the transcribed data for your verification and
suggestions if you feel it does not represent a true account of the proceedings.
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Please INITIAL the boxes below

1. | confirm that | have read and understand the information sheet dated
(October, 2009 version) for the above study. | have had the opportunity to
consider the information, ask questions and have had these answered
satisfactorily.

2. | understand that my participation is voluntary and that | am free to withdraw at
any time, without giving any reason.

3. | agree to the interview/ focus group being tape recorded and that anonymous
quotes may be given verbatim in reports

4. | agree to take part in the above study

Name of participant Date Signature

Name of researcher
taking consent Date Signature

When completed: 1 for participant: 1 for researcher;
Podiatry focus group study consent form date/ version
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5.4 Appendix D: Draft versions of the Foot Health Surveys for

People with RA and Practitioners.
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5.4.1 Appendix D: Foot Health Education Survey for People with Rheumatoid Arthritis — Patient Version

This is a draft version of questions to be used within the online survey

Rheumatoid Arthritis (RA) is a chronic, inflammatory joint disease. For many people the feet are the first part of the body affected. Many can
expect some foot involvement later on. Some people may also have problems caring for their feet because their hands are painful or it is difficult to
reach their feet. We have run focus groups with people who have RA and with podiatrists who treat people with RA. The results of these focus
groups indicated that people with RA require foot health education relating to RA and has led to the development of this survey.

The aim of this survey is to find out your views of current foot health education for people with Rheumatoid Arthritis. There are 13 questions and it
should take no longer than 10 minutes to complete.

Section 1 asks about you. Your responses are completely anonymous. Therefore we do not ask for any details that will identify you as an individual.

Sections 2 - 6 then ask what you think about:

. Aims of foot health education

. The best ways to provide foot health education

. What should be included in foot health education

. When is the best time for you to be provided with foot health education
. What prevents you from accessing foot health education

Some questions ask for more than one response. Some ask you to rate your answers. Some have boxes for you to add your own comments so we
can understand your views in more detail. Please consider the questions carefully and answer as honestly as possible.

Thank you for taking the time to complete this survey.
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Section 1. About you:

1. Areyou Male

Female

2. What is your Date of Birth?
....(day)....(month)...... (year)
3. How long ago were you diagnosed with RA, approximately? ...... (years)....... (months)
4. Do you live:
alone
with a partner/spouse

with another family member or carer

5. Which part of the UK do you mainly live in?
South East England

North West England

South West England

Greater London
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West Midlands

East Anglia

Yorkshire & North Humber

East Midlands

South Central England

North East England

Wales

Scotland

Northern Ireland

6. Do you currently receive Podiatry/Chiropody treatment?
Yes

No

7. If you answered ‘Yes’ to question 6: does your Podiatrist/Chiropodist work in the (tick one):
NHS

Private Practice

I see both NHS and private
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Section 2: The aims of Foot Health education

*  Which aims of Foot Health Education for people with RA do you consider to be most important? (please rank the 5 items below in
order of importance from 1-5 with 5 being the most important)

To allow informed consent before treatment

To allow me to make informed choices about my treatment options

To enable me to manage my own foot health

To educate me about how RA can affect my feet

To inform me about information & resources I can access such as

Web sites or support groups (including the National Rheumatoid Arthritis

Society (NRAS), Arthritis Care or Arthritis Research UK).

Other: Please specify in the text box below:
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Section 3: The best ways of providing foot health education:

The following questions will let us know which methods of education you have experienced, who provided them, which you think are the most effective and why.
Have you ever received education about how to care for your feet because of your RA? Yes No

If you have received any form of foot health information/education, please indicate which ones and from whom below. Tick all that apply.

Tick the boxes below for each type of education you

have received and please indicate who you received Podiatrist Phvsiotherapist Occupational| Specialist
it from according to the options in the right hand or chiropodist Y p Therapist Nurse
columns.

Orthotist  Rheumatologist | Don’t Know

Written
Information
One-to-one
sessions

Group Education
sessions
Audiovisual aids
such as short
videos or DVD’s
Audiovisual aids
such as
demonstrations
of how to look
after your feet
Audiovisual aids
such as pictures
of footwear,
insoles or
images of feet

Use of websites

Any other methods:
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2. Please let us know how effective or not you think this foot health education was by placing a tick the boxes below:

Not Not at all

R .
very Effective effective Don’t know Never received

Very Effective  Effective

Verbal Information

Written Information
One-to-one sessions

Group Education sessions
Audiovisual aids such as short
videos/demonstrations/pictures
Web Sites

Other methods (give details here)

Please use the box below to comment upon the reasons you thought one method worked more than another:
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Section 4: What should be included in Foot Health Education?

