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1. Introduction 

The purpose of this document is to set out Northern Devon Healthcare NHS Trust’s best 
practice guidelines in the Management of Lymphoedema for palliative and End of Life 
patients. 

2. Background 

‘End of life’ usually refers to the last year of life, although for some people this will be 
significantly shorter. The term palliative care is often used interchangeably with end of life 
care. However, palliative care largely relates to symptom management, rather than end of 
life care (RCN). 

'Palliative care aims to provide relief from all symptoms and aims to offer support to the 
individual to live as actively and independently as possible until death.' (World Health 
Organisation 2006) 

3. Purpose 

The purpose of this document is to detail best practice for patients with lymphoedema who 
are palliative or at the end of their life. 

The guidelines apply to all clinical staff involved in the care of patients with lymphoedema 
who are palliative or at the end of life. 

Implementation of this policy will ensure that: 

 A consistent high quality approach towards patients with lymphoedema who are 
palliative or at the end of life is provided. 
 

 All staff are provided with information regarding the fundamental issues concerning the 
care of patients with lymphoedema who are palliative or at the end of life. 

 

 Care given is provided in a sensitive, appropriate and supportive manner for the best 
outcome for the patient. 

 

 There is an increased understanding of lymphoedema for palliative and end of life 
patients in regard to patient safety. 

4. Definitions 

Lymphoedema 

Lymphoedema is the result of accumulation of fluids and other elements (e.g. protein) in the 
tissue spaces due to an imbalance between interstitial fluid production and transport. It 
arises from congenital malformation of the lymphatic system (primary lymphoedema), or 
damage to the lymphatic system which can be caused by surgery, cancer or radiotherapy 
(secondary lymphoedema) (Todd 2009). It manifests itself as swelling in one or more limbs 
but may also affect other areas e.g. head and neck, breast and genitals (ILF 2006). 
Lymphoedema is a branch of chronic oedema, see below. 
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End of Life Oedema  

Oedema is a common feature of many chronic conditions at end of life including advanced 
cancer, chronic heart failure, advanced neurological, liver and end stage renal and chronic 
respiratory disease. At the end of life, oedema occurs as a direct result of disease or as a 
result of multiple factors relating to a terminal illness (International Lymphoedema 
Framework 2010). 

Acute Oedema 

The sudden accumulation of fluid in the tissue spaces throughout the body, usually caused 
by a serious underlying cause e.g. heart failure, anaphylaxis. 

Chronic Oedema 

An umbrella term for soft tissue swelling for more than three months. The most common 
cause in older people is venous disease (Moffatt et al, 2003) or cardiac failure. Other causes 
can include renal disease, obesity, dependency (of limbs) and immobility.  

Lymphorrhoea  

Lymph fluid leaking from the skin surface. Usually this occurs when legs are grossly 
oedematous but can occur in other areas of the body e.g. arms, abdomen, breast, genitals. 
The swelling causes the skin to stretch and small blisters occur. The blisters are fragile and if 
they break, lymphorrhoea occurs. Lymph fluid irritates the skin and can cause maceration 
and excoriation due to the wetness of the skin and the fluid components e.g. protein. This 
can then lead to further skin breakdown. Lymphorrhoea can occur with any type of oedema. 

Cellulitis/Erysipelas/AIE (Acute Inflammatory Episode) 

A non-contagious bacterial infection of the skin and subcutaneous tissues. Symptoms are 
variable. Symptoms include pain, swelling, warmth and redness. More severe cases may 
have a greater degree of systemic upset, pyrexia, rigor, headache and vomiting.  

Note - Cellulitis is rarely bilateral. ‘Red Leg Syndrome’ is often mistaken and treated 
incorrectly as cellulitis.  

5. Responsibilities  

Role of the Lymphoedema Team 

 To provide advice and guidance to staff in the clinical environment to ensure the 
patient’s lymphoedema is managed in a way that they are comfortable and that any 
complications are limited. 
 

 To advise and support others in disseminating information regarding the management 
of patients with lymphoedema who are palliative or end of life. 

