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Abstract 

 

An investigation into the prevalence of lymphoedema and its effect on daily living 

and quality of life in a remote and rural area in the far north of Scotland. 

 

 

Background to the study: The long term maintenance of lymphoedema depends on a 

daily regime of these physical therapies, which lend themselves to self-management by 

those with the condition (Lymphoedema Framework, 2006). It has been widely 

recognised in the literature for many years, e.g. Rose et al (1991) to Fu (2010), that 

achieving a reduction in volume of the lymphoedema and ensuring the ongoing 

maintenance of the condition is dependent upon knowledgeable healthcare professionals 

and patients, who are aware of the importance of self care and self management in the 

long term maintenance of the condition.  

 

The challenges for effective lymphoedema management may be exacerbated when the 

person lives in a very remote and rural area. It has been recognised by policymakers that 

sparsely populated and geographically remote areas need different healthcare solutions 

as many of the healthcare policies designed for urban areas are not applicable or 

sustainable in these areas (British Medical Association, 2005).  Estimating the 

prevalence of the condition and considering the experience of a sample of people with 

lymphoedema who live in a very remote and rural area will contribute to the knowledge 

of the requirements for a lymphoedema service to be effective in such an area. 

 

Aims: To estimate the prevalence of lymphoedema / chronic oedema and to investigate 

the characteristics of the condition in a very remote and rural area of Scotland and to 

explore the experience of a sample of people living with the condition in that area. 

 

Methods: A mixed methods research strategy was used. An initial survey of GP 

practices was undertaken to estimate the prevalence of lymphoedema / chronic oedema 
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and to generate a sample for the other two stages of the study. A postal questionnaire 

was used to collect quantitative and qualitative information from the initial sample, and 

to generate a smaller sample to participate in individual semi-structured qualitative 

interviews exploring the experience of living with and self-managing lymphoedema / 

chronic oedema in a very remote and rural area in the north of Scotland. 

 

Results: The estimated prevalence rate, based on GP report, was higher than that noted 

in prevalence studies in large urban areas.  

 

Based on questionnaire responses, 53% of participants stated their lymphoedema made 

no difference to how they felt about themselves. However, interviews revealed that 

frustration and anger was present despite acceptance of the situation; in particular, lack 

of information and effective treatment was a source of frustration.  

 

Many of the sample effectively self-managed their condition, based on their own 

commonsense experience. However, this resort to commonsense measures seemed to be 

as result of an apparent lack of awareness and intervention from health care 

professionals.  

 

Conclusions: The findings suggest that early recognition and even minimal support 

from a knowledgeable source at that early stage could help to maintain the 

lymphoedema and reduce the need for specialist treatments. Suggestions for the ways of 

improving early recognition of the condition and access to self-management support in 

a very remote and rural area are offered. 
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Statement of aims of the research 

 

The aim of the study was to consider three main research questions:  

 What is the prevalence of lymphoedema in northernmost community health 

partnership in mainland Scotland?  

 

 What are the characteristics of the condition in that area? 

 

 What is the experience of the diagnosis, management and everyday life from the 

perspective of a sample of people with lymphoedema living in that very remote 

and rural area? 
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Chapter 1  

1.1 Introduction 

The purpose of this chapter is to provide an overview of the study as a whole. The 

chapter begins by outlining the context in which the study was conducted.  The study 

rationale is then briefly stated, before the study aims and research questions are 

discussed.  This is followed by a description of the features of the three stages of the 

study. Challenges arising from the chosen research design are considered. The chapter 

ends with an outline of the other four chapters that make up the study. 

 

1.2 Lymphoedema 

Lymphoedema is an incurable, chronic condition that is characterised by non-pitting, 

persistent swelling caused by an incompetent or damaged lymphatic system (Foldi et al, 

2003). The resulting accumulation of waste products in the tissues causes a chronic 

inflammatory response which can lead to skin and tissue damage if the condition is not 

managed effectively. Although the swelling usually affects a limb, it may also affect the 

adjacent area of the trunk. Other areas, such as the head and neck, breast and genitalia, 

may also be affected.   

 

Even mild lymphoedema, with an increase in size of less than 10% compared to the 

„normal‟ limb can cause tightness, heaviness and discomfort. Severe lymphoedema, 

when a limb can be more than twice the size of the „normal‟ limb and gross skin 

thickening, can greatly limit mobility, ability to work and affect the person‟s body 

image. This swelling has been demonstrated to have adverse effects on the person‟s 

physical and psychosocial well-being; in their studies, both de Godoy et al (2002) and 
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Moffat et al (2003) noted clear deficits amongst those with lymphoedema across most 

of the subscales of Short-Form-36 (SF-36) Health Survey.  

 

Lymphoedema may be classified as primary, resulting from congenital abnormality of 

the lymphatic system, or secondary, resulting from damage to the lymphatic system. 

The damage causing secondary lymphoedema may be due to trauma and tissue damage, 

malignant disease and associated treatment, venous disease, infection, inflammation, 

endocrine disease, self harm or immobility and associated limb dependency. Persons 

with the condition, therefore, may be referred to any one of a number of specialities for 

assessment and management, e.g. oncology, vascular medicine, dermatology, 

rehabilitation medicine and paediatrics. This fragmentation of referral and management, 

coupled with the lack of evidence for optimal management of lymphoedema 

(Lymphoedema Framework, 2006) and the lack of knowledge about the condition 

amongst healthcare professionals (Morgan et al, 2005),  can contribute to a delay in 

referral and sub-optimal management. 

 

Lymphoedema may be effectively reduced and maintained with the use of a 

combination of therapies based on scrupulous skin care, compression, massage and 

exercise (Lymphoedema Framework, 2006). Thus, the long term maintenance of control 

depends on a daily regime of these physical therapies, which lend themselves to self-

management by those with the condition. However, these skin care and exercise regimes 

can be time-consuming, compression garments can be uncomfortable if they are not 

fitted correctly and bandaging can be difficult with one hand, if it is the arm which is 

affected. All these factors highlight the importance of holistic assessment and ongoing 

support to encourage the maintenance of self-management regimes. 
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The World Health Organisation (WHO, 2010) estimate that, worldwide, lymphoedema 

affects one in 30 persons, with more than 120 million people being affected by 

filiarasis. Epidemiological information regarding the incidence and prevalence of 

lymphoedema across the UK is not robust. The many referral and management 

pathways compound the difficulty of collecting reliable statistics. In their 

epidemiological study in South West (SW) London, Moffat et al (2003) noted a 

prevalence of 1.33 per 1000 population. It is this prevalence rate that has been widely 

accepted as the basis for the development of lymphoedema services, despite being 

acknowledged within the study as an under-estimate of the true scale of the problem. 

The study by Moffat et al (2003) was carried out in a large city; it is unknown whether 

the prevalence of lymphoedema is different in remote and rural areas in developed 

countries, such as the far north of Scotland.  There is no reliable estimate of the 

prevalence of lymphoedema within the North Highland Community Health Partnership 

(the health provider for geographical area of the study, in the far north of mainland 

Scotland) or NHS Highland, the Health Board with overall responsibility for the 

provision of health services across the north of Scotland. 

 

The assumption made by many healthcare professionals in developed Western countries 

is that cancer treatments are the principal cause of lymphoedema. Research evidence 

demonstrates that this is not the case, e.g. Moffat et al (2003) noted that only 25% of 

those interviewed in their study had lymphoedema secondary to cancer and cancer-

related treatment. Historically, however, lymphoedema management services in the UK 

have tended to be centralised and attached to oncology units and hospices, effectively 

making these services unavailable to those with non cancer-related lymphoedema 
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(Hardy, 2006). Moffat et al (2003) noted that, even in SW London, only 63% of those 

identified as having lymphoedema were receiving treatment.  

 

In the UK, it has been recognised for a number of years that the availability of effective 

services for the management of lymphoedema are neither geographically equitable nor 

easily accessible for persons with lymphoedema, regardless of cause. Within NHS 

Highland, of which the study area is a part, services have developed in an unsystematic 

ad hoc basis, resulting in understaffed clinics serving pockets of population in a large 

and remote geographical area. The delivery of effective, equitable services in remote 

and rural areas has been the subject of considerable discussion over the last decade, 

culminating in the report of the Scottish Government‟s Remote and Rural Steering 

Group (2008b). It is possible that this report could inform the development of an 

effective service offering improved support to those with lymphoedema. Drawing 

together other recent Scottish Government Health Department policy documents, such 

the Kerr Report (SEHD, 2005) and the Review of Nursing in the Community (SEHD, 

2006), the report advocates the development of extended primary care and community 

care teams skilled in clinical and risk assessment and in supporting individuals to self-

manage their long term conditions.  

 

The literature highlights that achieving a reduction in volume of the lymphoedema and 

ensuring the ongoing maintenance of the condition is dependent upon knowledgeable 

healthcare professionals and patients, who are aware of the importance of self care and 

self management in the long term maintenance of the condition. Awareness of risk, 

preventative measures and the early treatment of the condition can make this a reality, 
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reducing the requirement for specialist healthcare interventions that are time-consuming 

and costly to provide. As a chronic condition with a hierarchy of management levels 

from prevention to specialist management, lymphoedema fits well into the long term 

conditions framework. This framework encourages self care and self management, with 

patients being empowered and supported by knowledgeable health professionals. 

However, in his investigation into the knowledge of community nurses regarding the 

management of lymphoedema, Morgan et al (2005) found that 96% of his sample rated 

their knowledge of lymphoedema as only adequate or poor. He also noted that many of 

the professionals in his sample felt a lack of clarity in their role in the management of 

lymphoedema. Unfortunately in a health service environment encouraged to practise 

evidence-based care, there is a lack of robust evidence for the efficacy of treatments for 

lymphoedema; this does not help the development of either services or healthcare 

professionals‟ knowledge of the condition.  

 

As already suggested, there are difficulties in ensuring the delivery of equitable health 

services in remote and rural areas. These difficulties are compounded in conditions such 

as lymphoedema when specialist management is required in severe cases but when the 

condition can be due to a wide range of causes, meaning that patients may be treated by 

any one of a number of specialisms, e.g. oncology, vascular, dermatology. It is possible 

that innovative use of staffing and technology, together with the development of a 

lymphoedema pathway may help to resolve some of these difficulties. Consideration of 

the provision of other health services in remote and rural areas may also assist in the 

design of an effective service in the area. 
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1.3 Study rationale 

As a lymphoedema specialist practitioner working in a remote and rural area, the 

researcher has a particular interest in the experience of people living with lymphoedema 

in such an area and in how they self-manage their condition. This interest arose from the 

observation that a considerable number of people were noted to be actively out and 

about in the community, seemingly getting on with their life despite having 

lymphoedema that was obvious to the practitioner. In contrast, the number of people 

with lymphoedema noted by the practitioner to be attending outpatient clinics or being 

admitted with cellulitis at the district general hospital was relatively few; a situation that 

suggested that a sizeable proportion of the total number of people with lymphoedema 

were managing the condition effectively without the need for specialist supervision. 

These observations raised questions about the true prevalence of lymphoedema within 

in the geographical area, how those people living with the condition do self manage and 

whether it is possible to improve their experience of the condition.    

 

The earlier discussion highlighted some of the challenges for effective lymphoedema 

management. Principal amongst these for the development of services is the lack of 

reliable evidence concerning the prevalence or frequency of the condition, particularly 

within a remote and rural area. The rate of cancer within NHS Highland is over 1660 

new cases per year (NHS Highland, 2005) with a projected increase of 2.4% per year 

(Information Statistics Division, NHS Scotland, 2010), due primarily to the ageing 

population and improvements in diagnosis (SGHD, 2008a). It has been demonstrated 

that the prevalence of lymphoedema increases with age (Moffat et al, 2003); as the 

population in the area is ageing, it is reasonable to assume that the prevalence of 

lymphoedema within the area will increase over time. Comparing the findings of this 
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study with published data of other studies will add to the knowledge of the prevalence 

of lymphoedema in different settings.  

 

It has been recognised by policymakers that sparsely populated and geographically 

remote areas need different healthcare solutions as many of the healthcare policies 

designed for urban areas are not applicable or sustainable in these areas (British Medical 

Association, 2005). However, it is difficult for a case to be made for service 

development without evidence of need based on an indication of both the prevalence 

and the effects of the condition. Considering the experience of a sample of people with 

lymphoedema who live in a very remote and rural area will contribute to the knowledge 

of the requirements for a lymphoedema service to be effective in such an area.  

 

1.4 Description of the study area  

The study was carried out in the northernmost community health partnership (CHP) on 

mainland Scotland. The map in figure 1 shows the geographical area of this North 

Highland CHP (NHCHP), one of four CHPs within NHS Highland. This is one of the 

14 regional health boards within NHS Scotland. The health board covers an area of 

33,028 sq km (12,507 square miles) which represents approximately 41% of the land 

mass of Scotland, and provides health services for approximately 310,000 people, 6% of 

the total population of Scotland (NHS Highland, 2009). The total health board area 

includes the following areas on the map (Figure 1): Highland, Argyll and the Isles of 

Skye, Canna, Mull and Islay. 

 

North Highland CHP, the study area, is one of the most sparsely populated areas in the 

UK with a population of approximately 39,000 and covering an area of 7,882 sq km 
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(NHS Highland, 2009). The geographical location of the area in relation to the rest of 

Scotland is shown in Figure 1. Although the area contains outstanding landscapes and 

natural features, these present a number of challenges to the delivery of health services 

– difficult terrain, limited internal transport and communications infrastructure. A 

further challenge arises from the sparse population which limits the number of people 

available in the area to provide health and social care. In addition, the population is 

rapidly ageing, hastened by the out-migration of the young to find employment and the 

in-migration of older people looking for a better lifestyle (Fleming, 2005). As can be 

noted from Figure 1, the main areas of population are around the coastal margins of the 

geographical area with the central portion being very sparsely populated, reflecting the 

difficult terrain of hills and peatlands. Although the road infrastructure is slowly 

improving around the coast, there remain many miles of single track road which adds to 

the isolation of the central, northern and western parts of the area. All these factors 

affect the sustainability of health services in the area. 

 

 

Figure 1: Study area in relation to Scotland. 
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The Community Health Partnerships are responsible for the provision of health services 

within a defined geographical area, i.e. they are the operational arm of the regional 

health boards. They were established in 2004 across the NHS in Scotland. In addition to 

the co-ordination of the planning, development and provision of health services in the 

area, the CHPs are responsible for supporting health improvement in their communities, 

and also for involving local communities in decisions that affect the planning and 

delivery of health care and health services in the area. North Highland CHP is directly 

responsible for providing a wide range of acute and community based services, 

including a district general hospital, community hospitals, community nurses, midwives 

and health visitors, rehabilitation therapy teams and a range of specialist practitioners.  

 

Within North Highland CHP primary health care is provided by 17 GP practices with 

practice populations varying between 300 and 7,500 registered patients. Secondary 

health care within the CHP comprises a district general hospital in the north-east corner 

and three community hospitals, one in the north-east and two in the south-east of the 

area.  

 

With regard to health care support for people with lymphoedema, there is a paucity of 

specific lymphoedema services which reflects the situation throughout the health board 

area. In NHCHP, there is one specialist practitioner in the north-east, Caithness, and one 

key worker in the south east of the area, east Sutherland. The practitioners are 

Macmillan clinical nurse specialists in these geographical areas with the management of 

lymphoedema being only a small part of their roles, the total time available being 

approximately 0.1 whole time equivalent post. The key worker holds a bi-monthly 
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clinic supporting primarily those with mild to moderate cancer-related lymphoedema, 

and also offers support for people with lymphoedema in advanced disease. The 

specialist practitioner, who is the researcher in this study, is able to offer a more 

comprehensive service in Caithness; in addition to a monthly clinic supporting people 

with lymphoedema at all stages, manual lymphatic drainage and multi-layer 

lymphoedema bandaging can be available for those with severe or complex 

lymphoedema but this is dependent on her total workload. The specialist practitioner 

runs a course of exercise classes based on the Le Bed method three times a year, which 

are open to anyone with lymphoedema, a cancer diagnosis or any other long term 

condition; in addition to encouraging exercise in a safe environment these classes can be 

valuable source of informal peer support. Liaison with other healthcare professionals is 

an important part of the specialist practitioner role, in particular with supporting the 

community nurses to adapt their bandaging techniques for the management of leg ulcers 

in the presence of chronic oedema.  

 

1.5 Defining remote and rural 

The term rural can be defined as „relating to the countryside‟, providing a distinction 

between town and country, whilst remote means „located far away‟ (Chambers 

Dictionary, 1999). Both terms are very general in their meaning, providing a description 

of the study area rather than a helpful definition of the characteristics of the area.  

 

There are many differing classification systems that have been developed to define 

rurality based on sociodemographic indicators, such as population density, economic 

activity and environmental and demographic characteristics (Wakerman, 2004). 

Similarly, remoteness may be defined in terms of environmental factors that affect 
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access to services or simply by physical remoteness from population centers. Most 

countries with a sparse population distributed over a wide geographical area have 

developed their own urban / rural classification system; unfortunately this can limit the 

comparison of data between studies carried out in different countries. 

 

For the purpose of this study, the Scottish Government‟s urban / rural classification 

system (Scottish Government, 2008) was adopted, as it is an officially recognized 

classification which fits with other datasets. This classification system uses population 

density and accessibility based on drive time analysis to differentiate between accessible 

and remote areas in Scotland, making it easy to apply.  However, there is a lack of 

continuity over time with the classification of areas altering with population changes. 

This is demonstrated by the minor changes in classification that have been recorded 

around the periphery of urban areas in the ongoing updates of the document (Scottish 

Government, 2008 and 2010); it is suggested that the very remote and rural nature of the 

study area make it highly unlikely that this type of inconsistency would affect the study 

area. There is a lack of consistency of urban / rural classification between the devolved 

areas in the UK, with separate definitions of rurality in each of the devolved nations 

having been in use for several years. This causes difficulty in making direct 

comparisons with the rest of the UK. The class descriptions used in the 8-fold 

classification system are shown in Table 1 overleaf. 

 

With exception of two „very remote small towns‟, each with a population of less than 

7,000, the entire study area is defined as a „very remote rural area‟. Although this 

definition realistically describes the study area, it is based on drive times of more than 

60 minutes to settlements of 10,000 or more people. These drive times are based on 
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average travel speeds with each class of roads having an assigned speed (A roads = 

40mph, B roads = 34mph while unclassified roads = 25mph). It is noteworthy that even 

in good weather the drive time from large parts of the study area to Inverness, the 

nearest settlement with more than 10,000 people, is considerably more than 120 

minutes; in winter many of the smaller roads can be closed for several days. Inverness is 

the administrative centre for both the Highland Council, which is responsible for local 

authority services, and NHS Highland, which is responsible for health services. 

 

Table 1: Summary of the Scottish Government 8-fold urban / rural classification system. 

Class Name Description 

Large urban areas Settlements of over 125,000 people. 

Other urban areas  Settlements of 10,000 to 125,000 people. 

Accessible small towns Settlements of between 3,000 and 10,000 people, and 

within a 30 minute drive time of a Settlement of 10,000 or 

more. 

Remote small towns Settlements of between 3,000 and 10,000 people, and with 

a drive time between 30 and 60 minutes to a Settlement of 

10,000 or more. 

Very remote small towns Settlements of between 3,000 and 10,000 people, and with 

a drive time of over 60 minutes to a Settlement of 10,000 

or more. 

Accessible rural Areas with a population of less than 3,000 people, and 

within a drive time of 30 minutes to a Settlement of 10,000 

or more. 

Remote rural Areas with a population of less than 3,000 people, and 

with a drive time of between 30 and 60 minutes to a 

Settlement of 10,000 or more. 

Very remote rural Areas with a population of less than 3,000 people, and 

with a drive time of over 60 minutes to a Settlement of 

10,000 or more. 

 

 

A representative example of the effect of this remoteness is a travel time of considerably 

more than two hours each way along poor roads to attend a ten minute specialist 
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outpatient appointment at the main hospital in the area. For much of the area, public 

transport is very limited; even from the small towns in the north-east of the area the bus 

takes over three hours to complete the journey whilst the train takes over four hours.  

 

1.6 Rural health services 

Ensuring that people in remote and rural areas have access to well-trained health 

workers is a global challenge. In 2006, the WHO estimated that, globally, half of the 

population lives in rural areas but they are served by less than a quarter of all doctors 

and less than a third of all nurses (WHO, 2006).  

 

Over the last decade there has been growing recognition that the challenges of providing 

effective and sustainable health services in remote and rural areas can only be met by 

configuring services in a different way to those in urban areas (SEHD, 2005; Godden et 

al, 2007, SGHD, 2008b). Health services in remote and rural areas easily become 

dependent on the commitment of a single professional with little work / life balance. In 

addition, professional isolation and skills decay can arise due to difficulty in accessing 

education, particularly remote and rural specific education. Personal experience of 

working in such an area has demonstrated that factors such as difficult terrain with 

isolated pockets of population, poor transport infrastructure, an ageing population all 

increase these challenges.  

 

In the Scottish Government report Delivering for Remote and Rural Healthcare (SGHD, 

2008), the need is stressed for a model of care that encourages self care, values 

anticipatory care rather than reactive care and moves the balance of care to locally based 
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multidisciplinary teams. This is a model of care that supports the long term conditions 

framework, and could effectively support individuals with lymphoedema.  

 

1.7 Aims & Research Questions 

The aim of the study was to add to the knowledge concerning the experience of living 

with lymphoedema by estimating the prevalence of lymphoedema in an area classified 

as being very remote and rural and by describing the characteristics of and the 

experience of living with lymphoedema from the perspective of a sample of persons 

with the condition who live in the study area. 

 

There were three research questions: 

 What is the prevalence of lymphoedema in northernmost community health 

partnership in mainland Scotland? 

 

 What are the characteristics of the condition in that area? 

 

 What is the experience of the diagnosis, management and everyday life from the 

perspective of a sample of people with lymphoedema living in that very remote 

and rural area? 

 

1.8 Study outline 

The data were collected in three stages, each providing the sample for the following 

stage, as Figure 2 overleaf illustrates. 
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Figure 2: The stages of the study. 

Literature review and ethics 

application 

Stage one: GP survey  

Purpose: to estimate prevalence of lymphoedema.  

17 practices mailed study information and questionnaire to all 

patients meeting study criteria (92) 

Stage two: Patient survey 

 Purpose: to explore the characteristics of the lymphoedema 

of a sample of patients. 

Patient self completion questionnaire (49 returned). Consent 

form included to recruit sample for stage three (33 returned).  

Stage three: Interviews 

Purpose: to explore the experience of living with 

lymphoedema. 

10 semi-structured interviews 

Transcription of audio-recorded interviews 

Analysis of quantitative data using Excel, thematic analysis of 

qualitative data  

Writing of data report and 

discussion 
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The study was an example of mixed methods research; the initial stage collecting only 

quantitative data, the second a combination of quantitative and qualitative data whilst 

the final stage collected qualitative information only. Mixed methods research is 

common in health service research in the UK (Bowling 2009), as the resultant data from 

each stage can complement and enhance the other, allowing a deeper understanding of 

the area of study. 

 

The choice of postal questionnaires to collect data in the first two stages of the study 

was a pragmatic decision. Despite the potential for a low response rate to the 

questionnaires, it provided a relatively cost-effective means of accessing potential 

participants over a wide, sparsely populated geographical area.  

 

1.9 Challenges 

The major challenge to this study was that of estimating the prevalence of a condition 

that is frequently unidentified and untreated by healthcare professionals until a crisis, 

such as cellulitis or leg ulcer, occurs. The lack of knowledge about the condition 

amongst healthcare professionals highlighted by Morgan et al (2005) can lead to 

persons bringing the early signs of lymphoedema to the attention of their GP but 

receiving no appropriate advice or treatment. It is debateable as to whether these 

persons should be identified to the study. However, in reality, it is probable that only 

those with severe and complicated lymphoedema, those with cancer-related 

lymphoedema or those who insist on being referred to a specialist service will be 

recalled by the healthcare professionals. It is acknowledged, therefore, that relying on 

the collective memory of primary healthcare teams to identify patients who meet the 
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study criteria is likely to underestimate the prevalence of lymphoedema and produce a 

sample biased towards those with severe and / or complicated lymphoedema. 

 

The simple fact of the geography of the area, with the distances to be travelled 

increasing the time involved in carrying out face to face interviews, presents an 

additional challenge to a lone researcher; whilst the small pool of potential participants 

is a possible source of concern in regard to the confidentiality in reporting the results.   

 

A further challenge is the potential for conflict between the dual roles of practitioner 

and researcher. The researcher‟s name is recognised in the north of the CHP as that of a 

healthcare professional involved in the support of people with cancer; it is possible that 

this will bias the sample towards those with cancer-related lymphoedema as those with 

non-cancer-related lymphoedema may feel that the study is not relevant for them. In 

addition, the researcher will be known to many of the potential sample directly through 

their referral to the lymphoedema clinic; representing a further source of bias, both in 

participation in the study and in the answers provided.  However, being a recognised 

healthcare professional may be of benefit in encouraging participation from members of 

the primary care teams. This relationship with the population in the area and the 

researcher‟s role as a specialist practitioner creates the challenge of maintaining the 

objectivity of the study.  
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1.10 Outline of the chapters 

Chapter 2: Literature review 

The literature review provides a background to the study, focusing on three main areas 

of interest. Following a consideration of the condition of lymphoedema, its management 

and some of the challenges in providing this, the long term conditions agenda is 

reviewed particularly focusing on self care and self management. The literature on 

managing chronic conditions and providing health services in remote and rural 

environments is then reviewed.  

 

Chapter 3: Research design and methods. 

Chapter 3 has two purposes. It provides a detailed account of the research methods 

utilised and the conduct of each quantitative and qualitative stage of the study. 

Secondly, it provides an overview of the theoretical perspectives adopted for the study 

as a whole.  The quality and ethical issues related to the conduct of the study are also 

discussed. 

 

Chapter 4: Findings of the study 

This chapter is divided into three sections; the findings of the prevalence survey are 

reported, followed by those from the questionnaire survey completed by people with 

lymphoedema identified by the GP practices. Finally, a summary of the qualitative 

interview findings are reported. Each section contains some commentary on the results, 

including comparison with other studies where appropriate. 
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Chapter 5: Discussion 

The first part of this chapter reviews the methodological approaches used in this study. 

This is followed by a discussion of the key findings and contributions to knowledge of 

this study.   

 

Whilst the research questions provided the focus for the study, the discussion includes a 

consideration of the relevance of the findings for people with this condition, for their 

GP practices, for health board planners and central policy for improving the quality of 

life of people with lymphoedema. Consideration is also given to how it may be possible 

to effectively and equitably meet the needs of persons with lymphoedema, and those at 

risk of developing it, across a sparsely populated remote and rural area. This question 

initially arose during the review of the literature concerning remote and rural health 

services, and that concerning self-management in lymphoedema. Although the study 

was not designed to address these additional questions, the literature review and the data 

collected gave rise to these questions and provided some insight into these areas. They 

are consequently explored and discussed in this study report.  

 

Chapter 6: Recommendations 

This chapter briefly summarises the study findings and offers suggestions for service 

development and further research into lymphoedema. 
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Chapter 2: Literature review 

2.1 Introduction  

Lymphoedema is a chronic long term condition that can have a considerable impact on 

the quality of life of those with the condition. This literature review seeks to provide a 

context for this study by providing an overview of the epidemiology, causes and 

treatment of lymphoedema. In addition, it presents a definition of the terms remote and 

rural, exploring some of the issues involved in managing conditions and providing 

services in such an area. 

 

2.1.1 Search method 

The main objective of the search was to identify relevant literature on lymphoedema. 

Multiple aspects of the condition were to be considered. In order to identify relevant 

subject headings and keywords related to lymphoedema, initial exploratory searches 

were carried out on bibliographic databases. These were accessed using the online NHS 

Knowledge Network, a central portal providing access to multiple biomedical, nursing 

and sociological databases, including Medline, CINAHL and the Cochrane Library 

(incorporating the Cochrane Database of Systematic Reviews). Nursing literature was 

also sought from the Royal College of Nursing Library. 

  

2.1.2 Search strategies 

Search strategies were developed and combinations of searches included the following 

keywords: lymphoedema, prevalence, self management, self care, service provision and 

long term conditions. Different keywords were identified for different bibliographic 
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databases. In addition to searches related specifically to the epidemiology, causes and 

treatment of lymphoedema, it was important to consider the setting of the study in a 

remote and rural area. In order to identify literature related to the provision of services 

and condition management in such an area, searches were made on the same databases 

using the keywords: service provision, chronic, long term conditions and remote and 

rural healthcare.  

 

To identify further „grey‟ literature related to lymphoedema, long term conditions and 

service provision, additional searches were undertaken on the websites and libraries of 

the UK parliament and those of the devolved administrations in Scotland, Wales and 

Northern Ireland. Thus the literature review combined information from biomedical 

databases and alternative „grey‟ sources. 

 

2.1.3 Inclusion criteria 

The literature was searched primarily for the ten years prior to the start of the study, i.e. 

1998. This timeframe was chosen as an initial 15 year search demonstrated a large 

increase in the literature on both lymphoedema and long-term condition management 

towards the end of the 1990s, with much of this developing the work undertaken in the 

previous decade. It was therefore decided that it was appropriate to focus on the more 

recent literature after 1998. All these sources were searched six monthly from 

September 2008 until January 2011. 
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The initial search result for lymphoedema identified over 2000 articles and abstracts. 

These were limited to just over 900 by combining search terms, as described above. 

Articles focusing on the treatment of lymphoedema, e.g. those detailing bandaging 

techniques and single case studies were excluded, as were any non-English language 

literature.  

 

The initial searches for chronic, long term conditions and remote and rural healthcare 

were limited to a similar amount of literature by combining the search terms. This was 

further limited by excluding non-English language literature and that concerned with 

healthcare in developing countries, i.e. the remote and rural literature was limited to that 

from developed Western countries such as Europe, Canada, Australia and USA 

 

2.1.4 Review process 

The remaining articles identified in the literature search were then assessed in relation to 

their relevance to the study area using a template form, Figure 3 overleaf. This form was 

based on a tool from a critical appraisal skills course undertaken by the researcher. 
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Title of study / 

review 

 

Author   

Journal / 

database 

 

Methodology  

 

 

Qualitative  

design  

 

yes         no 

Quantitative 

Design 

 

yes         no 

Review  

 

 

yes      no 

 

Meta-

analysis 

 

yes      no 

Description 

of method 

good         

poor 

 

Literature 

search & 

references 

Comprehensive: 

 yes          no  

Relevant: 

yes           no 

Study quality 

 

 

 

(e.g. epidemiological studies were assessed with consideration given to 

sample recruitment, sampling frame, methods of recruitment etc)  

Relevance to 

thesis 

 

 

 

Figure 3: Template form used to briefly assess articles from literature search. 

 

Articles thought to be relevant were retrieved electronically, assessed then relevant 

literature was obtained in hard copy. Hard copies were stored and organised by topic, 

e.g. self-management, rural health, lymphoedema. In addition, an evidence table was 

developed, comprising of the findings of the search for each of these categories, in order 

to provide a summary of the collected evidence, see Appendix 7 for an extract of the 

evidence table for self management. The tables were created as the literature was 
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collected and, together with the template form above, formed an effective means of 

filing and comparing the literature. With hindsight, the collected literature for each 

category should also have been grouped into sections, e.g. reviews, clinical trials and 

articles. 

