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examined pain experience in people 65 years older because leg ulceration is more
prevalent in this age group. If there are changes in physiology and experience this
will impact on the pain experience, report and eventual management. With regard to
physiological changes in pain for older people, studies have shown that there are
some physiological changes. However, the true impact of this was not conclusive. It
can be summarised from the available work in elderly person’s pain experience, that
an elderly person may have some differences in how they perceive their pain.
However, their intensity is just as great and it could be that their ability to describe, or
express their pain is different. Further, it was apparent that older people are less
likely to have their pain managed and this is due partly to changes in
pharmacokinetics or rather fears of side effects and polypharmacy.

Despite the fact that leg ulceration causes pain there was a smattering of evidence
with regard to the management and assessment of this pain. The evidence
suggested that pain assessment was not a routine activity amongst community |
nurses (Roe et al. 1993; Hollinworth 1995; Kammerlander & Eberlein, 2002; Lorimer,
Harrison & Graham, 2003; Breivik et al. 2006). The reasons for poor pain
management in this patient group were not reported on. However, further research is
required to establish an accurate estimate of pain assessment amongst community
nurses. The evidence suggestéd that analgesics may not be effective, however it
was not clear if it was the type of analgesic or the way it had been taken (e.g. as
required or regularly). There was no evidence available on the use of drugs for
neuropathic pain associated with leg ulcers such as trycyclic analgesics or
antiepileptic’s (e.g. amitriptylene, gabapentin, pregabalin). When looking at the
available evidence it seems apparent that patients are not having adequate pain
management for this chronic pain. From the available literature investigating methods
of pain management, it can be assumed that LA application can be useful in
managing pain associated with debridement and dreséing changes of chronic leg
ulcers. There may also be some potential for the use of LA with management of
chronic pain associated with chronic leg ulcers especially as it appears to have an
effect on neuropathic pain and nociceptive pain. This comprehensive literature review
has failed to identify any research that aimed to understand why patients with leg
ulceration continue to have pain, despite evidence that this patient group have pain
and despite the availability of pain management techniques. There was a lack of
evidence discussing the pain experience and the impact that pain may have on the
individual, particularly within the context of the pain literature.
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Research was required to investigate what patients are doing to manage their pain.

More information about analgesics used, how they are being taken and why they are

not effective was needed, as well as investigation concerning the apparent lack of

management of neuropathic pain.

Nurses predominantly care for this patient group therefore; investigation about

nurses’ attitudes and knowledge regarding pain management of patients with leg

ulceration was required. This allowed for further understanding of what was

happening with regard to pain management for this patient group.

In summary the literature review has shown

.

vi.

Chronic leg ulcers are common in people 65 years and over.

The pain associated with leg ulcers can be described as chronic with
nociceptive and neuropathic components.

Persons with leg uicers frequently reported pain as a symptom, and reported
that it was under managed, especially with regard to techniques being used to
promote healing in the leg ulcer.

The literature suggested that older people’s pain experience may show some
differences in how they perceive their pain, however the intensity is just as
great as younger persons and it could be that their ability to describe, or
express their pain is different.

The literature suggested that pain assessment of patients being cared for in the
community, was not adequate.

The literature suggested that the current pharmacological management for pain
associated with leg ulcers, did not address the apparent chronic, neuropathic

element.

2.9 Aims of the research

The literature reviewed suggested that in relation to pain associated with chronic leg

ulceration the following questions remained unanswered.

i,

What is the nature of pain associated with chronic leg ulceration?

* What are the outcomes for patients with pain associated with their chronic leg

ulcers?

What are people with pain associated with leg ulcers doing to manage their
pain?
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iv.  What reasons are there for inappropriate pain management?

v.  What do nurses looking after these patients understand about the pain?
vi.  What strategies do nurses use to manage their patients’ pain?
vii. Do nurses have confidence in managing pain for this group of patients?

These questions have been incorporated into 2 overall aims of this PhD thesis, which
were:

Aim 1. To understand the experience of having pain from leg ulcers and to
develop theories about why the pain relief for people with leg ulcers is sub
optimal. To address questions i-iv.

Aim 2. To investigate community nurses’ views about the management of the
painful leg ulceration, using findings from study one as a basis. To address
questions iv-vii.

-

These aims are addressed by two studies (Study 1 and Study 2). Chapter 3 describes
study 1. This was a grounded ’t’heory study, which attempted to answer the question
posed in aims i-iv. Chapter 4 portrays a feasibility census survey of the population of
community nurses employed by a primary care trust in the north of England, to address
aims iv-vii.
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Chapter 3

Study 1: “Never Mind the Pain Heal the Ulcer”.

A Grounded Theory Study of Older People with Painful Leq Ulceration.

"~ 3.1 Introduction

Pain associated with leg ulceration has been widely reported in the published
literature. This pain has been shown to have nociceptive and in some cases
neuropathic pain mechanisms. Reports of pain from people with leg ulcers have been
demonstrated in both qualitative and quantitative studies.

Briggs et al. (2007); Heinen et al. (2007); Park, Ferreira, and Santos (2008) and Price
et al. (2008) provided empirical evidence that patients with leg ulceration are very likely
to have pain. These papers described the intensity of the pain experienced and
provided some information about the nature of the pain. However, there was little if any
evidence related to the outcomes uf the pain for the patients. The report of pain within
the qualitative research arena was also apparent (Walshe 1995; Chase et al. 2000;
Douglas 2001; Husband 2001a; Husband 2001b; Hopkins 2004; Ebbeskog and Emami
2005; Flaherty 2005). Yet, the majority of these qualitative studies did not specifically
investigate pain. Rather, they investigated what it was like for people to live with leg
ulceration. Whilst they discussed the presence of pain, the nature of that pain and its
management were not fully explored. Pain was identified as a theme which was then
discussed within the results of the papers. Krasner's (1998) was the only qualitative
study that specifically investigated the pain experience. Krasner used
phenomenological methods and therefore described the lived experience, but did not
develop theory as to what had caused the patients to experience what they described.
Phenomenology, rather than developing theory development, focuses on the lived
experience of the individuals being studied (Thorne, 2000). Husband (2001a; 2001b)
and Douglas (2001) undertook grounded theory studies investigating patients with
venous leg ulceration. Husband's (2001a, 2001b) study had some interesting elements
but it did not provide in-depth information about the pain experienced. It also did not
discuss the impact or subsequent outcomes of the pain, it simply identified that
patients had pain that was not managed. A major category identified by Douglas
(2001) was the physical experience of ulcers, and pain was a category within that
category. However, Douglas'’s discussion focused on the impact of pain on patients’
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compliance with treatment. Thus, the focus of the work remained on the healing aspect
and it was suggested that by managing pain, patients’ compliance would increase.
(Flaherty's (2005) study was of particular interest because patients with healed venous
leg ulcers were interviewed (n=11). There was some description that may suggest that
these patients continued to suffer with pain despite their ulcers having healed.
Furthermore, this pain was described in such a way that was suggestive of a
neuropathic element. However, Flaherty did not discuss neuropathic pain but simply
described the pain as something that patients with healed venous ulcers reported.

Overall, the majority of the researchers did not make the link between the pain
experience these patients described and the pain experience described by others with
chronic pain. Jones et al. (2006) discussed their findings, briefly within the context of
the pain literature but came to the conclusion that patients with leg ulceration were at
risk of depression associated with pain and odour. They did not develop their analysis
further to consider the chronic pain condition. The qualitative literature in particular
revealed that patients have pain but the pain experience was not developed in greater
depth. There was limited discussion of the pain experience within the context of the
pain literature. It was apparent from the literature that patients with pain associated
with leg ulceration were at risk of developing a chronic pain condition. The topic of pain
associated with chronic leg ulceration needs to be explored with more emphasis on the
nature of the pain, its management and related outcomes for the patient experiencing
the pain.

