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Greater Manchester Chronic Oedema/Lymphoedema Standards 



These Standards have been produced through the Greater Manchester Cancer’s Macmillan GM Lymphoedema Programme. 

These standards look at the risk and management of lymphoedema/chronic oedema regardless of its cause including primary, secondary (non-cancer), secondary (cancer related lymphoedema) 


These standards have been developed based on 

The National Lymphoedema Partnership Commissioning Guidance 

Commissioning Guidance for Lymphoedema Services for Adults Living with and Beyond Cancer 
Version 2: March 2020 https://www.healthylondon.org/resource/commissioning-guidance-lymphoedema/ 

The BLS National Tariff Guidelines 

Lymphoedema Service Specifications and Operational policies from lymphoedema services across Greater Manchester.  
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There are opportunities to make long-term financial gains through effective treatment and management of lymphoedema. There are cost efficiencies accurate prescribing of garments, reductions in cases of cellulitis resulting in decreased numbers of hospital admissions, reduced length of stay and decreased primary/community healthcare visits.

Population Needs 
“Lymphoedema is chronic swelling due to failure or incompetence of the lymphatic system. It most commonly affects the lower or upper limbs, but may also affect other areas including the head and neck, trunk, breast or genitalia. Chronic oedema is often used interchangeably with the term ‘Lymphoedema’. Whilst chronic oedema may result from different pathologies it is important to note that ALL chronic oedema is in part a failure of the lymphatic drainage. The condition affects individuals of any age, gender or ethnicity. 

Insufficiencies in the lymphatic system may be due to a congenital lymphatic abnormality (primary lymphoedema) or damage caused by cancer treatment, disease, infection, trauma, chronic venous insufficiency and other pathologies (secondary lymphoedema).” 
National Lymphoedema Partnership (NLP) Commissioning Guidance for Lymphoedema Service for Adults in the United Kingdom – March 2019

As there is no cure for lymphoedema, continuing support and treatment from skilled healthcare professionals is necessary in order to manage the condition.  Consequently, early identification of lymphoedema with appropriate advice and interventions can prevent the longer-term development of serious physical, psychological and social problems, thereby reducing the incidence of hospitalisation. Lymphoedema is classified as a long-term condition.

Greater Manchester
Below is a table showing the potential prevalence in Greater Manchester detailed within the British Lymphology Society’s Calculator. 
	Clinical Commissioning Group
	Mid-2017 Population Estimates for Clinical Commissioning Groups (CCGs)
	
	Prevalence based on Derby's 3.93 per 1000 Population
	
	Prevalence based on Wales’s 6.4  per 1000 Population
	
	
Locality recorded prevalence (Primary Care data)

	GREATER MANCHESTER
	2,832,133
	
	11,130
	
	18,126
	
	


	NHS Bolton CCG
	284,813
	
	1,119
	
	1,823
	
	403

	NHS Bury CCG
	189,628
	
	745
	
	1,214
	
	430

	NHS HMR CCG
	218,459
	
	859
	
	1,398
	
	477 

	NHS Manchester CCG
	545,501
	
	2,144
	
	3,491
	
	910


	NHS Oldham CCG
	233,759
	
	919
	
	1,496
	
	563
(200 – lymph clinic)

	NHS Salford CCG
	251,332
	
	988
	
	1,609
	
	467

	NHS Stockport CCG
	291,045
	
	1,144
	
	1,863
	
	698

	NHS Tameside and Glossop CCG
	257,453
	
	1,012
	
	1,648
	
	1087
(298 – lymph clinic) 

	NHS Trafford CCG
	235,493
	
	925
	
	1,507
	
	TBC

	NHS Wigan Borough CCG
	324,650
	
	1,276
	
	2,078
	
	TBC


Note:
Derby 3.93 per 1,000 population
A 2016 Study in Derby identified that there was an average 3.93 per 1000 population rising to 28.75 per 1,000 over 85. 

Wales 6.4 per 1,000 population. 
Lymphoedema Network Wales demonstrated an increase in prevalence from 2.6 to 6.4 per 1,000 of the population over the past six years with both incidence and prevalence rising on an annual basis 

Increased Prevalence by Age
Lymphoedema Support Network offers data detailing the prevalence by age. Below is a table evidencing the increase. 
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Increase in cancer related lymphoedema 
Predicted increases in the prevalence of cancer-related lymphoedema are linked to the increases in cancer survivors, the aging population and rising levels of obesity. 

Staging/Severity
Lymphoedema/chronic oedema is staged according to the International Society of Lymphology staging from 0 to lll, with 0 being a sub-clinical state and lll being hard fibrotic tissues with skin changes, increased folds and overgrowths. The earlier the condition is treated the less likely it is to deteriorate to stage lll. 

· ISL Stage 0: A subclinical state where swelling is not evident despite impaired lymph transport. This stage may exist for months or years before oedema becomes evident. 
· ISL Stage I: This represents early onset of the condition where there is accumulation of tissue fluid that subsides with limb elevation. The oedema may be pitting at this stage. 
· ISL Stage II: Limb elevation alone rarely reduces swelling and pitting is manifest. ISL Late Stage II: There may or may not be pitting as tissue fibrosis is more evident. 
· ISL Stage III: The tissue is hard (fibrotic) and pitting is absent. Skin changes such as thickening, hyperpigmentation, increased skin folds, fat deposits and warty overgrowths develop. 

The British Lymphology Society recognises 4 population groups: 
1, People at risk, 2, People with mild uncomplicated oedema, 3, People with moderate to severe OR complicated oedema regardless of severity and 4, People with oedema and advanced malignancy. 

National Strategy
The management of lymphoedema should be aligned with personalised care in cancer and long-term conditions. Below are key links between lymphoedema and the national strategy: 

https://www.england.nhs.uk/ourwork/clinical-policy/ltc/house-of-care/ 
	NHS England:

The Five Year Forward View (FYFV) published by NHS England and its partners sets out the vision for the future of the NHS. It notes that  ‘long term conditions are now a central task of the NHS; caring for these needs requires a partnership with patients over the longer term rather than providing single, unconnected “episodes” of care.’

This is particularly important in supporting the increasing numbers of people with more than one long term condition, more commonly known as multimorbidity; people living with frailty, and those in the last 12 months of their life – helping people with long term conditions to live well, age well and die well

NHS England –  Our Declaration: person centred care for long term condition
https://www.england.nhs.uk/wp-content/uploads/2015/09/ltc-our-declaration.pdf 

The 15 million people in England with long term conditions have the greatest healthcare needs of the population (50% of all GP appointments and 70% of all bed days) and their treatment and care absorbs 70% of acute and primary care budgets in England.
It is clear that current models of dealing with long term conditions are not sustainable. Rather than people having a single condition, multimorbidity is becoming the norm.

The House of Care has been created out of a need to change the way we deal with long term conditions (LTCs).
The House of Care approach provides such a model.
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The NHS Long Term Plan 
Chapter 1: A new service model for the 21st century
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NHS England Personalised Care 
The care of lymphoedema should be aligned with other work in personalised care in cancer and long-term conditions - https://www.england.nhs.uk/personalisedcare/ 
The Operational Model -  https://www.england.nhs.uk/wp-content/uploads/2018/10/personalised-care-operating-model-1.pdf 

NHS England Commissioning Guidance for Rehabilitation raises management of chronic condition and lymphoedema should be considered within below model of rehabilitation. 
[image: ]
https://www.england.nhs.uk/wp-content/uploads/2016/04/rehabilitation-comms-guid-16-17.pdf 

NHS Outcome Framework
https://digital.nhs.uk/data-and-information/publications/statistical/nhs-outcomes-framework 
	 Domain 2 
	 Enhancing quality of life for people with long-term conditions 
   2.Health-related quality of life for people with long-term conditions
2.1 Proportion of people feeling supported to manage their condition
2.2 Employment of people with long-term conditions 
2.4 Health-related quality of life for carers

	 Domain 3 
	 Helping people to recover from episodes of ill-health or following injury 
3a Emergency admissions for acute conditions that should not usually require hospital admission

	 Domain 4 
	 Ensuring people have a positive experience of care 
4.1 Patient experience of outpatient services
4a.i Patient experience of GP services
4c Friends and family test
4.1 Patient experience of outpatient services

	 Domain 5 
	 Treating and caring for people in safe environment and protecting them from avoidable harm 



A Five Year Framework for GPs
Below are extracts of improvements that Primary Care are nationally focussing on and can be linked to the provision of lymphoedema: 