These questions will tell us what you think are the most important areas of content for people with RA to be informed/educated about in relation to their feet.

How important or not, do you think it is to know about the following areas of foot health education? Place a tick in the box according to your answer. They are in no
particular order.

Very Important Important Not Important
The role of the Podiatrist/Chiropodist in managing my foot health
General disease related information (E.g. what RA is, causes etc...)
Information about how the medication I take can affect my feet

How RA affects the feet
When to contact the Podiatrist as an emergency
Contact details for Podiatry services (when, how and who to contact)

The different kinds of podiatry/chiropody treatment I can have to help me with my
foot problems

How to look after my own foot health (foot wear advice, use of moisturisers, safe nail
cutting.)

What happens if I don’t look after my feet

The role of other health professions in managing my foot health (such as
Physiotherapists, Occupational Therapists, Specialist Rheumatology Nurses,
Orthotists).

Use of websites (e.g: NRAS, Arthritis Care, Arthritis Research UK)

Other information you feel is important about foot care but not included above:
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Section 5: When is the best time to receive foot health education?

The responses to these questions will give us some information about WHEN you think foot health education relating to RA ought to be provided.
When do you think is the most appropriate time for you to receive foot health education relating to RA? Tick all that you think apply.
When you are diagnosed with RA
When you ask for it
When/if you develop foot related symptoms
At every available opportunity

Other (please specity)
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Section 6. Accessing foot health education

This section will give us some information about the factors that may prevent you from accessing foot health education/information relating to RA.

How strongly do you agree or disagree with the following statements:

I do not know what questions to ask my
Podiatrist/Chiropodist or other Health Professional about
my foot health

There is not enough time during my appointments with
any Health Professionals to talk about foot health

My Podiatrist/Chiropodist does not ask about my foot
health concerns during the consultation

Other Health Professionals (Specialist nurse,
Physiotherapist, Occupational Therapist, Orthotist,
Rheumatologist) do not ask about my feet during the
consultation

I have not been provided with any written foot health
information from my Podiatrist/Chiropodist or other
Health Professional

I have received or found information myself relating to
RA and foot health but found it difficult to understand
I have received or found information myself relating to
RA and foot health but it made me feel worried about my
future foot health.

I do not know where to get written foot health
information (such as a leaflet or from web sites such as
NRAS)

I am unable to access the Internet someone does it for me.

I cannot afford to attend patient support group meetings

Strongly agree |Agree Strongly disagree  Don’t know
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Other factors you wish to include but that are not mentioned above:

This concludes the survey. Thank you for taking the time to complete this questionnaire.
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5.4.2 Appendix D: Foot Health Education Survey for People with Rheumatoid Arthritis —Podiatrist Version

This is a draft version of questions to be used within an online survey:

Rheumatoid Arthritis is a chronic, inflammatory joint disease. For many people the feet are the first part of the body that is affected. Many can
expect some foot involvement later on. Some people may have problems caring for their own foot care because their hands are painful or because it
is difficult to reach their feet. We have run focus groups with people who have RA and with podiatrists who treat people with RA. The results of
these focus groups indicated that people with RA require foot health education relating to RA and has led to the development of this survey.

The aim of this survey is to find out your views of current foot health education for people with Rheumatoid Arthritis. There are 15 questions and it
should take no longer than 10 minutes to complete.

Section 1 asks about you. Your responses are completely anonymous. Therefore we do not ask for any details that will identify you as an individual.
Sections 2 — 6 then ask what you think about:

. Aims of foot health education

. The best ways to provide foot health education

. What should be included in foot health education

. When is the best time to provide people with foot health education
. What prevents you from providing foot health education

Some questions ask for more than one response. Some ask you to rate your answers. Some have boxes for you to add your own comments so we
can understand your views in more detail. Please consider the questions carefully and answer as honestly as possible.

Thank you for taking the time to complete this survey.
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Section 1. About you:

1. Are you Male
Female
2. What is your date of birth?

...(day)....... (month)........(year)

3. Please select the length of time since you qualified as a Podiatrist:

Up to 1 year

A year or more, but less than2 years
2 years or more, but less than5 years
5 years or more, but less than10 years
10 years — 20 years

20 years — 30 years

30 years — 40 years

4. Are you registered with the Health Professions Council (HPC):

Yes
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No.