The literature did not describe the outcomes for patients with pain associated with leg
ulceration and it did not describe the nature of the pain from the patient perspective.
The problem of pain associated with chronic leg ulceration has been studied; therefore,
this research aimed to expand on the theory already developed. The researcher did
not want to develop theory that was remote from what had already been described but
wanted to foCus on verification of theory and hypothesis testing (Strauss and Corbin,
1990), within the context of the available literature. Therefore, this grounded theory
study aimed to understand the experience of having pain from leg ulcers and to
develop theory which would explain the experience of pain and its outcomes, as
reported by the individuals that have pain associated with chronic leg ulceration.

3.2 Aim ;
This study aimed to provide new insights and theory regarding the experience of pain
associated with leg ulceration and the impact the pain experience has on the
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individual. Whilst there was evidence that patients with leg ulceration may have
nociceptive as well as neuropathic pain and that this pain may not be well managed,
there was no available evidence exploring the pain experience in depth, particularly in
the context of the pain literature.

3.3 Research questions
i.  What is the nature of pain associated with chronic leg ulceration?

ii. What are the outcomes for patients with pain associated with their chronic leg
ulcers

ii. What are people with pain associated with leg ulcers doing to manage their
pain?

iv.  What reasons are there for inappropriate pain management?

3.4 Study design and methodology
There was limited evidence on thq subject of how the patients experienced their pain
within the context of their lives. Thé evidence informs that chronic leg ulceration is
painful and that this group of patients suffers as a result. However, there was limited
evidence with regard to how these patients manage that pain, the actual impact of the
pain on the individual and the outcome of the pain. Thus it was deemed most
appropriate to use qualitative methodology to allow for an open exploration of the
issues and to generate thematic understanding of the challenges faced 'by patients. It
was likely premature to apply quantitative methods because the salient factors were
not known and thus there was insufficient knowledge to determine the variables that
ought to be measured. The identification of appropriate variables or measures would
have necessitated a certain amount of guessing, which would have been inappropriate
and could have potentially given an inaccurate account of what was actually
happening. The choice between research methods should depend upon what you are
trying to find out (Silverman, 1993).

3.4.1 Qualitative methodology
Qualitative research has the ability to explore the social meanings of everyday
behaviour, which can be derived from people’s personal accounts of their experiences.
Qualitative research is highly appropriate to address the multifactorial components that
encompass a person’s coping strategies with chronic pain (Lansbury, 2000).
Researchers use qualitative approaches to explore the behaviour, perspectives and
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experiences of the people they study (Holloway, 1997). The aim is to investigate the
perspectives of the interactants: it is their definitions, meanings, and values given to a
phenomenon that will be identified, described and analysed (Chenitz & Swanson,
1986).

Qualitative research has its origin in the interpretive perspective (Holloway, 1997).
Interpretivism or the interpretive approach is a direction in social sciences, which
focuses on how human beings interpret and make sense of their reality. The
interpretivist concept can be correlated to Weber's Verstehen approach (Verstehen is
German for understanding). Weber believed that numerically measured probability is
quantitative only and wanted to stress that social science concerns itself with the
qualitative. He advised that people be treated as human beings when being studied,
and that it was necessary to gain access to their experiences and perceptions by
listening to them and by observing them (Holloway, 1997). When undertaking
qualitative research, the researcher turns to the human participants for guidance,
control and direction. The three most common approaches to qualitative research in
healthcare are; ethnography, phenomenology and grounded theory. The difference in
these three approaches is in the Wéy the researcher approaches the research.

3.4.1.1 Theory Development
Theory testing is the primary goal of experimental type research. With this approach
theory verification is undertaken using quantitative methods to test concepts and
constructs which are set before a study is undertaken. With naturalistic inquiry, the
researcher looks for definitions that emerge from the data collection with the aim of
grounding or linking concepts and constructs to each observation and description.
Glaser and Strauss (1967) described this as a way of generating theory with
hypotheses and concepts that come from the data as well as being systematically
worked out in relation to the data during the course of the research.

Theory development associated with grounded theory allows the researcher to develop
theory based on emergent concepts and their relationships. The researcher develops
theory to understand, explain, and give meaning to social and behavioural patterns
(Patton, 1990). Theory has been defined as a set of interrelated constructs, definitions
and propositions that present a systematic view of phenomena by specifying relations
among variables, with thé purpose of explaining or predicting phenomena (Kerlinger,
1973). In this definition, theory is a set of related ideas that has the botential to explain
or predict human experience in an orderly fashion and is based on data (Kerlinger,
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1973). For the purbose of this study the Strauss and Corbin (1990) grounded theory
method was used as it allowed for the verification of current theory and further
development of that theory. This method also supports the use of a preliminary
literature review before beginning data collection (McCann & Clark, 2003b) as
previously discussed in the introduction (section 3.1).

3.4.1.2 Ethnography
Ethnography has its roots in anthropology. The aim of this approach is to focus on the
description of culture. It can be defined as a generalised approach to developing
concepts to understand behaviour. Ethnography concerns itself with the study of
people either individuals or groups in their natural environment. The researcher when
undertaking ethnographic research is required to overtly or covertly, participate in
people’s daily lives (Sharkey & Larsen, 2005). It is an approach to research that
focuses on the study of culture with the aim of understanding how the culture works.
Data can be collected in various ways such as observation, interview and use of
available records that may support the research. An ethnography is the direct
description of a culture or subculture (Holloway, 1997); it is the oldest of the qualitative
methods available and has been dged in the description of the Greek and Romans.
The word ethnography derives from the Greek, meaning “writing of culture” (Atkinson &
Silverman, 1997). “Modern” ethnography transpired in the 1920s and 1930s, several
researchers exploring cultural patterns and rules, explored a variety of non-western
cultures (Holloway, 1997). Anthropologists argue that to understand a group of people
it is necessary to engage in an extended period of observation. Anthropological
fieldwork involves immersion in a culture over a period of time (Silverman, 2000).
Ethnography involves the study of a particular culture (Thorne, 2000); Geertz (1973)
describes culture as a system of shared beliefs, ideas, values and knowledge. An
ethnography is the direct description of a culture or subculture (Holloway, 1997).
Moreover, ethnography requires the researcher to get to know the participants as
people (Chesney, 2001). It expects the researcher to not rely on interviews alone but to
become immersed within the culture under study (Thorne, 2000).

Ethnography would answer the question; how do people 65 years of age and older
understand their pain in relation to their leg ulcer? How does it shape their social
interactions and functioning? How do people respond to the individual experiencing
pain from chronic leg ulceration? Whilst ethnography would have the ability to answer
the research questions for this study, it would not enable entire focus on the individual.
The researcher wanted to focus on the individual to allow for an in-depth exploration of
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the individual with /pain associated with chronic leg ulceration. Furthermore, the
methodology would require the researcher to undertake observational work as well as
interviewing. To answer the research questions it would have been necessary to
observe the patients over a 24 hour period, to capture observation of how these
patients experienced and managed their pain. Ethnographic methods would have
required the researcher to be present within the individuals’ environment for extended
periods. Participant observation is the corner stone of ethnography (Savage, 2000). It
was not practical or possible for the researcher to observe patients with chronic leg
ulceration over a 24 hour period, as these people were predominantly living at home.
The researcher did not just want to explore how the patients managed the pain
associated with their leg ulcers during dressing changes for example, but also wanted
to explore how these patients managed the pain within the context of their everyday
lives.