6.3 General practice will deliver specific improvements, such as better support for care homes 
6.5       The seven are focused on areas where Primary Care Networks can have significant impact against the ‘triple aim’: 
· improving the quality of care for people with multiple morbidities (for example through holistic and personalised care and support planning, structured medication reviews, and more intensive support for patients who need it most including care home residents); 
· and helping to make the NHS more sustainable (for example, by helping to reduce avoidable hospital admissions). 
6.8 The seven national service specifications are: 
(i) Structured Medications Review and Optimisation; 
Linked to (iii) frail elderly; (iv) care home residents; and (v) patients with complex needs, taking large numbers of different medications. We will expect a particular focus on tackling inequalities. 
(ii) Enhanced Health in Care Homes, to implement the vanguard model; 
will ensure that all care homes are supported by a consistent team of multi-disciplinary healthcare professionals delivering proactive and reactive care, led by named GPs and nurse practitioners, organised by the Primary Care Network 
(iii) Anticipatory Care requirements for high need patients typically experiencing several long term conditions, joint with community services; 
(iv) Personalised Care, to implement the NHS Comprehensive Model; 

International Lymphoedema Framework Standards of Practice:

	Standard 1: Identification of people at risk of or with lymphoedema
Standard 2: Empowerment of people at risk of or with lymphoedema
Standard 3: Provision of lymphoedema services that deliver high quality clinical care that is subject to continuous improvement and integrates community, hospital and hospice based services
Standard 4: Provision of high quality clinical care for people with cellulitis/erysipelas
Standard 5: Provision of compression garments for people with lymphoedema
Standard 6: Provision of multi-agency health and social care



Greater Manchester Standards 
[image: ]
System Approach for Chronic Oedema/Lymphoedema 
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Greater Manchester Local Outcomes:

· Greater Manchester localities will have a known understanding of lymphoedema incidence and prevalence 

Risk Reduction:

· People at risk of lymphoedema will be identified earlier reducing possible physical, psychological and social consequences 
· No. of professionals trained in signs/symptoms and risk reduction guidance 
· Baseline to be agreed   
· Reduction in complex cases/evidencing improvement goals in severity of condition
· Baseline against current severity reviewed yearly

Treatment and Ongoing Management

· Empower and aid patients to self-manage their condition as much as possible, preventing deterioration, maximising/maintaining functionality and relieving discomfort.
· 95% of patients receive a written care plan for supported self-management 
· Xx% of patients have a draft treatment plan in alignment with the BLS Tariff Guidelines
· Baseline to be agreed
· Patients are referred to appropriate services to support patient’s person centred care

· Appropriate treatment and management will assist in reducing the incidence of hospitalisation and the use of IV antibiotics by lessening the risk of cellulitis and other tissue viability problems.
· Xx% evidence concordance of garments (baseline to be agreed)
· Xx% Reduction in IV Therapy for cellulitis (baseline to be agreed)
· Reduction or increased timeframe of episodes of infections

· Effectiveness of interventions and should include (as a minimum), measures for both quality of life and reduction and control of limb volumes. Examples of tools that could be used: 
· LymQoL upper limb31 
· LymQoL lower limb32 
· EQ-5D-L (N.B. registration is required) 
· Improved physical impact  (reduced swelling) 
· Improved psychological impact 
· Improved social-economic impact 

In order to address the lack of guidance on what services should measure as outcomes, the International Lymphoedema Framework embarked on a project to address this called the ILF- Com. This is still taking place with a number of countries that have taken part in interviews and a survey completed in 2019 with over 8,000 respondents worldwide.  https://www.lympho.org/chronic-oedema-outcome-measure-ilf-com/ 

Learning and Development 

· Improve the levels of knowledge of the wider workforce around lymphoedema management
· 20% of lymphoedema provision is for training, education and awareness raising 
· Xx no of Primary Care have training 
· XX no of wider professionals 
· Patient expert programme. 

KPIs 
	Outcome, metric,  expected change
	Baseline
	Target
	Rationale 
	Timeline
	Source / method of measurement and reporting

	% of patients contacted within 5 working days of referral
	No current baseline
	95%
	To ensure prompt assess and treatment of people with lymphoedema 
	Outset
	

	Waiting time in working days for a routine appointment
	6 weeks
(30 days) 
	90%
	Early identification of symptomatic lymphoedema and timely referral allows for earlier effective intervention based upon need.
	Outset
	

	Waiting time in working days for an urgent appointment
	10 working days
	90%
	Early identification of symptomatic lymphoedema and timely referral allows for earlier effective intervention based upon need.
	Outset
	

	
Waiting time in working days for a Palliative/End of Life

	5 working days
	90%
	Early identification of symptomatic lymphoedema and timely referral allows for earlier effective intervention based upon need.
	Outset
	

	A letter of diagnosis sent to GP 
	
	100%
	To provide accurate recording of prevalence in primary care 
	Outset
	

	Discharge summary back to GP 
	No current baseline
	95%
	To ensure prompt on-going and appropriate management / treatment of people with lymphoedema
	Outset
	



Delivery 

Risk Reduction
These standards are to ensure people at risk of lymphoedema will be identified earlier, reducing possible physical, psychological and social consequences of neglect.  A pro-active approach to identify cases early and provide rapid access to treatment, empowering patients to self-manage and prevent worsening symptoms would be more cost effective than managing an increasing number of severe and complex cases

Risk Factors:
	Age 
	more common with increasing age.

	Obesity

	Increased abdominal girth causes pressure on the lymphatic vessels in the groin, reducing lymphatic and venous return. 

	Cancer

	Levels of lymphoedema post cancer treatment vary according to the site and treatment

	Cellulitis

	if a patient has had more than one episode of cellulitis in a limb, there is almost certainly some failure of lymphatic drainage. (66% of the recorded uk cases in 2013/14 were hospitalised) 

	Trauma 

	may affect the mechanics of the lymphatic system, including, but not exclusively, burns, orthopaedic trauma or surgery, abdominal surgery and long-standing skin disorders.

	Damaged venous system 
	Varicose veins, Deep Vein Thrombosis, varicose vein stripping and chronic venous insufficiency can all cause a reduction in the normal transit capacity of the lymphatic system

	Immobility 

	Any reduction in the ability of the muscles to contract normally may mean the venous and lymphatic systems lack the impetus to drain as effectively and a dependent or gravitational chronic oedema/lymphoedema may result. Such may include Cerebral Vascular Accident, Multiple Sclerosis, Motor Neurone Disease and arthritis.



Patients at risk of developing lymphoedema should receive advice from a health care professional. (These Health Care professionals need to have the adequate training for this). This should include:
· signs & symptoms,
· provide advice and guidance on how to reduce the risk (Skin Care, Weight Management and Healthy Lifestyle) 
· share details of where to get additional information (Macmillan Leaflets and Information and Support Centres, Lymphoedema Support Network, British Lymphology Society. 

Primary Care 
Patients identified at risk of developing lymphoedema (where appropriate) must be informed and given written and verbal information on how to minimise their risk. 
· Practice Nurses to discuss risk reduction advice for those they see due weight management, diabetes, poorly managed venous disease and lipoedema patients. 
· Practice Nurses to prescribe a Class 1 British standard compression to reduce the development of chronic oedema in alignment to the Best Practice Statement Holistic Management of Venous Leg Ulceration
· GPs to follow cellulitis NICE Guidelines on recurring cellulitis. 
Including:
· If a person has recurrent episodes of cellulitis (more than two episodes at the same site within one year), consider routine referral to secondary care for advice on the use of prophylactic antibiotics.
· Provide appropriate compression garments 
· Refer to lymphoedema practitioner if appropriate 

Cancer services 
“25% of people with cancer face poor health or disability after treatment, 70% are also living with at least one other long-term condition and nationally it is estimated that 70,000 people are living with cancer and three or more long-term conditions. It is clear that as the cancer story is changing, we need to radically rethink how we deliver care to our populations.” 
https://www.healthylondon.org/wp-content/uploads/2020/03/Lymphoedema-Commissioning-Guidance-2020.pdf 

Good quality advice and information throughout the cancer pathway can help to prevent swelling, reduce complexity and assist patients to self-manage. An example of this is the provision of written and verbal information pre-operatively to patients awaiting lymph node removal surgery for breast or ovarian cancer, to make them aware of the risks of lymphoedema, what to look for and risk reduction strategies. 

The below will support the Personalised Care Model and NHS Long Term Plan 

· Include lymphoedema management in Trust’s Cancer MDT Operational Policies. 
· Cancer Holistic Needs Assessments state swelling as a concern. The care plan will address guidance on how to support reducing the risk of swelling/Chronic oedema 
· Health and Well-being events offer stalls/talks.
· Lymphoedema practitioners to link with Lead Cancer Nurses to understand local need. 
· A sustainable option use films to reduce the risk
· The relevant end of treatment summaries will include the risk of lymphoedema as a consequence for cancer 
· Cancer Care Reviews (GPs) 
· Gateway C late effects module will include the risk of lymphoedema to support Primary Care to support patients who have concerns about lymphoedema as a late effect. 