 
Please note: The Lymphoedema Service is a clinic based service situated at 
Barnstaple Health Centre. Advice and education can be given via telephone, email or 
video consultation by arrangement – see contact details below. 
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6. Key principles of the Management of Lymphoedema at the End of 
Life 

The below key principles underpin the fundamental high quality of care required for patients 
with lymphoedema who are palliative or end of life. 

The aims are: 

 To minimise the risk of lymphoedema complications for palliative or end of life patients 
including increased swelling, infection, lymphorrhoea and discomfort. 
  

 Reduction in limb size and/or affected area. 
 

 Management of pain/discomfort. 
 

 Minimise the risk of cellulitis. 
 

 Prevention or management of lymphorrhoea and skin breakdown. 
 

 Psychological support. 

7. Management goals   

Management goals - please follow the guidelines below but contact the 
Lymphoedema service for additional support and advice if needed. 

Reduction in limb volume or affected area of body 

Lymphoedema most commonly occurs in the arms or legs but it may occur also in the 
breast, chest wall, abdomen, genitals, head and neck. All of these areas could be 
compressed if appropriate. The aim of compression is to reduce limb/affected area size to 
aid movement, prevent skin breakdown, infection and reduce discomfort. 

 Use of compression garments. Patients with lymphoedema should be known to the 
Lymphoedema service therefore they should have their own garments. NB: Garments 
are expensive. They must not be sent to the laundry. 
 

 Ensure patient is wearing their garment. For donning and doffing instructions see 
Associated Documentation 11 (2) 

 

 Do not don the garment if the limb has increased in size as it may cause trauma, pain 
and possible circulatory compromise. 

 

 If unable to don the garments consider light support bandaging using sub compression 
wadding bandage, usually x3 rolls, into a tubular shape around the limb and 
stockinette over the top (as per North and East Devon formulary). Change daily. 

 

 In the leg this should be from the base of toes to 2cm below the popliteal crease of the 
knee. In the arm this should be from the base of the fingers to 2cm below the axilla. 
This will provide support to the limb with minimal compression and does not require a 
Doppler assessment for legs. 
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 The use of compression gloves /toecaps should be considered if there is evidence of 
hand, foot or digit swelling. Please refer to the Lymphoedema team if required. See 
Associated Documentation 11 (1) 

 

 For patients with swelling in the breast(s) ensure they are wearing a supportive bra 
with wide straps and no underwire. Ensure patients with genital swelling are wearing 
supportive underwear. 

Management of pain/discomfort 

 Pain and discomfort for patients with lymphoedema is subjective due to many variants. 
Common themes include the affected area feeling heavy, tight or aching due to 
inflammation and tissue distention. Pain may also be due to infection, nerve 
entrapment, neuropathy, radiation burns, cancer recurrence or degenerative joint 
disease. 
 

 Pain management for palliative or end of life situations in patients with lymphoedema 
should be treated in a timely and effective manner. Appropriate analgesia should be 
discussed with other specialist services e.g. palliative care team and managed in 
liaison with the clinical team in charge of the patient’s care. 

 

 Other non- drug based treatments may also be used including elevation of the affected 
limb ensuring the root of the limb is supported. This could include supporting the arm 
with pillows for a lymphoedematous limb incorporating the hand ideally to above the 
level of the heart. This will maximise venous drainage, decreasing capillary pressure 
and lymph production (ILF 2006) and help to reduce lymphatic load. Heaviness and 
discomfort to the limb will be alleviated as the weight of the arm/hand is no longer 
pulling on the shoulder.  

 

 Active and passive exercises and movements may also be beneficial in reducing pain 
and discomfort in the swollen affected area. Discussion with the physiotherapy team 
should be considered and tailored to the individual patient’s needs. 

Minimising and management of Cellulitis/Erysipelas/AIE 

 Patients with lymphoedema who are palliative or end of life are at higher risk of 
developing cellulitis than patients who do not have lymphoedema. 
 