 

2.2 Lymphoedema 

This section provides a review of lymphoedema literature, focusing on the causes of the 

condition and the available epidemiological information, in addition to the experience of 

living with lymphoedema, its‟ management and current service provision 

  

2.2.1 Definition and causes 

Foldi et al (2003) define lymphoedema as a “non-pitting persistent swelling caused by 

an incompetent or damaged lymphatic system failing to adequately transport excess 

water, protein and waste products away from the affected area”. This accumulation of 

waste products in the interstitial tissues leads to a chronic inflammatory response which 

causes skin and tissue damage, as well as progressive swelling. 

 

Moffat et al (2003) argue that all forms of oedema are due to an imbalance between 

capillary filtration and lymphatic drainage. As an increase in lymph drainage should 

compensate for any increase in capillary filtration from whatever cause, any long-

standing oedema implicates the lymphatic system even though this may not be the 
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primary cause. They, therefore, suggest that persistent oedema lasting for more than 

three months should be classified as having a lymphatic component.  

 

Lymphoedema may affect one or more limbs and may include the adjacent trunk. Other 

areas, such as the head and neck, breast and genitalia, may also be affected, either alone 

or in conjunction with limb swelling. Moffat et al (2003) noted in their prevalence study 

that the majority (83%) of people in the sample interviewed had lower limb oedema. 

Only a minority of those interviewed (25%) had lymphoedema secondary to cancer and 

cancer-related treatment.  

 

Lymphoedema may be classified as primary, resulting from congenital abnormality of 

the lymphatic system, or secondary, resulting from damage to the lymphatic system.  

Primary lymphoedema may be present from birth or may present later, typically at 

puberty or in the late 30s. The most common cause of primary lymphoedema is 

Milroy‟s disease, which occurs in 1 in 6000 births. Other examples of primary 

congenital lymphoedema tend to be rarer with a later onset and may be associated with 

other abnormalities. Keeley (2000) argues that many cases of late-onset primary 

lymphoedema could be more accurately classified as secondary lymphoedema due to 

acquired obstructive processes in the regional lymph nodes. In order to ascertain this, 

these cases would require to be investigated appropriately with lymphoscintography and 

/ or MRI scanning, both of which are rarely performed routinely for the diagnosis of 

lymphoedema. 
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The Lymphoedema Framework (2006) classifies the causes of secondary lymphoedema 

as trauma and tissue damage, malignant disease, venous disease, infection, 

inflammation, endocrine disease, self harm and immobility and dependency. Much 

trauma and tissue damage is caused by treatment for cancer, particularly regional lymph 

node dissection for breast and gynaecological cancers and malignant melanoma, and 

radical pelvic radiotherapy for gynaecological and prostate cancers.  

 

Lymphoedema is classified according to the extent of the swelling, the most commonly 

used classification in the UK being that of the British Lymphology Society (BLS 2001), 

shown in Table 2.  

 

Table 2: British Lymphology Society (2001) classification of lymphoedema 

 

Group 1 

People at risk 

Group 2 

Mild 

uncomplicated 

lymphoedema 

Group 3 

Moderate to 

severe/complicated 

lymphoedema 

Group 4 

Oedema in advanced 

disease 

No clinical signs 

of 

oedema 

Risk factors for 

oedema can be 

identified 

 

Excess limb 

volume less than 

20% 

No involvement in 

the trunk, genitals 

or digits 

Healthy intact skin 

Normal shape 

No venous or 

arterial 

complications 

No active 

malignancy 

 

Swelling present in 

the trunk, digits, or 

genitals 

Distorted limb shape 

Skin in poor 

condition 

Active or controlled 

malignancy 

Complications 

including cellulitis, 

lymphorrhoea 

Moderate 

lymphoedema, 

excess greater than 

20% but not more 

than 40% 

Severe 

lymphoedema 

excess greater than 

40% 

Uncontrolled 

metastatic disease 

Weeping/ulceration 

of affected limb 

Impaired function 

Impaired mobility 

Impaired sensation 

Pain 

Infection 

Oedema of the 

face, genitals, head 

or neck 

 

 



27 
 

Whilst this system does take into account the physical signs of lymphoedema, it is based 

on the volume of extra fluid in the oedematous limb, with any involvement of the 

adjacent trunk leading to the diagnosis of complicated lymphoedema. The use of a 

standard classification system not only enables a realistic treatment plan to be devised, 

but also provides a means of comparison for research into the effectiveness of differing 

treatments and models of service provision.  

 

2.2.2 Epidemiology 

No reliable estimate of the incidence of lymphoedema in the UK was found in this 

review of the literature; however, two large prevalence studies have been performed in 

the UK. Incidence is „the number of new cases of a disease in a defined population in a 

specified period of time‟ (Last, 2001, p91), whilst prevalence is defined as „the number 

of instances of a given condition in a given population at a designated time‟ (Last, 

2001, p140). Although lymphoedema can occur at any age and affects both sexes, in the 

UK the frequency with which the condition occurs has been reported as being higher in 

women. Based on their epidemiological survey in south-west London, Moffat et al 

(2003) reported a prevalence of 2.15 per 1000 in women compared to 0.74 per 1000 in 

men. This difference appeared not be solely related to arm oedema related to breast 

cancer treatments as, in their sample, the prevalence of leg oedema was more than 

double in women compared to men. They also noted an increase in prevalence with age, 

with 5.4 per 1000 in those aged over 65 years. A separate study conducted in Glasgow 

noted a similar increase in prevalence with increasing age (Sneddon, 2008). 
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Zuther (2005) estimated that at least 3 million Americans are affected by lymphoedema, 

whilst in the UK the Lymphoedema Framework (2006) estimated that the overall 

prevalence was 0.13 per 100,000, thus 2% of the population. Moffat et al (2003) 

suggested this prevalence of 1.33 per 1000 population based on their study in one 

primary healthcare trust in south-west London. Despite this figure being acknowledged 

by the authors as an under-estimate of the true scale of the problem, this prevalence rate 

seems to have been widely accepted, with many lymphoedema services in the UK being 

developed based on this estimate. The Glasgow study by Sneddon (2008) noted a lower 

prevalence compared to that in the London study at 0.84 per 1000 population; however 

there were limitations in the sampling frame imposed by the Ethics Committee that may 

have affected study outcomes. In both the London and Glasgow studies, the estimate of 

prevalence was based on information gained by surveying multiple sources such as 

specialist lymphoedema services, community healthcare teams and the various clinics 

who may oversee the care of people with lymphoedema; this method required the close 

scrutiny of data in order to eliminate the possibility of double-counting and both studies 

achieved their best response from the specialist services. In addition, it should be noted 

that both these UK studies were carried out in large urban cities with concentrated 

populations, and therefore findings may not be applicable to populations from more 

remote and rural environments. However, a Norwegian study by Pentlund in 1990, cited 

by Moffat et al (2003), suggested a prevalence in Norway of 1.44 per 1000; 

unfortunately, this article could not be sourced so no further information was available 

regarding  how this figure was calculated. However, there are similarities between 

Scotland and Norway in the topography and sparse population.  
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The World Health Organisation (2010) rates lymphoedema as one of the most important 

health burdens world-wide. Globally, they estimate that one person in 30 is affected by 

lymphoedema; however, this does not include the millions suffering from chronic 

venous disease nor those persons with chronic wounds, such as leg ulcers. Filiarasis is 

the single most common cause of lymphoedema in the developing world; the current 

WHO (2010) estimate is more than 120 million infections worldwide, with over 40 

million patients severely incapacitated and disfigured by the disease. This imposes a 

huge burden on some of the poorest countries in the world. According to Ryan (2007), 

as a result of the Global Alliance of Lymphatic Filiarasis, generous donations from the 

pharmaceutical industry are making it possible for effective drug therapy to be made 

available to whole populations. This initiative is beginning to control filiarasis in parts 

of India and Africa (Ryan, 2007) and these drugs are claimed to have eliminated the 

epidemic in China (WHO, 2010). 

 

In developed Western countries, the main cause of lymphoedema is often assumed to be 

a side effect of cancer treatments, particularly breast cancer-related lymphoedema 

(Harmer, 2009), with much of the research focusing on this area. However, recent 

studies such as those carried out by Moffat et al (2003) and Sneddon (2008) revealed a 

high prevalence of non cancer-related lymphoedema in their samples. Moffat et al 

(2003) and Hardy et al (1999) noted that up to 75% of affected people had other forms 

of lymphoedema, e.g. primary lymphoedema or secondary lymphoedema associated 

with venous disease, trauma or limb dependency. Hardy et al (1999) found that 24% of 

people with lymphoedema admitted to a hospice over a four-year period had non 

cancer-related lymphoedema; whilst Moffat et al (2003) used clinical examination and 

structured interviews to ascertain the cause of lymphoedema in 228 patients, finding in 
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their sample that 75% had non-cancer related lymphoedema. As part of a Scotland-wide 

audit, the Grampian Chronic Oedema Service found that non-cancer related 

lymphoedema accounted for 53% of patients treated (Scottish Lymphoedema 

Practitioners and University of Glasgow, 2004). These cases included lymphoedema 

secondary to venous disease and dependency related to immobility. It is probable that 

even these findings are not an accurate reflection of the true situation, as neither of these 

sources took into account the increasing problem of obesity, which is a known risk 

factor in the development of lower limb lymphoedema. A recent audit of a specialist 

lymphoedema clinic in Scotland found that 36% of patients attending the clinic were 

clinically obese, whilst 23% were morbidly obese (Todd, 2009). Based on the statistics 

from lymphoedema clinics in Wales, the Lymphoedema Strategy for Wales suggests a 

prevalence of 3.5 per 1,000 in Swansea, with a 62% / 38% split between cancer and 

non-cancer related lymphoedema, with the number of referrals to the clinic rising year 

on year. These audits suggest an increasing recognition of the problem of non cancer-

related lymphoedema by healthcare professionals. 

 

With regard to cancer-related lymphoedema, systematic reviews of the literature have 

consistently highlighted that estimating definitive prevalence and incidence is difficult 

because of differences in methods of assessment, measurements used and length and 

timing of follow-up (Preston et al, 2004, Cormier et al, 2010). The increasing 

availability and use of more sensitive measures such as bio-impedance and perometry 

(Hayes et al, 2008), together with pre-operative measurement and the recognition that 

subjective symptoms can be a reliable indicator of sub-clinical lymphoedema (Gergich 

et al, 2008), has the potential to affect the reported prevalence of cancer-related 

lymphoedema. Preston et al (2004) noted that, in the studies included in their review of 
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breast cancer-related lymphoedema, prevalence rates ranged from 2.4% to 56%. In their 

prospective study of 287 women recently diagnosed with breast cancer, Hayes et al 

(2008) classified 33% as having lymphoedema identified using bio impedance 

spectrometry as the diagnostic tool. Using a validated questionnaire to monitor self-

reported subjective symptoms, Norman et al (2009) noted a five-year cumulative 

incidence of lymphoedema of 42% in their larger sample of 631 women, with 80% of 

those affected developing lymphoedema within the first two years of diagnosis of breast 

cancer. Johansson and Branje (2010) retrospective study of 292 patients who had 

surgery and radiotherapy for breast cancer indentified 39% with lymphoedema. Despite 

differences in geographical location, with studies being conducted on different 

continents, (Australia, USA and Sweden respectively) there are similarities in reported 

estimates (range 33% to 42%) which does suggest some comparability in the frequency 

of breast cancer-related lymphoedema.  

 

In their systematic review and meta-analysis of 47 studies (n = 7779 cancer survivors, 

excluding breast cancer), Cormier et al (2010) noted an overall prevalence of 

lymphoedema of 15.5%. The estimated prevalence rates for individual cancer sites 

noted in this review are presented in the table overleaf; however it is important to stress 

that these varied considerably, dependent not only upon site of malignancy but also on 

the extent and type of treatment, measurement methods and timing of follow-up.  
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Table 3: Prevalence of lymphoedema by cancer site (replicated from Cormier et al, 

2010) 

  Site of cancer Prevalence of 

lymphoedema 

Overall  15.5% 

Gynaecological cancers 

    Cervical cancer 

    Vulval cancer 

    Endometrial cancer 

25% 

27% 

30% 

1% 

Genito-urinary cancers 

     Penile cancer 

     Prostate cancer 

     Bladder cancer 

11% 

21% 

4% 

16% 

Melanoma  

     Upper limb 

     Lower limb 

16% 

5% 

28% 

Head and neck cancers 4% 

Sarcoma  30% 

 

 

Despite a tendency for studies to focus on filiarasis in developing countries and breast 

cancer-related lymphoedema in developed countries, it is evident that lymphoedema is a 

common problem world-wide, with increasing recognition of the burden from non-

cancer lymphoedema in developed western countries.  
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2.2.3 The experience of living with lymphoedema 

There is considerable evidence that lymphoedema can cause significant physical and 

psychological morbidity. Although much of the research investigating the experience of 

living with lymphoedema has focused on breast cancer-related lymphoedema, over the 

last decade there has been an increased awareness of the effect and impact of non 

cancer-related lymphoedema. As with the prevalence studies, most of the research 

focuses on diagnosis, treatment and experience of lymphoedema in urban areas with an 

urban based sample, it is not clear how much this differs in remote and rural areas. The 

majority of the studies included in this literature review considered both cancer-related 

and non cancer-related lymphoedema. Whilst there are areas of similarity, there are also 

areas where people‟s experience of non cancer-related lymphoedema can differ widely 

from that of those with cancer-related lymphoedema, particularly in relation to areas of 

diagnosis and availability of treatment. However, as Woods (2000) points out, the 

experience of living with lymphoedema is personal and unique, and the impact of the 

condition on any individual cannot be predicted.  

 

Hardy and Taylor‟s (1999) audit of non cancer-related lymphoedema in patients 

attending a hospice-based specialist lymphoedema clinic collected quantitative data 

from 214 patients. Patients were asked about their pain, limb function and mobility, 

clothing restrictions and psychological distress in relation to their lymphoedema.  

Before treatment, 75% of the sample reported pain, 83% had restricted mobility and 

93% had problems with the fitting of shoes and/or clothing as a result of the swelling. 

Frustration, anxiety, depression and embarrassment were experienced by most 

participants, however no post-treatment information was reported. 
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Further evidence of reduced quality of life was reported by de Godoy et al (2002) who 

used the Short-Form-36 (SF-36) Health Survey to investigate the quality of life of 23 

patients with upper and/or lower limb lymphoedema. The SF-36 has been widely used 

in health-related research and is a valid and reliable tool for measuring health-related 

quality of life. Compared to a control group of 28 patients with similar demographic 

characteristics, the lymphoedema group had a statistically significant reduced quality of 

life across the physical, mental and social health sub-scales. 

 

In the large epidemiological study already mentioned, Moffat et al (2003) interviewed 

228 patients with upper and/or lower limb lymphoedema who were identified by 

healthcare professionals. The interview consisted of the SF-36 questionnaire, the 

McGill short-form pain assessment tool and a medical, treatment and service use 

history. Participants‟ SF-36 scores were compared with published normative data and 

clear deficits were found across most of the eight sub-scales. One third of the sample 

had had an acute infection (cellulitis) during the previous year, half reported pain or 

discomfort associated with their lymphoedema, whilst 80% experienced disruption in 

their working lives mostly due to cellulitis or from having to attend clinics. 

 

Although the studies described above consider aspects of the quality of life of people 

living with lymphoedema, they are primarily quantitative studies where participants are 

restricted to responding to pre-determined themes. The following three studies are 

representative of the qualitative studies taking a more phenomenological approach. 

Johansson et al (2003) interviewed 12 women with mild or moderate breast cancer-

related lymphoedema living in the southern region of Sweden, using a critical incident 
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method. Practical and psychosocial problems related to their arm lymphoedema were 

explored. Themes common to all participants included: dealing with the attitude of 

others to their lymphoedema, understanding of lymphoedema as a chronic disease, and 

both problem-focused and emotion-focused coping strategies. The authors highlight that 

with the mean age of women treated for breast cancer being just younger than 60 years, 

these women were used to working outside their homes and living physically and 

socially active lives. Their study revealed a group of women adjusting to life with their 

lymphoedema and living „normal‟ lives affected very little by the condition. 

 

Williams et al (2004) undertook a phenomenological study of 15 people with 

lymphoedema living in London, nine of whom had non cancer-related lymphoedema. 

All patients experienced psychological distress, anxiety, depression, altered body image 

and difficulties with clothing and shoes. In addition, those with non cancer-related 

lymphoedema experienced uncertainty and difficulty around their diagnosis followed by 

difficulty in accessing treatment for lymphoedema. 

 

Sneddon (2008) carried out qualitative, semi-structured interviews with 21 people with 

either cancer-related or non cancer-related lymphoedema of upper and/or lower limb, as 

a part of her study in Glasgow mentioned earlier. The interviews focused on pre- and 

post-treatment experiences, perceived needs, impact on quality of life and satisfaction 

with treatment.  No specific quality of life tools were used, limiting comparison with 

other studies. In common with Moffat et al (2003) and Williams et al (2004), Sneddon 

found that those with non cancer-related lymphoedema experienced greater delays in 

diagnosis and referral to appropriate services than those with cancer-related swelling, 
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with many patients having to be very assertive to achieve this referral. Most of the 

participants expressed anger at this delay, highlighting the despair and hopelessness that 

it caused. Many accepted the lymphoedema as part of life, coping with any limitations 

in a similar way to that found in Swedish study described previously. These limitations 

affected participants socially, causing low self-esteem due to altered body image, and 

self-imposed isolation due to difficulties in finding clothing and shoes. Functional 

limitations cause difficulty in accepting dependence on others; this relates to 

Johansson‟s findings concerning the attitudes of others towards lymphoedema. In 

contrast to Hardy and Taylor (1999) and Moffat et al (2003), only a minority of patients 

specifically mentioned pain as a co-existing problem with most of those reporting pain 

having other contributing conditions, such as osteoarthritis.  

 

This review of published literature demonstrates that lymphoedema from any cause can 

cause significant psychological and physical morbidity. Acceptance of any chronic 

condition involves a change in the individual‟s way of life and reappraisal of what was 

hoped for in terms of health, function and future goals. Lymphoedema appears to be no 

exception to this with individuals developing coping strategies to enable them to live 

with a chronic condition. 

 

2.2.4 Management of lymphoedema 

Lymphoedema is a chronic condition that can be controlled with daily, time-consuming 

treatment.  Conservative treatment regimens, developed by lymphology clinics in 

Germany and Austria for the treatment of severe lymphoedema, have been considered 
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the „gold standard‟ of lymphoedema treatment for many years. However, systematic 

reviews by Badger et al (2004a, 2004b, 2004c) highlighted the lack of robust research 

evidence for these gold standard treatments. This lack of research evidence has been one 

of the drivers for the development of the international consensus statement of Best 

Practice for the Management of Lymphoedema (Lymphoedema Framework, 2006). 

This guidance offers recommendations for the physical and psychological interventions 

required for lymphoedema care. The recommendations have been classified according 

to the UK NHS Health Technology Assessment model for guideline development. The 

fact that most of the recommendations have been classified as a „common sense‟ 

approach indicates the continuing lack of robust evidence in this field. Therefore current 

recommendations for treatment of lymphoedema are largely based on clinical consensus 

rather than rigorous evidence from clinical trials.  

 

2.2.4.1 Availability of treatment 

Despite this encouraging development, the literature highlights the difficulty that many 

people with lymphoedema encounter in accessing appropriate treatment. The provision 

of lymphoedema treatment in the UK has been highlighted by practitioners as 

inadequate for many years, with large gaps in provision throughout the country. This is 

despite the publication of recommendations in the National Service Framework for 

Cancer Services (DoH, 1995), the NHS Cancer Plan (DoH, 2000) and Cancer in 

Scotland (SEHD, 2001). Many services were developed in hospices or oncology 

departments in response to these recommendations, but accept only referrals for those 

with mild to moderate cancer-related lymphoedema. As Moffat et al (2003) and Hardy 

(2006) highlight, this has resulted in a large gap in service provision, with those persons 
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with severe and/or non cancer-related lymphoedema having limited access to specialist 

clinics and suboptimal care. The paucity of provision of lymphoedema services across 

the UK was made evident in Moffat‟s study in London, where it was noted that patients 

had been referred to the specialist clinics in their study area from all over the UK, 

including Ireland, Scotland and the Channel Isles. It has also led to a situation where the 

specialist skills of lymphoedema practitioners, who are trained in the management of 

severe and complicated lymphoedema, are under-utilised by having to focus instead on 

the treatment of mild to moderate lymphoedema.  

 

2.2.4.2 Service provision around the UK 

One of the challenges for service development is the diverse causes of lymphoedema, 

with different client groups having specific needs. Differing service models exist, 

however these often depend on local resources and the commitment of individual 

practitioners.  

 

The NICE guidelines for Supportive and Palliative Care (2004) in England, and Better 

Cancer Care (Scottish Government, 2008) both recommend the development of 

lymphoedema services. In England, there is the intention to develop a co-ordinated „hub 

and spoke‟ approach with a practitioner appointed to ensure implementation of the best 

practice statement across the country.  

 

In Northern Ireland, the Clinical Resource Efficiency Support Team (CREST) 

developed guidelines for treatment and service development in 2008. These are also 



39 
 

based on the Best Practice document and advocate the implementation of a similar 

method of service delivery to that being developed in England. 

 

In Wales, the Welsh Assembly published recommendations and guidance on 

development of services in 2006, with little apparent development having taken place 

since that time. However, according to the minutes of the Welsh Assembly in December 

2009, the needs of people with non cancer-related lymphoedema are being increasingly 

recognised in both health and political environments. A short-life working group has 

been set up to work towards including lymphoedema management in both chronic 

disease management and the cancer plan (The Welsh Assembly Government, 2009). A 

strategy for lymphoedema management has recently been published, which again 

advocates the „hub and spoke‟ delivery model described previously. 

 

2.2.4.3 Service provision in Scotland 

In Scotland, Sneddon (2008) undertook a service mapping exercise, finding that over 

half of the practitioners who responded to her survey treated lymphoedema on an ad hoc 

basis within a wider remit. She found the overall picture in Scotland to be one of very 

sparse, poorly staffed services, with most health boards having less than one formally 

funded FTE practitioner providing a specialist service for the whole health board area. 

Only one of the 14 health boards operated a formally funded board-wide service in 

which specialist practitioners are supported by practitioners with less expertise at other 

sites, the „hub and spoke‟ model advocated by the Lymphoedema Framework. 



40 
 

However, it should be noted that this health board has a relatively small geographical 

area and a relatively high population density.  

 

The Scottish Government in 2008 acknowledged the inequity of services for people 

with lymphoedema and supported the development of these, whilst also stating that it 

was the responsibility of health boards to prioritise the health needs of their 

communities within their budget (answers to questions at Glasgow University and the 

Scottish Parliament). In Scotland, at least two government policy documents, the Kerr 

Report (SEHD, 2005) and Better Cancer Care (SGHD, 2008) have an explicit aim of 

developing local services for people; there is little available evidence to indicate any 

change in the availability of lymphoedema services since the publication of these 

documents. The lack of equitable, high quality lymphoedema services in many areas of 

Scotland has been discussed in several forums within the Scottish Parliament since 

2004, including the presentation of the preliminary findings of Sneddon‟s study in 2007. 

Over the last year, Breakthrough Breast Cancer and Breast Cancer Care have 

campaigned for improvement, prompting Malcolm Chisholm‟s members‟ business 

debate in May 2010 (Scottish Parliament, 2010). The Scottish Lymphoedema 

Practitioners Group (SLPG) advised the Scottish Government against adopting the Best 

Practice document in favour of the development of a specific Scottish strategy (SLPG, 

2009) similar to those in Northern Ireland and Wales. This document is in the early 

stages of development but it is anticipated that it will focus on service development, 

education and prevention, rather than being prescriptive as to treatments (SLPG, 2010). 
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2.2.4.4 Other treatment challenges 

The fact that no single medical specialty is responsible for the care of people with 

lymphoedema presents a challenge to the introduction of a strategy for lymphoedema. 

Persons with the condition may be referred to any one of a number of specialities for 

assessment and management, e.g. oncology, vascular medicine, dermatology, 

rehabilitation medicine and paediatrics.  This is fundamentally different from other 

European countries which have well-developed lymphology services (Maclaren 2003). 

Some individual palliative care, oncology, dermatology and vascular consultants have 

an interest in the management of lymphoedema and its‟ management within their role; 

however in the UK, services are mainly led by allied healthcare professionals or nurses. 

Whilst this is appropriate as management is predominantly based on physical therapies 

and supportive care, it is possible that this has detrimentally affected the profile and 

funding of services within health boards. 

 

Although Sneddon (2008) reported that few practitioners were restricted in the garments 

that they were able to issue to patients, the provision of ongoing supply of 

lymphoedema garments for even mild / moderate lymphoedema through a specialist 

clinic has increased the work at these clinics. Where the ongoing supply has been 

through hospital appliance departments, this has again increased patient dependence on 

secondary care services. The recent addition of a range of lymphoedema compression 

garments to the UK Drug Tariff, a development brought about by the work of the 

Lymphoedema Framework Project, has been an important step towards improving 

access to treatment. Prescriptions for an increasing range of standard and custom-made 

garments can now be made within primary care, enabling a more efficient route for the 
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long-tem supply of garments to individuals with mild to moderate lymphoedema. 

However, this development has implications for the practitioners responsible for the 

supply of these garments. Measuring and fitting hosiery is only one aspect of 

lymphoedema management, specific knowledge and skills are required to support 

people with lymphoedema in the long term self-care of their swollen limb.  

 

This trend away from dependence on secondary care for the provision of garments fuels 

the argument for people with mild or moderate lymphoedema to be cared for within 

their own primary care teams. However, the lymphoedema strategies for Wales (Welsh 

Assembly Government, 2009) and Northern Ireland (CREST, 2008) and the 

lymphoedema rehabilitation care pathway (NCAT, 2009) call for all people with 

lymphoedema to be assessed by a lymphoedema specialist, an approach which is 

unsustainable in the present economic climate and is inappropriate in a sparsely 

populated remote and rural area. The emphasis on the preventative role of the practice 

nurse and community nursing team, together with their role in supporting people to self-

manage long term conditions (SEHD, 2006a), means they are well placed to support 

people at risk of lymphoedema in reducing their risk and to support self management of 

lymphoedema. The development of effective education programmes that are readily 

available to primary care teams could support a sustainable generalist approach that is 

applicable in remote and rural areas and reduces dependence on specialist practitioners 

and clinics.  However, there remains the challenge of motivating people to self manage 

and of maintaining this level of participation in the management of their chronic 

condition. 
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2.2.5 Healthcare professionals’ knowledge about lymphoedema  

Community nurses are often the main healthcare professionals involved in the care of 

patients with lymphoedema, particularly of the lower limb, with GPs tending to 

consider this a chronic condition best managed by nurses (Morgan et al 2005). 

However, Moffat et al (2003) highlighted major deficits in healthcare professionals‟ 

knowledge of the care of patients with lymphoedema. Their study found that not only 

were 36% of the 823 patients identified with lymphoedema not receiving any treatment 

for the condition, despite being known to healthcare professionals, but many were being 

inappropriately prescribed diuretics. In a survey carried out with members of the 

Lymphoedema Support Network (Lam, 2005), a third of respondents highlighted the 

need for healthcare professionals to be better informed about lymphoedema. 

 

Honnor (2009), in her exploration of the information needs of women with breast 

cancer-related lymphoedema, reported a lack of knowledge concerning the management 

of lymphoedema. The participants in her qualitative interviews felt unsupported by their 

care team. Williams et al (2004) also highlighted the need for increased awareness 

among healthcare professionals in order to effect a change to the current tendency for 

late diagnosis and referral which increases the need for specialist intervention.   

 

Morgan et al (2005) used focus groups and questionnaires to assess the educational 

needs of 54 community nurses practising in SW London regarding the care of 

lymphoedema. They found that whilst these nurses understood the importance of their 

role in recognising problems, providing advice, ongoing care and referral to specialists, 
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they felt there was a lack of clarity regarding their role in relation to that of the 

specialists. The nurses in the sample were also concerned about their own lack of 

knowledge and skills in lymphoedema management, with 96% of the sample rating their 

knowledge and skills as only adequate or poor in six important areas. These areas 

included the causes, effects and risks of lymphoedema, which may help to explain 

Moffat et al‟s findings that people were known to the healthcare professionals but were 

receiving no treatment. The impact of lymphoedema on the patient was another 

important area of knowledge highlighted as deficient, again this may explain the lack of 

psychological support noted by Moffat et al (2003) and Williams et al (2004). 

 

This lack of clarity about the role of the primary care team in lymphoedema 

management and of knowledge about the condition can be a cause of inappropriate 

referral to specialist services, where these exist. In a recent audit of 181 referrals to the 

Specialist Lymphoedema Service in Glasgow, 34% were considered to be inappropriate 

referrals of people with mild chronic oedema that could have been effectively managed 

by primary care teams (Todd et al, 2008). In order to address this lack of knowledge 

and/or confidence, the service arranged a series of well attended and well evaluated 

study sessions on the recognition of lymphoedema and its‟ management. However, the 

high number of nurses who registered for the sessions but did not attend on the day 

perhaps highlighted the pressures on nurses from clinical demands and lack of backfill 

that affect their ability to attend courses.  

 

In a service mapping exercise in Scotland, Sneddon (2008) found that only 9% of 

respondents had undertaken training to the level of a recognised qualification in 
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lymphoedema management. A further 23% had undertaken some training in specialist 

skills, usually manual lymphatic drainage and / or lymphoedema bandaging, enabling 

them to treat severe lymphoedema. However, she also found that 23% of her 

respondents had undertaken no formal training in the management of lymphoedema. 

Respondents throughout Scotland highlighted the difficulties encountered in obtaining 

funding for study leave for what can be perceived by managers as only a small part of 

their overall role. This is an unfortunate economic situation when training is available at 

a number of levels. 

 

Since the launch of the Best Practice document (Lymphoedema Framework, 2006), 

there have been an increasing number of articles concerning the management of 

lymphoedema and chronic oedema in journals targeting community nurses. At least two 

of these journals, Journal of Community Nursing and British Journal of Community 

Nursing, regularly publish supplements focusing on the topic. Numerous articles have 

highlighted aspects of the management of lymphoedema; for example, the differing 

bandaging techniques that are beneficial in the presence of oedema (Hopkins, 2008, and 

Williams, 2009), skin care (Rich, 2007 and Doherty, 2009) and self-management (Todd 

et al, 2010). It is difficult to be certain whether these have led to any significant change 

in practice.  

 

2.3 Lymphoedema and the Long Term Conditions framework 

It is well recognised that people are living longer and developing more chronic 

illnesses, many of which, such as stroke, venous insufficiency and ulceration in addition 
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to decreasing mobility and increasing the potential for obesity, predispose to 

lymphoedema. Long term conditions are responsible for almost 50% of the global 

health burden (WHO, 2006) making their effective management a major challenge for 

healthcare providers. Over the last decade there has been an increasing focus on self 

management by patients as a means to meet this challenge. 