Cellulitis
· Ensure information is accessible to A&E, Ward staff, IV Therapy Home services/HIIT on accessing lymphoedema provision 
· Lymphoedema workforce to collaboratively work with their locality A&E department  and IV Home Therapy service
· GPs to following NICE guidelines for recurring cellulitis 

Palliative Care 
· The International Lymphoedema Framework position document on the The management of lymphoedema in advanced cancer and oedema at the end of life published document:
https://www.lympho.org/wp-content/uploads/2016/03/Palliative-Document.pdf 

Weight Management 
· Patients identified at risk of developing lymphoedema must be informed and given written and verbal information on how to minimise their risk. 
· Primary Care GPs, Practice Nurses and Health Improvement Practitioners 
· Bariatric surgery 
· Tiered 3 weight management services 
· Tier 2 weight management 
· Integrated lifestyle services 

Ageing 
· Care Home staff to be trained to support the management of reducing the risk of lymphoedema supporting good skin care management and mobility, 
· Care workers going into older people homes to support good skin care management,
· District nurses and other community nurses to recognise signs and symptoms and refer to lymphoedema practitioner, if required.

Vascular
· Nurses specialising in wound care to be trained in lymphoedema care 
· Leg ulcers nurses to work with lymphoedema practitioner 
· Consultants to know how to access lymphoedema practitioners 
· Consultants to accept lymphoscintigraphy referrals 

Treatment and Ongoing Management 
	Ideal Model:

An ideal model would be structured to deliver against the set of standards, in line with the management of chronic disease and its prevention, through an integrated care pathway approach. The framework would enable training of the wider healthcare force, enabling co-ordination of care and capacity for treating ageing and obese patients who are housebound; also, treatment for patients in hospices and in the terminal stages of life.

· A Clinical Lead/Manage to co-ordinate service but direct contact with commissioner to enhance relationships in how service/services are delivering against a specification. 
· Clinical staff levels and a skill mix of workforce that is trained appropriately and addresses local need (national recommendations of 220 - 250 patients per 1 WTE qualified lymphoedema practitioner).  
· Administration to support clinical staff and oversee quality assurance. 
· Palliative care teams should include staff that are competent to manage palliative lymphoedema. Domiciliary care may be required via the palliative care specialist. 
· Embed the referral pathway across the locality and/or system
· Education programme to train wider healthcare to support in care homes, homes and hospices
· A collaborative approach to work with other specialist services (cancer CNSs, tissue viability, weight management, health trainers, podiatrist, dermatologists, district nurses, care workers etc)
· An agreed discharge process for cancer only lymphoedema services to refer to community services/primary care to manage as part of long term conditions
· A discharge process for community services to discharge back to primary care 
· Primary Care staff to manage “At risk” and mild Lymphoedema. When patients have reached a stable condition. GPs, or other staff, may provide treatment reviews (this may include a vascular review) and compression garments provision. 
· Direct re-access to lymphoedema practitioners should patient require further specialist management. 
· A cost effective system for compression garments. 



The highest quality treatment, advisory and support service will be provided to patients with chronic oedema/lymphoedema in order to prepare the patient for long-term independence and to improve the quality of life for palliative lymphoedema patients.  This will assist in helping patients to self-manage their condition as much as possible, which will:
· Prevent deterioration
· Maximise/maintain functionality
· Relieve discomfort
· Provide sufficient knowledge and information to enable them to make informed decisions.  

The overall objective of treatment is to achieve maximum improvement that empowers sufferers with the necessary skills to self-manage. Aims include:
· Reduction and long term control of the oedema (volume and shape)
· Prevention of infection (cellulitis) - avoidance of, Antibiotics, IV Therapy and hospital admission.
· Prevention of lymph leakage (lymphorrhoea) and other skin tissue changes e.g. hyperkeratosis
· Improvement and maintenance of function and mobility of the affected, swollen area
· Resolution of symptoms such as pain, heaviness and ache
· Education and empowerment of patients to self-manage their care
· Support and reduce psychological distress
· Enhancement in quality of life
· Improved Health and well-being
Management of Lymphoedema
Lymphoedema Practitioners to follow the Internal consensus - Best Practice for the Management of Lymphoedema
https://www.lympho.org/portfolio/best-practice-for-the-management-of-lymphoedema/ 

Referrals:
Healthcare professionals including GPs, Consultants, Clinical Nurse Specialists, AHPs or other qualified professionals. Consideration should also be given to self-referral where possible. 

Waiting times for initial assessment or first treatment?
Palliative – 5 working days
Urgent – 10 working days 
Routine – 30 working days (6  weeks) 

Before referring rule out
· Recurrence of malignancy 
· Deep Venous Thrombosis (DVT) 
· Cardiac failure  and renal failure 

Referral Criteria
· Lipoedema 
· Suspected primary lymphoedema 
· Suspected secondary lymphoedema 
· Chronic oedema in the limb/body part of >3 months and has one or more of the following:
· Swelling
· Heaviness
· Pain or tension
· Tightness and fullness
· Unknown cause of swelling. 
· Unexplained oedema in those <35 years
· Sudden increase in swelling or pain.
· Recurrent cellulitis 
· Hosiery fitting problems
· When obesity complicated the management of the condition
· Venous Ulcer patients with Lymphoedema. (Joint care with venuous leg ulcer 
· Suspected secondary cancer – cancer related 
· Long term complications due to radiotherapy or surgery.

Urgent referral 
· Midline oedema (head, neck, trunk or genitalia).
· Skin problems such as severe papilomatosis, hyperkeratosis, etc.
· Severe foot distortion/bulbous
· Lymphorrhea
· Palliative Care 

Contact lymphoedema practitioner for guidance on referral for:
· Patients with post-operative swelling within 8 weeks of surgery 

Exclusions:
· Untreated, recently diagnosed Deep Vein Thrombosis (DVT) (following vascular assessment)
· Patients with unstable cardiac/renal failure 


Triage 
All lymphoedema referrals will be triaged at the point of entry by a lymphoedema practitioner (band 6 or above).  The triage will categorise referrals into the following areas with Tier 1 being managed in primary care (no referral required).  
· Tier 1 (patients at risk of developing lymphoedema/ILF Stage 0) would be provided by health and social care professionals– generally covering basic awareness and prevention of infection in lymphoedema.  These cases would generally not be referred to the lymphoedema practitioners.
· Tier 2 (BLS mild/ILF Stage l) Assessment and first appointment to be completed by lymphoedema practitioner. Treatment and ongoing management to be completed by wider healthcare workforce who have relevant competencies or with lymphoedema practitioner depending on patient’s needs
· Tier 3 (moderate – Severe/ILF Stage ll – Stage lll)  would be provided by appropriate practitioners with access to both medical and diagnostic support services.

Appointment slots for patients. 
The British Lymphoedema Society advises within the Tariff Guidelines of the following: 
· First assessment 60 minutes for all patients (bi-literal additional time required) 
· All treatment in blocks of 40 minutes per oedema site for all patients 

NB: Timeframes to be adapted for exceptional circumstances such as communication barriers, mental health and physical disability and learning disabilities. 

Initial Assessment 
A holistic assessment to be completed to identify severity of condition and patient’s needs. Complete the LymQOL tool or other assessment tool to set a baseline of volume, severity of condition, pain, mobility, dexterity, function and quality of life. Identify wider healthcare needs and possible discussions of being referred to weight management, dietician, leg ulcer clinic, physiotherapists, OT, Podiatry. 

Lymphoedema practitioner to have an assigned vascular consultant to discuss any concerns. If the vascular assessment causes concern complete a Doppler test or use BLS guidance


Practitioners to work with patient to set realistic goals for each patient and empower them with knowledge and skills to self-manage writing and sharing a treatment care plan including level of treatment based on the British Lymphoedema Society Tariff guidelines for year 1, as detailed in the below table. A letter sent to GP with diagnosis and planned treatment. 

Treatment - Lymphoedema interventions / package of care may include: 

Decongestive lymphatic therapy (DLT). There are four components to DLT: 
· Compression bandages and garments – to move fluid out of the affected limb and minimise further build-up 
· Skin care – to keep the skin in good condition and reduce the chances of infection 
· Exercises – to use muscles in the affected limb to improve lymph drainage 
· Specialised massage techniques – known as manual lymphatic drainage (MLD) – to stimulate the flow of fluid in the lymphatic system and reduce swelling 

Individuals may require other bespoke methods of treatment to include:- 
· Kinesio tape 
· Intermittent sequential compression therapy 
· Low level light laser therapy 
· Lympho touch 
· Deep Oscillation Therapy (DOT)

Surgical approaches: There are 3 surgical approaches; lymphatic venous anastomosis (LVA), liposuction and lymph node transfer. This is a developing area and not widely available on the NHS. 



