5. Please select where you practice for the MAJORITY of the time:
In Primary Care

In Secondary Care

It is an equal split

6. Do you work in the UK or elsewhere?

In the UK

Elsewhere (if you work elsewhere please do not continue to complete the survey as it is for UK practitioners only. Thank you for your interest in
this survey)

7. Which UK geographic location do you work within?

South East England
North West England
South West England
Greater London
West Midlands

East Anglia

Y orkshire & North Humber
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East Midlands

South Central England
North East England
Wales

Scotland

Northern Ireland

Section 2: The aims of Foot Health education

Which aims of foot health education for people with RA do you consider the most important? Please rank the 5 items below in the order
you consider to be most important from 1-5, with S being the most important:

To allow informed consent before treatment

To allow them to make informed choices about their treatment options
To enable them to manage their own foot health

To educate them about how RA can affect their feet

To inform them about information & resources they can access such as
web-sites or support groups

Other: Please specify in the text box below:
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Section 3: Methods of Providing Foot Health Education:

These questions will tell us which methods of education you have experience of providing, which you think are the most effective and why.
* Ifyou have provided any form of foot health information/education to people with RA please indicate below. Tick all that apply.

Please tick those that apply.
Verbal Information
Written Information
One-to-one sessions
Group Education sessions
Audiovisual aids such as short
videos/demonstrations/pictures
Web Sites

Any other methods you would like to state here that are not mentioned above:
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2 . From the options given, please rank the methods of delivering Foot Health education in terms of how effective YOU think they are.

Very Effective Effective Not very Effective Not at all effective Don’t know
Verbal Information
Written Information
One-to-one sessions

Group Education
sessions

Audiovisual aids such
as short
videos/demonstrations/
pictures

Web Sites

Any other methods you would like to state here that are not mentioned above

143



Section 4: Content of Foot Health Education:

These questions will tell us what you think are the most important areas of content for people with RA to be informed/educated about in relation to

their feet.

How important or not, do you think it is for people with RA to know about the following areas of foot health education? Place a tick
in the box according to your answer. They are in no particular order.

The role of the Podiatrist in managing foot health

General disease related information (e.g what RA is, causes etc..)

Information relating to the medication taken for RA and how it affects
their feet

Signs and symptoms of foot problems related to RA

When to contact the Podiatrist as an emergency

Contact details for Podiatry services (when, how and who to contact)

Very Important

Important

Not Important
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Management options relating to foot health

How to manage their own foot health (foot wear advice, use of
moisturisers, safe nail cutting..)

The consequences of not looking after their feet

The role of other professions in managing foot health

Information relating to Patient Support groups/resources such as
websites.

Other information you feel is important but not included above:
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Section 5: Timing of Foot Health Education

The responses to these questions will tell us WHEN you think foot health education relating to RA ought to be provided.

*  When do you think is the most appropriate time for you to provide foot health education relating to RA? Tick all that you think
apply.

At the point of diagnosis of RA

When you are asked for it

When/if the person develops foot related symptoms
At every available opportunity

Other (please specity)
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Section 6. Barriers to providing foot health education

This section will allow us to gauge what you feel are the barriers to providing foot health education/information relating to RA.

*  How strongly do you agree or disagree with the following statements:

There is not enough time during consultations to provide Foot Health Education
You have do not have access to RA- specific foot health information such as leaflets
provided by your Trust or from organisations such as NRAS/ Arthritis Research UK

You are not aware of any Group Education Programmes that you could refer people
with RA to, within your Trust

You do not think that you have enough knowledge about how RA effects the feet in
order to provide effective foot health education

The people with RA that you manage do not engage with your foot health education

Other factors you wish to include but that are not mentioned above:

Strongly Agree Disagree
agree

Strongly Don’t
disagree know
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2. If people with RA do not engage with the foot health education that you provide is this because (please tick all that apply):
They tend to be well educated about RA already, before they come to see you.
They cannot afford financially to engage in positive foot health behaviours, such as purchasing new footwear or moisturising foot cream.

They do not perceive that foot health education is relevant to them.

Other factors you wish to include but that are not mentioned above:

That concludes the survey.
Thank you for taking the time to complete this questionnaire.
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5.5 Appendix E: Copies of Email permission to access JISCMail and

NRAS membership, Email Invites to participants and FHE survey

Participant Information Sheets.
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5.5.1 Appendix E: Email permission to access JISCMail and NRAS
membership

From: Anthony Redmond [mailto:A.Redmond@leeds.ac.uk]
Sent: Mon 5/9/2011 10:27 AM

To: Graham A

Subject: RE: JISC mail group numbers

Hi Andrea

Re: your query: the two JISC mail lists are podiatry, the general list; and rheum-foot, which is
the rheumatology specific list.