3.4.1.3 Phenomenology
Edmund Husserl (1859-1938) the German philosopher, is acknowledged as the
founder of phenomenological philosophy (Mackey, 2005). The aim of his methods was
to reveal knowledge, which transcended human experience. Husserl emphasis was on
revealing what he called “the essence” of phenomenon, which exists independently of
conscious experience. Therefore researchers will try to find answers to questions
about the world and the objects within it, rather than the nature of existence of being.
Heidegger challenged Husserl construction of phenomenology as a purely descriptive
philosophy. Heidegger considered the actuality of any description being without
interpretation. Either in the way of its telling, its recording or its re-telling, to be
impossible (Benner, 1985). Heidegger sought to uncover the understanding of the
meaning of being and referred to this as “hermeneutic” designating it as an interpretive
rather than descriptive process (Mackey, 2005). Phenomenology has been described
as being fundamentally a philosophy which was introduced into nursing by Paterson
and Zderad (1976). Phenomenology is in contrast to traditional methods of
experimentation, phenomenology instructs us to allow for the phenomenon to reveal
itself in fullness. Phenomenology endeavours to take a fresh look at phenomena
uncontaminated by a priori common sense or scientific impositions (McNamara, 2005).
The aim is to capture the richness of a phenomenon as it manifests to the subject who
experiences it (Moran, 2000). An aspect of phenomenology is bracketing which
involves setting aside the question of the real existence of the contemplated object, as
well as all other questions about its physical or objective nature. Bracketing is a term

derived from Edmund Husserl (Mackey, 2005) for the act of suspending judgment
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about the natural world that precedes phenomenological analysis. Bracketing would
have required the researcher to put assumptions, previous knowledge and evidence
from the relevant literature aside. The researcher wanted to develop theory within the
context of previous knowledge and evidence. Jootun and McGhee (2009) stated that a
researcher with previous experiences may provide insight about a patients’ experience.
This was pertinent to the study because it may have been that the researcher’s bias or
knowledge regarding pain allowed the researcher to understand the pain experience
being described by the patients.

Phenomenology is a genre of research that renounces certain concepts associated
with science — reality, objectivity, abstraction and generalisation - and instead
embraces experience, meaning, subjectivity and understanding (Paley, 2005).
Phenomenology study is the focus on an individual experience, often termed the lived
experience. Its aim is for the researcher to discuss the phenomena of the lived
experience. The aim is to capture the richness of a phenomenon as it manifests to the
subject who experiences it (Moran, 2000).

Phenomenology would have provided an answer to the question; what is the lived
experience of having pain associated with leg ulceration in people 65 years and older?
What is the nature of the suffering experienced by people with pain from chronic leg
ulceration? However, phenomenology does not aliow the researcher to devélop theory
within the context of the available literature (McNamara, 2005). As previously
discussed the aim of the research was to develop theory within the context of the
current literature pertaining to the research questions. The researcher did not want to
just describe the lived experience but rather wanted to explore further what the
outcome of the lived experience was. There are already several phenomenological
studies investigating patients with chronic leg ulceration. Whilst these studies have
provided some interesting insight they did not unpack and explore the impact of the
pain on the patients’ lives (refer to Chapter 2, section 2.4) or provide explanatory
models to guide practice.

3.4.1.4 Grounded theory
The grounded theory approach possesses methods that are unique compared with
other qualitative methods, including the systematic generation of theory from data
acquired by a rigorous research method (Glaser & Strauss, 1967). It differentiates
from other research approaches because data collection, coding and analysis through
memo writing and theoretical sampling occur concurrently. No activity is undertaken
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separately and the/grounded theory method dictates that all are undertaken in a
cyclical fashion (Glaser, 1968a). This means that the method of data collection and
data analysis should not be considered as separate procedural steps in the research
process, but instead need to be considered as a continuous cycle of data collection,
analysis and sampling. It also includes memo writing, as part of the theoretical
development. Memo writing is important because it adds to the credibility of the theory
because the researcher writes memos and records thoughts whilst collecting and
analysing the data. This ensures the researchers’ focus remains on the data, ensuring
that the theory developed is truly grounded in the data (Eaves, 2001). The nature of
carrying out the grounded theory is continuous and using the theoretical sampling and
constant comparative methods allows the researcher to explore developing theory with
new participants. The aim of which, is to determine if they also have similar
experiences and to test if the theory being developed fits with further participants’
descriptions. Moreover, unlike other qualitative methods, including ethnography and
phenomenology, grounded theory involves the analysis of quantitative as well as
qualitative data from review of the literature (Polit & Beck, 2006). A progressive
accessing and reading of relevant literature can become a part of the data collection.

For these reasons the author undertook grounded theory as it was most appropriate to
answer the research questibns and allowed the researcher to verify the existing
emerging theoretical insight, within the context of the available literature and further
develop new theoretical models.

Grounded theory was developed by two social scientists, Glaser and Strauss whilst
working at the University of California. Their first book describing, The Discovery of
Grounded Theory: Strategies for Qualitative Research was published in 1967 (Glaser
& Strauss, 1967). Two classic books were derived from their initial research both
published in the 1960s, Awareness of Dying (Glaser & Strauss, 1968a) and Time for
Dying (Glaser & Strauss, 1968b). The aim of grounded theory is to develop theory
which is grounded in the data (Charmaz, 1990). Researchers using grounded theory
develop theory to create understanding, explanation and give meaning to social and
behavioural patterns presented by the cohort being studied (Glaser & Strauss, 1967).
Kerlinger (1973) described a theory as a set of interrelated constructs, definitions and
propositions that give a systematic perspective of specific phenomena. Therefore, the
theory should present a set of related ideas which have the ability to provide an
explanation or predict human experience in an orderly fashion based on the data
(Kerlinger, 1973). Unlike other approaches to qualitative study, grounded theory



75

provides a helpful/framework for guiding data collection and analysis (Charmaz, 2000).
The theory was developed to explore social processes and to reveal the human
characteristics of anticipating and responding to various life circumstances (Lomborg &
Kirkevold, 2003). Glaser realized the need for an explicit and systematic set of
techniques and procedures for both coding and testing hypotheses generated from
qualitative research methods (Strauss & Corbin, 1990). Glaser (1992) provided a
critique of the overspecialised deductive use of pre-established grand theories in
sociology. From this pragmatic position combined with a rigorous, systematic
approach, they developed their constant comparative method (Lomborg & Kirkevold,
2003). Following the development of grounded theory both Glaser and Strauss joined
the nursing doctoral program at the University of California, San Francisco (Eaves,
2001). Thus, the method of grounded theory was introduced to nursing students,
resulting in fairly wide spread use of grounded theory methodology in nursing research
(Baker, Wuest & Stern, 1992). '

The underlying assumption of grounded theory is that people make sense of and order
of their social world even though, to the outsider, their world may appear irrational.
Each group experiences a commt;r} social psychological problem that is not always
articulated (Hutchinson, 1993). Individuals sharing common circumstances (for
example, people with chronic pain) experience common perceptions, thoughts and
behaviours, which are the essences of grounded theory (McCann & Clark, 2003a).

3.4.1.5 Approaches to grounded theory
There is some debate and diversity in how grounded theory methods are applied,
especially the classic Glaser and Strauss version (Glaser & Strauss, 1967) and the
Strauss and Corbin version (Strauss & Corbin, 1990). Essentially both versions have
basic similarities as they have both evolved from the original work (McCann & Clark.
2003b).

In one paper examining the issues surrounding current changes in grounded theory it
was summarised that the debate is likely to go on for some time (Eaves, 2001).
Further to this, words of wisdom from past mentors state;

“The issue is not who is right about grounded theory and whether you agree with
Glaser and Strauss, Strauss and Corbin, or Glaser. The issue is what you will
take from them and do with it and how you will argue for, advocate, and defend
your own position”, (Eaves, 2001, p.662).
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Charmaz (2000) believed that every researcher who uses the grounded theory method
will tend to develop his or her own variations of the technique. For the purpose of this
study the Strauss and Corbin (1990) grounded theory method was used because this
allowed for focus on theory verification and development, within the context of the
available literature. It also allowed for the researcher to use previous knowledge and
experience to provide insight regarding patients’ experiences. Therefore, the
researcher entered the field of research as a hybrid researcher as described by Jootun
and McGhee (2009). A hybrid researcher is someone who researches in familiar
territory and who may have inherent biases and assumptions. Therefore the
researcher's knowledge regarding pain allowed the researcher to understand the pain
experience beihg described by the patients. Bias is not always a negative component
of research, particularly in relation to the grounded theory methodology (Reed &
Proctor, 1995). Furthermore, reflexivity is used within the grounded theory
methodology which ensures credibility of the theory developed (refer to section 3.9).