Treatment – 
	Group

	Description
	Interventions required
	Who is responsible 

	At risk/ILF stage 0
	No swelling present





	Information about lymphoedema provided in a clear and concise way to support the patients needs. 
Preventative advice and information needs.
Management of obesity 
Management of Skin Care 
	Surgeons
Cancer CNS & AHPs
GPs & PNs 
Weight management 
Palliative & EoL
workforce linked to cellulitis
workforce linked to Older people
workforce linked to vascular 

	Mild swelling/ ILF stage 1.
	Less than 20% excess volume with no or little skin changes


	· Referral to lymphoedema service for full assessment
· Treatment to include 4 cornerstones of care including compression garments
    Plus information needs for self-care
· Referral onto other specialist services including dermatology, cardiology, vascular and weight management and psychological services. 
· Carer may require specialist teaching to support self-management 
· Community teams (if competent) to provide supported care and follow ups once discharged

	Lymphoedema key worker or specialist practitioner prior to discharge to community services/primary care for ongoing management reviews  

	Moderate swelling/ ILF stage 2 (early and late). 
	20-40% excess volume with mild skin and soft tissue  changes






	· Referral to lymphoedema service for full assessment
· Treatment to include 4 cornerstones of care
Plus information needs for self-care
· Compression to include off the shelf, made to measure 
garments/specialist garments in alignment with guidelines 
· Decongestive lymphatic therapy may be  
required plus other bespoke treatment  modalities if the limb is misshapen, there are secondary skin changes or recurrent episodes of cellulitis
· Regular follow up in alignment with the recommended treatment times below and consideration of patient and if they have co-morbidities. 
Possible referral back into community services if improvement puts them back into the mild group. 
· Yearly follow ups until stable 
· Referral onto other specialist services    including dermatology, cardiology, vascular, weight management and psychological services.
· Carer may require specialist teaching to support self-management 
· Community teams (if competent) to provide supported care and follow ups once discharged 

	Lymphoedema specialist practitioner or lymphoedema key worker under supervision

	Severe swelling / ILF stage 3
	More than 40% excess volume`





	· Referral to lymphoedema service for full assessment
· Treatment to include 4 cornerstones of care
      Plus information needs for self-care
· Compression to include off the shelf, made to measure garments/specialist garments in alignment with guidelines 
· Decongestive lymphatic therapy will be required plus other bespoke treatment modalities, multiple courses of treatment may be required.
· Regular follow up in alignment with the recommended treatment times below and consideration of patient and if they have co-morbidities. 
· Referral onto other specialist services including dermatology, cardiology, vascular and weight management and psychological services.
· Carer may require specialist teaching to support self-management 
· Community teams (if competent) to provide supported care and follow ups once discharged

	Lymphoedema Specialist practitioner

	Genital Swelling
	Swelling anywhere in the male or female genitalia +/- leg swelling

	· Referral to lymphoedema service for full assessment
· Treatment to include skin care, self-massage, compression shorts /tights, kinesio taping and pneumatic compression pump.
· Will require a course of treatment. On discharge will need to be able to self-refer back into lymphoedema service in a timely manner. 

	Lymphoedema Specialist Practitioner. 

	Breast Swelling
	 Swelling in the breast or the chest wall/trunk on the affected side+/- arm swelling
	· Referral to lymphoedema service for full assessment
· Treatment to include skin care, self-massage, manual lymphatic drainage, kinesio tape or other bespoke treatment 
· Advice on bra fitting
· Provision of compression bra/vests
· Scar and soft tissue management. 
· Shoulder exercises
· Will require a course of treatment. On discharge will need to be able to self-refer back into lymphoedema service in a timely manner

	Lymphoedema Specialist Practitioner and specialist breast physiotherapist

	Head and Neck Swelling
	Swelling of the face/neck or submental region
	· Referral to lymphoedema service for full assessment
· Treatment to include skin care, self-massage, manual lymph drainage, kinesio tape or other bespoke treatments
· Facial /shoulder and neck exercises
· Possible measurement for neck strap
· Scar and soft tissue management. 
· Will require a course of treatment. On discharge will need to be able to self-refer back into lymphoedema service in a timely manner

	Lymphoedema Specialist Practitioner
and specialist head and neck physiotherapist

	Advanced cancer and at End of Life

	Extensive disease, fungating wounds, lymphorrhea, nerve damage.
	· Referral to lymphoedema service for full assessment
· Treatment to include skin care and possibly to be measured for made to measure garments or wraps.
· May require palliative bandaging to stop lymphorrhea
· May require referring to other specialist services such as tissue viability, pain management or psychological services.
	Lymphoedema Specialist Practitioner







The summary below shows the recommended treatment times in alignment to the BLS’s tariff guidelines:
	Simple/Mild (ILF Stagel)
	
	Moderate (ILF Stage ll)

	Year 1
	Direct clinical time
(Clinic Slot Required)
	Indirect Time
(Paperwork, Clinical Governance, training)
	
	Year 1
	Direct clinical time
(Clinic Slot Required)
	Indirect Time
(Paperwork, Clinical Governance, training)

	First Assessment 
	60 minutes 
	30 mins 
	
	First Assessment 
	60 minutes 
	30 mins 

	Tx schedule
	40 minutes
	20 mins
	
	Tx schedule
First tx 

DLT per oedema site
	
40 minutes

40 minutes x 20
	
20 mins

20 minutes x 20

	3 Follow up 
	40 minutes x 3
	20 minutes x 3 
	
	3 x Follow up 
	40 minutes x 3
	20 minutes x 3

	Total Time
	220 minutes or
3 hours 40 minutes
	140 minutes or
2 hours, 20 minutes
	
	Total time
	1020 minutes or
17 hours
	540 minutes
Or 
9 hours

	
	
	
	
	
	
	

	Yearly Ongoing*
	
	
	
	Yearly Ongoing*
	
	

	2 Follow ups
	40 minutes x 2
	20 minutes x 2
	
	2 Follow ups
	40 minutes x 2
	20 minutes x 2

	Total Time
	80 minutes
	40 minutes
	
	Total Time
	80 minutes
	40 minutes


*until stable for discharge/back to non- specialised service.

	Complex (ILF Stage lll)
	
	Very Complex (ILF Stage lll)

	Year 1
	Direct clinical time
(Clinic Slot Required)
	Indirect Time
(Paperwork, Clinical Governance, training)
	
	Year 1
	Direct clinical time
(Clinic Slot Required)
	Indirect Time
(Paperwork, Clinical Governance, training)

	First Assessment 
	60 minutes 
	30 mins 
	
	First Assessment 
	60 minutes
	30 mins 

	Tx schedule
First tx 

DLT per oedema site
	
40 minutes

40 minutes x 60
	
20 mins

20 minutes x 60
	
	Tx schedule
First tx 

DLT per oedema site
	
40 minutes

40 minutes x 200
	
20 mins

20 minutes x 200

	3 Follow up 
	40 minutes x 3
	20 minutes x 3 
	
	Follow up 
	To be negotiated 
	

	Total Time
	2,620 minutes
43 hours 40 minutes
	1,310 minutes or 
21 hours 50 minutes
	
	Total time
	At least 
8,100 minutes or 135 hours
	At Least 4,050 minutes or 
67 hours and 30 mins

	
	
	
	
	
	
	

	Yearly Ongoing*
	
	
	
	Yearly Ongoing*
	
	

	2 Follow ups
	40 minutes x 2
	20 minutes x 2
	
	Follow ups
	To be negotiated
	

	Total Time
	80 minutes
	40 minutes
	
	
	
	








Review of Treatment/Care plan:
All care plans are reviewed and evaluated at regular intervals. Treatment plans are evaluated as needs change.
Review dates are set within the care planning schedule and documented. In reviewing the care plan the following will be included:
· The relevance of the care plan
· The effectiveness of care plans/outcomes
· Any unmet needs
· Patient satisfaction with the care
· Discharge patients at an appropriate time

Patients are to be involved in their lymphoedema treatment planning process and mutual goals set and adhered to.

Patients with a BMI equal or greater than 40
British Lymphology Society’s Treatment pathway for Lymphoedema patients with a Body Mass Index (BMI) equal or greater than 40 kg/m²
https://www.thebls.com/public/uploads/documents/document-59171511440602.pdf 

Prescribing of Garments 
A Greater Manchester Standardisation of prescribing garments and developing an effective ordering system to be agreed and implemented 

This will also include how lymphoedema practitioners can support primary care and pharmacist to reduce incorrect ordering of garments that potentially could deteriorate the patient’s condition. 

Discharge:
Patients are discharged from the service when the following criteria are met:
· The patient is free of swelling 
· When no further intervention is planned.
· The patient declines to further access the service or refuses to comply with treatment plans.
· The patient is proficient in the self-care of the oedema which is stable and uncomplicated and maintained either without compression or with compression garments available on prescription (FP10).

All patients are issued with discharge advice, details of compression garment and a contact number in case of future problems. The GP is informed by letter. 

There should be a process for rapid access for re-referrals for those patients that have been discharged but need lymphoedema required further specialist intervention. 