 Cellulitis is an acute spreading infection of the skin and subcutaneous tissues 
characterised by pain, warmth, swelling and erythema. In lymphoedema, presentation 
is variable and because of differences from “classic” cellulitis it is often called an, 
“acute inflammatory episode,” (AIE) (BLS Cellulitis Guidelines April 2016).  

 

 In lymphoedema an AIE often does not produce an area of clearly demarcated 
erythema with a migrating border as seen in classical cellulitis/erysipelas. Often it 
manifests as blotchy or inflammatory spots, this may be because the inflammatory 
process spreads rapidly throughout the oedematous tissue.  (Lymphoedema - 
Mortimer 2000). 
 

 Subtle skin changes, lethargy, malaise and limb aching may be the only presenting 
symptoms with a normal WCC, CRP and temperature. (BLS/LSN 2019) 
 

 Causes may include athlete’s foot, venous eczema, ulceration, ingrowing toenails, 
scratches, insect bites or fungating tumour. 
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 For patients with lymphoedema who are palliative or end of life, minimising the risk of 
cellulitis is a priority and if it has developed then treatment should not be delayed. 
 

 Treatment with antibiotics should be within the Trust’s local policy and microbiology 
team advice but recommended guidance should be sought from the British 
Lymphology Society (BLS) Consensus Document on the Management of Cellulitis in 
Lymphoedema at: tinyurl.com/cellulitis-guidelines See Associated Documentation 11 
(3) 

 

 Treatment – vigilant skin care is essential to maintain skin integrity and minimise the 
risk of infection. The aim is to preserve the skin barrier function through washing and 
the use of emollients (ILF 2006). 

 

General principles include: 

 Washing the affected area daily, drying thoroughly paying particular attention to in 
between the digits, to any skin folds or fragile lymph cysts (lymphangiomata). See 
Associated Documentation 11 (4) 
 

 Monitor for any cuts, grazes or abrasions and treat accordingly. 
 

 Apply an emollient to re-establish the skin’s lipid layer, prevent water loss and protect 
the skin from bacteria and irritants. When applying the emollient, use a downward 
action of hair growth to prevent folliculitis (blockage of the follicles). 
 

 If compression is able to be worn leave at least 20 minutes to allow the emollient to 
‘soak’ into the skin to avoid damage to the compression fibres in the garment. 

Prevention and management of lymphorrhoea and skin breakdown 

 Lymphorrhoea in patients with lymphoedema who are palliative or end of life may have 
been exacerbated by a number of factors including: obstruction of vessels or nodes by 
a tumour, dependency, deep vein thrombosis or more simply the removal of 
compression therapy. 
 

 Excessive skin tension can cause fragile lymph cysts (lymphangiomata) which may 
rupture causing leakage of lymph (lymphorrhoea) onto the skin surface. Leaking limbs 
are distressing to the patient as lymph feels cold, can sting and is uncomfortable. 

 

 Lymphorrhoea predisposes to the development of infection with the break in the skin 
acting as a portal for infection therefore treatment is essential (Keeley - Lymphoedema 
2000). 

 

 Compression garments usually worn to manage the lymphoedema may be ill fitting if 
the affected area has increased in size and may roll or constrict the limb. 
 

 Treatment: Remove compression garments if ill fitting, painful, causing trauma or ‘wet’ 
with lymphorrhoea. 

 

 As with the minimising and treatment of cellulitis, provide good skin care with washing, 
drying, using emollients and barrier skin products. 
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 Apply light support bandaging to the affected limb. This may include compression 
toecaps or gloves for swollen toes or fingers if required. 

 

 Use an appropriate dressing, e.g. Aquacel, (but please refer to local Tissue Viability 
teams for guidance if a complicated wound) to the lymphorrhoea and secure with a 
light tubular stockinette e.g. Comfifast as per formulary. 

 

 Use light support bandaging including: soft wadding, usually x3 rolls, into a tubular 
shape around the limb and stockinette over the top (as per formulary). Change daily. 