3.4.1.6 Summary
Whilst all three methods of qualitay‘ve research could have been used to investigate
the pain experiences associated with chronic leg ulceration, the researcher wanted to
generate theory to answer the research questions as put forward. This could be
achieved using grounded theory, as opposed to ethnography or phenomenology.
Ethnographic and phenomenologic approaches do not poses the properties that would
enable the researcher to develop new theory regarding the topic of interest. The
purpose of this study was to develop theory to explain the experience of the pain and
the consequences of the pain associated with leg ulceration with the purpose of
answering questions to how, where and why this group of patients had arrived at the
place or situation they described. The researcher did not seek to merely illustrate the
lived experience or the culture of the group but to truly “unpack” and develop theory as
to why they experienced what they described. Moreover, unlike other qualitative
methods such as ethnography and phenomenology, grounded theory involves the
analysis of quantitative as well as qualitative data from review of the literature (Polit &
Beck, 2006). A progressivé accessing and reading of relevant literature can become
part of the data collection. This was especially pertinent because the researcher
wanted to include and expand on the evidence within the literature regarding pain
associated with leg ulceration. The researcher did not want to develop new theory that
was apart from current theory, rather the aim was to develop new theory within the -
current evidence, i.e. verification of emerging theory from the existing literature and to
further develop this theory with the findings of this research.
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3.5 Ethical épproval and consent procedures
The participants of this current study were recruited from a primary care trust (PCT) in
the north of England; patients having their leg ulcer managed by the PCT were invited
to take part in the study.

Ethics committee approval was gained from the local research ethics committee and
research governance was adhered to (Appendix 2). Research and development
appfoval was applied for and gained from the local research and development unit
(Appendix 3).

All district nurses were provided with information about the study and the screening
forms designed to recruit participants. Possible participants were invited by the district
nurse to take part in the study; a study information leaflet was given to the patients
(Appendix 4). At least one week was given to potential participants for them to decide
whether they would like to take part in the study. At a future meeting with their district
nurse, if they wished to volunteer for the study the district nurse took personal details
that were then forwarded on to the principal investigator. The researcher then made
contact with the participant to arrange to obtain signed informed consent and for a time
and venue to be arranged for a one to one interview.

3.6 Selection of participants

Inclusion criteria
i. Participant is aged 65 years or over.

ii. Participant is undergoing treatment for a leg ulcer under the care of the primary
care trust.

iii.  Participant has a diagnosed chronic leg ulcer below the knee and either above,
on or around the malleolus. '

iv.  Participant has pain associated with their leg ulcer.

v.  Participant has the cognitive ability and English language ability to undertake
the interview.

Exclusion criteria
i.  Participant’s leg ulcer is associated with sickle. cell disease.
ii. Participant has a terminal iliness and is being cared for by a palliative care
team. |

iii. Participant believes their pain is due to a condition unrelated to their leg ulcer.
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Any patients with ieg ulcers managed by the PCT were invited to take part in this
study during the study period if they met the inclusion criteria. All participants had an
active leg ulcer (below the knee and above the malleolus). Participants’ medical
notes were reviewed to ensure that the participant had the type of leg ulcer
diagnosed appropriately using ABPI (ankle/brachial pressure index) measurements
as recommended by the Royal College of Nursing (RCN, 2006). This was undertaken
to ensure that the participant fitted the inclusion criteria which determined participants
had to have a leg ulcer below the knee and above, on or around the malleolus.
Logistics of recruitment were discussed with the tissue viability nurse specialists. The
tissue viability nurse specialists suggested that community nurses’ individual
caseloads be screened for suitable participants by community nurses who agreed to
assist with this study. The study design was developed in conjunction with the nurse
specialists to allow for consideration of the logistics of recruitment and to ensure that
extra work for community nurses was limited. '

Participants had an opportunity to discuss the study with the researcher if they
wished; contact details were provided on the study information leaflet. If participants
wished to volunteer for the study, then their community nurse took their contact
details and forwarded them to the researcher.

Confidentiality and anonymity of data were assured, only pseudonyms were used
and participant study identification numbers were issued at the time of consent. Only
study identification numbers were used for computer analysis, personal information
was kept on paper and is held in a locked cabinet in the principal investigators office.
All data from the study including taped interviews will be stored for five years under
lock and key at the University of Leeds.

A grounded theory approach was used, thus sample size was determined once
saturation had been achieved.

3.7 Data collection
The researcher carried out all the interviews; which were audio taped with the
participants’ permission. Data collecﬁon using in-depth interviews were undertaken.
The interviews were semi-structured as some control of topics to be discussed was
assumed, using questions as prompts. It is expected fhat questions are used as
prompts to encourage the participant to discuss issues that are pertinent (Bluff, 2005).
During the initial phase of data collection the researcher’s knowledge and experience
of the topic facilitates the process (Strauss, 1987). Participants were encouraged to
speak freely about their experiences and thoughts on pain and its management,
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associated with théir chronic leg ulcers. The prompts/questions used attempted to gain
information on the pain these participants were experiencing and the impact of that
pain. The focus of the prompts/questions changed throughout the grounded theory
process in line with the constant comparative method.

Example of questions from interview 1
i.” Can you talk to me about the pain from your leg ulcer?
i. Whatdo you do to manage the pain?

However, during the process of the data collection the interviews became more
structured to allow for exploration of topics and themes that had come out of the initial

interviews.
Example of questions from interview 5
i.  Can you describe the pain you have associated with your leg ulcer?
ii. Isthe pain there all the time?
ii.  Does the pain disturb your sleep?
iv.  Which analgesics do you take to manage the pain?

Toward the final interviews questions became much more specific to explore and
confirm developing theories. This was undertaken to confirm or disconfirm the
developing theory that; patients with pain associated with chronic leg ulceration suffer

from a chronic pain condition.
Example of questions from interview 10

i. Do you have burning, tingling and pins and needles sensations in or around
the leg ulcer and do you experience sudden changes in the pain for no

obvious reason?
iil. Does the compression bandaging cause you further pain?
ii. How does the pain affect you psychologically?

iv.  What pain killers do you take and do they work?
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The length of the ihterview was partly dependent on the participants but tended to last
between 30-60 minutes. Initially interviews were longer because the discussion
covered a larger range of topics. Toward the last few interviews the time of the
interview became shorter because topics to be discussed became more focused.

Demographic data were obtained at the end of the interview to be less intrusive than at
the commencement of the interview. A face sheet was attached to the top of each
interview after transcription to assist in retrieving demographic data. The face sheet
contained information such as study number, date of the interview, interview site, age,
gender, ethnicity, ulcer type and duration of chronic leg ulceration.

Not more than one interview a day was scheduled; to prevent feeling over loaded
(Chenitz & Swanson, 1986) and also to allow for the constant comparison methods.
The site of interview depended on the participant’s preference, the major consideration
being the convenience of the site. Whether the site chosen was at home or in the
participant’s leg ulcer clinic, privacy was maintained and disruption and interruptions
were kept to a minimum.

3.7.1 Sampling
Purposive sampling was used initially; this ensured that participants had knowledge of
the phenomenon under investigation. During the process of the data collection using
grounded theory, the researcher attempted theoretical sampling. This allows for the
researcher to seek out further participants with the aim of developing emerging |
theories (Glaser & Strauss, 1967). Theoretical sampling was the process of data
collection for generating theory. Thus the sampling process was controlled by the
emerging theory. To contribute to the development of the emerging theory the
researcher sought out participants or situations that both confirmed énd disconfirmed
the hypotheses (Marcellus, 2005). Initial sampling was determined by the choice of the
research situation. Thus, initially any participants that had chronic leg ulceration with
associated pain were recruited. As categories emerged from the data the researcher
then sought to add to the sample with the purpose of strengthening the emerging
theory by defining the properties of the category. The emerging theories could have
been related to anyone with pain associated with a leg ulcer, therefore the researcher
continued to recruit participants who had pain associated with their leg ulcer. The
researcher attempted to specifically recruit more male participants and also
participants with arterial ulcers and ulcers with mixed aetiology. However, the nurses
were only able to identify a limited number of participants with these specific
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characteristics. Th/erefore the reality was that all patients that were put forward by the
nurses were included. This was because they all had pain associated with their leg
ulcer, the focus of the theory development was on the chronic pain condition and all
the patients put forward were relevant in determining and investigating developing
themes.