Workforce
A skill mix with all patients being triaged by a senior member of staff (band 6 or higher). Patients may require various levels of lymphoedema management and, after triaging, can be directed to the care of the most suitable grade. The care of a patient may begin with the most specialist member of staff but could then be cascaded down through the skill mix as the condition is better managed. Members of a lymphoedema specialist team can come from a variety of backgrounds including nursing, AHPs, Manual Lymphatic Drainage (MLD) therapists and others. All staff should have skills that support holistic management.

As a guide, specialist lymphoedema services could expect each 1.0WTE lymphoedema therapist to hold a caseload of 220-250 patients/year”

A full outline of lymphoedema practitioner levels of responsibility is taken from the British Lymphology Society (BLS) ‘Professional Roles in the Care of Lymphoedema’
https://www.thebls.com/public/uploads/documents/document-25011520254971.pdf 


Note: The Royal Colleague of Nursing has recently developed a Breast Care Nurse Competency Framework that includes the management/treatment of lymphoedema in their clinics. (Details in Learning and Development section below) 

Multi-Disciplinary Team (MDT) Working 
Lymphoedema practitioners are required to build and maintain relationships to deliver a system approach to lymphoedema care. These could include:
· Attending/providing resources for Cancer Health and Well-being events 
· Building relationships with Macmillan Cancer Support information centres and other cancer related support
· Attending Cancer Clinical Nurse Specialists meetings  
· Representation on GM Cancer Pathway boards 
· Community lymphoedema practitioners to attend Integrated Neighbourhood meetings
· Presenting at GP training hubs and Primary Care Networks 
· Links with interdependent workforce for a personalised care approach: 
· GPs and Primary Care Networks 
· Cancer care teams including nursing, medical and AHPs 
· Palliative care teams 
· Primary care nursing 
· Long-term conditions management teams 
· Physiotherapists 
· Local leg ulcer clinics 
· Pharmacies 
· Local authority care services 
· Local hospitals 
· Local hospices 
· Health Trainers – appropriate exercise 

Clinical space 
All lymphoedema services need dedicated clinical space. Some clinics may have assessment equipment and electric plinths, which are bulky, heavy and cannot easily be moved. Bariatric equipment may also be needed. Privacy is important when dealing with patients who have lymphoedema as they will often need to get undressed and may be discussing issues of a sensitive nature. Clinical rooms are more suitable than cubicles with curtains. 

Equipment:
Below a list of equipment that support the treatment of lymphoedema
· Doppler
· Low Light laser
· Bio-compression pumps
· Bariatric equipment and clinic space
· Physio touch 













Data Recording/Reporting:
National community data set code 41 - Lymphoedema

The collection of the minimum dataset that has been recommended by the National Lymphoedema Partnership. This can be found:
https://www.healthylondon.org/resource/commissioning-guidance-lymphoedema/   




Other data to collect that is not included are:

· Practitioner – Band level 
· Initial Assessment
· How Many Oedema sites 
· First Treatment 
· DLT Treatment 2 – 600 (Year 1) 
· Year 1 Follow UP 1 – 3
· Ongoing Follow UP 1 – 2
· Ongoing Follow UP – additional 
· Other Treatment (Agreed drop down list) 
· Clinic time spent 
· UTA/DNA

Outcomes:
Data to collect that enables evidence for the agreed outcomes/KPIs 

Service Evaluation/Clinical Auditing 
NHS Improvement – Quality Service Improvement and redesign tools  
https://improvement.nhs.uk/resources/quality-service-improvement-and-redesign-qsir-tools/

Primary Care: 
Lymphoedema practitioners are aware of the Primary Care data coding for diagnosis of lymphoedema and treatment of lymphoedema. A letter will be sent to the GP after patient’s first appointment with diagnosis and treatment codes.

Commissioners will be able to retrieve reports to evidence the increase in prevalence, understand the local incidence rates.

Secondary Care 
All NHS providers in England and Wales ensure that ICD code 189.0 is used to record in-patient and out-patient lymphoedema activity and that the appropriate ICD codes for cellulitis are used (code dependent on site of infection) and that non NHS providers capture equivalent data. 

IV Home Therapy Services 
Record lymphoedema related cellulitis and work collaboratively with lymphoedema practitioners 








Greater Manchester Learning and Development Standards

It is recommended that the Greater Manchester lymphoedema practitioners develop a Community of Practice that has a set of terms of reference with the aim to standardise patient education and wider healthcare professional’s education.

Patient Education:

It is recommended that the Greater Manchester Lymphoedema practitioners develop a sub group to standardise patient education:



At Risk
· Lymphoedema as a consequence of cancer treatment to be included in the End of Treatment Summaries and Health and Wellbeing activity. 


Post diagnosis 
· Individual ongoing education. During first year of treatment to allow the patient to understand how to effectively self-manage and be discharged. 


Healthcare Professionals:







Lymphoedema workforce:

Competencies 
All specialist staff must undergo specialist training in line with the BLS professional roles in the Care of Lymphoedema (2016). https://www.thebls.com/public/uploads/documents/document-64791511440750.pdf 

The provision of MLD to patients with lymphoedema should be performed by those with certified training from one of the following schools of MLD:
 
Casley Smith 
FG-MLD 
Foldi 
Vodder 

All practitioners must update their practice according to the School’s recommendations. Information about certified practitioners able to treat patients with lymphoedema is available from MLD-UK (http://www.mlduk.org.uk); BLS (https://www.thebls.com); LSN (https://www.lymphoedema.org); and Lymphoedema Training Academy (LTA) (http://www.lymph.org.uk/)

The lymphoedema practitioners to keep updated on recent research and current evidence around lymphoedema management. 

Succession planning
Training wider healthcare workforce appropriately in the integrated neighbourhood teams would enhance clinical interest in specialising in this area.  


Wider Healthcare workforce


At Risk Group and early intervention:
Health professionals being educated to support the at risk groups to help patients know their requirements to reduce the risk but also for early referrals, this is likely to mean the condition is not as complex and therefore less treatment required with the specialist services. 

Undergraduates:
A long term approach is ensuring lymphoedema is part of undergraduate’s course contents. 
The Internal Lymphoedema Framework has developed benchmark statements for undergraduate courses. Universities have requested course content - https://www.lympho.org/lebs/ 

Below are the benchmarks:

	Benchmark 1
	Explore the anatomy and physiology of the lymphatic system

	Benchmark 2
	Discuss the pathophysiology of lymphoedema

	Benchmark 3
	Recognise that there are various causes of oedema which may co-exist with lymphoedema

	Benchmark 4
	Identify the features of lymphoedema

	Benchmark 5
	Explore the education needs of individuals who have, or at risk of developing lymphoedema and how these might be met

	Benchmark 6
	Explore the basics of lymphoedema management



There is the national development of this providing expected learning outcomes, curriculum, resources and assessment. 




Current workforce:
Investment in lymphoedema training will improve working relationships and earlier referrals where the severity of the condition is less severe and requires less specialist treatment and efficient discharging for self-management.

It is recommended that Greater Manchester lymphoedema work together to develop a yearly timetable of education within their locality of specialist area (Cancer). Ensure training is aligned to the outcomes within the BLS professional roles in the Care of Lymphoedema (2016). https://www.thebls.com/public/uploads/documents/document-64791511440750.pdf 

Non-specialist staff must have a suitable knowledge and competency base suitable for their role. This could be provided in various ways: 
· Localised small group education organised by local specialist teams which will also develop the care network and partnerships. 
· Several universities have key worker level courses 
· Palliative care specialist may require a full lymphoedema certification course initially but may not require as regular updates as lymphoedema specialists as care is usually modified. 
· The Hosiery companies provide training
· Locality GP/Primary Care Training Hubs 
· Communication to GPs to review the Gateway C late Effects film
· Online learning tools 


Online Information and Training:
· British Lymphoedema Society – Information for Professionals and Patient -https://www.thebls.com/pages/professional-and-patients 
· Lymphoedema Support Network has produced two eLearning modules aimed at General Practitioners in conjunction with British Medical Journal Learning and the Royal College of General Practitioners. Free and CPD points.

Competencies for community workforce:
Greater Manchester Strategic Clinical Network’s The MARS Project. MARS aims to reduce the prevalence of major limb amputation by at least one third in order to bring it in-line with the national average. This will be achieved by working across GM Transformational themes 1,2 and 3 in order to develop a ‘whole systems’ solution. The project is developing a competency framework for TV, podiatry, DN and lymphoedema and to develop a lower limb wound competency framework. 


Competencies within the Cancer workforce:
Clinical Nurse Specialist to evidence the level of competencies for lymphoedema. Below is the Royal College of Nursing Breast Care Nurse’s competency framework that includes a lymphoedema section



It is recommended for Greater Manchester to work with The Christie NHS Foundation Trust School of Oncology to develop a course similar to the course delivered at the Marsden or to develop course content for the MSc Specialist Practice (Cancer)
https://www.manchester.ac.uk/study/masters/courses/list/10985/msc-specialist-practice-cancer/course-details/#course-profile 

The Royal Marsden School - 15 credits of Level 6 Lymphoedema principles and practice (Validated by the University of East Anglia). 
https://www.royalmarsdenschool.ac.uk/courses/modules/lymphoedema-principles-and-practice-blended-learning 

Competencies in Palliative and End of Life Care:
To have representation for lymphoedema in the development of the GM Palliative & EOLC Framework.  Identifying where in the delivery plan the International Lymphoedema Framework’s position document for The management of lymphoedema in advanced cancer and oedema at the end of life can be reviewed and agreed the operational implementation. 