 

2.3.1 An argument for lymphoedema to be classified as a long term condition 

The previous sections focusing on the experience and management of lymphoedema 

make clear that lymphoedema is a chronic, long term condition.  Foldi et al‟s (2003) 

definition of lymphoedema as „persistent swelling‟, cited at the beginning of this 

literature review, suggests the chronic long-term nature of lymphoedema. Moffat et al 

(2003) consider that oedema lasting for more than three months and being unresponsive 

to diuretics or elevation should be classified as chronic oedema. This time scale is 

congruent with that of pain being defined as chronic if it lasts for more than three 

months. However, the Scottish Government in CEL 23 (2009) considers long-term 

conditions, or chronic illnesses, to be conditions that last a year or longer. It further 

states that they impact on a person‟s life and may require ongoing care and / or support; 

the literature reviewed earlier demonstrated the considerable impact that lymphoedema 

can have on a person‟s life whilst the incurable nature of lymphoedema makes clear the 

need for ongoing support.   The aim of the physical therapies used in lymphoedema 

management is control of the condition, conferring the benefit of reduction in symptoms 

and the achievement of long-term maintenance of improvements. This aim is similar to 

that in other widely recognised chronic conditions, such as diabetes, asthma, COPD, 

arthritis and heart failure. These similarities strengthen the argument for lymphoedema 
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to be recognised as a chronic long-term condition with appropriate support being made 

readily available for people with the condition. 

 

2.3.2 Self-management in long term conditions 

The terms „self care‟ and „self management‟ are often used interchangeably, however 

there are differences between the two terms. Self care is what a person does on a day-to-

day basis to take responsibility for their own health and well-being, whilst self 

management is what a person does to make the most of their life by coping with the 

difficulties imposed by their long-term condition (DoH, 2006). The Scottish 

Government accept the Long Term Conditions Alliance Scotland‟s (LTCAS, 2008) 

definition of self management as the „successful outcome of the person and all 

appropriate individuals and services working together to support him or her to deal with 

the very real implications of living the rest of their life with one or more long term 

condition‟. This definition assumes that appropriate services are available.  

 

This definition also assumes that the person engages readily with support services and is 

concordant with healthcare advice; however a long term condition is only a part of a 

person‟s life. There can be many influences on how much importance and, therefore, 

time that a person gives to self management of their long term condition. Research over 

the last 20 years has reported a range of factors, including age and relative affluence 

(Ryan et al, 2009), gender and social networks (Dean, 1989), employment (Fu, 2010) 

and individual understanding of the condition (Bogan et al, 2007), which can influence 

the person‟s ability or willingness to self-manage their long term condition. These 

studies have been carried out in various locations in Western developed countries 

making it difficult to be certain of the relevance of all these findings to people living in 
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a remote and rural area in Scotland. For example, a recent phenomenological study by 

Fu (2010) found that lack of time, fatigue, embarrassment and the need to avoid 

discrimination by unsympathetic employers all affected the ways in which her sample 

of women managed their breast cancer-related lymphoedema. However, the ethnic 

origins of the women in Fu‟s sample were different to that in the study area, and the 

study was conducted in a large city, making it unclear as to how applicable these 

findings are to women living in a very remote and rural area. 

 

The aim of self management, therefore, is to promote patients‟ ability to manage their 

condition while working in partnership with support from NHS and social services. 

Much of the self management policy in the UK has been based on experience in the 

USA, in particular the „Evercare‟ model of case management. In both England (DoH, 

2006) and Scotland (Scottish Government Health Directorate (SGHD) 2009), Wagner‟s 

Chronic Care Model is cited as the basis of the national strategy for the management of 

long term conditions. This model advocates an integrated care approach comprising 

patient education, self management and case management facilitated by a 

multidisciplinary care team (Wagner et al, 2001). It highlights the need for a partnership 

between an informed and empowered person with a long term condition and prepared, 

proactive health and social care teams. However, despite the political enthusiasm for 

self management, in a systematic review of self management literature, de Silva (2011) 

identified that there is scepticism on the part of healthcare professionals, with many 

questioning the need to alter their role and clinical practice in this way. The LTCAS 

(2008) consider that this could be overcome by education programmes developed for all 

healthcare professionals focusing on changing the culture of paternalistic healthcare, 

breaking down professional barriers and promoting a self management approach. 



49 
 

 

The LTCAS (2008) identified three important themes required to develop an effective 

strategy for supporting self care: good relationships between patients and professionals, 

flexibility to fit in with the patient‟s other commitments and clear accessible 

information and signposting.  The report stresses the need to encourage a culture where 

effective communication between healthcare professionals and patients is the norm. The 

benefit of this was noted in a randomized clinical trial by Kennedy et al (2005) 

involving 700 patients. They demonstrated that training in patient-centered 

communication skills can improve the relationship between clinician and patient, 

promoting greater confidence in self-management. However, these beneficial effects 

were noted to be limited by the time constraints on clinicians.  

 

Providing information about a person‟s long term condition and how to manage this is 

an important part of supporting self-management. This information can be provided in a 

variety of formats, ranging from motivational leaflets or letters to educational sessions 

to websites and internet forums. The evidence regarding the efficacy of these various 

methods is mixed; for example, whilst a prospective randomized controlled trial by 

Lorig et al (2004) suggested that postal materials were as effective as group sessions for 

arthritis self-management, Smith et al (2008) in their systematic review of information 

provision for stroke patients found evidence for the opposite. In their systematic review 

of the effects of computer-based self-management education, Murray et al (2005) found 

that these did improve knowledge, health behaviour and clinical outcomes in a range of 

long term conditions. The LTCAS (2008) report concurs with the findings of Smith et al 

(2008), suggesting that information-only patient education and self-help resources were 

more likely to be effective when supported even briefly by a healthcare professional.  
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However, there is an apparent lack of evidence to ascertain the cost-effectiveness of 

these packages, or any prolonged effects.  

 

Self management programmes have been reported as having positive effects on a range 

of health outcomes, particularly self-efficacy, emotional status and quality of life (Lorig 

and Holman, 2004). A randomized trial of the short term effects of the Expert Patient 

programme in England (Kennedy et al, 2007), based on Lorig‟s community-based peer-

led programme, supports the further development of patient self management. This 

study demonstrated that the Expert Patient Programme was cost-effective and reduced 

hospital stays by one hospital bed day per person participating in the programme.  

However, whilst there is evidence that health improvements are achieved with some 

patient groups, e.g. asthma, arthritis and diabetes, this is less clear with other groups, 

e.g. COPD, and heart failure (Warsi et al, 2004). Lorig‟s model has been used and 

evaluated for many years, although it should be noted that there is little evidence of 

sustained benefits, with under-privileged groups least likely to benefit (EPP CIC, 2008).  

 

Scotland‟s model of long term condition management acknowledges the need to provide 

co-ordination and support at four levels, which vary according to the morbidity, 

dependency and complexity of the conditions involved (LTCAS, 2008). These four 

levels are based on the pyramid of care suggested by Kaiser Permanente, Figure 4 

overleaf. It can be seen from this model that the three levels requiring individual 

intervention correlate with the BLS (2001) classification of lymphoedema.  
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Figure 4: Pyramid of care related to lymphoedema management 

 

 

2.3.3 Self management in lymphoedema 

The treatments utilised for the control and maintenance of lymphoedema are 

predominantly physical therapies that lend themselves to self-management by the 

patient. However, there is evidence in the lymphoedema literature that compliance and 

continuance of some of these measures is sub-optimal. In 1991, Rose et al found that, in 

their sample of 33 patients, whilst the majority continued to wear their compression 

garments, only half continued with the exercises whilst even fewer kept up with self-

massage. This is a common theme with studies highlighting that measures which require 

the help of another person, such as bandaging and massage, are less likely to be 
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continued long term (Bunce et al (1994), Mirolo et al (1995)).  In contrast, Sneddon 

(2008) noted that professionals in her study reported that over 90% of their patients 

carried out self-massage; however this was the professionals‟ perception of the situation 

and there was no corroboration of this from the patients‟ perspective.  

 

In a more positive outcome, Bogan et al (2007) noted that their small sample of seven 

patients with non-cancer related lymphoedema achieved good rates of compliance with 

self management measures. They found that, in addition to the person developing a 

routine and having the correct garments, ongoing support from professionals and family 

and/or friends was crucial to continued compliance. This study also highlighted that 

knowledge of the potential impact of uncontrolled lymphoedema on their lives seemed a 

strong motivation to persevere with self-management activities (Bogan, 2007).   

 

This need for support was demonstrated in Fu‟s (2010) study, which investigated 

compliance to treatment regimes in a sample of 34 breast cancer survivors, reporting 

their experiences of incorporating the management of lymphoedema into their everyday 

lives.  She found that the women adapted their lymphoedema management to fit into 

their life. Whilst these women could be viewed as non-compliant with treatment, they 

were following their treatment regime as closely as possible while working at making 

lymphoedema management feasible for themselves. Particularly notable was those 

women who did not wear compression garments whilst at work, from fear of 

discrimination from their employers, highlighting the need for support at a number of 

levels. The findings of this study highlight the importance of holistic assessment and 

involvement of the „patient‟ in their treatment plan. 
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The Lymphoedema Framework standards of practice (2003) state that people at risk of 

or with lymphoedema will be empowered by professionals fostering self management 

through the use of individual plans of care. Additionally, it states that this group will 

have access to appropriate multi-agency support. There are many resources available to 

people at risk of or with lymphoedema which describe the self-care measures that can 

be beneficial. However, there remains a gap in the lymphoedema literature on the role 

of professionals in self management and the provision of multi-agency support in 

lymphoedema. This is demonstrated in the National Cancer Action Team‟s (NCAT) 

rehabilitation care pathway (NCAT, 2009), which offers comprehensive guidance for 

cancer-related lymphoedema from pre-treatment to end-of-life but refers only briefly to 

self-management and the involvement of a multi-disciplinary team. 

 

Community nurses are ideally placed to support individuals with long term conditions 

to self manage their condition, indeed this comprises a major part of their role. In order 

to provide this support, health and social care professionals, including community 

nurses, require the knowledge to recognize the condition and to have the confidence to 

manage the condition themselves. Unfortunately, the recently published literature 

discussed in previous sections demonstrates that this is not always the situation (Moffat 

et al 2003, Williams 2004, Morgan et al 2005, Honnor 2009). Furthermore, Todd‟s 

(2008) audit of a series of education sessions about lymphoedema highlighted the 

pressures on nurses from clinical demands that affect their ability to attend training and 

educational courses.  
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2.4 Remote and rural  

This literature review has highlighted the very sparse, poorly staffed lymphoedema 

services throughout the UK, including Scotland. The study area compounds this by 

virtue of its‟ geographical remoteness, its‟ size of over 7,880 sq km and by being one of 

the most sparsely populated areas in the UK. 

 

2.4.1 Definition of rurality 

As highlighted by Farmer et al (2010), the terms remote and rural are often used 

together, however they have different meanings. Whilst „remote‟ is concerned with 

distance and accessibility, „rural‟ is much more difficult to define, as it is a complex and 

multidimensional concept. Even in a country the size of Scotland, there are diverse 

types of rural areas, ranging from small settlements on the fringes of large towns and 

cities to remote villages. However, „rural‟ is more than merely the environment, it 

encompasses economic and social aspects as well, the diversity of agricultural 

communities alone highlight this. Improvements in transport links have made 

commuting easy, allowing the urban workforce to reside in rural areas at increasing 

distance from large towns and cities. According to SERG (2007), the 2001 population 

census indicated the most rapidly growing area in Scotland was the accessible rural area 

with a drive time of 30 minutes from large towns, which gained population from both 

more remote areas and urban areas.  

 

This increasing urbanisation and the demographic changes that are taking place suggest 

that there is a need for a definition of the term rural that is consistent, at the least, across 

the countries that make up the UK. This would enable effective comparison of data 

between nations. There are numerous differing classification systems that have been 
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developed to define rurality based on sociodemographic indicators, such as population 

density, economic activity and environmental and demographic characteristics 

(Wakerman, 2004). Similarly, remoteness may be defined in terms of environmental 

factors that affect access to services or simply by physical remoteness from population 

centers. However, no international consensus on these definitions is apparent, with each 

nation developing a pragmatic set of definitions that meet their individual 

circumstances. These differing definitions mean that it is difficult to compare data 

between countries, even between the countries making up the UK. 

 

As stated in the introduction, using the Scottish Government‟s urban/rural classification 

system, the whole of the study area is classified as being „very remote and rural‟ based 

on drive times from a settlement of 10,000 or more (SG, 2008). However within the 

study area there is a wide range of rural environments and communities, each with a 

different sociodemographic character:  

 In the north of the area there are two very remote small towns, each with a very 

different identity, whilst in the south-east there is a cluster of smaller, but 

separate, settlements from where a proportion of the population commute out of 

the study area, despite a considerable travelling time.  

 Scattered primarily around the coastal margins of the area, there is a range of 

much smaller isolated communities, where it is not unusual for residents suffer 

from considerable material and social deprivation (SERG, 2007), due to lack of 

employment opportunities and transport difficulties. 
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 There is a wide diversity of agricultural environments, ranging from large 

sporting estates to crofts and from intensive arable farms to farms dependent on 

extensive hill grazing.  

 

The ageing population in the study area has already been mentioned; this change is 

exacerbated by the out-migration of young people seeking employment and the in-

migration of increasing numbers of older people seeking a better lifestyle in remote and 

rural areas, as noted by Fleming (2005). This demographic change has implications for 

the health services by reducing the labour pool and because these older immigrants 

bring with them not only their long term chronic conditions, but also their differing 

expectations of health care services.  

 

2.4.2 Health and health services in remote and rural areas 

People living in remote and rural areas face challenges in effectively managing their 

health and, in particular, their long term chronic health conditions. Not only do they 

have to manage their chronic illness in an area where there may be few healthcare 

providers, but they may be isolated from other people living with the condition.  

 

2.4.2.1 Health in rural areas 

The literature suggests that, just as rurality differs between countries, health in rural 

areas differs between countries.  Monnat and Pickett (2011) noted the wide range of 

research carried out over the last decade that confirms that the area where people live 

has an additional and independent influence on their health. This research has 

highlighted worse health outcomes in rural areas, including higher rates of long term 

conditions, obesity, diabetes, suicide and age-adjusted mortality along with lower rates 
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of attending preventive screening programmes. However, there is increasing evidence 

that, in developed countries, the degree of rurality has a considerable impact on health 

outcomes (Laditka et al, 2009; Farmer et al, 2010; Kroneman et al, 2010), with these 

improving in the accessible rural areas but becoming worse with increasing distance 

from large urban areas.  

 

The decision to use healthcare services can be complex for people in rural areas. The 

availability of local services has repeatedly been demonstrated as a major factor in this 

decision, with reluctance to consult having been shown to be related to the distance that 

it is necessary to travel to access services (Campbell et al, 2001; Winters et al, 2006; 

Wong & Regan, 2009). The distance that rural populations need to travel to access 

health services creates a number of barriers; Panelli et al (2006) summarise these as:  

 the time required to travel to a tertiary centre often necessitates taking a day off 

work, for which the person may not be paid 

 adverse weather conditions and difficult terrain are more likely to affect rural 

populations, with a poor transport infrastructure exacerbating this 

 financial barriers; in addition to requiring time away from work, travel expenses 

do not cover the cost of transport. At the time of writing, after claiming expenses 

patients are at least £12.00 out of pocket. 

 

Remoteness from specialist services has been identified as reducing the uptake of 

services by people living in Scotland (Campbell et al, 2001; Farmer et al, 2010), south-

west England (Jordan et al, 2004), Netherlands (Kroneman, 2010) and the USA 

(Winters et al, 2006; Monnat and Pickett, 2011).  The reluctance to consult and to travel 

large distances to access healthcare has been implicated as a factor in the poorer health 
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outcomes identified in remote rural areas (Campbell et al, 2001). The isolation from 

other people with similar conditions which is a consequence of living in a remote area 

can also affect the person‟s ability to manage their chronic condition (Winters et al, 

2006).  

 

In addition to considering whether the necessary services are available in their own 

community, Winters et al (2006) found that, in their sample of rural-dwelling women, 

the use of primary healthcare services depended on how seriously the need for care was 

perceived. In their sample, contact with healthcare services had to be fitted in with 

family business priorities and were arranged around other trips, such as visits to 

livestock markets. This prioritising and balancing of healthcare needs has been 

discussed earlier in conjunction with adherence to lymphoedema treatment (section 

2.3.3, Fu et al, 2010). Svensson & Thrift (2010), in their study in New South Wales, 

found that women with breast cancer-related lymphoedema were also more likely to 

delay treatment with increased distance to the treatment centre. However this study 

noted that management outcomes were improved with distance from the centre, this 

interesting finding was at odds with rural health trends although no reasons are 

suggested for this. 

 

The relationship that rural residents have with the healthcare professionals who not only 

work but live in the area has been demonstrated to add to the complexity of making the 

decision to use healthcare services (Farmer et al, 2006, Nelson, 2010). Rural healthcare 

providers are often important and active members of their communities, thereby having 

relationships on multiple levels with their patients. Whilst these relationships can 

enhance the patient-professional relationship through an in-depth understanding of the 
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patient‟s situation, it can also cause an initial reluctance to consult with that professional 

(Campbell et al, 2001).  Farmer et al (2006) noted that, prior to consulting their GP, 

rural patients have tendency to consider effects of consulting on future consultations.  

 

Farmer et al (2006) pointed out that it has also frequently been suggested that rural 

people are more stoical and fatalistic than their urban counterparts and this affects their 

uptake of services. This phenomenon of less demanding expectations was highlighted 

by Campbell et al (2001) as playing a role in the late presentation of rural patients with 

colorectal and lung cancer. This was confirmed in a Scottish study by Iversen et al 

(2002), who found that long term rural residents had less demanding expectations of 

health services than those living in urban areas. The changing demographics of the 

study area with the in-migration of persons of retiring age in search of a better lifestyle, 

but with differing expectations of healthcare services, has the potential to alter this. As 

highlighted by Farmer et al (2010), these people may not consider their future health 

needs when moving into a remote rural area, but even a small increase in population can 

exert considerable pressure on health and social care services, particularly when there 

may be no family support available. 

 

2.4.2.2 Health services in remote and rural areas 

Providing effective, sustainable health services in a remote and rural area is a challenge 

that is recognised world-wide (WHO, 2006). Health services in such an area can be 

fragile and easily become dependent on a single committed professional and the 

goodwill of professionals who ensure that the service functions effectively for their 

community. Humphreys et al (2006) define sustainability as “the ability of a health 

service to provide ongoing access to appropriate quality care in a cost-efficient and 



60 
 

health-effective manner”. The difficulties in providing health services in a remote and 

rural area with an ageing population are made worse by the seemingly constant change 

due to political, economic and demographic pressures. 

 

In their work developing a peripherality index, Swan et al (2008) highlighted the further 

problems of professional isolation and the skills decay that can occur due to these skills 

being under-utilised and lost when caring for a small population. The difficulties in 

accessing paid study leave and the lack of backfill to enable staff to attend education 

and training were mentioned previously in section 2.2.5 in relation to lymphoedema 

knowledge; these problems have also been identified in relation to rural health services 

(Halcomb et al., 2005).  The problems encountered in accessing education and training 

updates have implications for the maintenance of high quality, safe services. With 

regard to long term conditions, given the scepticism on the part of healthcare 

professionals identified by de Silva (2010) and the need for education programmes 

identified by the  LTCAS (2008), this difficulty in accessing updates has the potential to 

affect the development of a culture supporting self-care and self-management.  

 

Mention has previously been made of factors such as difficult terrain with small isolated 

villages, poor transport infrastructure, an ageing population with outward migration of 

young people seeking employment and inward migration of relatively affluent older 

people with differing expectations of health services; all these increase these challenges 

in providing sustainable health services in remote and rural areas.  However, whilst the 

difficulties in recruiting and retaining high quality professionals to such areas 

worldwide has been well documented (WHO, 2010), within the geographical area of the 

study retaining these individuals appears to be less problematic. A study by Richards et 
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al (2005) indicated that, contrary to the experience in many remote and rural areas, a 

high proportion of healthcare professionals employed in remote and rural areas in 

Highland had migrated to the area and had settled there. Although the complexity of 

making the decision to use healthcare services can lead to late diagnosis as discussed 

previously, their study indicated that the relationships between professionals and the 

local community, highlighted by the LTCAS (2008) as important, can provide enhanced 

job satisfaction (Richards et al, 2008).  

 

Over the last decade, successive Scottish health departments have pledged to provide 

local health services. Following the publication of the Scotland‟s Health White Paper: 

Partnership for Care (SEHD, 2003), CHPs were established in 2004 with the 

responsibility for improving the health of their communities and the development and 

management of health services in their localities. Further policy documents, such as Fair 

for All (SEHD, 2004), the Kerr Report (SEHD, 2005) and Delivering for Health 

(SEHD, 2006), all re-iterated the need for health boards to provide health services as 

locally as possible for their populations. Despite this focus within these documents, 

there was little or no recognition of the challenges in providing sustainable health 

services in remote rural areas; thus continuing the tendency for centralisation of health 

services in tertiary care, a model that can be effective in relatively small geographical 

areas with high population density and/or for specialist treatment of rare conditions. 

More recently, there has been growing recognition that the challenges of providing 

effective and sustainable health services in remote and rural areas can only be met by 

configuring services in a different way to those in urban areas (BMA, 2005, Godden et 

al, 2007, SGHD, 2008b).  
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The model of care suggested in the report Delivering for Remote and Rural Healthcare 

(SGHD, 2008b) supports the long term conditions framework, and could effectively 

support individuals with lymphoedema. This model requires a very wide range of 

services to be offered by the extended community care teams increasing the need for 

effective means of maintaining and updating knowledge and skills. This report (SGHD, 

2008b) advocated increasing access to training by providing materials in electronic, 

digital and multimedia formats; however, as highlighted by Atack & Luke (2009), this 

type of delivery requires organisational and financial commitment in terms of providing 

appropriate resources, such as video and teleconferencing facilities and broadband 

access as well as training in the use of equipment. The effects of this type of learning on 

knowledge construction require further investigation, as passive learning can take place 

with practitioners having the knowledge but being unable to relate this to their practice. 

Newman et al (2009) noted a continued phenomenon of passive learning similar to that 

noted by Allen et al (2003) several years previously, despite efforts in this later study to 

encourage an interactive environment. Within the geographical area of the study, the use 

of an internet-based demonstration of the toe-bandaging used in lymphoedema 

management has been utilised effectively with student nurses to consolidate learning of 

this technique, indicating that internet-based learning can be an effective method of 

developing practical skills. 

 

In addition to the use of technology as a learning tool, Delivering for Remote and Rural 

Healthcare (SGHD, 2008b) considers that information technology should be an integral 

part of remote and rural healthcare. Consultants in specialities such as oncology, 

respiratory medicine, orthopaedics and ophthalmology, who are based in Inverness, 

have visited the rural general hospital in the study area for many years. This provides an 
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excellent service for patients, but is acknowledged that the travelling time required for 

these consultants may not be the most cost-effective use of their time. 

Videoconferencing not only has the potential to provide cost-effective local access, but 

also offers the opportunity to extend this to a wider range of specialist services, such as 

the neurology and genetics services which are based outside the immediate health 

board. Moffatt et al (2011) identified a reluctance to use this technology amongst 

professionals in their study in Australia, who considered it to be quicker, easier and 

more cost-effective to maintain „traditional‟ methods of working. However, where there 

has been considerable investment in effective, easy to use technology and training in its 

use, such as in the remote and rural areas within NHS Highland, increasing use is being 

made of this for both individualised consultations and clinics. No literature specific to 

the use of this technology in lymphoedema management could be located, however this 

group of patients could potentially benefit from developments such as clinics with 

videoconferencing facilities providing ease of access to specialist practitioners and 

providing support for generalists in their practice. 

 

2.5 Summary 

This review of the literature published over the last 14 years does suggest that 

lymphoedema is a chronic long term condition that responds to daily physical therapies, 

much of which can be carried out by the person with the condition, i.e. self care. The 

BLS (2001) classification of lymphoedema correlates with four levels of support 

outlined in Scotland‟s model of long term condition management, suggesting that it is 

appropriate for lymphoedema to be considered within the context of the long term 

conditions framework.  
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 This literature review also highlighted that there is concise estimate of the frequency of 

lymphoedema; prevalence estimates from epidemiological studies vary widely. Reasons 

for this include differences in methodology, types of study design, timing of follow-up 

and participant characteristics with most Western studies focusing on cancer-related 

lymphoedema.  In addition, most of the available studies to estimate prevalence have 

been carried out in large cities and it is unclear or whether these findings are applicable 

or can be generalized to those resident in remote and rural environments.  

 

The review considered some of the considerable body of evidence that lymphoedema 

can cause significant physical and psychological morbidity. Although much of the 

research investigating the experience of living with lymphoedema has focused on breast 

cancer-related lymphoedema, over the last decade there has been an increased 

awareness of the effect and impact of non cancer-related lymphoedema. As with the 

prevalence studies, most of the research focuses on diagnosis, treatment and experience 

of lymphoedema in urban areas with an urban based sample, it is not clear how much 

this differs in remote and rural areas. 

 

The consideration of service provision throughout the UK indicated that this is 

characterized by very sparse, poorly staffed services that have developed on ad hoc 

basis, with many lymphoedema services focusing on those people with cancer-related 

lymphoedema.  This situation has contributed to a two-tier system, causing those 

persons with non-cancer lymphoedema to become frustrated with the lack of support 

and treatment.  Where treatment was available, it was shown to be heavily dependent on 

specialist practitioners, a situation that is unsustainable in the current economic climate 

and is inappropriate in a sparsely populated, remote and rural area. 
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In addition to the perceived lack of support for patients, the literature review indicated 

that there is a lack of support for healthcare professionals, with many community teams 

being unsure of how to best treat lymphoedema. Additionally, there is evidence of 

uncertainty over optimal long-term management. The literature highlighted that many 

chronic and long term conditions predispose to lymphoedema and are responsible for a 

significant proportion of the overall global health burden, making effective management 

of these conditions a major challenge for healthcare providers. The evidence suggests a 

lack of knowledge, skills and confidence amongst healthcare professionals that needs to 

be addressed in order to ensure an equitable and sustainable service provision.  

 

This chapter has set the background for this study. The next chapter describes how the 

study was carried out and explains the rationale for the methods used. 
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Chapter 3:  Research design and methods 

This chapter explains and justifies the research methodology, design and methods used 

in the study. The rationale for the methodology used in each of the stages of the study is 

followed by a consideration of quality and ethical issues. A brief exploration of the 

theory informing the research design is undertaken before the final section of this 

chapter describes the process used in each stage of the study. 

 

3.1 Research design 

The aim of the study was to consider three research questions:  

 What is the prevalence of lymphoedema in northernmost community health 

partnership in mainland Scotland?  

 What are the characteristics of the condition in that area? 

 What is the experience of the diagnosis, management and everyday life from the 

perspective of a sample of people with lymphoedema living in that very remote 

and rural area? 

 

These three aims of the study each required a different type of data to be collected from 

a different sample; the research design reflected these differences.   

 

Stage 1: The initial stage was designed to collect quantitative data which was used to 

estimate the prevalence of lymphoedema amongst those people registered with all the 

GP practices in the study area, using a short postal survey form which was mailed to the 
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17 GP practices in NHCHP. The survey requested data about the number of people with 

lymphoedema registered with the practice, their age and gender.  

 

Stage 2: The GP practice survey generated the sample for the second stage of the study: 

to enquire about the characteristics of lymphoedema experienced by persons living in 

the area. This data was collected through a self-administered postal questionnaire which 

was mailed by the practice to the individuals about whom they had returned initial 

information.  Whilst much of the data to be collected in this stage of the study was 

factual information concerning the cause and extent of the lymphoedema, i.e. 

quantitative data, qualitative data was also collected concerning how the lymphoedema 

affected the respondents‟ life. 

 

Stage 3: A consent form included in the mailing from their GP invited the targeted 

individuals to participate in a semi-structured qualitative interview about their 

experience of living with lymphoedema - the third stage of study involving a small 

sample of ten individuals. This method of sampling ensured the anonymity of the initial 

larger sample.  

 

These stages are summarised in Figure 5, overleaf. 
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Figure 5: Summary of research stages 

 

3.1.1 Quantitative v qualitative research 

Quantitative and qualitative research derive from differing scientific traditions and 

epistemological perspectives, with much debate taking place concerning the validity and 

reliability of data collected using qualitative methods (Bryman, 2008). However, as 

Silverman (2005) and Topping (2010) point out, no method of research is intrinsically 

Stage one: GP survey to estimate prevalence of 

lymphoedema.  

Study information and short postal survey form mailed to 

all GP practices in study area (n = 17) 

Stage two: collection of data about the characteristics of 

individuals’ lymphoedema. 

Practices mailed study information and questionnaire to 

patients meeting study criteria (n = 88). Consent form 

included to recruit sample for stage three   

Patient self completion questionnaire (n = 49 returned).  

Stage three: collection of data about the experience of 

living with lymphoedema. 

Consent forms returned (n =33), from which 10 chosen to 

participate in semi-structured interviews 
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better than any other, what is important is the appropriateness of the method for the type 

of data to be collected.  

 

Quantitative research focuses on numbers and quantification in the collection and 

analysis of data. As a research strategy, it tends to have a positivist approach and aims 

to be objective and deductive (Bryman, 2008), with the research typically using natural 

science methods in order to ensure the validity and reliability of the findings. Thus it is 

typified by classical experimental design, however surveys, analysis of official statistics 

and non-participant observation are also quantitative research methods (Silverman, 

2005). This focus on numbers makes it an appropriate strategy in the first two stages of 

this study, surveying GP practices to estimate the prevalence of lymphoedema and 

quantifying the characteristics of the condition as reported by respondents to the self-

completion questionnaire.   

 

In contrast, qualitative research tends to focus on words and meaning, giving it an 

interpretive perspective more suitable for understanding the experiences and feelings of 

the research subject from their own perspective (Bryman, 2008). Whilst methods in 

qualitative research also include non-participant observation and surveys, other methods 

involve some degree of researcher participation through the use of interviews, focus 

groups and participant observation (Silverman, 2005). This involvement of the 

researcher can create concerns regarding the objectivity of the research (Silverman, 

2005), particularly in field of nursing where the researcher is also a practitioner in the 

field of study (Topping, 2010). This researcher-practitioner dichotomy has already been 

highlighted as a challenge for this study.  The use of semi-structured interviews in stage 
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three of the study allowed the exploration of the participants‟ experience of living with 

lymphoedema. 

 

In using a complementary blend of quantitative and qualitative research methods, this 

study is an example of mixed methods research, a strategy that can provide in-depth 

information about the research topic and can be relevant in healthcare focused research 

(O‟Cathain, 2007).  Topping (2010) considers that nursing research in particular can be 

strengthened through the use of a combination of methods. 

 

3.1.2 Mixed methods research 

Mixed methods research is common in health service research in the UK, with 

O‟Cathain et al (2007) suggesting that its use can provide an answer to the complexity 

of research in the health services. According to Bryman (2008), mixed methods research 

is more than merely using qualitative and quantitative research methods in tandem, it 

involves mixing the research methods used with a specific outcome. The resultant data 

from each should at least complement and enhance the other, allowing a deeper 

understanding of the area of study.  