Podiatry has 351 recipients and rheum-foot has 78. Rheum-foot has about a dozen non- pods
(rheumatologists, GPs etc).

There is some overlap between the two also.

You are welcome to use either as long as it is line with the JISC mail ways of working.
Let me know once you have a clearer idea and I'll do what I can to help

Best wishes

Tony

From: Andrea Graham [mailto:A.S.Graham(@salford.ac.uk]
Sent: 06 May 2011 14:55

To: Anthony Redmond

Subject: JISC mail group numbers

Hi Tony, hope all is well with you and yours? Was good to see you, all be it briefly, at BSR!
Just a quickie...

Part of my PhD project will be to survey Podiatrists regarding current Foot Health Education
provision for people with RA and I'm just working out the logistics of contacting large groups
of Pods...I want the survey to be distributed online and wondered how many Pods are on the
JISC mail list that you use to send out information? Are all these Pod's specialising in
MSK/Rheumatology or are some generalists too? I want to capture responses from more than
just the Northwest if I can and thus seems to be the best way to capture a large group of
people without having to post out hard copy...

Kind regards, Andrea.

Hi Andrea

I'm good thanks, unbelievably busy (as always!) - did you see our live webchat with the
Minister Paul Burstow for World Arthritis Day yesterday? http://webchat.dh.gov.uk/

In regard to your PhD project, we'd be happy to help but I wonder if there is any funding
support for the work/resource involved here in doing this for you? We are requested to do this
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kind of thing on a regular basis and the reality is that the workload involved has become such
that we cannot sustain the support we are providing to UK academic research without it being
properly funded. I am working with Sarah Hewlett/Alan Silman/BSR and others to try and
structure this going forward as all our staff are flat out providing the services we offer to
people and so we have to pull people off other work in order to provide the kind of database
searching, emailing etc. that you describe. I think I have something like 25 research project
folders on the go at the moment! In the event that as this is your PhD there is no funding
available, we will of course do it anyway as you have been very supportive of NRAS with our
new web area.

BW
Ailsa

Ailsa Bosworth

Chief Executive

NRAS

Joint Chair, Rheumatology Futures Group Project

NRAS Christmas Cards and gift wrap are now available to buy.
To buy online please visit http://stores.ebay.co.uk/NRAS-Charity-Shop
or contact Val on 01628 501547 or visit our website at www.nras.org.uk

From: Andrea Graham [mailto:A.S.Graham@salford.ac.uk]

Sent: 13 October 2011 09:48

To: Ailsa Bosworth

Cc: Williams Anita; Hammond Alison

Subject: Foot Health Education - Online Survey of people with RA
Importance: High

Dear Ailsa,
Hope you are ok and not too busy at the moment?

As you know my PhD project is focused upon the Foot Health Education of People with RA -
I am in the process of developing an online survey that will investigate the perceptions and
foot health education needs and wondered if you would be amenable to sending a link to the
survey within an e-mail and then a 'reminder’ email to your members, once we have received
ethical approval from the University? I will of course provide you with draft copies of the
survey and participant information sheet for your comment, prior to the survey going 'live’ in
the new year.

A similar survey will be sent to Podiatrists across the UK who work with or who have an
interest in managing people with foot health problems relating to RA.
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On another note - I hope the website development is going well, please do let me know if
there is any more information or amends you need in relation to that.

I hope this email finds you well and hope to hear from you soon,
Kindest Regards, Andrea.

Andrea Graham.

Lecturer in Podiatry.

Office: PO 29 Brian Blatchford Building
Directorate of Prosthetics & Orthotics and Podiatry,
School of Health Science

Salford University,

Allerton Building,

Frederick Road,

Salford. M6 6PU.

a.s.graham(@salford.ac.uk
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5.5.2 Appendix E: Draft E-mail invite to NRAS member participants
for foot health education survey:

Dear NRAS member,

You are being invited to participate in a survey about your views of foot health education for
people with Rheumatoid Arthritis (RA). Foot health education may be provided by any health
care professional including podiatrists/chiropodists, Specialists Nurses, Rheumatologists,
Physiotherapists, Occupational Therapists and Orthotists or it may be that you have found out
information for yourself. It can include foot health advice and how to look after your own
feet, as well as how RA and your medication might affect your feet in the future.

The aim of the survey is to investigate if people with RA receive foot health education, who
from, what kind of things you want to know about your foot health, when you want to receive
foot health education and what kind of things stop you from accessing foot health
information/education.