 

 In the leg this should be from the base of toes to 2cm below the popliteal crease of the 
knee. In the arm this should be from the base of the fingers to 2cm below the axilla. 
This will provide support to the limb with minimal compression and does not require a 
Doppler assessment for legs. See Associated Documentation 11 (1) 

Psychological Support 

 The issues surrounding palliation and end of life are many but for those who have 
lymphoedema and have possibly lived with it for several years this can often present 
as one of their main concerns, particularly if the area affected is increasing in size and 
leaking lymphorrhoea. It is essential that a holistic and sensitive approach is taken. 
 

 Patients in the terminal stages of a disease generally experience a strong sense that 
their bodies and lives have spiralled out of control. Allowing patients to restore semi-
normal contour to an oedematous body part can be tremendously empowering (ILF 
2010). 

 

 It is important to ask the patient how they would like their lymphoedema managed, 
within the constraints of the environment they are in. 

 

 The goal of the treatment above is to provide comfort, support and relief of symptoms 
to maintain function and importantly non-abandonment of the patient (Towers 2010). 

8. Contact Details 

Lymphoedema Service:  

Macmillan Lymphoedema CNS and Lymphoedema Service Lead 

Macmillan Lymphoedema Specialist Practitioner 

Tel: 01271 341551 

 Email: ndht.northdevonlymphoedemaservice@nhs.net 

Please note: this service is off site from NDDH and based at Barnstaple Health Centre 

 

mailto:ndht.northdevonlymphoedemaservice@nhs.net
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9. Monitoring Compliance with and the Effectiveness of the Guideline 

Process for Implementation and Monitoring Compliance and Effectiveness 

 Implementation process to include: Cascading guidelines via the Trust intranet, clinical 
managers in Primary and Secondary care settings and workforce development. 
 

 Monitoring process to include: Ensuring guidelines adhered to regarding 
lymphoedema care of known patients who are palliative or end of life (informed via 
inpatient list, contacted by clinical staff involved in patient’s care.) 
 

 Monitoring undertaken by the Lymphoedema Service. 
 

 Non-compliance to be reported through Datix. 
 

 Auditing to be undertaken 6 monthly. 
 

 If guidelines not adhered to then further education to be actioned (e.g. direct staff to 
guidelines, discuss with clinical manager.) 
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11. Associated Documentation 

(1) Support bandaging 

What you will need… 

 

Sub compression wadding bandage. Minimum of x3 rolls. 

Stockinette – sized appropriately. 

Compression toecap (foot) 

Compression glove (hand) 

Arm Bandaging 

 

 

 

 

 

Consider a compression glove if swelling in the fingers. 

 

 

 

 

Apply appropriate sized stockinette (see formulary). 

 

 

 

 

 

 

Apply sub compression wadding bandage (see formulary) into 
a tubular shape up the limb from the base of the fingers to 
2cm below the axilla. 

Apply in an overlap spiral. 

Nb/ make a hole at the thumb space. 



Palliation and End of Life Patient V1   

North Devon Lymphoedema Service 
  Page 11 of 13 

 

 

 

 

 

 

Apply the appropriate size stockinette over the top of the sub 
compression wadding bandage. 

Nb/ make a hole at the thumb space. 

Change daily 

Leg Bandaging 

 

 

 

 

 

 

 

 

Consider compression toecaps if swelling in the toes. 

 

 

 

 

 

 

 

 

Apply appropriate sized stockinette (see formulary). 
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Apply sub compression wadding bandage into a tubular 
shape from the base of the toes to 2cm below the 
popliteal crease. 

Minimum of x3 rolls. 

Apply in an overlap spiral from the instep out. 

 

 

 

 

 

 

 

 

Apply the appropriate sized stockinette over the top of 
the sub compression wadding bandage. 

Change daily 

 

(2) Compression Garments leaflet 
(Double click to open) 

 
 
 
 
 

 
 

(3) Consensus Document on the Management of Cellulitis in Lymphoedema 
(Double click to open) 
 

 

Compression 
Garments

Consensus 
Document
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(4) Skin Care Leaflet 
(Double click to open) 
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