 

The rationale for using both quantitative and qualitative methods in this study was: 

 To estimate the prevalence of lymphoedema; this quantitative data on the 

number of people with lymphoedema in each practice also provided the sample 

for the self-completion questionnaire. 
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 To provide a sample for qualitative interviews; the primarily quantitative self-

completion questionnaire provided a means of access to potential participants in 

the qualitative interviews 

 To gain a more comprehensive understanding of the experience of living with 

lymphoedema, i.e. the qualitative data from the interviews will complement and 

enhance the data from the questionnaires. The use of open-ended questions in 

the interviews will provide an opportunity to explore the experience of living 

with lymphoedema from the perspective of a person with the condition. 

 To enhance the validity and integrity of the data, i.e. the data from the interviews 

should corroborate the data from the questionnaire completed by the person 

being interviewed. This will provide an indication of the appropriateness of the 

questionnaire as a research tool. 

 

Arguments against the use of mixed methods hinge around the validity of combining 

two research methods coming from distinct and seemingly incompatible 

epistemological perspectives (Bowling 2009, Bryman 2008). However, as Bryman 

points out, with the increasing use of mixed methods research there has been an 

acknowledgement over the last few years that research methods can be viewed merely 

as techniques for collecting data that may not be as dependent on a particular stance as 

previously thought.  
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3.1.3 Validity and reliability in research 

The quality of research is dependent upon the degree to which it is judged to meet 

acceptable levels of validity and reliability. The research must measure what it sets out 

to measure without bias or distortion, validity, and it must be capable of doing this in a 

consistent manner, reliability (Lacey, 2010). The validity of this study is challenged by 

several sources of bias, primarily due to being an example of practitioner research 

(Topping, 2010) in a sparsely populated area. Reliability has been addressed by 

providing a definition of the condition in the GP survey, utilising semi structured 

interviews which offer the opportunity to ascertain the reliability of the answers given 

on the questionnaires and by comprehensively describing the methodology. These 

issues are discussed further in section 3.3 Quality considerations. 

 

3.2 Rationale for the research methods used  

Following a justification of the selection of the geographical area, each stage of the 

study will be considered and a rationale for the research method used will be offered. 

 

3.2.1 The study area 

The geographical area of the study was that of the northernmost Community Health 

Partnership in mainland Scotland. With regard specifically to lymphoedema, there is 

one specialist practitioner in the north-east (the researcher) and one key worker in the 

south east of the area. The management of lymphoedema is only a small part of the 

work of both of these practitioners, the total being approximately 0.1 whole time 

equivalent post. This paucity of lymphoedema services is not unusual throughout the 
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UK. The literature review revealed that there has been no research into the prevalence 

or effects of lymphoedema in a very remote area in the UK. It is unknown whether the 

remoteness of the area in conjunction with this lack of services adds another dimension 

to the experience of living with lymphoedema. As a lymphoedema practitioner working 

in the area, the researcher has a particular interest in this topic. 

 

3.2.2 Stage one: GP survey to estimate the prevalence of lymphoedema 

As GP practices or health boards are not required to collect statistics regarding 

lymphoedema, information regarding the incidence and prevalence of the condition is 

not readily available. It was outside the scope of this study to estimate the incidence 

(new cases) of lymphoedema across the study area. This would have involved a 

prospective investigation over a period of time, e.g. one year, to ascertain all new cases 

attending primary care services. Although this method would provide an accurate 

estimate of the incidence of the condition, such studies are complex to undertake and 

require considerable time, effort and financial resources. Another approach would be to 

survey all adults in the area, using a cross-sectional prevalence survey approach; this 

would be both expensive and relatively time-consuming.  Therefore, an attempt was 

made to estimate the prevalence of lymphoedema in the study area using primary care 

services. Prevalence is the number of existing cases, in this study people with 

lymphoedema, within a specific time period (Last, 2001). Prevalence estimates provide 

an indication of the burden of disease and can be very helpful for service planning. For 

the purpose of this study, which was focused on the experience of living with 

lymphoedema, the prevalence of lymphoedema was a more relevant measure than the 

incidence of the condition. 
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3.2.2.1 Rationale for the GP survey 

The data to be collected as stage one of the study was quantitative epidemiological data. 

In keeping with this quantitative perspective, the information was collected by 

requesting all GP practices in the geographical area of the study to identify as many of 

their patients who met the study criteria as they could remember and to return this 

information on a short reply form to the researcher. Therefore, the survey of GPs 

provided an estimate of persons living in NHCHP with a current diagnosis of 

lymphoedema during the months of January and February 2009, i.e. an estimate of the 

prevalence in the study area at that period.  

 

Bowling (2009) defines a survey as a method of collecting information from a sample 

of interest. It is a method frequently used in social sciences, to investigate social 

phenomenon, and in epidemiology to investigate the prevalence of conditions of 

interest, as in this study.  The postal survey was chosen as a pragmatic answer to 

reaching all the GP practices located in the geographical area of the study. The 

advantages of this method of data collection include cost-effectiveness and convenience 

for the recipient (Bryman, 2008). In this study, the time and costs of travelling to each 

GP practice in this very wide geographical area were prohibitive. In addition, the use of 

a short postal survey was more convenient for the practices, in that it allowed each 

practice time to complete the survey form. The main disadvantage of this means of data 

collection is that it is very easy for the recipient to ignore the form. However, due to the 

relatively small number of practices, it was possible for the researcher to personally 

remind each practice about the study and encourage them to participate. This process 

was facilitated by the fact that, as a healthcare professional employed in the 
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geographical area of the study, the researcher was known to many of the practices in the 

area. Whilst this knowledge facilitated access to the practice and thereby had the 

potential to increase the response rate in returning the survey, it is suggested that it was 

unlikely to encourage the practices to remember more people with lymphoedema. 

 

The initial contact letter mailed to the GP practices with the survey form (see Appendix 

1) included a definition of the condition in order to ensure consistency of identification 

of patients with lymphoedema across the survey sample. These criteria were those used 

in the study conducted by Moffat et al (2003) in south west London and by Sneddon 

(2008) in Glasgow, the intention being to allow comparison between the sample in each 

study.   

 

It is acknowledged that asking the practice to identify these patients from memory 

would allow an unknown number to be „forgotten‟, thereby reducing the apparent 

prevalence of the condition in the practice. The method would, also, potentially provide 

a biased sample as patients who frequently contacted their GP and / or had severe or 

complicated lymphoedema would be more readily remembered. In addition, those 

patients with lymphoedema but who have not presented for care will not be identified. 

Alternative methods of estimating prevalence of lymphoedema in the area were 

examined and rejected due to potential difficulties. The methods considered were: 

 For the researcher or practice manager to examine the records of all patients 

registered with practice known to have risk factors for the development of 

lymphoedema. This was considered to be prohibitively time-consuming, 
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increased in several practices by the need to examine paper-based records. It was 

also open to the similar bias as asking healthcare professionals to rely on their 

memories, as a number of the risk factors for lymphoedema are not recorded 

electronically by the practices, for example those patients with primary 

lymphoedema and those with venous leg ulcers.   

 To request information on the number of persons with lymphoedema who reside 

within the North Highland CHP who attended relevant clinics, e.g. the 

lymphoedema, oncology, vascular and dermatology clinics held either centrally 

or in the district general hospital, during the previous year. This was rejected as 

being unreliable due to the increased potential for double-counting by persons 

who attended more than one clinic. It would also require the co-operation of a 

considerable number of clerical staff at each clinic as, in addition to the time that 

this would require, a search for this information by the researcher would 

comprise the anonymity of the sample.  

 A cross-sectional survey of all adults in North Highland CHP to ask if they have 

lymphoedema (swelling of one or more limbs). This approach, involving 

contacting more than 25,000 people over the age of eighteen, would be 

expensive and time-consuming to carry out, and would require case 

ascertainment of each positive response. In addition, it could potentially raise 

unnecessary health concerns amongst the recipients, in particular for those 

people who do have swelling but have suffered no problems due to this. A 

further potential effect of this approach would be that of an influx of people 

visiting their GP looking for information, support and treatment. 
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The necessary involvement of other healthcare professionals and practice staff in 

identifying persons with lymphoedema made the study dependent on the commitment of 

others to estimate the prevalence of the condition. It was possible that, as the researcher 

is a healthcare professional known to have an interest in this topic by many of the GP 

practices in the study, some practices participated more readily than would have been 

the case with an unknown researcher.  

 

In contrast to the studies by Moffat et al (2003) and Sneddon (2008) it was decided that 

it was preferable to survey a single source, primary care teams via the GP practices, to 

achieve an estimate of prevalence. It was felt that the relatively small size of the practice 

lists and the involvement of the primary care teams in their local communities would 

lead to greater recall of patients with lymphoedema than that to be expected in large city 

areas. It is acknowledged that this decision not to survey multiple sources had the 

potential to reduce the number of people identified with lymphoedema; however, it 

reduced the possibility of double-counting and maintained the anonymity of the sample 

at this stage of the study. If multiple sources had been surveyed, a method of 

identification such as CHI number would have been necessary to avoid such double-

counting; the Research Ethics Committee felt that this could compromise participants‟ 

anonymity and advised that this should not be requested.  

 

3.2.3 Stage two: patient survey of the characteristics of their lymphoedema  

The aim of this stage of the study was to describe the characteristics of the 

lymphoedema of those identified by GPs as having the condition. Much of the 

information was quantitative in nature, asking for the duration, possible causes, area of 
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the body affected by the swelling and specifically focusing on the prevalence of pain.  

However, qualitative information regarding how the lymphoedema affected lifestyle and 

any measures that the person undertook to self-care were also of interest.  The final 

question in the survey invited the participant to describe aspects of their experience of 

living with and managing lymphoedema. 

 

A self-administered survey questionnaire (Appendix 5) was used to collect this data 

from the sample generated by the GP practices. Ideally, this information would have 

been collected through the use of semi-structured interviews with the total sample 

generated by the GP practices.  However, similarly to the GP survey form, constraints 

of time, cost and geography all informed the decision to utilise a self-administered 

postal questionnaire.  

 

3.2.3.1 Advantages of a postal survey 

The advantages of this method of data collection include cost-effectiveness as the time 

and cost of travelling to interview a sample that was scattered over a very wide 

geographical area was reduced. This meant that it was more convenient for both 

participants and the potential interviewer.  

 

In this stage of the study, a further advantage of this method of data collection was that 

it also ensured the anonymity of the sample, with only the GP practices being aware of 

those persons to whom the questionnaire was mailed. The benefit of this anonymity was 

that interviewer effects were eliminated; this was felt to be a particularly important 
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advantage as the researcher was known to a proportion of the sample. Whilst Bryman 

(2008) suggests that there is little robust evidence demonstrating which interviewer 

characteristics can bias the answers given in an interview, Sudman and Bradman (1982) 

consider that this can be an important factor when it is felt socially desirable to give the 

„right‟ answer, as can be the situation when the interviewer is known to the respondent. 

However, this anonymity caused a disadvantage in that it was impossible to contact 

potential participants with reminders to complete the questionnaire, as the practices had 

no reason to maintain a record of those patients to whom the questionnaire had been 

sent. This lack of reminders had the potential to reduce the response rate, a possible 

source of bias in the study.  

 

3.2.3.2 Disadvantages of postal surveys 

For this stage of the study, the disadvantages of self-administered questionnaires 

include the fact that it is not possible to be sure that the intended recipient completed 

and returned the questionnaire. More important is the fact that it is impossible to 

encourage participants to elaborate their answers by probing their response to the 

questions or by explaining the question if this has not been understood; however it can 

be argued that this limitation eliminates another potential source of interviewer bias. 

 

Perhaps the most important disadvantage of postal questionnaires is the potential for a 

poor response rate. Whilst there is no agreed standard for an acceptable minimum 

response rate, both Bryman (2008) and Bowling (2009) cite 60% as acceptable with 

50% being barely acceptable. An acceptable response rate is important as non-
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responders can potentially bias the results just as much as those who do reply, what is 

unknown is in which direction this bias affects the research. Bowling (2009) noted the 

inconsistent and contradictory nature of the research evidence on the characteristics of 

non-responders, which prevents any firm conclusions being drawn about this 

phenomenon.   

 

Bryman (2008) and other writers suggest that the response rate can be increased through 

the use of reminders mailed to potential participants. Unfortunately, due to the redesign 

of the GP survey form requested by the NHS Research Ethics Committee (REC), this 

strategy was impossible in this study. The original design had requested the Community 

Health Index (CHI) number for those people identified by the practice as having 

lymphoedema, which not only provided their age but also a means for the practice to 

send reminders out. However, the Research Ethics Committee considered that this 

would be a breach of confidentiality and, by disallowing this, prevented the use of 

follow-up reminders to potential participants. 

 

3.2.3.3 Other factors affecting response rates 

Bryman (2008) suggests that a number of factors can affect the response rate to a postal 

survey; these include the topic and its‟ relevance to the recipient. These two variables 

were addressed in this study by ensuring that the questionnaire was sent only to people 

diagnosed with lymphoedema and by a respected source, i.e. their own GP practice.  
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Whilst Jones and Rattray (2010) consider that keeping the questionnaire as short as 

possible can encourage response, Jenkinson et al (2003) demonstrated that this is less 

important in health-related questionnaires. In their randomised controlled trial, they 

found no difference in response rate between a 4-page and 12-page health-related 

questionnaire. Bryman (2008) considers that the layout of the questionnaire is more 

important than the length.  He suggests that trying to make the questionnaire look as 

short as possible by cramping the questions together and use of a small font can be 

counter-productive in this respect.  

 

The above factors both influenced the decision not to include more detailed validated 

tools, such as the McGill short form pain assessment tool and the quality of life tool, 

with the postal questionnaire. Despite their name, both these tools remain lengthy 

questionnaires and it was considered that their inclusion may add to the burden of 

participating, thus lower the response rate. It was also considered that recipients may 

not understand their relevance to their own situation. This decision limited the 

comparison of the results of this study with the results of other studies, such as that of 

Moffat et al (2003). 

 

3.2.3.4 The design of the questionnaire 

In designing the questionnaire, Dillman‟s (1983) suggestions were utilised extensively, 

in particular that the form was made as attractive and easy to read as possible. One font 

size was used throughout the form, in an attempt to appear less distracting and more 

professional for the recipient. In addition, the use of capitals was kept to the minimum 
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required for grammatical reasons; both Dillman (1983) and Jones and Rattray (2010) 

consider that lower case is easier to read. The questions and any directions were 

highlighted by being printed in bold type.  

 

In order to achieve the most acceptable design, the layout of questionnaire was tested on 

a convenience sample of sixteen nursing and secretarial colleagues, who were asked 

which format they found to be easiest to read and would be more likely to complete. 

The choice offered was between an A4 booklet with arial size 11 font, the same booklet 

reduced to A5, or the same layout on A4 loose leaf sheets printed on one side only then 

stapled together. It was unanimously felt that an A4 booklet was the most appropriate 

format, as this was found to be the easiest to handle with an easily readable font. The 

literature that was reviewed to inform this decision revealed no consensus; some authors 

agreeing Dillman‟s (1983) suggestion that a booklet can achieve a better response than 

loose-leaf sheets, whilst others agreed with Jones and Rattray (2010) who consider that 

postal surveys achieve a better response rate when printed on side only. In view of this 

lack of consensus in the literature, the convenience samples‟ preference was adopted.  

 

In addition to testing the format of the questionnaire, the content was piloted with one 

person with primary lymphoedema who found it easy to complete and also, importantly, 

found that she was able to express her experience of living with the condition. The 

questionnaire was similar to that used by Sneddon (2008) in Glasgow; this allowed for 

some comparison of data thereby increasing the validity of the findings of this study. It 

was based on the format of the assessment form used in the lymphoedema clinic in the 

study area. This had the advantage of ensuring that all relevant information was 



83 
 

requested in a format which the researcher was familiar with. Maintaining the 

anonymity of the sample was extremely important as in small remote communities the 

identity of persons can be exposed by minimal information, therefore no demographic 

details were requested on the form. Unfortunately, whilst this strategy did help to ensure 

anonymity, it also limited the analysis of the characteristics of the sample.  

 

3.2.3.5 Geographical location 

An extra dimension was added to the data analysis by differentiating between the data 

collected in each of the two distinct geographical regions within the study area. As 

stated previously, the study area comprises two distinct geographical areas, one being 

more sparsely populated and inaccessible than the other. The opportunity to easily 

differentiate between the questionnaires returned from the two areas presented itself as a 

circumstance of the time of year at which the study was commenced. Two different 

editions of stamps were used on the return envelopes, a standard first class stamp for 

one area and a Christmas version for the other area. This procedure did not comprise the 

anonymity of returned questionnaires in any way. Although examining the postmark on 

each of the returned questionnaires was not considered as an option at the time, it would 

have been possible to obtain the same information by this means; however by 

pinpointing smaller postal areas the anonymity of the sample could have been 

comprised.   
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3.2.4 Stage three: patient interviews to explore their experience of living with 

lymphoedema 

In-depth information about the experience of living with lymphoedema was gathered 

using semi-structured interviews, with the interview sample being selected from those 

people returning a completed consent form with their self-administered questionnaire. 

In keeping with the mixed methods approach, this qualitative information was intended 

to build on that provided by the larger sample in the questionnaire described above. It 

was anticipated that the qualitative information gained from the interviews would 

enhance the validity and reliability of the quantitative data collected by the self-

administered postal questionnaire.   

 

3.2.4.1 Aims of the interviews 

The primary aim of the interview was to gain insight into how the experience of having 

lymphoedema can affect the lives of persons with the condition who live in a remote 

and rural area. The semi-structured format of the interview where the same questions 

were asked in the same order in each interview ensured that all participants were asked 

the questions in the same way, i.e. to ensure consistency within the interview, enhancing 

reliability between the interviews. The use of open-ended questions throughout the 

interviews allowed the participants to respond fully and also allowed the interviewer to 

probe responses and clarify any ambiguities. The interviews also provided an 

opportunity to assess the reliability of the answers provided by that participant to the 

self-completion questionnaire.  
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In addition, using interviews as a method of data collection in this study provided the 

interviewer with the opportunity to observe the severity and extent of the lymphoedema 

and to gain visual information about how the condition was affecting the participant and 

to explore aspects of self management. The visual information that can corroborate the 

written information on the questionnaire and the verbal information collected in the 

actual interview included: 

 the gait of those with lower limb swelling as evidence of poor mobility  

 non-verbal cues indicating how the lymphoedema affected the body image and 

self-confidence of the person being interviewed 

 choice of clothing 

 evidence of functional difficulty in those with arm lymphoedema.  

 

The decision was taken not to include the use of validated quality of life or pain 

assessment tools, such the SF-36 or McGill short form pain assessment tools, as part of 

the interview. This decision was influenced by the reaction of clinical trials patients 

treated by the researcher when faced with yet another questionnaire. It was also a 

concern that the mention of completing a further questionnaire at the time of consenting 

to the interview may have the effect of reducing the response rate for this stage of the 

study. The issues of pain and quality of life were included in the interview, with 

potential to create repetition for the participant. It is acknowledged that this decision 

affects the validity and reliability of this study. 
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The interview sample of ten persons was chosen as, while it had the possibility of 

providing a variety of experiences of lymphoedema, it represented a manageable 

number of interviews for the lone researcher to carry out, transcribe and analyse. The 

possibility of introducing respondent bias was a concern; ideally the sample should 

consist of people of whom the interviewer had no professional knowledge. However, 

selection bias remained a possibility in this study. 

 

3.2.4.2 Rationale for the choice of semi-structured, face-to-face interviews 

As discussed above, the aim of this part of the study was to describe and explore the 

experience of living with lymphoedema in a remote and rural area from the perspective 

of the participants. Tod (2010) considers that interviews have the capacity to achieve 

these aims, suggesting that their use in a study such as this offers a means to explore 

such little understood areas and of verifying and clarifying the results of other data such 

as that collected through a questionnaire. 

 

Interviews are widely used as a method of collecting data in both qualitative and 

quantitative research, in a range from very rigidly structured survey-type interviews to 

completely unstructured interviews dependent on the research aim (Bryman, 2008). A 

structured interview involves the administration of an interview schedule containing 

very specific, closed questions which are read out in the same order for each interview; 

this approach ensures standardisation of the interview enhancing the reliability of the 

data and validity of the conclusions of the research (Bryman, 2008). Structured 

interviews were considered inappropriate as their rigidity in adhering to a highly 

structured interview guide does not allow the exploration of participants‟ responses.  



87 
 

  

In contrast, unstructured interviews are more informal, utilising a guide consisting of a 

list of topics that are to be addressed in the interview (Silverman, 2005). This means 

that the sequence and phrasing of the questions will vary in each interview dependent 

on the answers provided; this lack of uniformity of content can lead to highly 

individualised interviews that are, as highlighted by Corbetta (2004), extremely difficult 

to analyse in a thematic manner. Unstructured interviews were considered to be 

inappropriate for this study due to the constraints of time and cost of carrying out, 

transcribing and analysing the number of interviews required for the study and also due 

to the inexperience of the researcher. 

 

Semi-structured interviews were, therefore, considered to be the most appropriate 

interview method for this study. The use of an interview guide (see Appendix 6) 

enabled the interviewer to cover the relevant topics in a consistent pre-determined order 

(Ritchie et al, 2003). It also ensured that the questions were asked in similar way during 

each interview, whilst being flexible enough to allow the interviewer to probe the 

participant‟s responses and to explore their individual feelings and experiences. This 

strategy provided a structure to the data, aiding the analysis of the interviews.   

 

However, as highlighted by Bryman (2008), face-to-face interviews can be expensive 

and time-consuming. The alternatives to this approach that were considered were to 

carry out telephone interviews or the use of a focus group. Wilson et al (2007) highlight 

that telephone interviewing can achieve good response rates and that longer interviews, 

30-80 minutes, are possible. Certainly, in the context of this study, telephone interviews 

have the advantage of being potentially less expensive, as travelling expenses are 
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reduced, and less time-consuming, particularly when the sample is scattered throughout 

a large geographical area (Bryman, 2008) and Tod, 2010). However, the opportunity to 

observe the severity and extent of the lymphoedema and to gain visual information 

about how the condition was affecting the participant would be lost. In addition, it 

would be impossible to observe body language and eye contact cues as a reason for 

probing areas of interest that arise in the interview.  

 

The use of a focus group has the potential to enhance the researcher‟s understanding of 

the experience of lymphoedema as this approach offers the opportunity for probing and 

discussion amongst the members of the group (Bryman, 2008). This process means that 

the researcher may gain a more realistic picture of group members‟ experience, 

difficulties and ways of managing to live with lymphoedema (Goodman & Evans, 

2010). In the context of this study, it may have been possible to arrange one focus group 

in each geographical area; however, it would have been more time-consuming for 

participants and also difficult to find a venue suitable for all in an area with poor 

transport links. Also of importance to the final decision to carry out individual 

interviews was the researcher‟s lack of experience in moderating a focus group and the 

difficulty that would have been experienced in recruiting an observer for the sessions. 

  

3.2.4.3 Design of the interview guide 

The interview guide (Appendix 6) contains only the five main research questions. In 

practice, the interview commenced with an introduction to the interviewer and a 

reminder of the aims of the study, followed by three brief closed questions eliciting 

information about the participants‟ age, employment and how long the swelling had 
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been present. This part of the interview was intended to help both parties to relax and to 

begin to feel comfortable with each other (Tod, 2010). 

 

The main section of the interview comprised the five open questions contained in the 

interview guide. Care was taken not to include any leading questions, which could bias 

the results of the study. These questions were intended to flow on from each other 

reasonably well, in order to help the participant feel more at ease (Bryman, 2008). As 

previously stated, the main aim of the interview was to explore how the experience of 

having lymphoedema can affect the lives of persons with the condition who live in a 

remote and rural area, in particular the physical difficulties and psychological effects. 

However, as a researcher-practitioner with a desire to deliver high quality services, it 

was also of interest to investigate participants‟ understanding of their condition and 

their sources of information; thus, the interview guide commences with a question on 

this. The five questions provided the research subject the opportunity to expand on the 

answers already given on the questionnaire. In asking „is there anything else that you 

would like to tell me about‟, the final question was worded in such a way as to indicate 

that the interview was drawing to a close. 

 

The interview was closed by checking again that there was nothing else that the 

participant wished to add, reminding them about the aim of the study and thanking them 

for their help. These three stages within the interview are consistent with the guidelines 

suggested by Silverman (2005) and Tod (2010). A pilot interview was carried out with 

one person who had responded to the questionnaire and who had consented to take part 

in this stage of the study. The reasons for this were threefold: to check that the questions 
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were capable of collecting the required data (Tod, 2010); to provide an estimate as to 

the probable length of the interviews to assist in planning and timing of the other 

interviews, and to provide the researcher with the opportunity to practice. 

 

3.2.5 Comparison with other lymphoedema studies 

The methods used in this study were similar to those used by Moffat et al (2003) and 

Sneddon (2008) in their large studies of urban populations. In each of these studies, the 

prevalence of the condition was estimated using a survey of healthcare professionals. 

However, both of the studies surveyed a wide range of acute and community services in 

order to estimate the prevalence of lymphoedema; this increased the possibility of 

double counting affecting the outcome. It is suggested that surveying only GP practices 

eliminated this problem, resulting in a more accurate estimate of prevalence.  

 

Similarly to this study, both of these other studies collected data concerning the 

experience of living with lymphoedema through face-to-face interviews. However, both 

these large studies employed research assistants to conduct a larger number of 

qualitative interviews. Whilst this strategy required considerable funding, it had the 

advantage of increasing the interview sample size and, therefore, the validity of the data 

collected. It also eliminated a number of the sources of interviewer bias that could 

potentially affect this study. However, the method of recruiting the interview sample 

was different in each study; Moffat et al interviewed persons attending lymphoedema 

clinics, whilst Sneddon‟s sample was recruited by staff based at lymphoedema clinics. 

This resulted in all the interviews in the other studies being carried out with persons 
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who were receiving specialist treatment for their lymphoedema; this was not the case in 

this study. 

 

3.3 Quality and ethical considerations  

Following a consideration of how quality issues were addressed in this study, the ways 

in which this study may have been affected by bias will be discussed. Ethical issues will 

then be discussed. 

 

3.3.1 Quality considerations 

The quality of research is dependent upon the degree to which it is judged to meet 

acceptable levels of validity and reliability.  Validity is concerned with the integrity of 

the conclusions generated from a piece of research (Bryman, 2008). In any research, it 

is important that the methods and conclusions can be explained and justified in relation 

to the aims and findings of the study, internal validity. In this study, internal validity 

was addressed in the following ways: 

 The use of a GP survey to identify the patient sample provided certainty about 

diagnosis and case ascertainment. 

 The use of the self-completion questionnaire to generate the interview sample 

for stage three of the study ensured that those interviewed met all the criteria for 

having lymphoedema.  
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 The interview material provided more in-depth information about the experience 

of living with lymphoedema, which would verify the data from the 

questionnaires. 

 

 External validity is concerned with how applicable the findings of the research are to 

other situations. In order to achieve a measure of external validity in this study, it was 

important that the study sample have lymphoedema, this was addressed by providing 

the GP practices with the definition of lymphoedema (see appendix 1, initial contact 

letter to primary care teams) that was used in the studies by Moffat et al (2003) and 

Sneddon (2008). It was also important that the study sample was as representative as 

possible of those with lymphoedema in the study area. One concern was that the method 

of identifying people with lymphoedema via a GP survey will have missed those who 

have been managing their condition without presenting to primary care. The anonymity 

of those identified with the condition by the GP practices made it impossible to know 

whether those who completed the questionnaire and those who consented to be 

interviewed were representative of all those with lymphoedema in the study. However, 

the choice of persons living in relatively isolated areas as well those from the larger 

settlements in the area, and a sample of those with differing causes and sites of 

lymphoedema attempted to address this issue. Recognising this limitation and 

identifying possible sources of bias within the study, as discussed in more detail below, 

mean that no claims are made that the study findings are applicable to other 

geographical areas. 
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Reliability is concerned with the extent that similar findings would be reproduced if the 

research was repeated in the same area. This study addressed this issue by describing 

and explaining the research method in detail. In addition, a colleague with research 

experience and a professional interest in chronic oedema independently analysed the 

transcripts of the interviews for key themes. This identified that those themes noted by 

the researcher were valid. In addition, the coding of comments into these themes was 

similar, providing a further measure of reliability. 

 

3.3.2 Risk of bias 

The possibility of bias affecting the results of this study has been recognised a number 

of times in the previous sections. Bias is a threat to the reliability and validity of a study 

and can emerge from a number of sources. Of the types of bias described by Bowling 

(2009), this study has the potential to be affected by the following: 

 Study design. Faults in the design of the study can affect the quality of the data 

collected. Amongst others reasons, this may be due to a fault in the method 

utilised, the sampling technique and inappropriate analysis technique. It was 

acknowledged in section 3.1.2 that the method used to identify the sample of 

patients with lymphoedema was sub-optimal as it was relying on practice staff 

memory of patients. This had the potential to bias the sample towards those with 

severe lymphoedema and/or those who are in frequent contact with their GP 

practice. It potentially eliminated those persons with mild, uncomplicated 

lymphoedema who had never brought the swelling to the attention of their GP 

from the study. It is suggested that practice staff memory is as reliable a tool to 

use as the number of persons attending a lymphoedema clinic, both of these 
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methods of identifying people with lymphoedema have the potential to bias the 

sample towards a different population. 

 Non-response bias. Non-response is a major source of bias particularly in postal 

questionnaires. This can affect the validity of the research by reducing the size 

of the sample, potentially making the sample non-representative of the total 

population and study population. It is difficult to be certain of the characteristics 

of the non-responders and their reason for not responding; dependent on the 

design of the study, it may be possible to ascertain their age, gender and 

economic status. The redesign of the GP survey form requested by the Research 

Ethics Committee, discussed in section 3.1.3, removed the CHI number from the 

form. Thus, as the practices were not specifically requested to record any sample 

characteristics, it was not possible for the practices to reliably send reminders to 

those patients identified within their practice with lymphoedema. This design 

fault had the potential to bias the sample towards those who had a particular 

reason for returning the questionnaire; whilst it is possible to speculate what 

these reasons may be, there is no reliable way of ascertaining this. 

 Selection bias. This occurs when the characteristics of the sample do not reflect 

those of the wider sample. It has already been discussed that people with mild 

lymphoedema may have been eliminated from this study; this is one example of 

selection bias affecting this study. In addition, due to the change in the GP 

survey form mentioned above, it is impossible to be certain that the respondents 

to the questionnaire do reflect the characteristics of the total sample identified by 

the GP practices in terms of gender-related age and the aetiology of their 

lymphoedema. For stage three, the semi-structured interviews, a sample was 

chosen to be as representative as possible of the larger sample in terms of 
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gender, site and aetiology from those consenting to be interviewed in order to 

reduce this source of bias. 

  Interviewer bias. This type of bias occurs when the interviewer biases the 

respondent‟s answer to the questions. This may be intentional, as in the use of 

leading questions when exploring an issue of interest, or accidental. As 

discussed in 3.1.4, the use of an interview guide was intended to assist in the 

elimination of this source of bias. It is possible that the use of an interviewer 

who is known to the person being interviewed may act as a further source of 

bias. This situation may lead to the interviewee attempting to give the „right‟ 

answer (social desirability bias). To reduce the possibility of this, the majority 

(80%) of the interview sample was selected from those persons previously 

unknown to the interviewer. 