The study requires you to complete an online survey. The link to the survey is highlighted
below. The survey is completely anonymous and does not ask for any information that will
identify you as an individual. Your participation is entirely voluntary, but your views as a
person with RA are valuable to us. Instructions for how to complete the survey are provided
once you click on the link. It should take no longer than ten minutes to complete. Completion
of the survey implies that your consent has been given. The time frame for completion of the
survey is within four weeks of the date of this e-mail. You will also receive an e-mail
reminder in two weeks.

Attached to this e-mail is a Participant Information Sheet, which will give you full details
regarding this survey and what will happen to the results. It also contains the contact details
for xxxxxxxxxxx, who is running the study, if you would like more information before you
complete the survey.

This survey is aimed at people with RA only — if you are a health care professional or a
carer/partner of a person with RA, then please do not complete this survey.

Thank you for your participation and time,

Yours faithfully,

XXXXXXXXXxXX, Lecturer in Podiatry, Directorate of Prosthetics, Orthotics and Podiatry, School
of Health Science, Allerton Building, University of Salford, M6 6PU.

Tel: 0161 295 xxxx  Email: xxxxxxxxx(@salford.ac.uk
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Draft E-mail invite to podiatry JISCmail member participants for foot health education
survey:

Dear Podiatrist,

You are invited to participate in a survey regarding your views of foot health education for
people with Rheumatoid Arthritis (RA). Foot health education may be provided by any health
care professional including podiatrists/chiropodists, Specialists Nurses, Rheumatologists,
Physiotherapists, Occupational Therapists and Orthotists or it patients may access it for
themselves. It can include simple foot health advice and how to look after feet, as well as how
RA and medication used in its management might affect patients’ feet in the future.

The aim of the survey is to investigate if people with RA receive foot health education, who
from, what kind of things you think people with RA need to know about foot health, when
they should receive foot health education and what kind of things are a barrier to your
provision of foot health information/education.

The study requires you to complete an online survey. The link to the survey is highlighted
below. The survey is completely anonymous and does not ask for any information that will
identify you as an individual. Your participation is entirely voluntary, but your views as a
podiatrist are important to us. Instructions for how to complete the survey are provided once
you click on the link. It should take no longer than ten minutes to complete. Completion of
the survey implies that your consent has been given. The time frame for completion of the
survey is within four weeks of the date of this e-mail. You will also receive an e-mail
reminder in two weeks.

Attached to this e-mail is a Participant Information Sheet, which will give you full details
regarding this survey and what will happen to the results. It also contains the contact details
for xxxxxxxxx, who is running the study, if you would like more information before you
complete the survey.

This survey is aimed at UK —-BASED PODIATRISTS ONLY if you are not a Podiatrist
and/or you are based outside of the UK then please do not complete this survey.

Thank you for your participation and time,
Yours faithfully,

xXxXxxxxxx, Lecturer in Podiatry, Directorate of Prosthetics, Orthotics and Podiatry, School
of Health Science, Allerton Building, University of Salford, M6 6PU.

Tel: 0161 295 xxxx  Email: xxxxxxxxx(@salford.ac.uk
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5.5.3 Appendix E: Patient Survey — Invitation to participate in pilot
of survey and participant information sheet.

XXXXXXXXXXXXXX (name)

Directorate of Prosthetics & Orthotics and Podiatry
School of Health Sciences

Allerton Building

Salford University

Tel: 0161 295 XXXX
E-mail: xxxxxxxx(@salford.ac.uk

Date:.

Dear

Re: Foot Health Education Survey for People with Rheumatoid Arthritis (RA) (Patient
Version) — Pilot Study

You are being invited to take part in this research study that requests your involvement in a one-to-one
interview for approximately 40 minutes. This study aims to identify any issues relating to the clarity
and wording of a draft foot health education survey for people with RA (Patient version). It is intended

that this draft survey will be used within a larger study of people with RA across the UK.

There is no evidence to support the use of structured foot health education in the management of people
with RA and thus it was not considered for recommendation within the recently published NICE
guidelines for Management of RA in Adults (2009). The provision of patient education is a key part of
the role of podiatrists when treating people with RA and an aspect of care that patients value highly.

As such this area of practice requires high quality research that aims to support it’s’ development and
appropriate implementation. We are in the process of developing a questionnaire for people with RA to
complete and would like your views, as a person with RA and foot problems, about the draft

questionnaire that we have developed.