3.7.2 Saturation
A rule or general practice with qualitative research is that data collection ceases once
saturation has been achieved that is when no new information is apparent within the
data (Barroso, 2006). Unlike quantitative research there are no guidelines or tests to
determine the number needed, rather it is left to the investigator to determine when
saturation has been reached (Whitley & Crawford, 2005). Numbers and calculations
are not relevant to qualitative research (Pope & Mays, 2000); therefore validity and
reliability cannot be determined by numbers of participants. Rather the description and
its apparent fit and truthfulness within the theory, relating back to the data, allows for
validation (Whitley & Crawford, 2005). Essentially once the codes, which initially may
have appeared disconnected and confusing, start to represent a pattern that may
demonstrate a theory then saturatic;n is likely. It is important at the beginning of data
collection that all data are given equal importance and are not discarded (Morse,
1995). The quantity of data is not theoretically significant in qualitative research. For
example it is not the number of times a particular aspect is described; it is the richness
of the description that is relevant. It is the infrequent report that may put other data into
perspective. This was apparent when some participants reported they had experienced
suicidal ideation. Whilst not all of the participants described this, it was the description
from some that added to the theory that these patients experienced chronic pain with
associated sequelae.
During the process of saturation the report from participants may take on a sense of
being predictable. The process of memoing within grounded theory assisted with this
process. The researcher had a strong sense of predictability, as documented within the
memoing, following the transcription of the seventh interview. The researcher had a
sense that the participant would describe constant pain, chronic pain sequelae as well
as pain associated with compression dressings. The researcher was cognizant of this
sense of predictability and how this may impact on the data collected. Therefore, notes
of this were made within the memoing and reflexivity was adhered to, to ensure that
the researcher did not bias the data. Whilst this sense of predictability was attained at
around participant number seven the researcher continued to recruit participants. The
reality with grounded theory is that it is never possible to be entirely sure you have “got
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there”; rather it is the ability of describing a theory that is grounded in the data. This is
achieved by undertaking the constant comparative method. Furthermore, grounded
theory represents and must satisfy four central criteria these are fit, understanding,
generality and control (Strauss & Corbin, 1990) these are discussed within the
credibility section (refer to Chapter 3, section 3.9). The researcher continued to recruit
participants to ensure credibility, by continuing to question and test theory
development. It is not possible to state or determine with grounded theory methodology
that no new phenomené would be described if one went and interviewed another
patient a week later, the next day, a year later etc. Rather, it is suggested that the
researcher achieves saturation once a comprehensive and convincing theory has been
developed (Mu‘nhall, 2006).

3.8 Analysis

3.8.1 Constant comparative analysis
One way to ensure the validity of findings in grounded theory is through the use of the
constant comparative analysis (Strauss & Corbin, 1998). A constant comparison
method was used to enhance validity of the findings in accordance with the method of
grounded theory. Thus, simultaneous collection and analysis of data and the emergent
theoretical structure helped familiarize further data collection. The interviews were
taped and transcribed immediately after each interview to allow for analysis of the text.
The rationale for this is to allow the incoming information from participants to determine
further interview prompts. All the transcription was undertaken by the researcher as
this stimulated analysis of the data (Chenitz & Swanson, 1986) and allowed the
researcher to become “immersed in the text”.
With this approach the data collection, theoretical sampling, analysis and review of
relevant literature all occurred concurrently as the study was carried out. Sampling and
further data collection were based on the emerging theory (Glaser & Strauss, 1967;
Strauss & Corbin, 1998). The researcher used an inductive-deductive approach (going
back and forth between the data and the emerging concepts and theory) to generate
and extend the theory. Data were systematically collected, organized and examined
after each interview. For the first interview, the researcher was asking: What is going
on here? What is the situation? Folldwing transcription of the first interview, the second
interview was coded with the first interview in mind. Subsequent interviews were then
coded with the emerging theory in mind. After a time, core categories began to emerge
from this process. Along with memo writing, which aided the development of the codes
and emerging theory, the data were returned to and further participants were
interviewed to verify the categories being developed. The literature that was relevant to
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the emerging theory was also accessed and read with the aim of comparing the
literature with the emerging theory, in the same way that data were compared to the
emerging theory (Glaser, 1992). The process was a circular one and involved going
back to the data and returning to the participants (Marcellus, 2005). The researcher
started out with some questions and then based on the participants’ responses, further
questions focused on areas that had appeared and that had relevance to the emerging
theory. The researcher looked for similarities and differences in the data and
considered where to go to next to ask questions to clarify emerging theoreticai
concepts (Glaser & Strauss, 1967; Strauss, 1987). As an example of this process,
some participants described having conditions associated with chronic pain such as
depression, suicidal ideation and insomnia. In subsequent interviews these issues
were further explored.

3.8.2 Memo writing
Grounded theory requires the researcher to write “memos” whilst undertaking the data
collection and the analysis, as a means of testing the fit and credibility of the emerging
theory (Polit & Beck, 2006). Memoing occurs in parallel with data collection and
analysis. A memo is a note made by the researcher to themselves about some idea or
beginning hypothesis that he or she has about a property or category and particularly
about how the categories relate to one another. This process was undertaken
throughout all the data collection and analysis period. Memos were the written record
of the researcher’s inner dialogue about emerging ideas, hunches, questions and
categories (Schreiber & Stern, 2001). The researcher was then able to return to the
data, and collect further data, to test the fit of the emerging theory with the data and to
confirm or disconfirm these ideas and thoughts. The memos served as a record of the
researcher's thoughts about the study, contributed to theory development, and acted
as a record of the research process itself (as an audit trail) (Marcellus, 2005).

3.8.3 Coding and categorizing the data
The grounded theory model offers a framework for axial coding, which is the process of
relating codes (categories, subcategories, and properties) to each other, through a
combination of inductive and deductive thinking. Grounded theorists tend to
emphasise causal relationships, and fit things into a Basic framework of generic
relationship. This framework presents the researcher with the opportunity to
understand the data more readily and to develop theoretical coding from the data .
(McCann & Clark, 2003b). |
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Initial Coding - is the use of open coding that creates a large number of codes; the
proliferation of these codes that necessitates considerable reduction. Essentially, each
line, sentence and paragraph of the interview transcripts was read in search of the
answer to the repeated questions: “What is this about?” “What is being referenced
here?” The codes were abbreviated devices used to label, separate, compile and
organize the data (Charmaz, 1983). Data analysis was started during the data
collection. During the data analysis, categories of codes were identified and developed
in terms of their properties and dimensions through a process involving the generation
of basic ideas. It is suggested that whilst in this phase the researcher may have
difficulty in understanding how the codes are connected to other codes.

Axial Coding - is the process of relating codes to each other; it is undertaken through
a combination of inductive and deductive thinking. The data from the open coding were
assembled in new ways; to allow some more central categories to become evident
(Strauss & Corbin, 1998). The development of a category provided the basis for
subsequent data collection. The focus of axial coding is on specifying a category in the
context in which the themes first appeared (Backman & Kyngas, 1999).

Selective Coding - is the process of identifying a central category (occasionally more)
to be the core category and relating all other categories to that category. After a time,
central categories were found to emerge from the interview data with high frequency of
mention, and to be connected to many of the other categories that were emerging. To
settle on the final categories, the researcher returned to the data again and again and
confirmed that the identified categories were based on the data and were
interconnected (Strauss & Corbin, 1990). The goal of grounded theory is to generate a
theory that accounts for a pattern of behaviour that is relevant for those involved
(Backman & Kyngas, 1999).

To assist with coding and categorizing the data, the NVivo computer program was
used. NVivo is designed to allow for inputting qualitative data and has facilities to add
coding directly onto the data. It allowed for a relatively comprehensive and thorough
assessment of ones data. It did not code or analyse the data for the researcher but
was an aid to allow for a more straightforward analysis.