Recommendations:

A Greater Manchester Lymphoedema Network – Community of Practice 
· A lymphoedema champion from either each locality or service 
· A terms of reference – agreement of Lead 
· A work plan that the GM Macmillan Lymphoedema programme can handover
· A Greater Manchester communication plan to regularly inform key stakeholders. This can be communicated using communication teams in NHS Trusts and Clinical Commissioning Groups.
· Greater Manchester’s involvement in the National Lymphoedema Partnership
· Owners of the these Standards document to be reviewed and amended

GM Macmillan Lymphoedema Programme
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This chapter therefore sets out five major, practical, changes to the NHS service model to bring
this about over the next five years:
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. We will boost ‘out-of-hospital’ care, and finally dissolve the historic divide between primary

and community health services.

. The NHS will redesign and reduce pressure on emergency hospital services.
. People will get more control over their own health, and more personalised care when they

need it.
Digitally-enabled primary and outpatient care will go mainstream across the NHS.

. Local NHS organisations will increasingly focus on population health and local partnerships

with local authority-funded services, through new Integrated Care Systems (ICSs) everywhere.
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POSITION PAPER FOR ANKLE BRACHIAL
PRESSURE INDEX (ABPI)


Informing decision making prior to the 
application of compression therapy


@BritishLymph


The British Lymphology Society


Best Practice, Leadership, Support


The aim of this document is to provide:


1.   Practical information for clinical decision-making for health care professionals 
managing lymphoedema.


2.  Key principles for practice


3.  How to undertake a full vascular assessment for those with lower limb lymphoedema.


The British Lymphology Society (BLS) would like 
to extend thanks to Lymphoedema Network 
Northern Ireland (LNNI) and Tissue Viability 


Nurse Network (TVNN) in Northern Ireland 
for allowing BLS to share and use their Best 
Practice Statement to inform this BLS paper.


At the British Journal of Community Nursing 
Lymphoedema conference, London (March, 
2018) a debate regarding ABPI/Doppler 
assessment in lymphoedema was held with 
the expert panel comprising BLS members: 
Paula Lawrence, Macmillan Clinical Nurse 
Manager Lymphoedema and Tissue Viability, 
Betsi Cadwaladr University Health Board, 
Professor Vaughan Keeley, Lymphoedema 
Consultant, Derby Teaching Hospitals NHS 


Foundation Trust, Robin Cooper, Vascular / 
Lymphoedema Nurse Specialist, Salisbury 
District Hospital and Rebecca Elwell, Macmillan 
Lymphoedema ANP, Royal Stoke University 
Hospital. This lively debate concluded that ABPI 
assessment in patients with lower limb oedema 
is not standard practice in most specialist 
lymphoedema clinics and that the BLS should 
develop a position paper to reflect this as soon 
as possible. 


The ankle-brachial pressure index (ABPI) is the 
ratio of the blood pressure at the ankle to the 
blood pressure in the upper arm. Compared 
to the arm, lower blood pressure in the leg 
suggests blocked arteries due to peripheral 
artery disease (PAD). ABPI is calculated by 
dividing the systolic blood pressure at the ankle 
by the systolic blood pressure in the arm.


ABPI is only part of vascular lower limb 
assessment along with the patient’s past 
medical history and current medication, and 


recording of symptoms and risk factors and 
a clinical examination being of paramount 
importance.


It is well recognised that lymphoedema is a 
progressive condition which, if left untreated, 
may result in an increased risk of cellulitis (and 
thus sepsis), lymphorrhoea and skin changes, 
delayed healing of skin tears and wounds along 
with reduced mobility, due to increase size and 
weight of the limb.


Background


Introduction 







A questionnaire study by Todd et al (2006) 
showed that 46% of lymphoedema specialists 
felt that the ABPI was inaccurate in the 
presence of lower limb oedema. BLS recognises 
that in the field of lymphoedema there are 
a considerable number of allied health care 
professionals who specialise in lymphoedema 
for whom ABPI and wound care is not integral 
to their training. 


The Best Practice Document for the 
management of lymphoedema (2006) however, 
recommends measurement of the ABPI prior to 
the use of compression, whilst recognising its 
limitations particularly in lymphoedema.


The paper by Guest et al (2015) showed 
that in a patient group where assessment 
of peripheral perfusion is a recognised 
requirement, only 16% of all patients with a leg 


or foot ulcer had an ankle brachial pressure 
index recorded. The Wounds UK Best Practice 
Statement for compression hosiery (second 
edition 2015) supports prompt application of 
compression of 14-17mmHg in the absence 
of ABPI to promote effective efficient wound 
healing.


Although this position paper has been 
developed for BLS members, the majority 
of whom are lymphoedema therapists, the 
information is directly relevant to other 
specialities and generalists alike e.g. community 
nurses and will be made available freely on the 
BLS website (www.thebls.com) and to Friend of 
BLS members. A vascular assessment checklist 
is included (see appendix 1) for ease and to 
identify when referral on is necessary.


Factors which may affect ABPI include:


Extrinsic factors can also affect ABPI including:


Best Practice


ABPI


Diabetes Arteriosclerosis


Renal disease Cardiac arrhythmias e.g. Atrial Fibrillation 
Rheumatoid arthritis, scleroderma and related 
disease


Inadequate preparation e.g. room 
temperature


Inexperience of the operator


Patient anxiety Repeated inflation moving Doppler probe 
during the procedure


Incorrect positioning of the patient Prolonged inflation of the cuff or re-inflation 
mid procedure


Inappropriate gel Releasing sphygmomanometer cuff too 
rapidly 


Incorrect size of sphygmomanometer cuff Excessive pressure on a vessel during the 
procedure


Wrong sized Doppler probe Miscalculation of reading


Incorrect positioning of Doppler probe over 
vessel 


Alternatives


A number of alternatives have been suggested but are not widely used in lymphoedema clinics and 
do have limitations. These include:


Pulse oximetry


Toe Brachial Pressure Index


A full vascular assessment should include:


Recent and past medical history (diabetes, cardiac status, AF, previous cancer, DVT, CVA, 
hypertension, hyperlipidaemia)


Surgical history (interventions on the arteries or veins)


Cardiovascular Risk factors (including smoking status)


Medications


Symptoms: 


•   Intermittent claudication (can be described and experienced as:  muscle pain on mild exertion - 
ache, foot pain/great toe pain, numbness or sense of fatigue classically in the calf muscle, which 
occurs during exercise, such as walking, and is relieved by a short period of rest)


•   Chronic Ischaemic rest pain (usually described as night cramps with the Inability to lie in bed and 
need to hang leg out/sleeping in chair) 


•  Acute ischaemic pain


•  Neuropathic or musculoskeletal pain 


NB- time of onset and clinical progression (improvement or deterioration) should be recorded


Clinical examination:
•  Peripheral neurological status (e.g. motor and/or sensory deficit)


•  Oedema (e.g. lipoedema, lymphoedema, pitting oedema)


•  Peripheral pulse palpation (e.g. pulselessness) 


•   Skin colour (e.g. pallor or mottling in acute ischaemia;  rubor or duskiness in chronic ischaemia)


•  Nails e.g. atrophic nail changes.


•  Temperature (e.g. thermal gradient (cooler) at the extremities)


•  Trophic skin changes (e.g. ulceration, pre-ulcerative lesions)


•  Venous hypertension (varicosities, telangiectasias, eczema)


•   Capillary refill (the time taken for colour to return to an external capillary bed after pressure is 
applied to cause blanching)


•   Buerger’s test (elevating both legs between 30-45 degrees for 2-3minutes: in the case of 
ischaemia, pallor and delayed venous refilling can be observed)


NB. All symptoms and signs in the affected limb should be compared to the contralateral limb for differential diagnosis


Signals with hand held Doppler - waveforms and phasic nature recorded:


NB Interpretation of these results may be necessary in inexperienced practitioners.  


Triphasic (3 phases between heart beats)


Biphasic (2 phases)


Monophasic (1 phase)


Sound/strength and pitch of waveforms e.g. whooshing sound in monophasic foot pulses.







Many new hand held Doppler’s have waveforms 
on the screen which would help inexperienced 
practitioners. A combination of tri and bi 
phasic signals can be considered normal but 
monophasic sounds in both the dorsalis pedis 
and posterior tibial artery signals may indicate 
peripheral arterial disease. 


With biphasic or triphasic signals and normal 
clinical assessment, full compression can be 
applied without carrying out a formal ABPI.