We are asking five people with RA for their views. The interview will involve you attending the
University of Salford to complete the draft questionnaire and for a one-to-one interview. We will ask
you about how the questions are worded, if they make sense to you and if you would suggest any
changes to the questions, as you complete the questionnaire. We will pay your travel expenses and
could offer you a free podiatry treatment on the day of your interview. Before you decide whether to

take part it is important for you to understand why the research is being done and what it will involve.

Please take time to read the following information sheet carefully and discuss it with others if you wish.
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Please contact me if there is anything that is not clear or if you would like more information. Take time
to consider your involvement in this research and decide whether or not you wish to take part. It would
be helpful if you would complete and return the reply form attached within two weeks from the date you

receive this letter to let me know whether you will be able to take part or not.

Date — To be arranged for date and time that suits you.
Venue —University of Salford, Directorate of Prosthetics, Orthotics and Podiatry
Thank you for reading the attached information.

Yours Faithfully

XXXXXXXXXXXX, lecturer in Podiatry. Msc, BSc (hons), PG cert in HE.

Tel: 0161 295 xxxx : e-mail: xxxxxxx(@salford.ac.uk
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PARTICIPANT INFORMATION SHEET

Study title: Foot Health Education Survey for People with Rheumatoid Arthritis (RA)
(Patient Version) — Pilot Study

Part One: Introduction

We would like to invite you to take part in a research study. Before you decide, you need to
understand why the research is being done and what it will involve for you. Please take time
to read the following information carefully. Talk to others about the study if you wish. Ask us
if there is anything that is not clear to you or if you would like more information. We can be
contacted on the telephone numbers at the end of this sheet. Take time to decide whether or

not you wish to take part.

This part of the study will involve your completion of a draft questionnaire about the foot
health education of people with rheumatoid arthritis during a one-to-one interview.The aim of
the interview is for you to comment on whether the questionnaire is worded in a clear and
simple way as you complete it. Therefore, as you are completing each question, we will ask
you to say out loud what you are thinking in response to the questions. The interview will be
audio-taped so that it can be transcribed, analysed and compared with interviews of other

participants.

The results of this part of the study will help us to decide if the questionnaire needs to be
changed in anyway before it is completed by a larger number of people. Following on from
this, the results of the larger study will help to develop a programme of foot health education
for people with RA. The taped interview will be stored as a digital file on University
password protected file-store, to which only (XX) has access. In addition, any transcribed
documentation will be coded and anonymised so that no individuals may be identified. All
participants will remain anonymous within the text of any publication or conference
presentation. You will have the opportunity to read the transcribed interview and analysis to
verify its content and make comment if you so wish. All data will be destroyed within 2 years

of the completion of the study.
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1. What is the purpose of the study?

The majority (80-90%) of people with rheumatoid arthritis (RA) will have foot problems, if
not before their diagnosis then within five years of it. Podiatrists are potentially well placed to
provide tailored foot health education using a flexible approach, as they are likely to have
long term and regular consultations with this patient group due to the types of treatment they
can offer. This area of rheumatology podiatric practice is currently under-evaluated. Because
of the lack of research, podiatry provision of foot health education could not be recommended
within the recent NICE guidelines for the management of RA, despite their recognition that
Podiatry is insufficiently available within Health Service provision for people with RA.
Research is therefore essential to identify the nature and role of foot health education for

people with RA and to inform future development of appropriate educational methods.

The purpose of the interview is for you to comment on whether the draft questionnaire is
worded in a clear and simple way as you complete it. Therefore, as you are completing each
question, we will ask you to say out loud what you are thinking in response to the

questions. The interview will be audio-taped so that it can be transcribed, analysed and
compared with interviews of other participants. The overall aim is to identify any problems
with the wording of the questionnaire, to make sure that it is clear and easy to follow before it

is used on a larger number of people with RA.

The researcher (XX) is a lecturer and PhD student at the University of Salford. XX has

worked for the NHS previously within the specialist area of Rheumatology.

2. Why have I been invited?
You have been invited because you are a person with Rheumatoid Arthritis and you are

patient of the University of Salford Podiatry Clinic.

3. Do I have to take part?
Taking part in the research is entirely voluntary. It is up to you to decide whether or not
to take part. If you do decide to take part please retain this information sheet and we will
then ask you to sign a consent form on the day you attend the interview. If you decide to

take part, you are still free to withdraw at any time and without giving a reason.
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4. What will happen to me if I take part?
You will be required to attend the University of Salford, Directorate of Prosthetics,
Orthotics and Podiatry at an agreed date and time. The interview will take approximately
40 minutes and will be recorded on a digital recorder. Once the information from the
interviews with all the patients have been analysed, a short report of your interview will be

sent to you for you to add any further comments if you wish.