3.9 Credibility
Credibility is a term that relates to ‘How vivid and faithful the description of the
phenomenon is' (Beck, 1993). Credibility relates to the trustworthiness of the findings
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(Carpenter, 1995). To ensure credibility the researcher must be convinced of the
description that is produced, and the supporting data should be explicit (Glaser &
Strauss, 1967). Reflexivity, transparency and trustworthiness are associated with
demonstrating credibility within qualitative research (Elliott, Fischer & Rennie, 1999).
Reflexivity refers to the researchers acknowledging the bias they may have whilst
questioning their findings within the context of their bias. It is accepted that researchers
undertaking qualitative research are “co-creators” of the knowledge represented within
their theory. It has been suggested that it is not possible for researchers to stand apart
from their own humanity whilst creating new understanding (Russell & Kelly, 2002).
Whilst undertaking the data collection, analysis and development of theory the
researcher undertook a reflective approach. This was undertaken to enhance
credibility, to provide assurance that the theory development was an accurate
representation of what the participants were describing. Strategies for implementation
of reflexivity included a self-reflection diary and the process of memoing as described
above, addressed this requirement. Throughout the research process the researcher
documented her thoughts, questions, statements and observations within a journal that
formed a part of the data set. Furthermore, the processes of the constant comparative
method added to the researcher’s ability to question and develop theory and ensured
that the theory was grounded within the data. Both these processes allowed and
enhanced the researcher’'s capacity to question personal assumptions and goals
(Ahern, 1999). This was undertaken to allow the researcher to gaze upon herself with
the purpose of attempting to separate her bias from the data and the theory being
developed (Russell & Kelly, 2002). A further strategy employed to ensure credibility
was the use of an independent coder. Another experienced researcher read the
interview transcripts and independently identified categories. The coding was then
compared with the researchers work to increase the validity of the interpretation of the
results (Appleton, 1995). This is a process that adds to diminishing investigator bias
and can been seen as a qualitative form of inter-rater reliability (Mays & Pope, 1995).

Grounded theory represents and must satisfy four central criteria: fit, understanding, |
generality and control (Strauss & Corbin, 1990). Fit refers to whether the emerging
theory fits the situation being explored. The researcher aimed to ensure that the theory
was a faithful representation of the everyday reality of the area studied. To ensure fit,
the researcher went back and forth from data analysis, data collection, memo writing
and reading relevant literature to test out and examine the emerging theory. The
researcher observed for recurring actions and interactions, and considered counter
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arguments and interpretations before returning to the field thereby verifying the data
(Guba & Lincoln, 1994).

Understanding, in this context, refers to the development of the theory and the ability of
that theory to be understood, by the people in the situation. The aim is to help the
people in the situation under study make sense of their experiences and to help them
to manage better their situation (Glaser, 1992). The researcher ensured that the theory
was grounded in the data and that the theory represented and gave answers to the
situation being studied. For example, patients described being confused regarding the
extent of the pain they had (refer to Chapter 3, section 3.10.5.1.2); the developed
theory suggested that these patients may have had neuropathic pain. This notion
offered an explanation for the affected patients and may serve to help them with their
extreme pain.

Generality was demonstrated in the participants’ shared experiences; their descriptions
informed the theory developed. Again using the constant comparative method and
accessing relevant literature the researcher was able to test the emerging theory for
generability. For example, the pa&fcipants described chronic pain sequelae (refer to
Chapter 3, section 3.10.3.3), which were further confirmed with subsequent interviews
and also in the relevant literature (refer to Chapter 3, section 3.12.2).

The last of the four criteria is control, in the sense of stating the conditions under which
the theory applies and describing a reasonable basis for action. For example the
conditions in which the theory applied related to the chronic pain condition, in that what
the participants described was similar to what people with chronic pain conditions
experience (refer to Chapter 3, section 3.12.2).

Another issue to discuss relating to the credibility of qualitative research is respondent
validation. Unlike other types of qualitative research respondent validation is not used
with grounded theory (Eaves, 2001). The purpose of respondent validation is to
prevent bias and subjective rather than objective interpretation during analysis.
However, it has been recognised that this form of validation produces yet another data
set. This data set cannot be accepted as an absolute test of the accuracy of the
findings (Murphy, Dingwall & Greatbach, 1998). Moreover, grounded theory involves
-itself with developing theory that represents the essence of what the participants
report. During data collection the theory is constantly evolving. Thus, the grounded
theory method using the cyclical process of constant comparative analysis and
theoretical sampling, alongside using the literature as data, ensures a process that
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encourages and supports analysing and checking the quality of the research and the
emerging theory (Eaves, 2001).

3.10 Results

3.10.1 Study sample
Twelve participants were recruited over a study period of six months; data collection
started in February 2005 and ended in September 2005. Of the 12 people recruited,
11 participants completed the study (see Table 2). One recruit was excluded
because she did not meet the study criteria; she did not have pain associated with a

leg ulcer.

Initial sampling was determined by the choice of the research situation. Thus, initially
any participants that had chronic leg ulceration with associated pain were recruited.
Most of the participants had venous aetiology and were female. This was to be
expected, as venous leg ulcers are more common in older age groups. There were
more women recruited, which was to be expected as chronic leg ulcers are more
common in women. Another factor that affected the sample was that not all study
sites responsible for recruiting paiticipants put patients forward. The majority did,
which allowed for a wide geographical representation of participants. However, one
study site did not make any further contact after the initial meeting. The researcher
acknowledged that this was in part due to that particular site being under a lot of
pressure. This site was under staffed and was situated in a very deprived area. It was
therefore of no surprise that the district nurses working in the site did not assist with
recruitment. One could suggest that it would have been impossible for the community
nurses not to have influenced the selection if they were controlling the selection of
participants put forward. The researcher acknowledges this but because of the
ethical considerations regarding data protection; it was not possible to gain direct
access to patients. This had to be considered to gain ethical approval therefore there
was no other way to recruit these patients.

All study participants were white Caucasian. The ages ranged from 68 years to 100
years, with a mean age of 81 years. The chronicity of the disease was varied.
However, most of the participants had chronic leg ulcers for at least 2 years with some
having had the leg ulcers for 20 years (mean 7 years).
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Table 2: Demographics of Study Participants
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3.10.2 Description of codes
Initial Coding -In the stage of initial coding 34 codes were identified (see Table 3).
During the data analysis, categories were identified and developed in terms of their
properties and dimensions through a process involving the generation of basic
categories.
Axial Codes - During this process seven central categories were identified (see
Table 3).
Codes fitted into one or more categories.
These categories were:
. Pain experienced.
i Loss of freedom.
i, Chronic pain sequelae.
iv. Pharmacological pain management.
V. Non-pharmacological pain management.
Vi. Patient attitudes and behaviour.
Vii. Healthcare professionals’ attitudes and management of pain.
Selective coding identified three central categories: the chronic pain condition, trying to

manage the pain and conflicting focus.



BA

62 # T#
=6 & ,
.o+ =
0 + $ % C N
>
H
01
/ +$2
+
$
c $
+
H E
+
H
G $
Cc
+
0
H
0.
% * ( - "2 3 ! .6
1 4 # 5
: : : : 9(#"(B(#< - 5
9(#"(9(#< 9(#"(9(I< 9(#"(9(9< : 9(#"(B(I<

o (#" (*(#< 23(#"(*(!<



90

3.10.3 The chronic pain condition (selective code 1)
This selective code had 3 codes, which are described below.

3.10.3.1 Pain experienced (axial code 1)
This axial code was generated from eight initial codes.

3.10.3.1.1 Initial pain sensations
The participants gave descriptions of their pain before and when the ulcer developed.
Some reported that it was the pain that led them to seek medical help. The severity of
the pain was often reported as different and some patients reported itching sensations.
(Participant no. 1) “I didn't go to the doctors at first because | thought | had
been bitten by something, but as soon as it started and | felt the pain | rang the
nurse”.

(Participant no. 4) “Once it started it hurt, it hurt then | thought you know, | went
to the doctors”.

(Participant no. 3) “The itching was just in the beginning’.

There was some report of the pain not being that bad initially, it was only once
treatment was commenced that it became painful.

(Participant no. 6) “It seemed to be alright when they dressed it, that night it

started to sting”.

(Participant no. 11) “It was treated then but oh the pain it was really, it was terrific.

| can't say it was ordinary it was really, really bad’.
There was a difference in the severity of the pain reported at the point of the
development of the ulcer. There was no obvious reason for this and it was not
possible to predict the severity at this point of the development of the leg ulcer.

Some described the severity as absolutely terrible and others described it as simply
irritating.