Those patients with suspected Peripheral 
Arterial Disease should be referred to a 
vascular department for an assessment.  
Depending upon the clinical problem, 
the application of reduced or modified 
compression may be appropriate in the 
interim in those with monophasic signals 
with no associated symptoms and in whom 
examination is unremarkable. However, 


in those where critical limb ischaemia is 
suspected, compression is contraindicated.


Application of reduced/modified compression 
in those with monophasic signals should 
always be considered and monitored carefully. 
Compression should be discontinued if there 
is evidence of worsening peripheral vascular 
disease e.g. increased ischaemic pain. The level 
of compression can be revised as appropriate 
following formal specialist vascular assessment 
/ treatment.


There is a need to focus on clinical assessment, 
rather than relying on an ABPI alone and 
recognise that it may be more harmful for the 
patient to omit / delay compression than to 
apply it. Ignoring the symptoms, or delaying 
treatment while awaiting an ABPI may lead to a 
deterioration of the condition. 


1.  Routine ABPI measurements for patients who 
present with lymphoedema are not required 
in the absence of significant cardiovascular 
risk factors and clinical signs or symptoms of 
PAD (Peripheral Arterial Disease), provided 
the vascular status has been thoroughly 
assessed.  If there are concerns in terms 
of reduced arterial flow, a referral for 
further vascular assessment and possible 
intervention should be pursued.


2.  Documentation and effective communication 
must be provided to all health care 
professionals involved in the ongoing 
management of the patient with 
Lymphoedema: which demonstrates the 
clinical assessment and rationale for not 
completing an ABPI


These statements form a basic guide for experienced clinical specialists working within the field of lymphoedema. If 
concern arises from clinical presentation or during holistic history taking regarding arterial insufficiency then onward 
referral can be sought if deemed necessary.


For further recommendations and rationale see Appendix 2


For a template to send to the relevant care provider see Appendix 3


BLS ABPI Statement
BLS accept the following statements:
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Appendix 1


Vascular Assessment Tool


Name:


Hospital Number/Pt identification Number:


Date of Birth:


Date of assessment:


Medical history (diabetes, cardiac status, previous cancer, DVT, CVA, hypertension, hyperlipidaemia):


Surgical history (intervention for the arteries or veins):


Risk factors (smoking status):


Medications:


Muscle pain on mild exertion,  such as 
walking, and is relieved by a short period of rest


Sense of fatigue in the calf muscle which 
occurs during exercise


Calf – Foot/great toe rest pain


Inability to lie in bed and need to hang leg 
out/sleeping in chair


Motor – sensory deficit


Numbness/neuropathy  


Colour changes e.g. White, pale, dusky especially 
on elevation


Skin changes e.g. toe ulceration


Nails – hair changes e.g. atrophic nail changes


Pulselessness


Delayed capillary refill


Temperature gradient in limb e.g. cooler at extremities?


Signs and Symptoms     Yes     No







If you have concerns regarding the arterial status of the patient referral to a vascular clinic/
department should be made.


Referral to vascular 
department required yes no


Referral completed yes Date: 


Signed:   ..........................................................................     Date:  ....................................


Date of review:  ....................................


Right Left


P M B T P M B T


Dorsalis Pedis or Anterior Tibial artery


Posterior Tibial artery


Other (e.g. peroneal artery)


(P=Palpable pulse, M=Monophasic, B=Biphasic, T=Triphasic signals)


Recommendation Rationale


The arterial/vascular status of the legs of all pa-
tients with lower limb oedema or lymphoedema 
should be assessed


The presence of peripheral vascular disease may 
contraindicate compression therapy or neces-
sitate a reduction in the level of therapy used 
(Lymphoedema Framework 2006)


Vascular status will be determined primarily 
through:
1.  A detailed history of the presenting complaint 


including night time rest pain and intermit-
tent claudication


2.  A clinical examination of the feet and lower 
limbs


An ABPI is commonly thought to provide an 
objective measure of vessel patency by measur-
ing the ratio systolic blood pressure at the ankle 
to that of the arm with a value of 1 – 1.4 deemed 
normal.
Literature suggests that the value of an ABPI 
is limited in people with lymphoedema due to 
the presence of hyperkeratosis, tissue thicken-
ing and oedema. Some of these issues can be 
addressed through the use of a larger blood 
pressure cuff and a 4 or 5 MHz probe.  However, 
some patients cannot tolerate this investigation 
and some readings will be inaccurate. In these 
situations practitioners need to rely on informa-
tion obtained from a detailed history of the pre-
senting complaint and the clinical examination. 
The handheld Doppler may enable the practi-
tioner to hear and assess foot signals.  If there is 
any doubt about the patient’s peripheral arterial 
status, a vascular opinion should be sought.


Documentation and effective communication 
must be provided to all health care profession-
als involved in the ongoing management of 
the patient with lymphoedema: which demon-
strates the clinical assessment and rationale for 
not completing an ABPI


Many practitioners are unaware of the limita-
tions of a handheld Doppler in determining 
the arterial status of people with oedema or 
lymphoedema. They may therefore be reluctant 
to apply compression therapy without an ABPI 
as this investigation is cited as good practice in 
many documents, e.g. the National Institute for 
Clinical Excellence (NICE). It is therefore impor-
tant to explain and record why it was not possi-
ble or necessary to carry out this investigation


Appendix 2







Appendix 3


Insert clinic location and date:


Insert patient details:


Dear colleague


X patient requires compression therapy. Unfortunately, it was not possible to calculate the 
Ankle Brachial Pressure Index due to:


Please tick all that apply:


Oedema/lymphoedema Ulceration


Pain Tissue thickening


AF Calcified vessels


Hyperkeratosis Cellulitis


Other please explain:


Absence of night pain Absence of rest pain 


Brisk capillary refill (< than 3 
seconds) Absence of intermittent claudication


Quality of foot pulses see below Foot perfusion and temperature


I do not, however, feel that they have any evidence of significant arterial disease due to:


Please tick all that apply 


Note All boxes should be ticked to rule out PAD. ABPI can only be omitted when ruling out significant PAD 
when there are:  Palpable pedal pulses, Unambiguously Triphasic doppler signals, Neither signs nor symp-
toms of PAD + NO cardiovascular risk factors.


Right Left


P M B T P M B T


Dorsalis Pedis


Posterior Tibial artery


Other


(P=Palpable pulse, M=Monophasic, B=Biphasic, T=Triphasic signals)


Further instructions re care plan:


Kindest regards 


Name and signature


Contributors:
Lymphoedema Network Northern Ireland (LNNI): Jane Rankin, Pippa McCabe, Jill Hamilton and Gillian McCollum
Tissue Viability Nurse Network Northern Ireland (TVNN NI): Pippa McCabe, Jill Hamilton, Gillian McCollum and Dr. Jeannie Donnelly 
and Gillian Carnduff
Rebecca Elwell, Macmillan Lymphoedema ANP and Team Leader, Royal Stoke University Hospitals, University Hospitals of North 
Midlands NHS Trust
Margaret Sneddon, Chair BLS
Reviewers:
Professor Vaughan Keeley, Lymphoedema Consultant, Derby Teaching Hospitals NHS Foundation Trust
Karen Morgan, National Lymphoedema Education and Research Lead in Wales, Lymphoedema Network Wales
Paula Lawrence, Macmillan Clinical Nurse Manager Lymphoedema and Tissue Viability, Betsi Cadwaladr University Health Board
Robin Cooper, Vascular / Lymphoedema Nurse Specialist, Salisbury District Hospital
Natalie Lee, Haddenham Clinical Manager, BLS trustee
Ellie Lindsay OBE, President The Lindsay Leg Club Foundation
Jemell Geraghty, Lead Nurse Tissue Viability, Royal Free London NHS Foundation Trust
Mr Lukla Biasi, Consultant Vascular Surgeon, Guy’s and St Thomas’ NHS Foundation Trust, King’s Health Partners and Tunbridge 
Wells Hospital


Glossary
Lymphoedema
Lymphoedema results from a failure of the lymphatic system.  Consequences are swelling, skin and tissue changes and 
predisposition to infection. It most commonly affects the lower or upper limbs, but may also affect midline structures such 
as the head and neck, trunk, breasts or genitalia (BLS, 2017).
ABPI
The ABPI is the ratio of the systolic blood pressure measured at the ankle to that measured at the brachial artery. The 
index should be calculated in each leg by using the systolic pressures for the anterior tibial and posterior tibial arteries and 
dividing the highest ankle pressure by the highest brachial pressure as this gives the most accurate result (Scottish Intercol-
legiate Guidelines, 2006)
Duplex scan
A Duplex Doppler ultrasound is a test to see how blood moves through your arteries and veins by recording sound waves 
reflecting off moving objects.
Lymphorrhoea
Lymphorrhoea is described as lymph leaking from oedematous tissues when breaks appear in the skin. Lymphorrhoea 
appears as beads of fluid which seep from the affected area, putting the patient at risk of skin damage and an increased 
risk of problems such as cellulitis