5. What are the possible disadvantages and risks of taking part?

We do not expect there to be any disadvantages or risks to you in participating. We are
interested in your views as people with R.A on this matter. We are interested in hearing

your views. Please be assured that all information will be anonymised in future reports.

6. What are the possible benefits of taking part?
The benefits may be that the study will ultimately improve the experience of being
provided with timely and appropriate education for people with R.A.

7. Will my taking part in this study be kept confidential?
All information collected during the interview will be kept strictly confidential.

Any information about you will be anonymised so that you cannot be recognised from it.

8. What will happen to the results of the research study?
Once the research is complete the work will be published in a professional journals,
potentially presented at a professional Conference and will form part of the researchers’
(XX) PhD thesis. A summary of the interview report will be sent to you for your
information. The people who have contributed to the study will not be mentioned by

name in any paper, report or presentation at conferences.

Who is organising and funding this research? This study has been reviewed by the
University of Salford Research Ethics Panel. It is funded by the University of Salford and
organised by XX

9. Contact for Further Information

XXXXXXX, Lecturer in Podiatry
Tel: 0161 295 XXXX : E-mail: XXXXXXXX@salford.ac.uk
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If you agree to take part in the study you will be asked to sign a form (example attached)
where you give your consent (written agreement) to taking part in the study. This does not
mean than you cannot withdraw at any time if you so wish. You will be provided with a copy
of the consent form to sign. Thank you for reading this Information sheet and considering your
inclusion in this study. If you should have any queries regarding the way this study will run or

wish to seek further clarification, please contact me using the contact details above.

160



Participant consent form (patient) for Pilot study.

Andrea Graham

Lecturer in Podiatry

Directorate of Prosthetics & Orthotics and Podiatry
School of Health Sciences

Allerton Building

Salford University

Tel: 0161 295 xxxx
E-mail: a.s.graham(@salford.ac.uk

Date:.

Project Title: Foot Health Education Survey for People with Rheumatoid Arthritis
(Patient Version) — Pilot study

Name of Researcher: XxXxXXxXXXXXXXXX

Please INITIAL the boxes below

1. T confirm that I have read and understand the information sheet dated April, 2012,
Version 2.0 for the above study. I have had the opportunity to consider the
information, ask questions and have had these answered satisfactorily.

2. T understand that my participation is voluntary and that [ am free to withdraw at any
time, without giving any reason.

3. Tagree to the interview being tape recorded and that anonymous quotes may be given
verbatim in reports

4. I agree to take part in the above study

Name of participant Date Signature

Name of researcher
taking consent Date Signature

When completed: 1 for participant: 1 for researcher;.
Patient cognitive debrief interview consent form date: 24-11-11 version 1.0
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5.5.3 Appendix E: Participant (podiatrist) Invite letter and participant
information sheet to take part in online survey.

XXXXXXXXXXXX
Lecturer in Podiatry

Directorate of Prosthetics & Orthotics and Podiatry
School of Health Sciences

Allerton Building

Salford University

Tel: 0161 295 xxxx
E-mail:xxxxxxx@salford.ac.uk
Date: *****

Re: A survey of current foot health education provision for people with rheumatoid arthritis —
patient and podiatrists’ perspectives.

You are being invited to take part in this research study that involves you completing an online survey.
This study aims to identify what your views are, as Podiatrists, about foot health education provision for
people with RA. Before you decide whether to take part it is important for you to understand why the

research is being done and what it will involve.

Please take time to read the following information sheet carefully and discuss it with others if you wish.
Please contact xxxxxxxxx if there is anything that is not clear or if you would like more information.
This survey is completely anonymous. Take time to consider your involvement in this research and

decide whether or not you wish to take part.
The online survey is planned to be available from:.............. and [ would be grateful if you could
complete it within two weeks of that date.

Thank you for reading the attached information.

Yours Faithfully

XXXXXXXXXXXXX, Lecturer in Podiatry, BSc (hons) Podiatry, MSc, P.G Cert.
XXXXxXxxxxxxx@salford.ac.uk
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PARTICIPANT INFORMATION SHEET

Study title:

A survey of current foot health education provision for people with rheumatoid arthritis —
patient and podiatrists’ perspectives.

Part One: Introduction

We would like to invite you to take part in a research study. Before you decide, you need to
understand why the research is being done and what it will involve for you. Please take time
to read the following information carefully. Talk to others about the study if you wish. Ask us
if there is anything that is not clear to you or if you would like more information. We can be
contacted on the telephone numbers/e-mail addresses at the end of this sheet. Take time to

decide whether or not you wish to take part.