(Participaht no. 11) “Yes at the beginning absolutely terrible”.

(Participant no. 4) “Irritating, it was irritating and then became painful, it's more
than painful and has been since”.

The participants described the pain as a stinging or irritating pain;
(Participant no. 9) “A stinging pain, like a stinging pain”.

(Participant no. 4) “It was just irritating”.
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Some participants connected the severity of pain with the position of the developing
leg ulcer.

(Participant no. 10) “Well I got pain almost immediately; it's very noticeable if it
got anywhere near the bone. It immediately starts becoming worse the fleshy
parts not too bad but when it's near the bone. On the bone I've got two leg
ulcers one either side and one is a very small one and that’s a painful sod, but
the other ones not bad at all”.

There was some description of feeling the ulcer there even before it developed; there
was some evidence that patients could predict that an ulcer was about to develop

because of the sensations they were experiencing.

(Participant no. 12) I can feel them under the surface until they break down”.

3.10.3.1.2 Constant pain
(Participant no. 2) “Well it’s painful... | think painful all the time; it's like a sore
all the time”.

-

The participants predominantly reported that they had persistent pain, which may
have changed in nature but not necessarily in severity. Some described the pain as
coming and going but they reported experiencing some sort of pain all the time.

(Participant no. 8) “I've some sort of pain all the time, it can come and go”.

(Participant no. 10) “Then | get more constant you are aware of it, you feel it
coming through”.

Others described moments of relief but these were brief and soon the pain recurred.
(Participant no. 11) “It went off a bit and then came back again, it goes off for a
bit and I think oh that's lovely but then it came back”.

3.10.3.1.3 Neuropathic pain.
The participants often described their pain using neuropathic pain descriptors; some
would talk about their nerve pain.

(Participant no. 1) “No it’s a sharp it's um, it's an intense pain when it's really
bad it's very intense it's not sharp having said that sometimes when | am sitting
there with my foot up the pain will start it jumps”.

(Participant no. 2) “It gives me a kick it wakes me up sometimes”.

(Participant no. 4) “As I'm sitting now my toe, my toes it’s pricking”.
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Appendix 1 Pain terms and physiology

Acute Pain

Acute pain may be defined as an expected consequence of tissue injury; it is usually
_self-limiting and is relatively easy to treat. Acute pain is defined by the British Pain
Society as a short—term pain of less than twelve weeks duration (BPS, 2008). Acute
pain is sharp, immediate pain usually from an injury to the tissue although it can also
be caused by physiological malfunction or illness. Acute pain has an obvious cause
and its purpose is to warn of injury and/or damage (Nagy & Rice 2003).

Allodynia

Allodynia is pain due to a stimulus that does not normally cause pain and can be either
static or mechanical. Patients with lesions of the nervous system have allodynia and
describe pain associated with touch, light pressure or moderate cold or warmth
application. Allodynia is taken to apply to conditions which may give rise to
sensitizations of the skin, e.g‘;‘. sunburn, inflammation and trauma. The original modality
is normally non-painful, but the response is painful. In allodynia the stimulus mode and
the response mode differ, unlike the situation with hyperalgesia (IASP 2007). Allodynia
is a feature associated with painful conditions such as neuropathies, postherpetic
neuralgia, fibromyalgia, migraine and other chronic pain conditions.

Chronic Pain

Chronic pain is continuous, long term pain of more than 12 weeks or after the time that
healing would have been thought to have occurred in pain after trauma or surgery
(BPS, 2008). Chronic pain is defined by the international association of the study of
pain (IASP, 1986) and the American Geriatric Society (AGS, 2002) as a pain that has a
multidimensional phenomenon characterized by unpleasant sensory and emotional
experiences. Chronic pain is a state in which pain persists beyond the usual course of
an injury or acute disease, and is associated with actual or potential tissue damage
that continues for a prolonged period and that may or may not be associated with a
recognizable disease process (AGS, 2002; Gordon et al. 2005; IASP, 1986).

Central sensitization
Central sensitization describes the increased synaptic efficacy established in
somatosensory neurons in the dorsal horn of the spinal cord following intense

peripheral noxious stimuli, tissue injury or nerve damage. Sensitisation is an example
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of learning in which the progressive amplification of a response follows administration
of a stimulus (Bell et al. 1995). For example if an individual rubs their arm continuously
for a length of time, the arm will become warm and eventually painful. Pain is caused
by the amplified synaptic response of the peripheral nerves, with the purpose of
informing the individual that the repeated stimulus is damaging. This heightened
synaptic transmission leads to a reduction in pain threshold, an amplification of pain
‘responses and a spread of pain sensitivity to non-injured areas (Kohno, Moore &
Woolf, 2003).

Hyperalgesia

Hyperalgesia is an increased response to a normally painful stimulus and allodynia,
pain perceived in response to a normally innocuous stimulus. It is caused by platelet
activating factor (PAF) which comes about in an inflammatory or an allergic response.
It occurs via immune cells interacting with the peripheral nervous system and releasing
pain producing chemicals (cytokines and chemokines) (Marchand, Perretti &
McMahon, 2005). There is a biological role associated with this, in that it encourages
the individual to immobilize end protect the injured tissue from further trauma, allowing
the process of repair to occur (Nagy & Rice 2003). However, if the inflammation
becomes chronic, neurogenic changes can cause the hyperalgesia to become
neuropathic with associated central mechanisms (Treede ef al. 2004).

Integrated pain mechanisms

The pain experience has various components: affective, defensive and perceptive. To
explain why even with nociceptive activity there is not always pain and in some cases
without nociceptive activity there is pain, the system must be capable of interfering with
the “pathway”, thus there must be some form of modulation. The Gate Contro! Theory
proposes that activity in A-beta afferents inhibits dorsal horn neurons from responding
to A-delta and C-fibre inputs. Therefore, allowing pain to be relieved by stimulation of
the myelinated afferent fibres (Melzack & Wall 1965). Melzack and Wall (1965)
proposed that within the spinal cord, a physiological “gate” existed and, depending on
the degree of opening of this gate, nociceptive information was permitted or prevented
from ascending to the brain. The principle mediators of modulation are endogenous
opioid compounds.

The patients psychological state contributes significantly to complaints of pain and
suffering and is fundamental to the subjective nature of pain and how well it is
accepted (Gamsa, 1994). Until the development of the Gate Control Theory (Melzack
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& Wall, 1965) there was no theory that took into account the impact of psychological
effects on pain. Following on from the Gate control theory Melzack (1999) developed a
further theory known as the neuromatrix. Melzack proposed that a genetically built in
matrix of neurons for the whole body produces characteristic nerve-impulse patterns
for the body and the myriad somatosensory qualities felt by an individual. This matrix
has been termed the “neuromatrix”. Melzack suggests that the spatial distribution and
synaptic links are initially determined genetically and are later sculpted by sensory
inputs. The cyclical processing and synthesis of nerve impulses results in a
characteristic “neurosignature” for a particular individual that is determined by a
combination of genetic and sensory influences. The neuromatrix theory incorporates
many of the same elements of the gate control theory. The neuromatrix theory of pain
recognizes the simultaneous convergence of a myriad of influences such as past
experiences, cultural factors, emotional state, cognitive input, stress regulatiqn and
immune systems as well as immediate sensory input.

The Neuromatrix and Gate Control Theory have the ability to integrate psychological,
behavioural and physiological elements. They allow for an explanation of pain
phenomena, which has both psychological and physical components. Pain is a highly
personal experience that results from both the invasiveness of the painful stimulus and
how that stimulus is modulated by factors both external and internal to the individual
(Stevens, Watt-Watson & Gibbins, 2003). Melzack and Dennis (1978) state that painful
stimuli enter an already active nervous system that is a substrate of past experience,
culture, anticipation, and emotions. As a result there is no one standard response to
any painful stimulus and the same pain relieving intervention may not be effective for
all patients or even for the same patient over time. Furthermore, with this theory in
mind it would not be possible to determine pain intensity using leg ulicer size and type.