 Recall (memory) bias. The participant‟s memory may be selective in retaining 

information, thus the person may not remember being informed concerning self-

care measures. This lack of recall highlights the need for good teaching 

technique, in particular the need to ensure that the person understands the 

relevance of the information, and the provision of good quality, clear, written 

information. It also highlights the need for good communication and active 

listening skills on behalf of the interviewer. This study is dependent on GPs 

recalling patients with lymphoedema, their recall may be affected by their 

interest in the condition, whether they have been consulted about the condition 

in the recent past and their interest in the study.  

 Mood bias. The mood of the participant at the time that they completed the 

questionnaire, or on the day of the interview, can be reflected in their replies. It 
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is highly probable that if their mood is low they will under-estimate their 

abilities, the level of support that they receive and their health, whilst the 

opposite is true if their mood is improved. The use of good communication and 

active listening skills on behalf of the interviewer may aid in reducing the effect 

of mood in the semi-structured interviews by exploring in depth the 

interviewee‟s feelings in relation to their lymphoedema. 

 

Recognising potential sources of bias allows the researcher to avoid these where 

possible, unfortunately some are unavoidable, e.g. the re-design of the GP survey form 

requested by the REC. 

 

3.3.3 Ethical considerations 

Research ethics approval for the study was sought from and granted by the North of 

Scotland NHS Research Ethics Committees (REC reference number 08/S0801/112). 

This NHS ethics approval automatically confers ethics approval from University of the 

Highland and Islands Millennium Institute (UHI), as the sponsoring body. In addition, 

management approval was received from NHS Highland Research Office (NHS 

Highland R & D ID number 505). 

 

In this study, the areas of particular concern were the anonymity of the sample, 

confidentiality and the issue of informed consent. Anonymity, confidentiality and the 

voluntary nature of participation were all stressed in the introductory letters to both the 

GP practices (Appendix 1) and potential participants (Appendix 2) and in the 
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information sheet (Appendix 3), in addition to this being re-iterated immediately prior 

to commencing the qualitative interviews.  

 

Anonymity was addressed through the use of anonymous postal questionnaires with the 

potential participant voluntarily providing their name and address when they consented 

to be interviewed. In small remote communities, it can be easy for participants to be 

identified in a research report by minor personal details or even their role (Robinson et 

al, 2005). For this reason no demographic details were requested in the questionnaire. 

As even visitors can be noticed and commented upon, the option of meeting the 

researcher at the GP practice or community health centre was offered as a venue for the 

interview.  This was particularly important as the researcher is known as a nurse in 

some geographical areas of the study. 

 

Confidentiality was addressed by using no names or place names in the reported data. 

Any comments about specific services were withheld from inclusion in the reported 

data. Returned questionnaires and consent forms were stored in a locked filing cabinet 

in the researcher‟s office and will be destroyed on completion of the research. Any data 

analysed using a computer package, such as Microsoft Excel was stored using encrypted 

software. 

 

The issue of informed consent was addressed by the inclusion of an information sheet 

(Appendix 3) describing the study in the mailing to potential participants from the GP 

practices. A telephone contact number was included on this, in case of any specific 
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queries not addressed in the information sheet. A consent form (Appendix 4) was also 

included in the mailing. In addition to written consent through the returned, accurately 

completed consent form, verbal consent to the interview and recording was sought from 

each participant. 

 

A further area that warranted ethical consideration was the identity of researcher, who is 

a nurse in the geographical area of the study. It has been suggested earlier in this section 

that this had the potential to affect the anonymity of the sample. A further concern was 

that the potential participants, in particular those who have been treated by the 

researcher, would feel an obligation to participate in the study. This was addressed by 

stressing the voluntary nature of participation in the information sheet and through the 

anonymity of the self-completion questionnaire. With regard to the GP practices, again 

the voluntary nature of participation was stressed during the personal contact with the 

practices.  

 

3.4 Research theory 

In research, the purpose of the study influences the choice of methodology and the 

actual methods utilised. These aim to maximise the robustness of the study in order that 

the findings and their interpretation can be defended when these are presented for 

scrutiny. Bowling (2009) suggests that the method of investigation depends on 

investigator‟s assumptions about society. Nursing as a discipline encourages the use of 

reflective practice as a learning tool. Thus, reflecting upon the design of the study and 

the reasons for this choice aided an understanding of the theoretical perspectives 

informing the design.  
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3.4.1 Theoretical perspective of the study 

Crotty (1998) considers that ontology and epistemology tend to merge together, with 

both informing the theoretical perspective of the study. He defines a theoretical 

perspective as a particular way of understanding „what is‟ (ontology) as well as a 

particular way of understanding „what it means to know‟ (epistemology). The 

theoretical perspectives of positivism and interpretivism are considered to be relevant to 

this study and are discussed briefly below. 

 

3.4.1.1 Positivism 

Positivism uses research methods drawn from natural sciences and emphasises positive 

facts. It assumes that there is a single objective reality that can be tested quantitatively 

using the laws of scientific reality (Bryman, 2008). Therefore, applying positivism to 

the research of human behaviour assumes that this is due to external stimuli, focusing 

only on what can be observed and measured; positivism is not interested in the 

experiences of people because this cannot be observed and measured. Despite this view, 

Bowling (2009) suggests that positivism has greatly influenced health research methods 

with the widespread use of surveys to elicit patients‟ views of service and by the use of 

interviews which are structured and rigidly applied in order to minimise interviewer 

effects. Reflecting upon the quantitative methodology utilised to research the prevalence 

of lymphoedema and the characteristics of the condition considered through the postal 

survey, it can be argued that these stages of the study have a positivist perspective. 
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3.4.1.2 Interpretivism 

In the mid 20
th

 century, it was recognised by some involved in social research that 

positivism was not appropriate for all types of research (Crossan, 2003), leading to the 

emergence of a new philosophy, post-positivism. Interpretivism is a post-positivist 

philosophy which acknowledges that reality does not exist in a vacuum and considers 

that the study of the social world and people‟s experiences need a different qualitative 

research method (Crossan, 2003, Bryman, 2008). Interpretivists try to understand and 

explain human and social reality (Crotty, 1998). It accepts that this reality is affected by 

the researcher‟s own experience, culture and by the particular goals they have for their 

work. In stressing the importance of interpretation as well as observation, qualitative 

research has become associated with interpretivism. However, as highlighted by Miles 

and Huberman (1994), the data produced from this perspective is difficult to measure as 

it is unique to each individual. Therefore, an interpretive perspective is less concerned 

about the validity and reliability of the claims than about these being defensible. It is 

considered that when the research methods and the evidence generated is examined, the 

claims made by the researcher should be considered as reasonable within the context of 

that research (Bryman, 2008). The qualitative data collected through the use of semi-

structured interviews attempted to understand the experience of living with 

lymphoedema from the perspective of the person with the condition. It can be argued, 

therefore, that this stage of the study has an interpretive perspective. 

 

In using a complementary blend of quantitative and qualitative research methods, this 

study can be classified as mixed methods research. Reflecting upon some of the 

theoretical perspectives of research has suggested that this study not only utilised a 

blend of research methods, but also of theoretical perspectives. This highlights the 
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acknowledgement made by Bryman (2008), mentioned earlier, that perhaps research 

methods can be viewed merely as techniques for collecting data that are not as 

dependent on a particular theoretical perspective as often stated. 

 

3.5 Research process 

The process of data collection and analysis for each part of the study will be presented. 

 

3.5.1 Stage one: GP survey form 

The principal GP in each of the 17 GP practice in the geographical area of the study was 

contacted either in person or by telephone in order to explain the study and to seek their 

co-operation in estimating the number of people with lymphoedema registered with 

their practice. All the practices agreed to participate, allowing their practice manager to 

mail the self-completion questionnaire to those patients identified.  

 

Within one month of this initial contact, a letter to the practice from the researcher 

(appendix 1) re-introduced and explained the study, providing a contact number for 

further information. The inclusion criteria for the study were detailed within this letter. 

These criteria were persistent oedema for at least three months, with minimal response 

to overnight elevation or diuretics and the presence of skin changes indicating early 

elephantiasis, i.e. thickened skin, hyperkeratosis and/or papillomatosis. The prevalence 

of lymphoedema was to be estimated by the primary care teams alerting the practice 

manager to those people known to them who met these study criteria. In addition, the 

community nursing teams were contacted personally by the researcher, to explain the 



102 
 

study and to ask them to inform the practice manager of any patients with 

lymphoedema. A simple data collection survey form was attached to this letter. This 

form was to be returned directly to the researcher by the practice manager.  

 

The original design of the short reply form requested the practice to provide the CHI 

number and gender of those patients identified as meeting the study criteria, in order to 

provide basic demographic information (age and gender) about the sample. However, 

the Research Ethics Committee decided that this method would be a breach of 

confidentiality and would affect the anonymity of the sample. Therefore the reply form 

was modified so that the information requested from the practice was only the age 

group and gender of those patients identified as meeting the criteria. This meant that no 

reliable record could be kept by the practice identifying those patients. Unfortunately, it 

also meant that no reminders about the questionnaire could be sent to these potential 

participants.  

 

In addition to completing the reply form, practices were requested to mail a pack 

containing the following items to those patients identified as meeting the criteria for the 

study: 

 a letter from the practice to potential participants within their practice who were 

eligible for inclusion in the study, i.e. were over 18 years of age and meet the 

study criteria detailed above (Appendix 2). The letter outlined the aims of the 

study, stressing the anonymity of potential participants and explaining that the 

practice was happy for their patients to participate. 
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 an information sheet about the study (Appendix 3) 

 a consent form to be returned if the person wished to be contacted for an 

interview (Appendix 4).  

 the anonymous questionnaire to be returned to the researcher (Appendix 5) 

The practices were provided with stamped envelopes for the practice to use to mail 

potential participants and stamped addressed envelopes for the completed questionnaire 

to be returned to the researcher.  

 

The letter to the practices did not ask for a reply by a specified date. However, those 

practices from whom a reply had not been received within three weeks of the mailing 

date were telephoned directly by the researcher. In addition to enabling polite inquiry 

about the missing form, this also provided the practices to raise any concerns or queries 

about the study.  

 

3.5.1.1 Analysis of the GP survey 

The returned GP survey forms were analysed using an Excel spreadsheet. This simple 

tool was used to record the number of patients reported to have lymphoedema, their age 

group and gender within the individual GP practices in the geographical area of the 

study. An estimate of the prevalence of lymphoedema within each practice was 

calculated using the total practice population, although it is accepted that this is likely to 

be highly inaccurate for the very small practices with a practice population of less than 

500 patients. 
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In addition, the prevalence was calculated for the total geographical area (North 

Highland CHP, population 39,000) and that within the two distinct geographical areas 

(Caithness, population 26,500, and Sutherland, population 12,500). The prevalence was 

expressed as the number of persons with lymphoedema per 1,000 population. 

 

3.5.2 Stage two: participant self-administered questionnaire 

The information sheet, questionnaire and consent form were mailed to potential 

participants by their GP practice with a covering letter from the practice (Appendix 2), 

as described above. The completed questionnaires and consent form were returned 

direct to the researcher, using a pre-paid addressed envelope. 

 

3.5.2.1 Analysis of the questionnaires 

The returned questionnaires were analysed using a simple Excel spreadsheet. The 

researcher was familiar with this programme, giving it the benefit of being easy to use 

due to the researcher‟s frequent use of it. Consideration was given to the use of the 

computerised analysis software programme SPSS; however the use of this proved 

difficult due to technological difficulties that were not resolved until following the 

period of data analysis. Excel was found to be an effective method of analysis for the 

quantitative data collected throughout the questionnaire.   
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In addition, the qualitative data concerning the effect of lymphoedema on the 

participants‟ lifestyle and self-esteem, obtained from the final section of the 

questionnaire, was analysed for content. A separate word document was created for 

each section of the question in order to collate all the information relevant to that area of 

interest. These were scrutinised by a nursing colleague with research experience, who 

agreed the themes noted within each section and the location of the findings within 

these.  

 

3.5.3 Stage three: semi-structured interviews 

The interview sample of ten persons was chosen from those who, judging from the 

information they had provided in stage two of the study, met all the criteria for the 

study. The lack of demographic information requested on the self-completion 

questionnaire made it impossible to ensure that the interview sample was truly 

representative of the total sample in the earlier two stages of the study. The interview 

sample was chosen, as far as possible, from those people who were not known 

professionally by the interviewer; only one person with leg lymphoedema had received 

treatment for their lymphoedema from the interviewer. It is acknowledged that this is a 

limitation to the study as no persons with lower limb lymphoedema secondary to cancer 

treatment were available to be interviewed. 

 

It was the original intention for the interview sample to include a similar ratio of those 

with arm swelling to leg swelling (6:4), and of female to male (8:2) as in the sample in 

stage two of the study. Unfortunately, during the time period allotted to interviewing, 
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only one man could be contacted, thus the female: male ratio in the interview sample 

was 9:1. The ratio of arm: leg lymphoedema was weighted towards those with leg 

lymphoedema, with six of the ten persons interviewed having leg lymphoedema. This 

allowed the inclusion of lymphoedema from a wider variety of causes. 

 

The interview guide (appendix 6), was used to ensure that the content of each interview 

was similar, internal validity. The questions were asked in a similar way in each 

interview and were used to aid discussion around each topic of interest to the study. The 

semi-structured nature of the interviews enabled the interviewer to encourage the person 

to expand upon topics that were important to them. Each interview lasted approximately 

45 minutes and commenced with the interviewer describing the study and its‟ aims and 

asking for verbal consent from the person being interviewed.  

 

Each person was also asked for permission to record the interview on a digital voice 

recorder. One person declined to be recorded and notes were made of the person‟s 

comments during the interview.  This experience of attempting to make notes whilst 

concentrating on conducting an interview made it clear to the interviewer how useful 

recording the other interviews had been in terms of the detailed information collected in 

the other interviews.  

 

3.5.3.1 Analysis of the interviews 

The recorded interviews were listened to twice before any attempt was made by the 

researcher to transcribe them. Although this was a time-consuming exercise, it was 
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helpful in that the researcher became very well acquainted with the data. The 

transcribed interviews were checked for accuracy by a secretarial colleague.  

 

The acquaintance with the data gained during the transcription process was helpful 

when analysing the interviews for common themes within the following five specific 

areas of interest:  

 physical effects of lymphoedema 

 psychological effects of lymphoedema 

 treatment issues 

 level of knowledge about lymphoedema 

 provision of information about lymphoedema.  

 

The data analysis was carried out manually, initially transcript snippets each interview 

were colour coded for each area of interest; this was carried out for ease of 

identification and comparison. A word document was created for each of the five areas 

which was found to be an effective method of collating the responses. These documents 

were reviewed by a colleague experienced in research who confirmed their 

appropriateness. Each document was then analysed for themes with the transcript 

snippets being coded manually. In order to compare the responses from each interview 

within each area of interest, a simple framework was created to aid this process, as 

shown overleaf, table 4, with transcript snippets inserted as appropriate. The coding was 

reviewed and agreed by the same colleague as previously. 
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Table 4: Example of the framework used  

Psychological 

effects of 

lymphoedema 

Others reaction Body image Self image Mood  

Interview 1     

Interview 2     

Interview 3     

Interview 4     

Interview 5     

Interview 6     

Interview 7     

Interview 8     

Interview 9     

Interview10     

 

In this study, manual coding was utilised as no software programme was available due 

to technical difficulties with computers.  Whilst this process was time-consuming it was 

manageable with the relatively small amount of qualitative data, aided by the fact that 

the researcher was personally responsible for both gathering and analysing the data. 

Both Bryman (2008) and Lathlean (2010) consider that computer-aided analysis of data 

can enhance the transparency of qualitative data analysis; however they also agree that 

there is a risk that the fragments of data will become considered out of context due to 

excessive fragmentation of the data.  The software programmes considered for use were 

NVivo 8 for the qualitative data.  
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3.6 Summary 

The aim of this chapter was to provide a justification for the choice of research methods, 

in addition to presenting the process used to carry out the research. The mixed methods 

research approach was considered to be appropriate due to the combination of 

complementary quantitative and qualitative data that was of interest to the study. The 

quantitative approach was required to estimate the prevalence of lymphoedema and the 

characteristics of the condition in the area, whilst a qualitative approach was more 

appropriate to explore the experience of living with lymphoedema in the remote and 

rural area of the study. The combination of methods enhanced the validity of the data, 

with the interviews providing the opportunity to assess the reliability of the answers 

provided by that participant to the self-completion questionnaire. The detailed 

presentation of the research process enhanced the reliability of the study; this was 

particularly important as no validated data collection tool was utilised. 

 

Reflecting upon the theoretical perspectives of the research aided the understanding of 

the research process. The positivist approach of the GP survey was appropriate to the 

enumeration required to estimate the prevalence of lymphoedema and, in the first part of 

the postal questionnaire, to characterise the causes and symptoms of the condition. 

However, an interpretative stance was more effective in exploring and attempting to 

understand the experience and effects of living with lymphoedema in the remote and 

rural area of the study. 
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The limitations of the study were considered; the validity of the research tools and the 

reliability of the findings were of particular concern. The difficulties of undertaking 

research in a sparsely populated area were considered and it was recognised that being a 

practitioner-researcher in such an area could be a potential source of a number of types 

of bias within the study.  
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Chapter 4: Findings  

This chapter will be divided into three sections, the first reporting the quantitative 

findings from the GP questionnaire, followed by those from the questionnaire survey of 

patients with lymphoedema. Finally, a summary of the qualitative interview findings 

will be reported. Figure 6 summarises the study and response rates. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Figure 6: Overview of response rates 

Stage one: GP survey 

Total practices = 17, total replies = 17, 

 response rate = 100% 

Total patients identified with lymphoedema = 92 

  

 

Stage two: patient questionnaire 

Total questionnaires sent by practices = 88 

Total replies = 49, response rate = 55% 

Replies from Caithness = 30, response rate = 52% 

Replies from Sutherland = 19, response rate = 56% 

Stage three: semi-structured interviews 

Total consenting to interview = 33,  

67% of sample from stage two. 

Ten interviews carried out. 



112 
 

4.1 Results from the GP survey 

The GP practices in the study area were requested to return a simple form providing 

basic information about the number of their patients whom they could identify as 

meeting the study criteria for lymphoedema. The information, gathered from all 

members of the practice team, grouped those individuals identified by age range and 

gender only. Reliance on the collective practice memory was necessary because neither 

the health board nor the health department require GP practices to be collect statistics 

concerning the incidence or cause of lymphoedema. 

 

4.1.1 Response rate from GP practices  

Practice reply forms were received from all 17 general practices in the study area: seven 

practices located in Caithness and ten practices in Sutherland. General practitioners 

within these 17 practices identified a total of 92 patients with lymphoedema. However 

two patients were under 18 years of age and were excluded from the questionnaire 

survey. A total of 90 patients were eligible for phase 2 of the study, of which two were 

excluded by their practices. Discussion with the two practices involved revealed this to 

be for mental health reasons; therefore, a total of 88 patients were mailed information 

about the study and questionnaires.  

 

The number of patients identified by the GP practices is shown in Table 5 below. Every 

practice identified at least one patient with lymphoedema; however the ratio of cancer to 

non-cancer causes of the condition is unknown as this information was not requested. A 

higher than expected number of middle-aged adults were identified within Caithness 
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compared to the rates noted in the studies carried out in other areas. One practice 

identified 11 people in this age group, half of all people identified within the practice 

despite the age profile of the practice being similar to other practices. No children under 

5 years with the condition were reported to the study. 

 

Table 5: Number of people identified with lymphoedema by GP practices in NHCHP  

Age range 
5-15 
yrs 

16-24 
yrs 

25-4 
yrs 

45-64 
yrs 

65-74 
yrs 

75-84 
yrs 

85+ 
yrs Total 

 
Caithness 1 0 7 26 14 11 1 60 

 
Sutherland 0 1 1 9 14 6 1 32 

 
Total for study area 1 1 8 35 28 17 2 92 

 

 

The number of people identified as having lymphoedema varied considerably amongst 

the practices. The range in prevalence per 1000 practice population is from 0.8 to 8.18, 

an eightfold difference. The practice with the highest prevalence was a very remote 

rural practice in Caithness. On investigation of the registered population of this practice, 

there was nothing unusual in the age distribution within the practice to explain the 

apparent anomaly; however, almost half of those identified by that practice were in the 

45-64 age range. Interestingly, the second highest practice prevalence (5.45 per 1000) 

was recorded by another very remote rural practice of similar size in Sutherland. It is 

possible to suggest a number of hypotheses for this: 

 that the condition is more troublesome in a rural situation, perhaps affecting 

quality of life in an unknown way, therefore these patients were remembered by 

the practice staff because of frequent contact 
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 that these patients had a greater number of co-morbidities necessitating more 

frequent contact 

 that small very remote rural practices are more aware of their patients‟ health 

problems.   

 

There is also a considerable variation in the numbers identified by the larger general 

practices in the very remote small towns in Caithness, with one practice identifying 22 

people (a practice prevalence of 3 per 1000) whilst an only slightly smaller practice in 

another town only identified eight (a practice prevalence of 1.33 per 1000). Although 

the data collected offers no concrete explanation for this variation, it is possible that this 

may be due to the age profile of the practice. It is also possible that the variation in 

practice prevalence for both the rural and town practices is due to the amount of interest 

within the practice for participating in the study. 

 

4.1.2 Comparison of GP reported prevalence in study area with that reported in 

other studies 

The prevalence of lymphoedema in the study area was found to be higher than that 

noted by Moffat et al (2003) in their study in London and considerably higher than that 

noted by Sneddon (2008) in Glasgow, see Table 6 overleaf.  
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Table 6: Prevalence of lymphoedema per 1000 population, by total, gender and age, in 

study area, SW London (Moffat et al) and Glasgow (Sneddon). 

 

Total study 
area Caithness Sutherland 

SW London 
(Moffat) 

Glasgow 
(Sneddon) 

Total identified 
with lymphoedema  92 60 32 1,600 732 

Prevalence per 
1000 population 2.32 2.27 2.4 1.33 0.84 

 
Prevalence female 3.66 3.46 4.17 2.15 1.29 

 
Prevalence male 0.95 1.12 0.6 0.47 0.23 

Prevalence  
65-84yrs 7.62 6.94 8.69 5.4 

  
Prevalence 85+yrs 2.5 2.4 2.12 10.3 4.08 

 

 

The high prevalence in the 64-84 years age range was unsurprising, however the 

apparent low prevalence amongst the over 85 years age group appeared to be contrary to 

the findings of other studies. It is probable that the sampling procedure used will 

contributed to these differences in prevalence rates. However, in common with the 

findings of the other studies, it is highly probable that the number of patients with 

lymphoedema identified by the practices is considerably lower than the true prevalence 

of the condition. 

 

4.2 Results from patient survey 

This information was collected through the use of a questionnaire which was mailed by 

the GP practices to all persons meeting the study criteria in their practice, along with 

information about the study and a consent form to select a sample willing to participate 

in a semi-structured interview (stage three of the study) 
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4.2.1 Response rate to patient questionnaire 

A total of 88 questionnaires were mailed by the general practice staff to potential 

participants identified within their practice as having lymphoedema. Questionnaires 

were returned by a total of 49 participants, giving a response rate of 55%. Of these, 30 

were returned from Caithness (a response rate of 52%) with 19 returned from 

Sutherland (response rate of 56%). Ideally reminders would be sent to all potential 

participants in an attempt to improve this, as this response rate is barely adequate 

(Bryman, 2009). Unfortunately, the study design made this impossible as the practices 

had no reason to keep a record of which of their patients had been sent or responded to 

the questionnaires. 

 

One third of the questionnaires were returned anonymously, i.e. these participants did 

not consent to be interviewed. Although no demographic information was requested on 

the questionnaire, it was possible to identify from the information in the replies that at 

least four men had returned this anonymously. A further six men consented to be 

interviewed. The number of questionnaires returned by men was, therefore, at least 20% 

of the total questionnaires returned.   

 

4.2.2 Reported duration of lymphoedema  

Participants were asked to report the history of their swelling. Only one person did not 

complete this question, although two stated „many years‟. The results are shown in 

Figure 7, overleaf. The length of time with lymphoedema ranged from less than one 

year to 40 years. The majority of the sample (87%) had lymphoedema present for more 
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than one year, i.e. only 13% had developed lymphoedema in the previous year. In 

comparison, Moffat et al (2003) noted that more of their interview sample (22%) had 

lymphoedema present for less than one year, but only 33% had had lymphoedema for 

more than ten years. In this study, slightly more than half (52% of the total replying) 

reported having the condition for more than ten years. 

 

 

 

Figure 7: Number of people with lymphoedema by duration of swelling (total 

respondents = 46) 

 

4.2.3 Cause of lymphoedema  

The most common cause of the swelling was side effects of treatment for cancer, with 

the majority of these being breast cancer treatment; 26 of 49 participants reported they 

were affected by cancer. The cause of the swelling was recorded as not known by eight 

participants. The remaining 12 participants reported a variety of causes for the swelling, 

including deep vein thrombosis, cellulitis, cardiac and neurological problems. Four 

people stated that they suffered from primary lymphoedema. However, of the eight 
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participants who had no idea why the swelling developed, their answers on the 

questionnaire suggest that a number of these also have primary lymphoedema. Whilst 

the majority of participants stated that no one else in the family suffered from the 

condition, 39 of the 46 who answered this question, six persons who did not know the 

cause of the swelling had relatives who also had oedema; this is highly suggestive of 

primary lymphoedema as the cause. 

 

4.2.4 Progression of lymphoedema  

Progression of the swelling was gradual in 20 cases, with a further 20 participants 

stating that there has been little change in the swelling since they noted it. Only one 

person felt that the swelling had developed rapidly. 

 

4.2.5 Investigations related to lymphoedema  

Of the 32% who stated that they had had investigations into the cause of the swelling, 

very few stated what these investigations were. Seven participants with arm 

lymphoedema indicated that they considered the cause was obviously due to their breast 

cancer treatment, as did the two persons who had developed leg oedema following 

pelvic radiotherapy. Another two people with leg oedema had undergone Doppler 

readings to check vascular function whilst two more mentioned blood tests.  

 

None stated that they had undergone tests specific for diagnosis of lymphoedema, i.e. 

lymphoscintography or MRI scanning. Both these investigations would be memorable 
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to those people who undergo them, therefore it is highly probable that all the 

respondents were diagnosed with lymphoedema on clinical findings alone. These 

findings are similar to those of Moffat et al (2003), who noted that few of the sample 

interviewed had undergone specialist investigations to confirm diagnosis.  

 

4.2.6 Treatment of lymphoedema  

With regard to whether they had received treatment, 37 of the 45 who answered this 

question responded positively. A number of participants had experienced more than one 

type of treatment. One commented that she had been unable to tolerate her compression 

garments, whilst a further two thought these had been ineffective. Two participants 

commented that diuretics had been ineffective.  The numbers of persons receiving each 

type of treatment are shown in the table below; a number of participants had more than 

one type of treatment.  

 

Table 7: Types of treatment (* some participants reported multiple treatments) 

Garment Massage Bandages 
Flowtron 
pump Diuretic 

Treatment 
not stated 

No 
treatment 

Total 
responses 

 
21 8 5 2 8 7 8 45 

 

 

It is unknown how many participants were actually receiving treatment at the time of 

completing the questionnaire. As with the other studies, the sampling method made it 

unsurprising that a high proportion of those responding had received treatment. Except 

for five participants who commented that treatments had been ineffective, from the data 
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collected in this stage of the study it is unknown how effective the treatments had been, 

where they took place or for how long and how regularly they were used.  

 

The data indicated that those persons who had been treated for breast cancer were more 

likely to be referred for treatment. This finding is similar that of the studies reviewed. 

 

Despite one of the criteria for inclusion in the study being that of minimal reduction in 

the swelling overnight or with diuretics, 18 of the 45 who replied to the question „does 

the swelling reduce overnight?‟ thought that their swelling did reduce. 

 

4.2.7 Condition of skin   

This question asked about the condition of the skin on the swollen area. Most 

participants replied to this question, with many ticking more than one answer. Six 

participants did not respond to this question, these responses were grouped with those 

who wrote extra comments indicating that their skin was „normal‟. All of the 

participants with normal skin indicated that their lymphoedema was caused by cancer 

treatment. Figure 8, overleaf, summarises the results. 

 

The most frequent descriptors for those with arm lymphoedema were dry, red skin. 

Those participants with leg lymphoedema were more likely to describe their skin as any 

combination of shiny, blistered, ulcerated and wet. This reflected the differing causes of 

the swelling in leg lymphoedema; those with primary lymphoedema merely indicated 
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that their skin was dry, whilst those with venous aetiology were more likely to indicate 

skin damage.  

 

 

Figure 8: Number reporting condition of the skin on their swollen limb (total 

respondents = 49) 

 

4.2.8 Location of lymphoedema  

This question asked participants to shade the affected area/s on a body diagram. The 

body diagram included lymphotomes for the researcher‟s use. It is interesting that these 

extra lines in the diagrams did not appear to influence the areas shaded. All 49 

participants completed this question, with some indicating the areas with coloured 

shading. The areas indicated are shown in the table below. Some participants shaded 

more than one area, e.g. both legs and trunk, both legs and one arm. 
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Table 8: Number of respondents indicating areas affected by lymphoedema 

Area 
indicated 

Left 
arm 

Right 
arm 

Both 
arms Left leg Right leg Both legs Trunk 

 
No. Indicating 
the area 10 13 4 4 3 17 11 

 

 

All those indicating that they had arm swelling had been treated for breast cancer with 

treatments including breast and axillary surgery, chemotherapy and radiotherapy. Four 

people who indicated that both arms were affected had all been treated for bilateral 

breast cancer.  

 

Those indicating unilateral leg lymphoedema had stated the cause of the swelling as 

either primary lymphoedema or deep vein thrombosis. When co-morbidities were 

considered (question 5), bilateral leg lymphoedema seemed to be related to neurological 

problems causing dependency, other venous problems and cardiac failure. 

 

Of the eleven participants who shaded an adjacent area of their trunk, all but one had 

undergone radiotherapy to regional lymph nodes and / or their breast. The exception 

was one participant who, in addition to having had bilateral deep vein thromboses, 

stated that she had cardiac failure. Involvement of the trunk is an indicator of the 

presence of complicated lymphoedema, which requires specialist assessment and 

intervention. 
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4.2.9 Pain associated with lymphoedema  

This question explored the amount of pain experienced in the lymphoedematous area. 

All participants answered this question. For those who had indicated that they had no 

pain due to the swelling, a score of 0 was recorded on the pain scale if they had not 

completed the scale. The composite results from the pain scale are shown in Table 9 

below. 

 

Table 9: Reported pain scores 

Pain rating 

No 
pain 

0 

Mild 
pain 

1 

Moderate 
pain 

2 

Severe 
pain 

3 

Very severe 
pain 

4 
Intolerable 

5 

Number 
(n=49) 18 15 10 5 1 0 

 

 

Of the six participants (13%) who reported a pain rating of 3 or more, three had 

lymphoedema of both legs due to non cancer causes with the only rating of 4 being 

recorded by one of these participants. Five of the 31 participants (16%) with pain 

reported their pain as constant, only one of these had lymphoedema secondary to cancer 

treatment. 