4. What is the purpose of the study?

The aim of this study is to explore the views of podiatrists with regards the provision of foot

health education for people with RA in terms of:

* The aims of foot health education

* Methods of delivering foot health education

* Content that should be included within the provision of foot health education for

people with RA.

* Timing of delivery

* Barriers to the delivery of foot health education.
We have run focus groups with people who have RA and with podiatrists who treat people
with RA. The results of these focus groups indicated that people with RA require foot health

education relating to RA and has led to the development of this survey.

. Why have I been invited?
You have been invited because you are a Podiatrist who works within the NHS and are likely

to manage people with Rheumatoid Arthritis and associated foot problems.

. Do I have to take part?

Taking part in the research is entirely voluntary. It is up to you to decide whether or not to

take part.
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7.

10.

11.

What will happen to me if I take part?

You have the web link to an online questionnaire survey in the content of this e-mail. You
should complete the survey and submit your responses within two weeks. No personal data
that can identify you, as an individual will be requested. Your responses will be entirely
anonymous. Once the data from the survey has been collected and analysed it will be used to
develop a package of foot health education for people with RA. This will be piloted and
evaluated with people who have RA.

What are the possible disadvantages and risks of taking part?

We do not expect there to be any disadvantages or risks to you in participating. We are
interested in your professional views on this matter. There is likely to be a range of opinions
expressed within the participants. We are interested in hearing your views. Please be assured

that all information will be anonymised in future reports.

What are the possible benefits of taking part?
The benefits may be that the study will ultimately improve the patient’s experience of being

provided with timely and appropriate structured foot health education.

Will my taking part in this study be kept confidential?

All information that is collected from the online survey will be kept strictly confidential. NO
information that can identify you, as an individual will be requested so you cannot be
recognised from it. The results from the survey will be stored as a digital file on University
the main server, which is password protected. Transcribed data will be coded. All data will be

destroyed within 2 years of the end of the study.

What will happen to the results of the research study?
Once the research is complete the work will be published in a professional journal, potentially
presented at a professional Conference and will form part of the researchers’ (XXXXXXXXX)

PhD thesis.

Who is organising and funding this research?

It is funded by the University of Salford and organised by XXXXXXXXXXXX
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12. Contact for Further Information
XXXXXXXXXXX
University of Salford,
Directorate of Prosthetics & Orthotics and Podiatry,
School of Health Sciences
Allerton Building
Frederick Road,
Salford M6 6PU  Tel: 0161 296 xxxx  E-mail: xxxxxxxxxxx(@salford.ac.uk

If you agree to take part in the study your consent will be implied by your completion of the
online survey. Thank you for reading this Information sheet and considering your inclusion in
this study. If you should have any queries regarding the way this study will run or wish to

seek further clarification, please contact us using the contact details above.

Thank you, XXXXXXXXXXXXXX
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5.6 Appendix F

=S, Rheumatology 2016

%‘ 26-28 April 2016 | SECC Glasgow, UK

Foot health education for people with rheumatoid arthritis: A game of chance: A survey of
patients experiences — Andrea Graham, Lecturer in Podiatry, University of Salford.

Summary of presentation for delegates:

Background: up to 90% of people with rheumatoid arthritis (RA) experience painful foot
problems by the time the disease is well established. This results in restricted activity (social
and work-related) and reduced quality of life. Foot health education (FHE) should be
recognised as an essential part of the way foot health problems are managed. Additionally,
FHE could help to increase awareness of the potential for foot problems related to RA to
develop. Increasing this awareness could allow people with RA to better understand what can
be done to help reduce the risk of foot problems developing or getting worse. The provision
of FHE is advocated in management guidelines for foot health problems in RA, although
despite this there remains a lack of understanding and awareness about foot problems, how to
access foot health services and what foot health education ‘is’ amongst both health
professionals and people with RA.

Andrea’s research into FHE constitutes her PhD project and aimed to uncover the status of
foot health education provision from both the patient and practitioner (podiatrist/chiropodist)
viewpoint, in order to understand how we can effectively provide FHE in the future for
people with RA.

This short presentation outlines some of the findings of an online survey of 543 people with
RA in relation to how they currently perceive FHE provision and presents some suggestions
as to how the results could influence the future practice of health professionals and what
could be the ‘next step’ in building on this research.

The presentation covers the ‘qualitative’ data from the survey — analysis of the additional
comments provided by the study participants, that showed how deeply and strongly these
participants felt about their foot health and the impact it had on their lives in the context of
their disease.
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