Neuropathic pain

Neuropathic pain is initiated or caused by a primary lesion or dysfunction in the
peripheral or central nervous system. An example of neuropathic pain would be pain
caused by shingles, or an amputation or spinal cord trauma. Neuropathic pain can be
associated with acute nociceptive pain. However, neuropathic pain is also likely to
last longer than acute nociceptive pain because it is more difficult to treat and is
associated with conditions that have a longer time scale and/or that are chronic (Attal
et al. 2006; Dworkin, Backonja & Rowbotham, 2003; Finnerup, Otto & McQuay,
2005). Examples of these conditions include shingles, diabetes, and central pain
associated with stroke and multiple sclerosis’. Therefore, ne‘uropathic pain is most
likely to be associated with chronic conditions and chronic pain (McDermott, 2006).
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Neuropathic pain is the label given to pain syndromes thought to be a secondary
response from pathophysiologic changes in the peripheral or central nervous system.
It is now widely accepted that central mechanisms contribute to the painful
consequences of disease that are clearly initially limited to the periphery. The pain
associated with neuropathic mechanisms is often described as a continuous burning
pain, or spontaneous lancinating or electrical pain (Gracely & Kwilosz, 1988;
Rasmussen et al. 2004; Bennett, 2006).

Nociceptive pain

It is proposed that cutaneous receptors responding selectively to tissue-damaging
(noxious) stimuli should be described as nociceptors (Beaulieu & Rice 2003). A chain
of events is started once a noxious stimulus has been applied to the skin: this chain of
events usually results in pain. Before an individual feels the noxious stimulation as
pain, a series of complex electrical and chemical actions will take place. There are two
types of primary afferent fibres involved in nociception: A-delta and C-fibres. The
principle functions of the primary afferent neurons are stimulus transduction and
transmission of encoded stimulus information to the central nervous system (CNS).
These processes explain the consequences of noxious stimuli, associated with tissue
damage. However, they do not offer an explanation in the mechanisms associated with
chronic pain e.g. associated with chronic illness or post surgery. Chronic wounds
become chronic because the wound does not follow the normal wound healing
trajectory associated with acute wounds. Chronic wounds remain in the inflammatory
phase for too long (Snyder 2005). The inflammation stage is the second stage of
wound healing which presents with erythema, swelling, warmth and often pain. Chronic
wounds may never heal or may take years to do so (Augustin & Maier 2003). The two
components associated with chronic pain are ihﬂammation and peripheral nerve
damage. The tissue injury is generally followed by an inflammatory response; this will
result from the action of both inflammatory cells and C polymodal nociceptors. It is the
nociceptors that are responsible for the release of substance P, as well as serotonin,
histamine, acetyicholine, and bradykinin (“inflammatory soup”). Their job is to activate
and sensitise other noéiceptors. Thus, this generation of complex chemical signals
alters the transduction properties of nociceptors to enable them to be activated by low
intensity stimuli. This pain is still nociceptor mediated but can be generated by low
intensity or innocuous stimuli thus, creating hyperalgesia. ;

As part of the inflammation process the spinal cord neurons display an increase in
excitability, particularly those in the dorsal horn (Doubell, Mannion & Woo 1999). With
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this process there are three main changes in the physiological features of the dorsal
horn neurons, a reduction in activation threshold, an increased responsiveness and an
expansion of receptive field (a larger receptive area). As a consequence of cellular
post-translational and transcriptional changes the spinal cord neurones have an
increased probability of action potential. This creates an enhanced input to higher
centres. Chronic inflammation with nociceptive pain may be the source of constant
| pain. Secondary neural changes that lead to chronic nociceptive pain may also be
caused by tissue injury.
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What happens to you if you decide to take part in this study?

Your community nurse will take your contact details these will be sent to the researcher,
who will then contact you.

If you wish to volunteer to take part in this study you will be required to sign an informed
consent form, the researcher will carry out consent before undertaking the interview.
Three copies will be signed, one kept by you, one copy kept in patient notes and the
researcher will keep one copy.

A time and date suitable to you will be arranged with the researcher for an interview to be
carried out in your home.

The interview will involve the researcher asking you questions about your pain and how
you deal with it.

The interview will last between 30-60 minutes and no more than an hour, this will depend

on how much you would like to tell us.

Your input is extremely valuable, however at any point you are free to withdraw from the
study with no explanation necessary if you wish,

».

What happens if you decide not to take part?

It is entitely your choice whether or not you wish to take part in this study; your on-going

treatment for your leg ulcer will not be affected in any way by your decision.

What will happen to the information gained about you?

You will be issued with a patient identification number for the study; this is to protect your
confidentiality.

The interview will be audio-recorded. The recordings will then be typed up as transcripts
and used to identify themes and theories important to this topic. The transcripts will not
have any names attached to them, to retain confidentiality.

All information will be stored securely at The University of Leeds and only the Chief
researcher and the supervisors Professor Jose Closs and Dr Michelle Briggs will have

access to it
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&7 Please tick which box you think is the correct answer to the following statements
5. Pain associated with leg ulcers can be described as
O Chronic O Acute 0 Chronic & Acute O Unsure
Other(please SPECIY).....ccucrivir ittt e et e s rarareenaerernenneessrenennsnnsns

6. Leg ulcer pain may be neuropathic as well as nociceptive. O True O False [3 Unsure
7. Pain severity is directly proportional to the amount of tissue involvement.
O True O False O Unsure
8. Pain in these patients is a good sign as it indicates:
Sensation O True O False O Unsure
Healing [ True O False OJ Unsure
Infection O True O False I Unsure

9. Patients report of pain intensity (e.g. mild, moderate, severe) can help in diagnosing
type of leg ulcer. O True O False O Unsure

10. Patients report of pain triggers e.g. elevating legs, standing and pain at night can
help in diagnosing type of leg ulcer.

0 True O False [J Unsure

11. Compression bandaging may cause or worsen pain.
O In all patients I In some patients [ In no patients
If you have ticked in all or some patients why do you think it causes or worsens pain?

............................................................................................................................
...........................................................................................................................

12. Leg ulcer pain may lead to (you may tick more than one)
O Insomnia O Depression O Loss of mobility [J Pain at night
O Suicidal ideation O Social isolation O Desire for amputation of affected limb

Confidential questionnaire
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16. How do you assess pain?
17. Do you measure and document pain:

0 On every visit
O Never

18. For pain at dressing changes do you use:

Analgesia before dressing change
Extra analgesics post dressing change

Non-pharmécological techniques
(E.g. TENS, relaxation, distraction etc.)

Gentle dressing technique

Other-please specify

...............................................................................................

19. Do you recommend the use of 0 Always O Sometimes [J Never

non-pharmacological methods of
pain management to patients in
this group?

20. If always or sometimes, what non-phqrmacological pain management methods
do you recommend for use in this patient group?

.

------------------------------------------------------------------------------------------------------------------------

.........................................................................................................................

........................................................................................................................

.............................................

Confidential questionnaire

[ On admission to community nurse team
O Only if the patient reports pain

Always Sometimes Never

a
0

0
0

O
0
O

]
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Appendix 11 Job descriptions

A brief job description for each job is as follows;

Community matron - is affiliated to a GPs surgery and will be responsible for policy,
best practice and management at a strategic level. They do not have their own
caseload of patients. They cover several community nurse teams.

Nurse specialist — is a nurse specialist who has patients’ referred to them that require
'specialist treatment. They will have their own caseload of patients. They provide
education and training in their speciality and will be involved in protocol development.
They cover several community nurse teams.

Case load holder — is a district nurse with a district nurse qualification. They are
responsible for their community nurse team and allocate patients from their caseload to
members of their team.

Senior staff nurse — does not necessarily have a district nurse qualification. They
work at higher level than the staff nurses and are allocated the more complex patients.
They do not have their own caseload.

Staff nurse — does not necessarily have a district nurse qualification. They will work
within their ability to managé\‘patients allocated to them by the caseload holder.
Enrolled nurse — nurses do not work as enrolled nurses anymore, they either
undertake further training to allow them to register as Level 1 nurses with the NMC. If
this is not undertaken they work as healthcare assistants.

Healthcare assistant — Is not a qualified nurse and has no professional accountability.
They work as assistants to the qualified nurses.
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