 

Participants were asked to describe their pain, from a list of descriptions provided. The 

most frequent descriptions with both arm and leg swelling were heaviness, tightness and 

dull ache, often in combination. Descriptions added to the list by participants were 
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burning, cramp-like and itch. The table below shows the frequency of descriptions used 

by site. 

 

Table 10: Characteristics of reported pain, by site. 

Pain 
descriptor Arm swelling Leg swelling 

Heaviness 15 8 

Tightness 13 7 

Dull ache 13 11 

Sharp 3 7 

Pins & needles 3 4 

Cramp-like 2 0 

Burning 0 3 

Itch 0 1 

 

 

There appeared to be a difference in the pain qualities between those with upper and 

lower limb lymphoedema. It is possible that those with lymphoedema affecting their 

legs have some degree of arterial disease and peripheral neuropathy, which would 

account for the type of pain described. More participants with arm oedema merely 

thought that their swollen limb felt heavy and tight rather than painful; the reason for 

this difference was unclear.  

 

4.2.10 Self-reported co-morbidity  

Participants were asked to indicate, from a list of conditions that are frequently 

associated with lymphoedema, any co-morbidities that they suffered. Of those who had 

been treated for cancer, 16 (58%) indicated that they also suffered from other conditions 

that are associated with lymphoedema. A higher proportion (70%) of those with non 
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cancer lymphoedema reported co-morbidities. Arthritis was the most frequent co-

morbidity reported, this is congruent with immobility being a predisposing factor in 

lymphoedema. 

 

Three of the four people primary lymphoedema reported no other health problems. Of 

those participants who reported lymphoedema related to cancer treatments, several 

made a point of adding that they considered themselves cured. The table below shows 

the number of reported co-morbidities, with the exception of cancer as it is unknown 

whether the cancer stated was active or in remission / cured. 

 

Table11: Reported co-morbidities 

Reported 
condition 

No. reporting 
condition (n=49) 

Arthritis 15 

Hypertension 11 

Diabetes 9 

Heart problems 7 

Hypothyroid 6 

COPD, asthma 5 

Neurological 2 

Chronic skin 
conditions 2 

 

 

The final question had five parts exploring how the swelling affected different aspects 

of participants‟ lives. 
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4.2.11 Effect on occupation 

Two participants did not answer this question and one stated that she was unemployed 

but that the swelling would have made her work difficult. A further three had not 

worked since the event that caused the swelling, it is not known if this was by choice 

although one person was involved in a serious accident. Of the remaining 40 

participants, 16 stated that they were retired when the swelling developed. A number of 

participants stated their occupation but did not comment as to whether the swelling had 

affected their ability to work, it is also not known if they were retired or still working. 

Twelve participants thought that the swelling had affected their ability to carry out their 

work as before, with some describing how it affected them; this ranged from difficulty 

with climbing steps and carrying out repetitive work, such as filing, to an inability to 

carry out some heavier tasks involved with kitchen work, crofting and gardening, e.g. „I 

have to do a range of jobs in a different manner, mainly heavy things’. Only five 

participants stated specifically that the swelling had not affected their ability to continue 

working. 

 

4.2.12 Effect on interests and leisure activities 

A wide range of activities were reported, from swimming and karate to reading and 

crafting – one participant listed Formula 1 racing, although it was assumed that she 

meant watching rather than participating! However, some included comments such as ‘I 

have an inactive lifestyle due to restrictions caused by the swelling of my feet and legs’ 

and ‘hobbies are very restricted’.  
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Many participants made no comment about their ability to carry out the activities stated, 

in these cases it is assumed that they were able to participate in the activity to an 

acceptable level. The „active‟ pursuits mentioned were golf, gardening, swimming, 

walking, running, DIY, bowls, karate, sailing, climbing and fly fishing. For the three 

most frequently mentioned activities, golf, gardening and walking, almost equal 

numbers thought that their level of participation was limited or not limited, as the table 

below shows. 

 

Table 12: Perceived level of limitation of the most frequent leisure activities 

Activity 
No. stating 

limitation to activity 
No. stating no 

limitation to activity 

Golf 3 2 

Gardening 5 5 

Walking 7 9 

 

 

Of those who thought that their activity was limited by their lymphoedema, one golfer 

and two gardeners stated that they tired more easily than before the swelling developed. 

Another gardener and two walkers thought that the heaviness of their swollen limb 

limited their activity. It could be speculated that those whose activity was not limited 

were those who had lower expectations of the amount of activity that they would be 

able to undertake. However, whilst this may be an explanation for the gardeners and 

walkers, it is less likely to be the case for the golfers. It is interesting in the light of the 

growing body of evidence (Lane et al 2005, Kilbreath 2006) on the benefits of exercise 

for women with arm lymphoedema following cancer treatments that a large proportion 

of the sample did undertake regular exercise.  
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Of the more sedentary pastimes, reading was the most frequently mentioned, with a 

wide variety of crafts also being popular. Very few respondents indicated that their 

participation in these activities was limited by their lymphoedema, although one person 

who played the piano commented that she was „unable to play more complex pieces as 

the swelling affected fine motor control‟. A further two stated that arm oedema made 

them clumsy and limited the time that they could carry out these activities. It was not 

evident how many respondents have chosen these activities in preference to more active 

pursuits because of limitations imposed by the swelling. 

 

4.2.13 Effect on daily life 

This question asked whether the swelling had made any difference to the participants‟ 

everyday life. Problems such as getting clothes and shoes that fit was the most frequent 

comment, 21 participants mentioned this. Participants with leg oedema also mentioned 

wearing different clothes to hide the swelling. A number of other themes were also 

reported frequently, these are shown in table 13 below.  

 

Table 13: Effect of lymphoedema on daily life 

Comment Nuisance 

Limited 
mobility 

(legs) 

Reduced 
strength 
(arms) 

Clumsiness 
(arms) 

Non-specific 
problems 

Number 
commenting 4 9 8 4 4 

 

The question asked specifically for information about anything that participants do to 

maintain or reduce the swelling. The majority of those with leg swelling commented 

that they sat with their feet up whenever possible, usually in the evening, with some 



129 
 

sleeping with their feet elevated. One man with primary lymphoedema who sat with his 

feet up at his desk at work commented that people „perceive me as lazy. I get ribbed on 

a daily basis‟.  Two persons, one with arm and one with leg oedema, stated that they 

use a Flowtron pump on a daily basis. Despite 37 participants stating that they had 

received treatment for the condition, only 12 replied that they wore compression 

garments regularly, six carried out self massage, whilst only two mentioned exercise 

and one mentioned skin care.  

 

These four treatments (compression, massage, exercise and skin care) are the four 

„cornerstones‟ of lymphoedema treatment; given the numbers who stated earlier in the 

questionnaire that they had received treatment it was surprising that so few specifically 

listed these treatments. This was contrary to Sneddon‟s (2008) finding that the health 

professionals in her study stated that 90% of patients carry out self massage.  However, 

it was impossible to tell from the data whether this was because participants lacked 

appropriate information about treatments, or whether they lacked the motivation to 

continue with daily time-consuming self-care. A further possibility is that the 

lymphoedema does not cause sufficient discomfort or limitation to make them think that 

it was important to carry out massage or skin care.  

 

4.2.14 Effect on self-esteem 

This part of the question asked about how the swelling made the person feel about 

themselves. Just over half of the participants (26 of the 49 who responded to this 

question) stated that it made no difference to them or that they just accepted it, of these 

17 had lymphoedema caused by cancer treatments. Of the remainder, body image was 
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obviously a problem as Table 14, below, indicates, although a typical comment was „I 

sometimes feel self-conscious, but I try to forget about it‟. 

 

Table 14: Effect of lymphoedema on self-esteem (number of responses = 23) 

Comments 
Self 

conscious 
Dislike 
myself Frustrated Depressing 

Helpless/ 
vulnerable 

Total no. making 
comment 12 3 4 4 2 

 
No. with arm swelling 4 0 2 2 1 

 
No. with leg swelling 8 3 2 2 1 

 

 

From these results, it appears that persons with lymphoedema affecting their legs are 

more likely to have body image problems than those with arm lymphoedema. Those 

persons with arm lymphoedema who felt self-conscious stated that they were self-

conscious about their compression garments, this was similar to the findings in Fu‟s 

(2010) study where this self-consciousness was a factor in study participants‟ 

compliance with wearing their garments. 

 

4.2.15 Effect on quality of life 

Participants were asked to rate their quality of life as good, satisfactory or poor. 

Although overall 87% of participants rated their quality of life as good or satisfactory, 

there were differences between the various groups.  
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Persons with lymphoedema secondary to cancer treatments were more likely to describe 

their quality of life as good, whilst those with a non-cancer cause were more likely to 

feel that their quality of life was poor. An exception to this was the four people with 

primary lymphoedema who all indicated that their quality of life was good. All these 

results are shown in Table 15.  

 

Table 15: Reported quality of life (total responses = 49) 

 
Poor Satisfactory Good 

All respondents 6 21 22 

 
Cancer-related  swelling 1 12 14 

Non cancer-related 
swelling 5 9 4 

 
Primary lymphoedema 0 0 4 

 

 

It is possible that those who have undergone treatment for cancer rated their quality of 

life higher merely as a result of still being alive. As one participant put it, the swelling 

was „not important, as long as I am healthy’. Another person commented „having had 

cancer twice, I would never complain about a swollen arm‟ whilst others stated „I just 

have to accept it and live with it‟. Those with non cancer lymphoedema all had leg 

oedema; the results of this questionnaire indicated this had greater potential to affect 

quality of life by limiting mobility, affecting self-esteem and, as already highlighted, by 

being more painful.  
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4.3 Findings from interviews: the experience of living with lymphoedema 

Semi-structured interviews were carried out with a sample of ten persons who had 

participated in stage two of the study. The sample was chosen from those participants 

who returned a completed consent to interview form with their questionnaire.  

 

4.3.1 Characteristics of the interview sample  

A total of 33 participants indicated their willingness to be interviewed, 20 from 

Caithness and 13 from Sutherland. Of those consenting to be interviewed, 27 were 

female and six were male. All of the men who consented to be interviewed resided in 

Caithness; no men in Sutherland agreed to participate in this part of the study.  

 

Due to the constraints applied by the ethics committee and the design of the 

questionnaire, it was not possible to be certain whether those willing to be interviewed 

were representative of the total sample. The table below summarises the information 

that is available about the people indicating their willingness to be interviewed.  

 

Table 16: Characteristics of participants consenting to be interviewed by gender, site of 

lymphoedema and geographic location 

 
Caithness Sutherland 

Male 6 0 

Female 14 13 

Arm swelling 7 12 

Leg swelling 13 1 
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In order to reduce the possibility of social acceptance bias, the sample was chosen from 

those people who were not known professionally to the interviewer. The sample was 

also chosen from those who met all the criteria for the study, i.e. those who answered 

negatively to the question „Does the swelling reduce overnight?‟ The sample comprised 

four women with arm lymphoedema and five women and one man with lower limb 

lymphoedema. 

 

The age of those persons to be interviewed was unknown prior to the interview, 

however nine of the ten were aged between forty-one and sixty-one years (mean age 

was 53.6 years) with only one woman being in her late seventies. This is markedly 

different to the age of those interviewed by Moffat et al (2003) where the mean age was 

71.4 years.  

 

When the transcribed interviews were analysed, it was noted that five areas common to 

all of the interviews were frequently mentioned: physical and psychological effects of 

lymphoedema, treatments, lack of knowledge about lymphoedema and the provision of 

information about lymphoedema. Following the initial analysis of the data into these 

five themes, the data was considered independently by another health professional with 

an interest in lymphoedema and these two analyses were compared to create the final 

classification of the data into themes. There was little difference between the two data 

analyses. 
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4.3.2 Physical effects of lymphoedema on everyday life  

The interviewees with arm lymphoedema thought that they were not really restricted in 

what they do physically. However, when talking about lifting things such as heavy 

saucepans, two commented ‘I do things in a different way’, (interviews 7 and 8). When 

asked further about this, this was due to the swelling affecting their arm strength and 

function, with their arm feeling weaker and tiring easier on the affected side. Two found 

repetitive tasks caused their arm to swell, limiting how long they were able to carry out 

the activity e.g. „I feel my hand clumsy on some occasions; it can become swollen and 

stiff if I do lots of sewing‟ (interview 7).  

 

Two persons with primary lymphoedema felt that their mobility and activities were not 

affected significantly by physical problems due to the swelling. Neither did the one 

woman whose lymphoedema was due to deep vein thrombosis. However, another 

woman whose mobility was limited by pain on walking any distance had noticed her 

mobility becoming worse „I can’t go upstairs...because my legs are so wide that I hit 

them on the back of the step and ...because I’m not bending them properly’ (interview 

4). She also had days when she was unable to go out because she was unable to get 

shoes on her feet. She was aware that as her mobility became more limited her weight 

increased, further reducing her mobility. Both this woman and another who has poor 

health due to multiple health problems had some degree of difficulty with personal care, 

housework and cooking due to their discomfort/pain and limited mobility.  
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4.3.3 Psychological effects 

All of those with arm lymphoedema said that they just accepted that they had to live 

with the swelling and get on with life. Although they were aware of the swelling, none 

felt particularly self-conscious about it; however it was a continual reminder of the fact 

that they had been treated for cancer. All of the women experienced some difficulty at 

times in finding clothes that fitted well in particular needing sleeves that were wider 

than might be fashionable. Two commented that they had wedding outfits made for 

them to overcome this difficulty. 

 

 In comparison, all of the interviewees with lower limb lymphoedema seemed to have 

more psychological difficulty in coping with the swelling, with all being very self-

conscious about their legs. They all commented about trying to hide their legs by 

wearing trousers as much as possible, except for one woman who couldn‟t get trousers 

wide enough. An extreme example of this is evident in the following comment, „I can’t 

wear skirts, I was always known to be a very sharp dresser, always wearing skirts. My 

wardrobe was full of skirts, which I’ve ripped up. All the jackets went to a charity shop, 

but the skirts I ripped up in temper one day‟ (interview 3).  

 

Footwear presented a particular problem for those with leg lymphoedema, everyone 

commented on the difficulties of getting comfortable footwear that was the right shape 

and still fashionable. NHS footwear was condemned by all who had tried it as 

uncomfortable and unflattering. Shoes presented great problems particularly for special 

occasions, with all the women being very self-conscious about wearing unfashionable 
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shoes and saying that this spoilt their enjoyment of the occasion.  Those who had found 

specialist shoe providers, usually mail order only, commented that these are very 

expensive and longed to just be able to go to a shoe shop. 

 

The one man was also self-conscious in as much as he never wore shorts, even when on 

holiday. He thought that the lymphoedema did not affect his self-esteem as his 

appearance had never been particularly important to him. His self-esteem was more 

related to his ability to work, which had not been affected by the lymphoedema.  

 

The effect on the self-esteem of the women was more related to body image and 

appearance – ‘I can go out and get my hair done....my make-up done, but I can’t do 

anything about my legs’ (interview 3) and ‘if I have to have a photograph taken, I 

always say can you take it from the waist up’ (interview 6). One person who had a long 

history of lymphoedema thought that „it would get better as I got older but actually I 

think that life in general is very much on looks and what you wear and fashion and what 

not and it’s really quite difficult...‟ (interview 1). 

 

4.3.4 Treatments  

The experience of treatment was very varied in the interview sample, with those with 

breast cancer-related lymphoedema being more likely to have access to specialist 

lymphoedema treatment.  
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Three of the people with arm lymphoedema had been referred to a clinic following a 

routine surgical follow-up appointment, rather than by their GP who had also been 

aware of the swelling. One person thought that it was too far to go, so she only attended 

for one appointment. At the clinic, they were all given compression sleeves to wear, 

although one only tolerated it for a few hours and never tried it again. One person no 

longer wore the sleeve as she ‘got fed up of it’ (interview 5) and had found that her arm 

had remained the same. This person does do a lot of exercise, playing golf and running 

marathons. The third person did not appear to consider the compression sleeve to be 

treatment, saying that she had „no treatment at all, I just wear the elasticated stocking 

(compression sleeve) at work’ (interview 8). One person had undergone two courses of 

lymphoedema bandaging; she thought that this treatment reduced the size of her arm for 

only a short time and was therefore not worth the inconvenience of having to stay away 

from home during this treatment. Only one regularly applied moisturising cream to her 

arm, the others only applied moisturiser when their skin looked dry. One mentioned 

exercises ‘like the ones when I had the surgery’ (interview 8), but she only bothered 

with them if she felt her arm becoming stiff.  

 

The fourth person with arm lymphoedema had not been offered any treatment or 

specialist referral by either her GP or surgeon. She was told about a massage technique 

(simple lymphatic drainage) by a health professional who she was seeing privately for 

another unrelated problem and had found that this worked following an episode of 

cellulitis. She applied moisturiser to her arm most days, although she had never been 

told to do so by a healthcare professional, commenting that this was „just common 

sense’ (interview 7).  
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Of those with lower limb lymphoedema, with the exception of the person with leg 

ulcers none had contacted their GP specifically for advice or treatment of their swollen 

legs. Four people had been prescribed diuretics and all four agreed that these did not 

reduce the swelling. One had been referred to the vascular clinic following routine 

health screening after changing her GP. One had been referred to a local lymphoedema 

clinic and had received massage and bandaging which was effective in reducing the 

swelling but this returned because she did not continue to wear the compression 

stockings regularly. Amongst the varied treatments that had been tried, one with 

primary lymphoedema had undergone liposuction to a small area about 15 years ago by 

a plastic surgeon, but found that the swelling had come back after a short time. Two of 

the sample wore their compression stockings on a regular basis, one of whom regularly 

developed leg ulcers despite the stockings alternated these with standard four layer 

bandaging applied by the practice nurse. One was given stockings by one GP in her 

practice but was then told not to wear them by another GP in the practice. All said that 

they put cream on their legs when their skin looked dry, but this was their own common 

sense rather than being due specific advice. 

 

4.3.5 Knowledge about lymphoedema 

All the interviewees apparently had very little understanding about what lymphoedema 

is, the cause of it or ways in which they could look after their oedematous limb in order 

to prevent complications and/or maintain or reduce the swelling. Three of those with leg 

lymphoedema had looked for information on the internet in the past, but had been 

deterred by the fact that most of the sites that they found had linked lymphoedema with 

cancer, which they knew they did not have. 
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Those with arm lymphoedema all associated it with their surgery for breast cancer and 

having the lymph nodes removed on the affected side, which had affected the drainage 

from their arm.  

 

Of the two people with primary lymphoedema who had experienced oedematous legs 

for much of their life, one had only really found out much about the condition over the 

last five years. The other person said that, even now, she did not actually know what it 

was - „I haven’t had someone tell me, to give me a straight answer’ (interview 1).  

 

The interviewees with lower limb lymphoedema from other causes knew that it was 

something to do with their veins or the valves in their veins „not working properly‟ 

interviews 2 and 4). Two had been told that it was due to DVT and/or cellulitis. One 

woman had been told by a doctor that her veins were like „leaky buckets‟ (interview 4) 

but she wasn‟t sure what he meant. Being overweight was also recognised as a 

contributing factor, with three women saying that if they managed to lose some weight, 

the swelling also reduced. Another woman, an ex-nurse, said that she did not understand 

‘a thing about lymphoedema’ (interview 3) but did not want to read up about it because 

she felt that ‘the more I know, the more I will suffer’.  Interestingly, one woman, who 

had attended a vascular clinic, initially said that she understood little about 

lymphoedema, but on exploration of this said that she felt that the consultant was very 

thorough in explaining the cause of the swelling and she ‘came away from the 

consultation fully informed as to what the situation was’ (interview 2). 
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4.3.6 Provision of information about lymphoedema 

The apparent lack of knowledge concerning lymphoedema and self-care measures 

expressed by all the interviewees highlighted deficiencies in the effective provision of 

lymphoedema information by healthcare professionals. It was demonstrated in the 

above section that, whilst patients may be told why they have the swelling, little 

explanation of both the lymphatic system or management of the condition was 

apparently offered. 

 

None remembered being told about the importance of caring for their skin by using a 

moisturiser daily, however six did say that they used a cream on their limb when ‘the 

skin looks a bit dry’ (interviews 1, 2, 3, 5, 7, 8). Those who had undergone breast 

surgery were aware that they should not have injections or blood pressure measurement 

on the affected side, but three were vague as to why this was. None remembered being 

informed about the signs of cellulitis or the importance of prompt treatment, although 

those who had had an episode of cellulitis were well aware of the symptoms following 

the experience.   

 

None of those who had attended clinics, GPs or practice nurses remembered being 

given written information about lymphoedema, advice about the care of their swollen 

limb or signs and treatment of cellulitis. None remembered being given any information 

about the care of their limb when travelling or in the heat. Only one woman 

remembered being told in hospital after the operation that she could get a swollen arm 

and being given an exercise leaflet.  
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None had been given any information about the Lymphoedema Support Network. None 

of the women who had been treated for breast cancer remembered being told about the 

breast care group active within the health board area.  

 

For some of those interviewed the long period of time since their surgery and / or first 

noticing the swelling may have affected their memory of events at that time. However, 

this cannot satisfactorily explain their present lack of knowledge about their condition.  

 

Following the interview, all those interviewed asked numerous questions about 

lymphoedema and how management can be improved. Information about the 

Lymphoedema Support Network was provided for those who wished to obtain written 

information about specific topics. Although this information giving was not a part of the 

study, it does reinforce that there is a lack of understanding of their condition. 

 

4.4 Summary 

The results of the GP questionnaire gave an estimated prevalence of lymphoedema in 

this remote and rural area that is slightly higher than the widely accepted prevalence of 

1.33 per 1,000 persons. Only three of the seventeen practices in the area were noted a 

prevalence lower than this, with highest prevalence being 8.18 per 1,000 persons. Even 

this higher prevalence is likely to be an under-estimate of the condition, as the reporting 

of the condition by the practices was based on those whom the practice staff and 

community teams could remember. 
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The patient questionnaire revealed a sample of people with lymphoedema who tried to 

remain as active as possible, but who do not routinely carry out self management tasks, 

such as exercise, self-massage and skin care. The majority of respondents only apply 

moisturising cream when their skin appears dry, rather than on a daily basis. Pain was 

more likely to be a problem for those with leg lymphoedema; those with arm swelling 

complained more of heaviness and tightness of their limb. Persons with leg 

lymphoedema were more self-conscious of their appearance and more frequently 

reported difficulty getting clothing than those with arm lymphoedema. However, 

despite the problems of living with lymphoedema, the majority rated their quality of life 

as being satisfactory or good. Unsurprisingly, in view of the literature, those with breast 

cancer-related lymphoedema were more likely to have received specialist lymphoedema 

treatment.  

 

The face-to-face interviews provided further information about the experience of living 

with lymphoedema. They confirmed the information reported in the self-completion 

questionnaires and provided more detail about the problems identified. All of those 

interviewed exhibited a lack of knowledge, or a lack of confidence in their knowledge, 

about the condition, its‟ causes and treatment. They also indicated an apparent lack of 

knowledge on the part of the various healthcare professionals with whom they had 

contact.  

 

 

 

 



143 
 

Chapter 5: Discussion 

The first part of this chapter reviews the methods used in the study. Following this is a 

consideration of the key findings and the relevance of the findings for health board 

planners and central policy, for people with this condition and for their GP practices.   

 

5.1 Introduction  

Lymphoedema is a chronic condition that is demonstrated in the literature reviewed to 

be under-recognised and under-treated. Estimates of the prevalence of lymphoedema in 

the general population are recognised as being conservative (Moffat et al, 2003), whilst 

those in specific patient groups, such as breast cancer patients, vary widely from 12% to 

60% (Lymphoedema Framework, 2006). Prevalence in the UK tends to be accepted as 

1.33 per 1000 population based on the study carried out in south west London by 

Moffat et al (2003), despite these authors‟ acknowledgement that this is likely to be an 

under-estimate of the true frequency of the condition. The data from lymphoedema 

clinics in Wales (Welsh Assembly Government, 2009) suggest a higher prevalence of 

over 2.0 per 1000 population, with Welsh clinics showing a rise in referrals every year.   

The studies carried out in London and Glasgow both indicated that rates of the 

condition increase with age; Moffat et al (2003) noted a rise to 10.3 per 1000 in those 

aged over 85 years. This has considerable implications for health services in developed 

western countries, such as Scotland and the rest of the UK, with their rapidly ageing 

population. It is well recognised that many chronic illnesses, which also increase in 

prevalence with age, predispose to lymphoedema. The data in this study suggests a 

prevalence of 2.27 to 2.40 per 1000 population, based on a sample indentified by GPs 

practising in the area. 
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The literature reviewed indicated that access to treatment and support can be difficult as 

service provision is under-resourced, patchy and may only accept referrals from specific 

patient groups (Sneddon, 2008). The plethora of causes, and therefore specialities to 

which patients may be referred, further complicates access to treatment.  Although the 

evidence base for the management of lymphoedema has been developing, management 

is based on internationally agreed best practice guidelines (Lymphoedema Framework, 

2006).  These management strategies require considerable commitment from those with 

the condition in carrying out a daily self care regime and from healthcare professionals 

in providing support for this. 

 

In the UK, there has been no exploration of the prevalence of lymphoedema in a remote 

and rural area, nor of the experience of living with the condition in such an area. The 

main aims of this study were threefold: to estimate the prevalence of lymphoedema in a 

very remote and rural area in Scotland, to investigate the characteristics of 

lymphoedema as reported by people living with the condition in that geographical area 

and to explore the experience of living with lymphoedema from the perspective of this 

sample of people.  

 

5.2 Methodological approach 

This study utilised a combination of quantitative and qualitative approaches in order to 

collect the information. As pointed out by Bowling (2009), this type of mixed methods 

research is common in health service research in the UK, allowing in-depth 

consideration of a topic. This mixed approach proved to be appropriate for this study.  
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5.2.1 Identification of people with lymphoedema 

The survey method used to investigate the prevalence of lymphoedema within the North 

Highland Community Health Partnership (NHCHP) was similar to that of the larger 

prevalence studies conducted in south-west London and Glasgow (Moffat et al (2003), 

Sneddon (2008). However, these large studies collected many of their prevalence data 

from a range of sources such as acute hospitals, oncology departments, specialist 

lymphoedema services and care homes, in addition to primary care teams. By surveying 

only primary care teams via the GP practices, this study avoided persons being 

identified by multiple sources. This eliminated the necessity for patients to be identified 

to the study by their CHI number, thus ensuring their anonymity and reducing the 

possibility of double-counting.  

 

An advantage of conducting the survey in a remote and rural area was that GP practice 

populations were than in a city, the largest practice in this study had approximately 

7,500 people registered. The smaller list size meant that primary care teams were more 

likely to be able to remember people with lymphoedema, eliminating the need to survey 

multiple sources. Despite this, it is highly likely that the sample generated was biased 

towards those people with severe or complex lymphoedema as were the larger studies. It 

is suggested that, whilst the larger studies were informed of persons who had been 

referred to various services because of the severity of their lymphoedema, this study 

was informed of persons who had frequent contact with members of the primary care 

team, implying that they were more likely to have at least one chronic condition and 

therefore more likely to have severe lymphoedema.  
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The excellent response rate (100%) from GP practices in the region was facilitated by 

the researcher personally contacting the principal GP in all the practices to discuss the 

study and their participation, prior to mailing information.  The small number of 

practices meant that it was possible to personally remind those practices from whom a 

reply had not been received, in order to discuss any concerns and encourage 

participation in the study. The response rate may also have been improved due to the 

researcher being known professionally to a high proportion (70%) of the practices. 

However, despite this excellent response rate to the survey, it is possible that the 

differing prevalence rates amongst the practices may reflect varying enthusiasm for 

participating in the survey rather than a genuine disparity. The wide variation in practice 

prevalence, varying from 0.8 to 8.18 per practice population, may also reflect variations 

in practice profile or may be simply the variations that are to be expected with such a 

sparsely populated area. 

 

5.2.2 Patient self administered questionnaires 

The response rate to the questionnaires was 56%, only barely acceptable according to 

Bryman, (2009). Whilst it is possible that the use of reminders would have improved 

this response, this was not possible due to the level of anonymity required by the 

Research Ethics Committee (REC). As it is impossible to know the reason why people 

did not return the questionnaire, it is probable that the poor response rate biased the 

sample towards those who had a particular reason for completing it; an example of 

selection bias (Bowling, 2009). 
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Measures were taken to test the acceptability of the design of the form and the ease with 

which it could be completed. A larger pilot of the questionnaire may have highlighted 

design flaws in the questionnaire, realistically this would have involved only persons 

already known to the lymphoedema service in the area, i.e. a biased sample, and would 

also have reduced the pool of potential participants in the geographical area of the 

study. In retrospect, basic demographic information should have been requested as this 

would have enhanced the data analysis. In addition, this information would have aided 

the selection of the sample for stage three of the study, by ensuring that this small 

sample was representative of the sample in stage two. 

 

The choice of a simple Excel spreadsheet was found to be appropriate for the analysis of 

the quantitative data in stages one and two of the study and small amount of qualitative 

data collected in stage two of the study. The small sample meant that the quantity of 

data generated was of manageable size to be analysed manually. 

 

The majority of the sample completed the final section of the questionnaire, asking 

about how their lymphoedema affected their life, with one word comments. It was 

therefore thought to be appropriate to analyse these in a quantitative manner. The few 

persons who made longer comments added further insight into the short responses of the 

others. In retrospect, these data could have been analysed using a computer programme 

such as SPSS, however whilst this may have made analysis easier for the researcher, it 

is unlikely to have altered the results. Unfortunately it was not possible to use this 

programme due to technical problems. 
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5.2.3 Semi-structured interviews 

Due to the constraints from the Ethics Committee and the imperfect design of the 

questionnaire, it is not possible to be certain whether those willing to be interviewed 

were representative of the sample in stage two of the study. The sample was not 

representative of the total sample with this regard to age, with nine of the ten persons 

interviewed being under 61years. It is unsurprising that, although these interviews 

involved a younger age range than those interviewed by Moffat et al (2003), the 

findings are similar with regard to the physical and emotional effects of the condition.  

 

5.2.4 Reflection on the methodology and the methods used  

The use of a combination of quantitative and qualitative methods was found to be 

appropriate for this study. The quantitative data ascertaining the types of lymphoedema 

in the study area was enhanced by the qualitative information concerning the experience 

of living with lymphoedema. Similarly, the interpretive perspective of the semi-

structured interviews allowed exploration of the facts that the positivist theoretical 

perspective of the surveys provided. 

 

As discussed previously, the data collected would have been improved if patients had 

been identified by their CHI numbers on the GP survey form, and if demographic 

information had been requested on the patient questionnaire. This information would 

have enabled the researcher to sample a wider age range in the interview stage of the 

study, increasing the validity of the findings.  
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The use of a survey of healthcare professionals is an imperfect means of estimating the 

prevalence of a condition with numerous causes and for which no data collection is 

mandatory, regardless of the number of sources surveyed. The relatively small 

population and the health services available in the area made the survey of local primary 

care teams an appropriate method in the geographical area of the study. It is probable 

that surveying multiple sources, as in the larger studies discussed, would have added 

little to the study and would have only identified a very similar group of people with 

lymphoedema.  

 

The use of semi-structured interviews was an appropriate means of investigating the 

experience of living with lymphoedema, allowing the exploration of similar content in 

each interview. Taking accessibility and time into consideration, the number of 

interviews was appropriate for a lone researcher to conduct. 

 

Data analysis was carried out by the researcher, with each stage being checked by an 

independent colleague with an interest in chronic oedema. Taking time and cost into 

account, this was a realistic method of data analysis with the review of the analysis by a 

colleague overcoming the potential problem of any researcher personal bias. The Excel 

spreadsheets used for the analysis of the quantitative data was found to be appropriate. 

The analysis of the qualitative data into themes, and cross-checking these with a 

colleague, was time-consuming; analysis of this data would possibly have been easier 

with the use of a computer programme such as Nvivo. 
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Reliability was addressed through the documentation of all the details regarding the 

methods and procedures followed in the study. This provided information for any other 

researchers conducting a similar study. Validity was addressed by using the patient 

questionnaire to survey as many people with lymphoedema in the study area as possible 

in addition to the semi-structured interviews with a smaller sample. The selection of a 

wider age range of interview participants could have increased the validity of the 

findings.  

 

It is not appropriate to generalise the findings of this small study to the prevalence of 

lymphoedema and the experience of people with the condition in remote and rural 

geographical areas in other developed countries. This is due, in part, to the differing 

definitions of „remote and rural‟ in each country creating difficulty in comparing 

populations. In addition, the different organisation of lymphoedema services, and 

referral patterns to these, create further differences. It is also not possible to generalise 

the findings to the experience of people with lymphoedema in developing countries, due 

to differing causes of lymphoedema and differing health services in these countries. 

However, the physical and emotional impact of lymphoedema noted in this study is 

similar to that highlighted in much of the lymphoedema literature across the world. 

 

5.3 Key findings 

The key findings from the study are considered in two sections and are compared with 

the findings of the literature review. In order to minimise repetition, the qualitative 

findings from stage two and three of the study are combined and are considered within 

the main themes noted in the data analysis. 
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5.3.1 Frequency of lymphoedema 

 

 

 

 

 

 

 

 

 

 

 

This study indicated that the overall prevalence in the geographical study area was 2.3 

per 1000 population, in line with the Welsh estimate (The Welsh Assembly 

Government, 2009). However, this figure varied between the GP practices, ranging 

from 0.8 to over 8.0 per 1000 practice population. The highest prevalence of 8.18 per 

1000 in one practice was similar to that estimated in the well-established Welsh clinics. 

It is probable that this figure accurately reflects the number of people with the condition 

registered with that practice; in fact the practice excluded another four patients who had 

chronic oedema due to renal or cardiac failure. The higher prevalence in this one 

practice may be due to a greater awareness of lymphoedema by the healthcare team 

based at that practice.  It is interesting that in the two months following the period of 

data collection, two other practices provided information about three new patients that 

they had identified with lymphoedema. These incident cases were not included in the 

data, and it is unknown whether the recognition of their condition was by chance or a 

Issue summary 

Prevalence  

Estimated prevalence = 2.3 per 1000 population, higher 

than noted in studies in London or Glasgow 

Age range 

Highest prevalence in 45-64 age range, compared to older 

age range in London and Glasgow 

Gender  

Higher prevalence in males (0.95 per 1000) than noted in 

studies in London or Glasgow 
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result of raising professionals‟ awareness of the condition by taking part in this study 

that led to the diagnosis of the condition in these persons. An additional five incident 

cases were also noted by the researcher; as with those identified by the practices, these 

were not included in the data.  

 

5.3.1.1 Practice variation 

Larger GP practices (those with practice populations of more than 2000) consistently 

identified fewer people with lymphoedema than smaller practices (practice population 

of less than 1500). This was most noticeable in Caithness where there was mean 

prevalence of 2.8 per 1000 in the four larger practices compared to a mean prevalence 

of 3.8 per 1000 in the smaller practices. It is possible that this is a reflection of the more 

personal knowledge of their patients that is a feature of many of these smaller practices. 

It is also possible that the small team in these smaller practices encourages 

communication between members, leading to greater recognition of chronic conditions. 

 

However, an apparently lower prevalence noted by those practices in the most remote 

areas with populations of less than 500 patients does not seem to support this last 

suggestion. These practices reported an average of 1.4 persons with lymphoedema per 

practice. It is acknowledged that estimating prevalence of conditions based on such 

small numbers is highly likely to be very inaccurate. However, as these practices tend to 

have a high proportion of elderly people registered with them, it would be reasonable to 

expect that lymphoedema would be more common in view of its‟ rate increasing with 

age. It is unknown why these very small practices identified very few people with the 

condition although variation between practices was expected. From the literature that 

considers the relationship that exists between patients and healthcare professionals in 
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very remote rural health care settings, e.g Farmer (2007), it would be expected that the 

healthcare teams at these practices would identify a higher number due to a more 

personal knowledge of their patients. However, the literature also suggests that patients 

in very remote areas have a tendency to being more stoical, thus it may be explained by 

patients not wanting to bother their GP with early symptoms such as ankle oedema, 

allowing this to develop into severe oedema before seeking advice.  A further 

possibility is that the predominantly elderly population in these areas is more resilient, 

accepting and adapting to the changes caused by symptoms such as ankle oedema as a 

part of growing older. It is also acknowledged that all these differences discussed above 

may reflect the varying levels of practice enthusiasm for participating in the study, 

rather than a lack of personal knowledge of their patients. 

 

5.3.1.2 Age of the sample reported to have lymphoedema 

A further difference between the data collected in this study and that highlighted in the 

literature was the prevalence of lymphoedema in the different age ranges. Despite the 

ageing population in the study area, the highest prevalence of lymphoedema was found 

to be in the 45-64 year age range. The reason for this is not evident from the data 

collected, nor is it known whether there was a significant difference in the site of the 

lymphoedema in this age group. It is possible to hypothesise that this difference may be 

due to this younger age group having higher expectations of healthcare, or an increased 

awareness of the condition in this age group due to improved education during cancer 

treatments, in particular following breast surgery. It is also possible that, in the study 

area, the very elderly population (those over 85 years) are relatively fit due to having 

lived an active life in agriculture and fishing, or alternatively are just more stoical about 
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health problems, as suggested previously. Further investigation of this apparent 

difference in prevalence across the age ranges would be of value to aid the planning of 

health services. If there is genuinely a higher prevalence in the 45-64 year age range that 

is replicated in the other three CHPs in the health board, this is a potential source of 

considerable morbidity over the next 30-40 years that merits the development of 

effective self management initiatives. The raising of levels of awareness of the 

condition and its‟ management across all members of the multi-disciplinary health and 

social care teams would be of particular relevance to developing effective support 

mechanisms. 

 

The lack of basic demographic information requested made it impossible to be certain 

about the gender or age of all those returning the questionnaire. All of those who 

indicated that they had arm lymphoedema had been treated for breast cancer; it cannot 

be assumed that all these were female. However, all those who could be identified as 

male, from the information that they did provide, indicated that they had lower limb 

lymphoedema. This is a similar finding to other studies, Moffat et al (2003) noted that 

90% of men presented with leg oedema. It is noteworthy that although the majority of 

those identified with lymphoedema in this were female, prevalence in men was noted to 

be double that in London study and four times that in Glasgow study. Any attempt to 

explain this difference would be speculation; however, it is possible that the differing 

occupations amongst males in a remote and rural area are more affected by 

lymphoedema or that males in the study are less stoical and more likely to consult their 

GP than those in other geographical areas.  
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The lack of a reliable estimate of the true prevalence of lymphoedema is likely to 

continue to hinder the development of effective, equitable lymphoedema services, both 

in the study area and in the wider health board area. During a debate in the Scottish 

Parliament in May 2010, Mary Scanlon MSP estimated that „more than 200 women are 

registered as lymphoedema patients’ in NHS Highland (Scottish Parliament, 2010); her 

estimate was based on the statistics from one lymphoedema clinic in the health board 

area which only accepts referrals for cancer-related lymphoedema.  This study, carried 

out in a very sparsely populated area of NHS Highland with a CHP population of 

approximately 39,000, has identified at least a further 92 persons with the condition, a 

high proportion of whom had not had contact with that clinic and were not receiving 

effective management or support at the time of the study.  It is probable that many more 

people with the condition remain unrecognised, highlighting a need for greater 

awareness of the condition and it‟s management amongst health and social care teams. 

 

5.3.2 The experience of living with lymphoedema 

The key findings of the self-completion questionnaire and the semi-structured 

interviews are considered and are discussed in relation to relevant literature.  

 

Whilst there were significant differences in duration and cause of the lymphoedema 

reported by this sample compared with Moffat et al‟s (2003) study, the experience of 

living with lymphoedema reflects similar issues to the larger urban studies. 
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5.3.2.1 Duration and causes of lymphoedema 

 

 

 

 

 

 

 

 

Almost one third of those returning the questionnaire reported having lymphoedema for 

less than five years with 13% of the sample having developed the swelling during the 

previous twelve months, whilst slightly more than half (52%) of the sample reported 

having the condition for more than ten years. In comparison, Moffat et al (2003) noted 

that more of their interview sample (22%) had lymphoedema present for less than one 

year, but only 33% had had lymphoedema for more than ten years. The reason for this 

difference was not evident from the information collected; however, all persons 

undergoing surgery for breast cancer within the NHS Board where the study was 

conducted receive information concerning care of their arm, thus raising awareness of 

the condition. In addition, improvements in cancer detection and treatment have 

increased the absolute numbers of cancer survivors, thus there are more persons at risk 

of developing lymphoedema.  As Armer & Fu (2005) point out, while cancer survivors 

are living longer, they also are ageing, therefore there will be more people at risk of 

developing lymphoedema (Armer & Fu, 2005).  

 

Issue summary 

Duration  

52% of questionnaire sample had lymphoedema 

for > 10 years, higher than in London study (33%) 

Cause  

53% of questionnaire sample reported cancer as 

cause, higher than in London study (25%) 

High prevalence of primary lymphoedema 
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Just over half of respondents (53%) had been treated for cancer. This is a higher 

proportion than that noted by Moffat et al (2003) who found that 25% of their interview 

sample had lymphoedema related to cancer therapy. Again, the reason for this 

difference is not certain; it is possible that many healthcare professionals continue to 

associate lymphoedema only with cancer, despite the criteria for inclusion in the study 

having been made explicit in the introductory letter to the GP practices. Much of the 

information in both the medical and nursing press and the media concerns 

lymphoedema following cancer treatment. Breast cancer charities have been raising the 

profile of lymphoedema for a number of years, in the media and in both the UK 

parliament and the devolved governments. It is probable that this has also contributed to 

an increased awareness of the condition in those treated for cancer amongst both 

healthcare professionals and those at risk of developing the condition. Unfortunately, 

this focus could be a contributory factor in the delay of referral for treatment 

experienced by many persons with non-cancer related lymphoedema.   

 

The remainder of the sample (47%) all indicated that they had lower limb 

lymphoedema. A high proportion of those with non cancer-related lymphoedema (70%) 

reported co-existing conditions that could predispose to the development of 

lymphoedema. Whilst half of these persons indicated that their lymphoedema was due 

to circulatory problems, the rest either did not know the cause or stated that they had 

primary lymphoedema. Six of those with unknown aetiology had relatives with swollen 

legs, which is highly suggestive of primary lymphoedema as the cause of the swelling. 

All of this group reside in Caithness; when the five people in Caithness known to have 

primary lymphoedema are included, this suggests a prevalence of primary 

lymphoedema of 1:2500 in the population of that area. This is considerably in excess of 
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the prevalence of 1:6000 usually quoted (Keeley, 2000). It is known that the area has a 

high prevalence of a number of neurological conditions associated with genetic 

aetiology (NHS Highland, 2009); it is possible that primary lymphoedema may be 

another manifestation of this historical relatively small gene pool.  

 

5.3.2.2 Knowledge / information about lymphoedema 

 

 

 

 

The questionnaire did not ask specifically about the person‟s understanding of their 

lymphoedema. However, more than half of the sample (28 of 48 who replied to the 

question) had received treatment for cancer and stated that the swelling was associated 

with this, almost half of the remainder stated that they were unaware of the cause.  

 

The persons interviewed were all questioned about their understanding of the lymphatic 

system and lymphoedema. It is disappointing that none of the interviewees admitted to 

having much knowledge or information about their condition, even those who had 

attended lymphoedema or vascular clinics. Those with cancer-related arm lymphoedema 

remembered being told after their surgery that they must not have blood samples or 

their blood pressure taken in the arm on the affected side as this might make their arm 

swell due to the removal of their lymph nodes. This apparent lack of knowledge was 

Issue summary 

Knowledge and understanding 

Low level of understanding of the lymphatic 

system or lymphoedema was evident in the 

interview sample 
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also discussed in the data chapter, section 4.3.5. In fact in the writer‟s experience, this 

apparent acceptance of the condition and disinterest in finding out more about 

lymphoedema is not unusual. Prior to this study, discussions with patients referred to 

the writer for reasons other than lymphoedema, have revealed their acceptance of their 

„fat legs‟ as a family characteristic about which they have never consulted their GP.  

 

5.3.2.3 Physical effects of lymphoedema on everyday life  

 

 

 

 

 

 

The findings regarding the physical effects of lymphoedema from the questionnaires 

and interviews were similar to those noted in much of the literature reviewed. They 

suggest a group of persons who are living with a chronic condition by adapting their 

lifestyle to cope with the limitations imposed by that condition.  

 

For many of the sample, their lymphoedema was merely a „nuisance‟ with which they 

had learned to live, adapting the way in which they carried out activities to meet their 

abilities. This group included the majority of those with arm lymphoedema and those 

persons with primary lymphoedema. This finding is similar to that of Johansson et al 

(2003), whose study revealed a group of women adjusting to life with their 

lymphoedema and living „normal‟ lives affected very little by the condition. This is not 

Issue summary 

Physical effects 

Physical abilities were more likely to be affected 

by lower limb lymphoedema 

63% of questionnaire sample had pain due to 

lymphoedema, higher than in London and 

Glasgow studies 
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to suggest that the respondents stoically accepted these limitations, several expressed 

their anger and frustration with the condition itself in addition to the lack of 

understanding and support from healthcare workers. 

 

Those with non cancer-related lower limb lymphoedema were more likely to report that 

their lymphoedema had affected their physical abilities. Both the questionnaires and the 

interviews revealed that lymphoedema could impose considerable limitations. Despite 

these limitations, there was still an attitude from most that they just had to get on with 

life despite their lymphoedema. To some extent this attitude seemed to be due to 

resignation that little, if anything, was being offered to treat and/or maintain their 

condition. The effect of the condition on leisure activities was discussed in the data 

chapter, section 4.2.12. Twelve of the respondents specifically stated that the 

lymphoedema had an effect on their ability to work, in particular citing poor mobility as 

a problem in addition to difficulty in carrying out heavy kitchen tasks and crofting.  The 

findings confirmed that the physical problems faced by persons with lymphoedema in 

this study are similar to those faced by the samples in much of the literature reviewed. 

This suggests that there is little difference in the effects of lymphoedema on everyday 

life in a very remote area compared to that in large city areas. 

 

In the questionnaire sample, persons with leg lymphoedema reported more problems 

with their skin on the affected area and were also more likely to have pain in the 

swollen area. As highlighted by Moffat et al (2003), it is often believed by healthcare 

professionals that lymphoedema is not a painful condition, however almost two thirds 

(63%) of the sample in this study indicated that they had pain or discomfort such as 
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heaviness and/or tightness in their swollen limb. This is higher than that noted by 

Moffat et al (2003) in their study in SW London, where one half of those interviewed 

stated that they had pain. By  comparison, in Glasgow, Sneddon (2008)  found that only 

a minority specifically mentioned pain as a problem, with even these having other 

conditions such as osteoarthritis as a contributory factor. The reason for this apparent 

difference in reported pain is unclear from the data available. In the interview sample, 

only one person was taking regular analgesia for pain due to her venous-related 

lymphoedema whilst two others who complained of discomfort in their swollen limb 

felt this to be unnecessary. This suggests that, in this sample, although the 

pain/discomfort can be significant it does not adversely affect the person‟s quality of 

life. 

 

5.3.2.4 Psychological effects of lymphoedema 

 

 

 

 

 

 

 

 

Despite the majority of the sample reporting just getting on with life, lymphoedema had 

considerable emotional effects for some of the sample. Self-consciousness, low self-

esteem, depression, feeling useless and vulnerable were some of the comments 

recorded, both on the questionnaires and during the interviews. Frustration at the lack of 

Issue summary 

Psychological effects 

Self-consciousness and body image were more 

likely to be affected by lower limb 

lymphoedema 

Those with non-cancer lymphoedema were more 

likely to express frustration at the lack of 

effective treatment offered and the lack of 

understanding by healthcare professionals  
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treatment offered was expressed by those with leg lymphoedema, as was the feeling that 

their GP did not understand how the swelling affected their life. These difficulties have 

been recognised throughout the literature, e.g. Hardy and Taylor (1999), Williams et al 

(2004) and Sneddon (2008). In this study, these comments were made more frequently 

by those with leg lymphoedema, being a common theme in the younger women 

interviewed. 

 

These findings do suggest, perhaps unsurprisingly, that there is little difference in the 

emotional effects of lymphoedema in a very remote area compared to the results from 

studies carried out in large city areas. 

 

5.3.2.5 Treatment  

 

 

 

 

 

 

 

With regard to treatment, only three persons stated specifically that they had attended 

any lymphoedema clinic; all of these individuals had received a course of manual 

Issue summary 

Treatment  

30% of the questionnaire sample had attended a 

specialist treatment clinic, lower than in London 

or Glasgow studies  

Six of the questionnaire sample (10%) carried out 

regular simple lymphatic massage, compared to 

90% in Glasgow study 

Only 10% of the questionnaire sample reported 

having had an episode of infection/cellulitis 
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lymphatic drainage and / or bandaging. A further twelve stated that they had been given 

a compression garment, which implied that they had attended a lymphoedema or 

vascular clinic as this would be the primary source of these garments. At 30%, this is a 

significantly smaller percentage of the sample receiving specialist treatment than in 

either the study in London (64% of the sample interviewed were receiving treatment) or 

Glasgow, where 97% were receiving treatment. It is probable that this result due to the 

differing methods of recruitment to the study samples; in particular, the majority of the 

Glasgow sample were identified from the existing caseloads of specialist lymphoedema 

services. As the sample in this study was recruited solely from healthcare teams in 

primary care, it is suggested that the lower percentage of those receiving treatment for 

their lymphoedema noted in this study is a more realistic estimate than that in the 

Glasgow study. However, in addition to reflecting the inequity of lymphoedema 

services in the study area, it does also reinforce a lack of recognition of the condition 

and of understanding of the difficulties that it creates for those with the condition on the 

part of healthcare professionals. It also highlights a lack of awareness of management 

strategies on the part of healthcare professionals. This lack of awareness reflects that 

noted by Morgan et al (2005) in their assessment of the educational needs of 

community nurses in relation to lymphoedema.  

 

In this study, very few persons in the questionnaire sample stated that they carry out any 

specific self-care measures, only six regularly carried out self massage (simple 

lymphatic drainage). This is a complete contrast to the findings of Sneddon (2008), who 

noted that the professionals in her study reported that over 90% of their patients perform 

self-massage. However, it should be noted that this was a perception reported by the 

lymphoedema practitioners and may not be the reality. When asked specifically in the 
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questionnaire for information about anything that they do to maintain or reduce the 

swelling, the majority of those with leg swelling commented that they sit with their feet 

up whenever possible, this was a common sense approach rather than something that 

they had been instructed to do. The literature indicated that good control of 

lymphoedema relies on those with the condition taking responsibility for daily self-care 

measures. It is impossible to be certain whether the disappointing response to this 

question was due to a lack of knowledge on behalf of the patients, lack of knowledge 

and support from healthcare professionals, limited contact with specialist clinics, or as a 

result of the lymphoedema not causing significant problems.  

 

Despite the apparent lack of intervention, only five respondents mentioned an episode 

of cellulitis, three of these had arm lymphoedema. Three persons with leg lymphoedema 

and two with arm lymphoedema admitted, during the interview, to not wearing their 

compression garments as these were perceived as uncomfortable and/or unhelpful; in 

fact one person (patient 5) stated that she had been told at the lymphoedema clinic that 

„lymphoedema finds its’ own level whatever you do’. All of these people had not noticed 

their lymphoedema becoming worse since stopping wearing their garment. Although 

this is a very small sample, it does raise the question of how much intervention is 

actually required for those with mild uncomplicated lymphoedema if, as indicated in 

this study and in that of Johansson et al (2003), they are adjusting to life with their 

lymphoedema and living „normal‟ lives affected very little by the condition.  

 

A further illustration of the above discussion was provided by a further five persons, 

three of whom were colleagues of the writer, who were noted to have lower limb 



165 
 

lymphoedema. They had not received a questionnaire and so were presumably not 

included in the GP survey returns. These colleagues had never consulted their GP about 

their lymphoedema, apparently accepting that it was a condition that nothing could be 

done about, and not receiving or looking for any information about appropriate self care 

measures. None of them had ever had any problems, such as cellulitis, associated with 

their lymphoedema nor had noticed any increase in the swelling over time; however, all 

three participated in regular exercise and applied moisturising cream daily as common 

sense measures. This does suggest a lack of knowledge on the part of healthcare 

professionals; in addition, it does provide evidence that the prevalence of lymphoedema 

is higher than estimated in this study. Increasing the knowledge and awareness of 

lymphoedema and its‟ management amongst health and social care teams, in particular 

practice nurses, home carers and care home staff, has the potential to significantly 

reduce the morbidity associated with lymphoedema through the provision of effective 

support at an early stage. If it was possible to ensure that all those at risk of developing 

lymphoedema could be well-informed about the signs of the condition, behaviours 

likely to exacerbate it and the importance of basic skin care in preventing cellulitis, then 

specialist resources could be focused more effectively on those with severe and/or 

complicated lymphoedema. 

 

5.4 The relevance of the findings 

The relevance of the findings for health board planners and central policy, for people 

with this condition and for their GP practices for improving the quality of life of people 

with lymphoedema will be considered in this section of the discussion. 
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5.4.1 Relevance for central policy and health boards  

The limited awareness and knowledge of lymphoedema suggests that commissioners of 

health services may not be aware of the extent of the problems and costs associated with 

the condition. In addition, as this study has shown, it is difficult to gather robust and 

detailed prevalence data. An accurate estimate of the prevalence of a condition is 

relevant for central policy development and health board planners, as services are 

commissioned based on analyses of population needs. This study suggests that the 

prevalence of lymphoedema in this remote and rural part of Scotland could be higher 

than the conservative prevalence of 1.33 per 1000 population that is widely accepted. 

 

 Based on GP report, this study estimated a prevalence of 2.27 to 2.40 per 1000 

population, approximately 0.2% of the population. It is acknowledged that a condition 

affecting this proportion of the population is unlikely to attract extra government 

funding or achieve high priority for service development by health boards, particularly 

in the current economic climate. Pressure groups, backed by lymphoedema and 

palliative care practitioners, have successfully raised the profile of lymphoedema in the 

political arena; although they have been less successful in attracting media attention. As 

noted previously, the Scottish Government have acknowledged the inequity of services 

for people with lymphoedema and supported the development of these, whilst also 

stating that it was the responsibility of health boards to prioritise the health needs of 

their communities within their budget.  
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The literature highlighted that lymphoedema services have historically been developed 

for cancer patients; this is the situation in NHS Highland. However, this study found 

that 47% of those completing the questionnaire had lymphoedema of other aetiology. It 

is suggested, therefore, that it is important that provision is ensured for people with non 

cancer-related lymphoedema in any future service development. 

 

The identification of a further eight people with the condition in the 45-64 year age 

range within three months of gathering the data does suggest a higher prevalence than 

that reported to the study. Of particular interest for health service planners should be the 

fact that, in this study, the highest prevalence was found in a younger age group (45-64 

years) compared to being in very elderly group (over 85 years) noted in other studies. 

Given the ageing population in the study area, this represents a source of considerable 

morbidity in the future; it is relevant, therefore, that health and social care professionals 

are educated to recognise the condition early and to support those with the condition to 

effectively manage it. It is suggested that it is important for health boards to consider 

how this ongoing education need can be met. 

 

5.4.1.1 Priorities for delivering improved services 

Improving the provision of lymphoedema support will assist health boards and their 

operational units (CHPs) to meet the following targets set out by the Scottish 

Government Health and Community Care Directorate: 

 The provision of local, accessible, responsive, cost-effective care (SGHD, 2005) 
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 A reduction in inequalities between patient groups, in this case between cancer 

and non cancer-related lymphoedema (SGHD, 2005) 

 The support of the self-management agenda (SGHD, 2009) 

 

Whilst national guidelines are invaluable in guiding safe practice, central policy and 

health boards must recognise that in the provision of lymphoedema support, as in the 

provision of any health services in a remote and rural area, one solution or service 

configuration does not „fit all‟. The development of easily accessible, clear treatment 

guidelines which clarify the roles of all levels of health and social care professionals in 

lymphoedema management should be the foundation of developing lymphoedema 

services in the study area. In order to achieve effective sustainable development, 

lymphoedema support and education must take place in partnership with local clinicians 

in both primary and secondary care. Stakeholders include the multi-disciplinary health 

and social care providers in primary care and secondary care clinicians, including those 

from vascular medicine, dermatology, oncology, ENT, gynaecology, cardiology, 

nephrology and obesity specialists.  

 

5.4.2 Relevance for GP practices and other healthcare professionals 

It is probable that even the modest increase in prevalence reported to this study could 

have considerable additional workload and cost implications, if the condition is not 

managed effectively through early recognition and appropriate management. It is 

outside the scope of this study to estimate the costs of ineffective lymphoedema 

management; however, the researcher‟s own practice has demonstrated that effective 
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timely support and management is cost-effective, both in terms of manpower and 

consumables.  

 

The study has demonstrated that lymphoedema is a long term condition, slightly more 

than half of those completing the questionnaire reported having the condition for more 

than ten years. Whilst the small size of the sample means that it is not possible to 

generalise, in this study just over half of those returning the questionnaire had lower 

limb swelling, with almost 90%  of these having non cancer-related lymphoedema. This 

finding highlights the importance of ensuring that health and social care professionals 

are aware that lymphoedema is not only related to cancer treatments. 

 

The data from the questionnaire and the interviews indicate that physical and 

psychological effects of lymphoedema are similar regardless of where the person lives. 

Early recognition of the condition together with effective management and support 

could minimise the physical and psychological effects, potentially increasing the 

person‟s sense of well-being through exercise and support, reducing the need for 

expensive anti-depressants and reducing the likelihood of cellulitis which could reduce 

the need for costly hospital admissions and antibiotics. The literature review highlighted 

that the management of lymphoedema is predominantly based on physical therapies that 

lend themselves to self-management by the patient; early recognition of the condition, 

provision of information and support are all vital to enable self-management to happen.  

 

The study also highlighted the paucity of dedicated lymphoedema support in the area. 

The geography of the study area limits the effectiveness of the one specialist 

lymphoedema clinic in the CHP, whilst the data from the qualitative interviews revealed 
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a lack of support and understanding from within the primary care teams. The provision 

of equitable, effective lymphoedema services across the huge, sparsely populated area 

where this study was carried out presents a number of challenges. Specialist services are 

expensive, requiring highly qualified professionals who maintain their competence by 

regular formal updating and by treating an optimal number of patients per year. It is 

probable that the cost of training and updating further specialist practitioners able to 

carry out a full range of lymphoedema treatments for the study area is prohibitive, and is 

likely to be unnecessary based on the estimated prevalence noted in this study. 

However, the qualitative data from this study indicate that it is important for health and 

social care professionals in primary care to be educated to recognise and support those 

at risk and / or with lymphoedema. This would reduce the pressure on the centralised 

specialist lymphoedema services and could result in the provision of cost-effective local 

support for those people with the condition.  

 

5.4.2.1 Priorities for delivering education and support for healthcare professionals 

in a remote and rural area 

Whilst the study has highlighted the need for improved knowledge amongst health and 

social care professionals, the difficulty in providing education, particularly practical 

clinical skills, for professionals in remote and rural areas was recognised in the literature 

review. The willingness of health and social care professionals to develop their skills for 

the benefit of their communities has been demonstrated by the successful 

implementation of several palliative care initiatives across the CHP. However, in order 

to engage effectively with the local professionals, it is important that they are consulted 

for their views as to how best to improve and maintain their knowledge of 

lymphoedema management. 
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Easily accessible local guidelines, based on current best practice, should be the 

foundation of any education programme. These guidelines should have links to the 

Lymphoedema Framework Best Practice and template for management documents. 

Other resources which could be linked include the Macmillan Lymphoedema Academy 

learn zone (this resource is expected to become a live site in the next three months) and 

demonstrations of toe bandaging and other bandaging techniques. Most importantly, 

information for people with lymphoedema should also be linked to the guidelines, 

providing an easily accessible source of information that can be offered to any person 

identified as at risk of developing lymphoedema or diagnosed as having the condition 

during a consultation with any member of the primary or secondary care teams.  

 

Existing resources, such as the Clinical Skills Managed Educational Network 

(CSMEN), could be involved to assist in the development of quality-assured learning 

resources which are KSF-matched. In addition their mobile clinical skills unit, which 

has been used effectively to deliver skills courses in remote and rural areas, could be 

utilised in the dissemination of the training. These resources could be the basis of an 

effective education programme that could be implemented in a similar way to the 

palliative care initiatives mentioned above.  

 

It is important that healthcare professionals are supported in their role with people with 

lymphoedema. The development of a support network would be particularly beneficial 

for those who are geographically isolated. In order to achieve this, technology such as 

video-conferencing could be invaluable to enable regular support and update meetings 
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to be as cost-effective as possible; primary care professionals are familiar with this 

technology which is used routinely for meetings in the study area.  

 

5.4.3 Relevance for people with lymphoedema 

The results in this sample indicate that lower limb lymphoedema has greater potential 

than arm lymphoedema to affect quality of life by limiting mobility, affecting self-

esteem and by being more painful. These effects highlight the need for effective local 

support to minimise these effects and enable those with the condition to self-manage 

and achieve independence. 

 

The results from the questionnaire also indicate that just over half of the participants felt 

that their lymphoedema made no difference to how they felt about themselves or that 

they just accepted it. However, the data collected in the interviews indicated that 

frustration and anger could still be present despite this acceptance of the situation; in 

particular the lack of information and effective treatment was a source of frustration. 

This lack of knowledge suggests, at best, poor information-giving skills or, 

alternatively, a lack of knowledge of the condition on the part of the healthcare 

professionals with whom the participants had contact. In addition, any self-care that was 

carried out seemed to be as a result of common sense measures, e.g. applying 

moisturising creams, or of learned experience, such as finding a level of exercise that 

maintained the swelling at a certain level. It was evident from the questions asked by 

participants at the end of the recorded interview that all would benefit from support in 

the form of information from a healthcare professional with at least a basic knowledge 

of the condition and appropriate self-care measures. These needs could be addressed by 
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ensuring that health and social care professionals are educated to increase their 

awareness of the condition, as described in the section above. 

 

It is impossible to generalise from the findings of such a small study, however, for many 

of the sample the apparent lack of intervention from health care professionals seemed to 

have little detrimental effect on the course of the lymphoedema. There was noted to be a 

low level of cellulitis amongst the interview sample; whilst it is possible that this 

sample may have been particularly well motivated, the finding does suggest that even 

minimal support from a knowledgeable source at an early stage could help to maintain 

the lymphoedema and reduce the need for specialist treatments. In the interview sample, 

only three persons admitted to having searched for information regarding lymphoedema 

and only two persons felt that a support group would be beneficial; again this highlights 

the need for raising the awareness of lymphoedema amongst health and social care 

professionals in order to offer information and support at an early stage for those at risk 

of developing lymphoedema and those with mild to moderate lymphoedema. 

 

5.4.3.1 Priorities for delivering services 

There will inevitably a need for access to specialist treatment, such as manual lymphatic 

drainage, for those people with severe or complex lymphoedema and for those requiring 

palliative care. These complex cases require a treatment plan involving both the 

specialist practitioner and local healthcare professionals. The community nursing teams 

routinely photograph wounds, emailing these to secondary care specialists for advice; 

this has the potential to be developed further for the management of lymphoedema.  In 

addition, video-conferencing could be used to facilitate the ongoing management of 

people with severe lymphoedema, allowing them to be treated by their own local care 



174 
 

teams at a virtual clinic with distant specialist support. Whilst technology such as Skype 

could provide a link into the patients‟ homes, this is limited as it is impossible to 

guarantee the security, and hence the confidentiality, of this means of communication.  

 

Those persons requiring specialist input should be discharged back to their local 

primary care team as soon as they are stable in garments that are available on GP10. 

Those persons at risk or with mild / moderate lymphoedema should be enabled to self-

manage by their local primary care team, using the guidelines developed as discussed in 

section 5.3.2.1. It is likely that the „lead‟ person will vary between primary care teams 

dependent on their structure and members, however it is important that there provision 

is made for the ongoing support and updating.   

 

Exercise was recognised as important by this sample of people with lymphoedema. This 

should be encouraged for all persons at risk or with clinical signs of lymphoedema. 

These should be gentle exercises, based on lymphatic drainage, that are suitable for all 

levels of fitness and mobility. Whilst these classes should initially be run by healthcare 

professional, this responsibility could be shared with interested fitness trainers or 

appropriately trained „sufferer‟ with healthcare support. This type of exercise is 

appropriate for other long term conditions, such as cardiac failure, multiple sclerosis, 

COAD and obesity; collaboration between healthcare professionals should be 

encouraged to develop this initiative. 

 

5.5 Limitations of the study  

Some of the limitations of this study have been highlighted earlier; these include the 

inclusion in the sample of different types of lymphoedema, the sample size, the 
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collected data, the fact that the researcher was also a practitioner in both the 

geographical area and the study field and the difficulties in accessing statistical support. 

 

5.5.1 Limitations due to the sample 

The use of a survey of only the GP practices in the study area to estimate the prevalence 

of lymphoedema, rather than multiple sources, had the benefit of avoiding the 

possibility of double counting. Unfortunately, this reliance on memory had the potential 

to bias the result towards those people with cancer-related lymphoedema, those with 

severe or complicated lymphoedema or those people who were more vocal in 

demanding treatment for their condition. The reliability of the results of any study can 

be affected by a biased sample. 

 

For purposes of comparison with other studies, this study used the criteria used by 

Moffat et al (2003) in that the person must have persistent oedema for at least three 

months, minimal response to overnight elevation or diuretics and the presence of skin 

changes indicating early elephantiasis, i.e. thickened skin, hyperkeratosis and/or 

papillomatosis. These criteria invited the inclusion of many types of lymphoedema into 

the study, providing the opportunity to more accurately estimate the prevalence of the 

condition. However, given the small size of the samples in stage two and three of the 

study, this diversity of aetiology had the potential to adversely affect the reliability of 

the data.  

 

The size of the interview sample, chosen as being manageable for a lone researcher, was 

such that it was possible to include people with different types of lymphoedema; 

however, a larger sample at this stage of the study would have enabled greater 
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comparison between the symptoms and experience of those with differing types of 

lymphoedema.  Differences were noted in the psychological effects between those with 

arm and leg lymphoedema, and also those with cancer related and non-cancer related 

lymphoedema; a larger interview sample may have offered further insight into these 

differences.  

 

5.5.2 Limitations due to the data  

The data collected would have been enriched if it had been possible to collect more 

demographic details during the initial GP survey. This could have included the age, 

rather than an age range, and site of their lymphoedema in addition to gender. This 

additional data would have provided a more comprehensive baseline picture of the 

characteristics of the population with lymphoedema in the study area. Similarly, the 

inclusion of the basic demographic details of age and gender on the postal questionnaire 

would have made it possible to assess whether those replying were representative of the 

total sample, and provided information to ensure a representative interview sample.   

 

The data from the qualitative interviews could have been enhanced through the use of 

standardised pain and quality of life questionnaires, such as the McGill pain 

questionnaire and SF-36 quality of life tool. These tools were not used in this study due 

to their length and awareness of adverse comments about these tools from clinical trials 

participants with whom the researcher has been involved; however, their use would 

have enabled reliable comparison not only between interview subjects in this study but 

also with other studies which used these tools. Recent work by Devoogdt et al (2011) 

demonstrated the reliability and validity of a brief lymphoedema-specific questionnaire 

using visual analogue scales to assess functioning, disability and health of patients with 
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breast cancer-related lymphoedema. With very little modification of wording, this tool 

may be suitable for use with patients with any type of lymphoedema. If this tool had 

been available when this study was designed, its‟ use could have greatly enhanced the 

reliability and validity of the data. 

 

5.5.3 Limitations due to the dual role of researcher and practitioner 

The dual roles of practitioner and researcher have the potential to adversely affect the 

study in a number of ways. Having a recognised role as a healthcare professional 

involved in the support of people with cancer probably biased the sample towards those 

with cancer-related lymphoedema; it is possible that this role caused the GP practices to 

more easily recall people with cancer-related lymphoedema and those people with non 

cancer-related lymphoedema felt that the study is not relevant for them. Being known to 

many of the potential sample directly through their referral to the lymphoedema clinic 

represented a further source of bias, both in participation in the study and in the answers 

provided.   

  

This relationship with the population in the area and the researcher‟s role as a specialist 

practitioner had the potential to affect the objectivity of the data analysis. Whilst data 

concerning the person‟s experience of living with lymphoedema was unlikely to be 

affected, there remained the possibility that any adverse comments about the service 

provided in the study area would have been ignored or edited out of the study, effecting 

the validity and reliability of the data. This was overcome with the assistance of 

colleagues scrutinising the recordings and transcripts of the interviews, and also 

verifying the coding of the data into categories.  
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5.5.4 Other limitations 

It is possible that interpretation of the data would have been enhanced if a computerised 

statistical package had been utilised to aid interpretation of the data. Access to SPSS 

and NVivo was problematic due to the timing of this stage of the study occurring at a 

time when the researcher had to work between two organisations‟ computer systems 

which were not able to communicate with each other. This problem has since been 

resolved, unfortunately not until manual interpretation of the data had taken place. The 

assistance of colleagues proved invaluable in scrutinising the recordings and transcripts 

of the interviews for consistency, and also in verifying the coding of the data into 

categories. This assistance helped to ensure the validity and reliability of the data. 

 

5.6 Summary 

This study has provided some evidence that the characteristics and impact of 

lymphoedema are similar for those living in large urban cities or in a very remote rural 

area in the UK. It has also indicated that, in comparison with the statistics often quoted, 

the prevalence of the condition is higher and that, in the study area at least, this 

prevalence may be higher in a younger age group. However, as suggested previously, 

the lack of reliable estimates of the true prevalence of lymphoedema is likely to 

continue to hinder the development of effective, equitable lymphoedema services.  

 

Undertaking this study raised a number of questions for the researcher in relation to the 

treatments for lymphoedema, the role of exercise in the prevention and maintenance in 

the condition and the provision of effective support for those with the condition.   
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Chapter 6: Recommendations 

The previous chapter discussed the relevance of the findings of this study and suggested 

priorities for the three major stakeholders in the effective management of lymphoedema. 

The researcher‟s role as a practitioner does include involvement in the development of 

health board-wide services; however this chapter focuses on her role as a lymphoedema 

practitioner. The study has highlighted a number of areas of interest for further research, 

these are also outlined. 

 

6.1 Contribution to knowledge 

This study has contributed to the evidence base on lymphoedema by demonstrating that 

the prevalence of lymphoedema in this very remote and rural area is higher than the 

generally accepted estimate of 1.33 per 1000 population. It has suggested that this 

degree of rurality has little impact on the physical and psychological effects of 

lymphoedema, with these being found to be similar to that noted in studies carried out 

in an urban environment.   

 

It has demonstrated that many of the sample accepted the lymphoedema, adapting their 

lifestyle as necessary but also acknowledging and embracing the need to remain as 

active as possible. It also suggested that there is a lack of knowledge about 

lymphoedema by those with the condition. 
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6.2 Relevance of the findings to the practitioner role 

The data collected in both the postal questionnaire and the interviews suggested that, in 

this sample, lower limb lymphoedema was more likely than arm lymphoedema to affect 

quality of life. Specifically it was noted that lower limb lymphoedema tended to limit 

mobility, affect self-esteem and be more painful than arm lymphoedema. These effects 

suggest a need for the practitioner to raise the awareness of the community nursing 

teams of these findings and to support them in their role in the care of such patients. The 

community nurses‟ involvement in the leg ulcer clinics and in supporting patients with 

long term conditions provides the opportunity to minimise the effects of lymphoedema 

and enable those with the condition to self-manage and achieve independence. 

 

Whilst the data overall suggested that many of the sample accepted their lymphoedema 

and developed means to minimise any limitations caused, the data collected in the 

interviews highlighted the frustration felt by the many of the sample at the apparent lack 

of knowledge and recognition of their difficulties on the part of healthcare 

professionals. The apparent lack of knowledge about lymphoedema demonstrated by 

healthcare professionals was a further source of frustration. The practitioner‟s role as 

specialist resource for lymphoedema should encompass improving the awareness of 

health and social care professionals of the symptoms, physical and psychological effects 

of lymphoedema. This could be achieved by ensuring each GP surgery and health and 

social care team have access to a comprehensive range of up-to-date literature. Further 

support in the form of regular updates could also be offered; informal discussion with 

the community nursing team leaders has demonstrated an interest in a series of 
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workshops for different levels of staff groups suggesting that this may be helpful in 

achieving this support.  

 

It was noted that any self-care measures that were carried out by the interview sample 

seemed to be as a result of individual common sense or advice from others with 

lymphoedema. Whilst there was little enthusiasm for a lymphoedema support group, it 

was apparent that informal networking was appreciated. Means of strengthening these 

informal links within the community should be considered; one option would be to 

organise an exercise class in the area for people with or at risk of developing 

lymphoedema.  

 

6.3 The research experience 

The experience of undertaking this study made the researcher aware of the problems 

that arise in carrying out the dual role of practitioner and researcher. These were 

exacerbated in a sparsely populated area where it became difficult to separate the two 

roles, increasing the possibility of biasing the results of the study. However, there were 

also some benefits to the dual role, notably in enabling access to other healthcare 

professionals in the area to encourage their participation in the study. 

 

The review of the literature improved the research skills required for searching available 

sources and critically appraising that literature. An awareness of research theory and 

methods has encouraged the researcher to consider undertaking further research. 
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6.4 Suggestions for further research 

The paucity of services across the study area creates inequity for people with 

lymphoedema, on the basis of both geographical location and cause of their condition. 

One means of addressing this is through the use of technology, which is now readily 

available across the study area. The setting up and evaluation of a pilot study of video 

clinics for lymphoedema management involving healthcare professionals in remote 

areas would explore the feasibility of this means of improving access to specialist 

services. 

 

In light of the findings of the literature review, it was surprising to the researcher how 

many of sample, both from the postal questionnaire and the face-to-face interviews, 

stated that they just accepted the lymphoedema and got on with life. It would increase 

the knowledge base if this phenomenon was explored further using a different research 

method, for example using a focus group to facilitate a discussion amongst a group of 

persons with lymphoedema to observe whether other issues were raised. 

 

It would be beneficial to explore further the apparent lack of knowledge demonstrated 

by this sample of people with lymphoedema. In particular it would be interesting to 

investigate where and how people search for information about lymphoedema, given the 

frustration about this expressed by many of the sample. It is suggested that the use of 

focus groups would be a way of investigating this topic 
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Many of the sample expressed frustration at the apparent lack of knowledge about 

lymphoedema demonstrated by healthcare professionals. It would be of benefit to 

investigate how generalist community nurses view their role in information giving; this 

topic has implications beyond the field of lymphoedema management. This could be 

explored using a combination of methods: an internet and/or postal questionnaire 

distributed widely across the staff group followed up with focus groups targeting 

specific professional groups (community nurses, health visitors, physiotherapists, etc). 

The views of managers could be elicited through individual interviews; the support and 

encouragement of management is paramount to any lasting change of attitude amongst 

their team. 
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Appendix 1: Initial contact letter to primary care teams (GPs / practice nurses, 

Community Nursing teams)  

 

 

Name 

Address 

Address 

Address 

Address 

 

Date 

 

Dear   

As you are aware, I am carrying out post-graduate research into the prevalence of 

lymphoedema / chronic oedema and its’ effect on daily living and quality of life in 

remote and rural areas. Other studies in this field have focused on the prevalence in 

large cities (e.g Moffat et al 2003), where it is possible that different support systems 

may be available and differing demographics may apply. 

 

The condition may be caused by a number of factors making the collection of 

prevalence data difficult. I would be grateful of your help in trying to ascertain the 

prevalence and effects of lymphoedema / chronic oedema in your practice. For 

purposes of comparison with other studies, this study uses the criteria used by Moffat 

et al (2003) in that the person must have: 

 Persistent oedema for at least three months 

 Minimal response to overnight elevation or diuretics 

 The presence of skin changes indicating early elephantiasis, i.e. thickened skin, 

hyperkeratosis and/or papillomatosis 

 

There is no specific code for lymphoedema or chronic oedema, so I would be grateful if 

you, your practice nurses and community nursing teams would compile a list of all 

patients in your practice who you can think of that meet the above criteria.  

You agreed some months ago that your practice manager could post an information 

pack explaining about the study to the patients identified in your practice. I have 

enclosed some of these packs for this purpose. These packs contain the letter to your 

patient that you agreed previously (these just need a patient address label attached), 

the participant information sheet, questionnaire, reply slip and prepaid reply envelope 

for their reply, as well as the prepaid envelope for this mailing from the practice.  
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In order that I can collect prevalence data, I would be grateful if your practice manager 

could return the enclosed form to me. This simple form collects no identifiable patient 

data, but will supply information about the age range of patients and their gender. 

 

If you require more information about the study, please contact me at the details above.  

Yours sincerely, 

 

 

Louise Shakespeare  

 

 

 

 

 

Moffat, C.J. et al, (2003), Lymphoedema: an underestimated health problem, 

Quarterly Journal of Medicine, vol 96, no 10, p731-738 
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PREVALENCE OF LYMHOEDEMA / CHRONIC OEDEMA 

 

Practice name: Number of 

patients 

Age range 0-5 years 

 

 

 6-16 years 

 

 

17-25 years 

 

 

26-45 years 

 

 

46-65 years 

 

 

66-75 years 

 

 

75-85 years 

 

 

Over 86 years 

 

 

Gender  Male 

  

 

 Female  

 

 

 

 

Thank you for your help. 
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Appendix 2: letter from GP to potential participant 

 

Practice name 

Address  

 

Patient name 

Address 

Address or label 

Address 

 

 

Dear  

I am writing to tell you about a research study that you might like to take part in. The 
study is looking at the experiences of people who have a swelling of their arm or legs, 
and how they live with this condition. 

I have enclosed an information sheet about the study, an anonymous questionnaire 
that you can return to the researcher, and a reply slip for you to return if you wish to be 
contacted for an interview. There is also a reply paid envelope for you to return the 
forms. 

The questionnaire is completely anonymous and you cannot be identified unless you 
send your contact details to the researcher so that you can be contacted to arrange an 
interview. The interview can take place at a time and location convenient for you, but 
you will not be contacted about this until January. 

I am aware of the aims of the study and have agreed that patients from my practice can 
be invited to take part. If you want more information about it after you have read the 
information sheet, please contact the researcher on 07748 761 775. 

Yours faithfully, 

 

 

 

(From practice name) 
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Appendix 3: Information sheet 

Lymphoedema in the far north of Scotland: 
An investigation into the incidence of lymphoedema / chronic oedema and 
it’s effect on daily living and quality of life in a remote and rural area in the 
far north of Scotland. 

  

Information Sheet 

 

An invitation to participate   

You are being invited to take part in a research study.  Before you decide, 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 carefully and discuss it with others if 

you wish.  Ask if there is anything that is not clear or if you would like more information.  

Take time to decide whether you wish to take part.  Thank you for reading this. 

 

What is the purpose of this study? 

Swelling of the arm or leg is a common problem that may be caused by a number of 

conditions or may even be present from childhood. Sometimes it can also affect the 

body or face. You may have heard your GP or nurse call the swelling lymphoedema or 

chronic oedema. 

Most of the research into how this condition affects people’s lives has been carried out 

in cities, where lifestyles may be very different from that in the area in which you live. 

The purpose of this study is to find out how common this condition is in the area in 

which you live, how the swelling affects the lives of people living in different types of 

areas, how they cope with the condition and what treatment is available.  

I am carrying out this research because I am particularly interested in this condition and 

how people cope with living it. It is also part of a research degree. 

 

Why have I been invited? 

Your GP has sent you this information and questionnaire because you have had a 

swollen arm or leg for longer than three months. 

 

Do I have to take part? 

No. This information sheet describes the study and it is up to you to decide whether 

you want to take part. If you want to discuss the study, you can contact the researcher, 

Louise Shakespeare, at the number given in Part 2 of this information sheet. If you do 
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decide to take part, you are free to withdraw at any time, without giving a reason. Any 

decision you make will not affect the standard of care that you receive from your 

healthcare team. 

 

What will happen to me if I take part? 

You are invited to complete the enclosed anonymous questionnaire. This has 

questions about how long you have had the swelling, the area affected and also asks 

whether you have any illness that may be the cause of the swelling. It asks about how 

the swelling has affected your life and any problems that it is causing you at the 

moment. It also asks about any treatment that you may have had. Please return the 

completed questionnaire in the reply paid envelope. 

The questionnaire will also ask if you want to take part in a follow-up interview with the 

researcher to discuss the above topics in greater detail. The researcher will come to 

meet you at a location and time convenient for you. It is quite alright to complete the 

questionnaire but not take part in an interview. If you think that you would like to take 

part in an interview, please complete the enclosed reply slip and return it in the reply 

paid envelope with your questionnaire. You will be contacted by the researcher by 

telephone, probably at the end of January to arrange an interview at a time and place 

convenient for you. 

 

What are the possible disadvantages of taking part? 

Talking about the swelling and how it affects your life may be upsetting. 

 

What are the possible benefits of taking part? 

The information from the research will help to raise awareness of the effects of the 

condition. It will give health professionals information about the needs of people with 

the condition. 

 

Will my taking part in the study and any information about my treatment be kept 

confidential? 

Yes. I will follow ethical and legal practice and all information about you will be handled 

in confidence. The details are included in part 2. 

 

What if there is a problem? 

Any complaint about the way you have been dealt with will be addressed. The detailed 

information on this is given in part 2. 
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Part 2 

 

What will happen if I don’t fill in the questionnaire? 

Nothing. Your GP has given your age and gender to the researcher to help find out the 

incidence of lymphoedema / chronic oedema in the area, but you cannot be identified 

by the researcher with this information. The information will be used to find out the 

number of people with the condition in the area. 

 

What will happen if I fill in the questionnaire but don’t want to take part in an 

interview? 

Nothing. The answers on the questionnaire will be useful in finding out the number of 

people with differing degrees of the condition (mild, moderate or severe) and how it 

affects their life. the questionnaire is completely anonymous, you cannot be identified 

from the information on the questionnaire.  

 

What will happen if I change my mind about taking part in an interview after 

giving my details? 

Nothing. Your details will be stored safely during the study then destroyed with the rest 

of the data collected at the end of the study. 

 

What if there is a problem? 

If you have a concern about any aspect of this study, you should ask to speak to the 

researcher who will do her best to answer your questions. The researcher phone 

number is 07748 761775. If you remain unhappy and wish to complain formally you 

can do this through the NHS Complaints Procedure. Details can be obtained from the 

researcher or your GP. 

 

Will my taking part in this study be kept confidential? 

You can only be identified by the researcher if you give your contact details to take part 

in an interview. Anything that you discuss at the interview will be confidential, unless 

you agree to the researcher sharing any important clinical details with your GP. 

If you take part in an interview, the transcript of the interview will be stored in a locked 

filing cupboard to which only the researcher has access. Any quotations used in the 

research report will be made anonymous. All data collected will be destroyed at the end 

of the study.  
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What will happen to the results of the research study? 

The results of the study will be presented to the Health Board to inform their 

lymphoedema strategy. 

 

Who has reviewed the study? 

All research in the NHS is looked at by an independent group of people, called a 

Research Ethics Committee, to protect your safety, rights, wellbeing and dignity. This 

study has been reviewed by North of Scotland Research Ethics Committee.  
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Appendix 4: consent form 

Please complete this reply slip if you would like to take part in a follow-up 

interview, or if you wish to receive a copy of the final report of the study. 

It is important that you remember to sign this form, or your details will be 

immediately destroyed on receipt of the form. By signing the form you are 

consenting to the researcher contacting you. 

 

Title of Project:  An investigation into the incidence of lymphoedema / chronic 
oedema and it’s effect on daily living and quality of life in a remote and rural 
area in the far north of Scotland. 

 

Please initial the box below as appropriate 

 

I agree to take part in a follow-up interview about my experiences of living 
with lymphoedema. / chronic oedema. 

 

I agree to the researcher contacting me by telephone to arrange this. 

 

I am aware that I can change my mind about taking part, in which case my 
contact details will be immediately destroyed by the researcher. 

 

 

I would like to receive a copy of the final report of the above named 
study. 

 

 

Name ____________________________________  

 

Telephone number__________________________ 

Address __________________________________ 

_________________________________________ 

__________________________________________ 

 

Signature__________________________________ 
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Appendix 5: Participant questionnaire  

Questionnaire  

Lymphoedema / chronic oedema is a long term chronic condition that can greatly affect 
your life. This questionnaire is to find out about your experience of living with this type 
of swelling. 

The questions ask about your experience of the swelling, any treatments that you have 
had and how the swelling has affected your life. Please complete as much or as little of 
the questionnaire as you feel able. The questionnaire is completely anonymous. 

Please return the completed questionnaire in the reply paid envelope.  

1. History of the swelling 

When did it start?  Month__________________  Year___________ 

What, if anything, triggered the 

onset? 

 

How has the swelling progressed? 

 

Does anyone else in the family have 

 this problem? 

Have you had any investigations 

into the cause of the swelling? 

 

Have you had any treatment for  

the swelling? 

Does the swelling reduce overnight?  YES / NO 

2. What is your skin like on the swollen area? Please tick all boxes that apply in 
the table below. 

Dry  

Red   

Shiny   

Blistered  

Ulcerated  

Wet  

‘bumpy/ lumpy’  (lymphangioma)  
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3. Please indicate on the diagrams below the areas that are swollen, by 

colouring in the swollen areas 

4. Do you have any pain due to the swelling?  

  Yes  /  No 

Please rate any pain on the scale below 

0 1 2 3 4 5 

No Pain 
 

Mild Pain 

 

Moderate 

Pain 

Severe Pain 
Very Severe 

Pain 

Intolerable / 

Overwhelming 

Pain 

 

Please use the table below to describe the pain 

Nature of Pain (please tick)    

Heaviness  Sharp pain   

Tightness  Pins and needles  

Dull Ache  Other (describe)  

 

Is the pain constant?   Yes / No  Does the pain come and go?   Yes / No 
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5. Do you have / had any of the following conditions? 

Problem  Yes No  Comments 

Diabetes    

Neurological     

disease 

 

Heart disease            

 

Hypertension    

 

Thyroid problems   

 

Chronic skin problem   

 

Arthritis    

 

Kidney disease   

 

Lung disease     

 

Liver disease     

 

Cancer     

 

 

Other     
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6. Social history 

What is/was your occupation ((Please include a few words about the nature of your  

work / main duties and how, if at all, the swelling affected has this)  

 

 

 

What are your interests / activities? (Please include a few words about whether the 

swelling affects your choice of activity) 

 

 

 

 

What difference does having swelling make to your everyday life? Please include 

anything that you have to do to maintain / reduce the swelling. 

 

 

 

 

 

What difference does having swelling make to how you feel about yourself? 

 

 

 

 

 

My overall Quality of Life is:  

 Please tick the appropriate box 

 

  

 

 

Thank you for taking the time to fill in this questionnaire. Please post it in the 

reply paid envelope. If you wish to take part in an interview, please also send 

your completed reply slip. 

 

1. Poor 2. Satisfactory 3. Good 
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Appendix 6: Interview guide  

 

1. Would you tell me what you understand about the cause of the swelling?  

 - focus on sources of information, what was good, what was bad, ease of getting 

information 

 

2. Would you tell me about how the swelling has affected you and your daily life?  

– focus on any difficulties or restrictions on daily living activities, including 

employment, family life, other people‟s reactions, self care activities  

 

3. Would you describe your experience of any treatment that you have received?  

– including SLD, MLD, skin care, garments, bandaging, compression pump, 

support or lack of to continue self care measures,  

 

4. Where did you receive these treatments?  

– including any difficulties travelling, getting referred 

 

5. Is there anything else that you would tell me about your experience of living with 

your swelling? 
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Appendix 7: Example extract from literature review summary 

Self-management  

 

Author  Title  Source  Key findings Comments  

Ryan, A; 

Wilson, S; 

Taylor, A; 

Greenfield, S 

Factors associated with 

self-care activities among 

adults in the UK: a 

systematic review 

BMC Public Health 

2009, 9, 96 

Review of use of limited range of self-care 

activities – self tests, complementary 

medicine & home BP monitors.  

Users likely to be affluent, educated & 

female. Weak evidence users more likely 

to be dissatisfied with or unmet needs with 

own doctor. 

Few services in study area: 

are people more likely to 

self-manage with 

information from internet? 

Ryhanen, AM; 

Siekkinen, M; 

Rankinen, S; 

Korvenranta, H; 

Leino-Kilpi, H 

The effects of internet or 

inter-active computer 

based patient education 

in the field of breast 

cancer: a systematic 

literature review 

Patient Education & 

Counselling 2010, 

79, 5 

Positive relationship between Internet or 

computer-based education use and 

knowledge levels and patient satisfaction. 

However, does not necessarily empower 

patients.  

Limited review with only 9 studies with 

breast cancer only.  

 

Suggests that it may be 

possible to increase 

knowledge about self-

managing lymphoedema via 

internet. 
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Steel, K; Cox, 

D; Garry, H 

Therapeutic 

videoconferencing 

interventions for the 

treatment of long-term 

conditions 

Journal of 

Telemedicine & 

Telecare 2011, 17, 

109 

Review of 35 articles focused on clinical 

outcomes and/or patient satisfaction. 

Patient satisfaction higher than that of 

clinical staff. Treatment outcomes similar 

to in-person presentation. 

Suggests video clinic for 

lymphoedema in remote 

areas is worth considering. 

Stone, GR; 

Packer, TL 

Evaluation of a rural 

chronic disease self-

management program 

Remote & Rural 

Health 2009, 10, 

1203 

Evaluation of implementation process and 

participant outcomes of self-management 

program in Western Australia. Limited 

value as only 12 HCPs and 14 participants. 

Positive patient outcomes. 

 

De Silva, D Helping people help 

themselves: A review of 

the evidence considering 

whether it is worthwhile 

to support self-

management 

 

The Health 

Foundation, London 

2011 

Comprehensive systematic review of over 

550 high quality studies.  

 Evidence about the effects of supporting 

self-management on people‟s quality of 

life, clinical outcomes and health service 

use.   

Suggests that supporting 

self-management works, but 

information provision alone 

is unlikely to be sufficient to 

motivate behaviour change 

and improve outcomes. 
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Appendix 8: Characteristics of interview sample  

The age and gender of the interview sample were not included in this table to ensure the anonymity of a small sample drawn from a sparsely 

populated area. 

 

 Site and 

severity of 

lymphoedema 

Cause of 

lymphoedema 

 

 

Physical effects of 

lymphoedema 

Psychological effects of 

lymphoedema 

Employment status 

Interview 1 Moderate 

unilateral lower 

limb 

Primary; noted in 

infancy 

 

Not aware of any limitations, 

able to be as active as she 

wishes.  

Self-conscious, always wears 

trousers, has stopped her doing things 

e.g. swimming unless away on 

holiday 

 

Desk work 

Interview 2 Mild unilateral 

lower limb 

Secondary: 

lymphovenous 

following DVT 

 

Not aware of any limitations 

since starting to wear hosiery, 

prior to that mobility limited 

by pain. 

Self-conscious, always wears 

trousers or long skirts as “paranoid 

about people noticing” 

 

 

Desk work 

Interview 3 Moderate 

unilateral arm 

involving axilla 

Secondary: breast 

cancer-related 

 

Not aware of any limitations, 

plays golf and runs marathons 

Well adjusted, accepts that it is part 

of her. 

 

 

Self employed, 

sedentary occupation 

Interview 4 Moderate 

bilateral lower 

limb  

Secondary: 

lymphovenous 

following cellulitis 

and DVTs 

 

Mobility very limited due to 

pain but also cardiac and 

respiratory problems.  

Frustration, anger, „why me?‟, self-

conscious,  

 

 

Retired due to ill-

health 
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Interview 5 Mild bilateral 

lower limb  

Primary: noted in 

early twenties 

 

Keeps active by walking, but 

also limited by asthma 

Self-conscious, frustration at being 

unable to wear nice shoes. 

 

Retired  

Interview 6 Mild unilateral 

arm 

Secondary: breast 

cancer-related 

 

Careful when lifting as arm 

tires easily when doing heavy 

work, but is able to be as 

active as she wishes to be 

 

Self-conscious but more about 

garment than swelling.  

Active occupation 

Interview 7 Moderate 

unilateral arm 

Secondary: breast 

cancer-related 

 

Aware of weakness in arm, has 

adapted lifting and stretching 

activities. No specific 

limitations as able to do 

whatever she wants 

 

Anger at not being warned about 

possibility of lymphoedema, but 

accepts that it is part of her. 

Self employed, active 

occupation 

Interview 8 Severe bilateral 

lower limb 

involving trunk 

Mixed aetiology: 

noted in teens, 

became worse during 

pregnancy; then 

further swelling after 

episode of cellulitis  

Mobility limited; walks slowly 

due to weight of legs, finds 

stairs very difficult 

Self-conscious / body image, 

frustration, anger at lack of treatment 

and support from GP, concern about 

daughter who has „big legs‟ 

 

Unemployed due to 

mobility 

Interview 9 Moderate 

unilateral arm 

Secondary: breast 

cancer-related 

 

Manages in home, but limited 

by co-morbidities 

Accepts her swollen arm as part of 

her, reminds her of having had 

cancer. 

 

Retired  

Interview 

10 

Moderate 

bilateral lower 

limb 

Primary: noted in 

childhood. Family 

history. 

 

Not aware of any limitations, 

keeps as active as time allows. 

Accepts the swelling, self –image 

related to work and being able to 

support family rather than 

appearance.  

 

Desk work 

 