For more information see www.thebls.com @BritishLymph The British Lymphology Societyinfo@thebls.com


Registered Charity Number: 1042561
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MDS-spreadsheet-template.xlsx
Data collection sheet

		Date		Clinic 		Patient Number (collect for service use, but not required for MDS project)		CCG		Does this patient have swelling?		Gender		Age		BMI		Level of Obesity		Mobility		Classification; cancer related		If other cancer-related classification, state here 		Classification: non cancer related		If other non cancer-related classification, state here 		ICD code		If other ICD code, state here		Is care considered to be palliative?		ISL Severity Staging		Lymphoedema History: duration of swelling		Has the patient ever had cellulitis?		In the past year has the patient had cellulitis due to their swelling?		If yes, how many times:		In the past year, has the patient been admitted to hospital as a result of cellulitis?		If yes, How many times:		Site of Swelling: Upper		Distal/proximal arm only?		Site of swelling:Lower		Distal/proximal leg only?		truncal oedema associated with leg swelling?		Site of swelling:  Breast		Site of swelling: Genital		Site of swelling: Head and Neck		Does the patient have a wound?		Does wound relate to area of oedema?		Site of wound:		If other site of wound, state here		Type of wound:		If other type of wound, state here		Does the patient have lymphorrhoea?		If yes, state site:		If other site of lymphorrhoea, state here		Comments





Data validation

		Cleadon park				Yes				Female				Under 16 Years				Underweight  (BMI < 18.5)				Bed bound				Breast				Primary				Code 197.2 Post mastectomy lymphoedema syndrome				Yes				ISL stage 0				< 6 months		0		Right arm				distal only				Right leg				below knee only				yes				Right				yes 				Arm/hand				Leg/foot ulcer				Arm/hand

						No				Male				16 - 18				Normal (BMI 18.5-24.9)				Wheelchair User				Gynae				Venous				Code Q 189.0 Lymphoedema not elsewhere classified				no				ISL stage I				6 months < 1 year				Left arm				proximal ± root of limb only				Left leg				above knee ± root of leg				no				Left 				no				Abdomen				Pressure ulcer				Leg

														19 - 24				Overweight (BMI 25-29.9)				Mobile with assistance				Urology				Infection				Code Q 82.0 Hereditary lymphoedema				Unknown				ISL stage II				1 < 2 years				Bilateral arms				whole arm				Bilateral legs				whole leg								Bilateral								Leg				Surgical wound (closed)				Genitalia

														25 - 64				Obesity class I (BMI 30-34.9)				Mobile independent with aid				Head and Neck				Immobility				Code LO3 Acute lymphangitis (cellulitis)								ISL stage III				2 < 5 years																																Back				Dehisced wound				other (specify)

														65 - 74				Obesity class II (BMI 35-39.9)				Mobile independent without aid				Melanoma				Obesity				Code B74.9 Filariasis												5 < 10 years																																Foot/ankle				Burn

														75 - 84				Obesity class III (BMI >40)								Other (state)				Lipoedema				Other (state)												≥ 10 years																																Breast				other (specify)

														85+																Other (state)																																																Head/neck

																																																																														Sacrum/buttocks
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This competency framework has been written 
by members of the RCN Cancer and Breast Care 
Nursing Forum and is based on the Career and 
Education Framework for Cancer Nursing 
(RCN, 2017). It incorporates breast cancer 
specific nursing competencies for registered 
nurses supporting people affected by breast 
cancer. 


This publication replaces the RCN’s (2007) 
Clinical Standards for Working in a Breast 
Specialty and will enable registered nurses to 
map their competence and identify areas for 
clinical and professional development. It is 
designed to be used flexibly, acknowledging that 
not all competencies will be relevant in every 
circumstance. 


The structure of the document is similar to the 
Career and Education Framework for Cancer 
Nursing (RCN, 2017) to ensure consistency 
within the cancer nursing workforce. This 
competency publication provides a:


•	 framework for career development, training 
and education for nurses who are engaged in 
providing care to people affected by breast 
cancer (PABC)


•	 point of reference to help identify and develop 
the knowledge, skills and competence 
needed by nurses to provide care to people 
with breast cancer –through accredited 
programmes, non-accredited learning and 
development opportunities that target both 
professional and local service needs.


Executive summary
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Context of cancer care
In 2016 it was reported (Cancer Research UK) 
that:


•	 in England, 126 people per day are diagnosed 
with breast cancer


•	 in England and Wales, 78% of women 
diagnosed with breast cancer survive their 
disease for ten years or more


•	 in the UK 11,500 patients die of breast cancer 
every year. 


Cancer is often considered to be a life-limiting 
illness, but is viewed increasingly as a long-
term condition involving the individual with 
cancer, their family and carers. Enabling self-
care and rehabilitation are viewed as a crucial 
component in developing future services. Health 
care services will need to respond creatively to 
the cancer strategies in the four UK countries to 
meet the needs of the population. They will need 
to deliver care close to home, reduce inequalities 
and sustain and improve health across diverse 
communities (NHS England, 2016; Scottish 
Government, 2016; Wales Cancer Network, 
2016).


The nursing contribution 
to cancer care
The value of the nursing contribution to the 
delivery of care for people affected by breast 
cancer has been demonstrated through patient 
feedback in the National Cancer Patient 
Experience Surveys supported by Macmillan 
Cancer Support and conducted by NHS England 
(National Cancer Patient Experience Survey, 
2016), the Scottish Government/NHS Scotland 
(2018), the Health and Social Care Board and 
the Public Health Agency in Northern Ireland 
(Quality Health, 2018) and Welsh Government/
NHS Wales (Quality Health, 2014). Nursing care 
is provided within a variety of settings including, 
but not limited to, primary care, secondary care, 
tertiary and home-based care, charitable sector 
services, telephone advice lines and hospices.


1. Introduction
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This publication will help all registered nurses to 
facilitate health care that meets the strategically 
changing needs of people affected by breast 
cancer (PABC), including men, and offer the best 
clinical practice demanded by PABC trajectory. 
The framework aims to inform the academic 
and career pathway needs of nurses, from newly 
registered through to consultant level. When 
applied in practice, it enables the provision of 
breast cancer care in both general and specialist 
settings by assuring that nurses have breast 
cancer specific knowledge and skills in the 
management of PABC.


1	� The role titles used within this publication are aligned with the NHS Career Framework (Skills for Health, 2010) and 
recommended by National Health Service Education Scotland (NES, 2012) (see Figure 1), the National Leadership and Innovation 
Agency for Healthcare (NLIAH, 2010), Department of Health (DH, 2010) and Department of Health, Social Services and Public 
Safety (DHSSPS, 2016). Royal College of Nursing (2018) Section 2: Advanced level nursing practice competencies, London: RCN. 
Available at: www.rcn.org.uk/professional-development/publications/pub-006896	


2	� The academic levels used within this framework are aligned to recommendations from National Health Service Education 
Scotland and Macmillan Cancer Support (2010), National Leadership and Innovation Agency for Healthcare (2010), Department of 
Health (2010), Department of Health, Social Services and Public Safety (2016), and the European Oncology Nursing Society (2013).


This competency document is based on the 
aims of the Career and Education Framework 
for Cancer Nursing (RCN, 2017) to ensure 
consistency and uniformity, and to support: 


•	 the range of registered practitioners, senior 
practitioners, advanced and consultant 
nursing practitioners1 who care for PABC 
across the age range and care continuum in 
a variety of generalist and specialist breast 
cancer settings. An example of a specialist 
setting is a dedicated NHS Breast Screening 
Service which cares for a woman until a 
diagnosis of breast cancer is confirmed and 
then refers to a breast symptomatic service 
for treatment management. For nurses 
working in some specialist and general 
settings, certain competencies may not be 
relevant. However, all nurses must ensure 
they identify the appropriate competencies 
and levels to ensure they have the relevant 
knowledge, skills and competence to 
undertake their role 


•	 registered nurses practising at registered, 
senior, advanced and consultant practitioner 
levels to progress to the next level of a career 
pathway.2 


2. Purpose of the publication



http://www.rcn.org.uk/professional-development/publications/pub-006896
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Figure 1: Relationship between specialist and advanced practice (NES, 2012)


3. �Specialist and advanced  
level practice


The Department of Health (England) (2010) 
describes advanced practice as a level of practice 
where: 


	� ‘Advanced level practitioners are at a 
particular stage on a continuum between 
‘novice’ and ‘expert’ practice with the 
‘advanced’ role profile characterised by 
high levels of clinical skill, competence and 
autonomous decision making. Advanced 
practice is, therefore, generic, and not 
constrained to a specific organisational 
context or client group.’ 


According to the RCN (2018), advanced practice 
is recognised and acknowledged as a level of 
practice and assessed according to the following 
criteria:


•	 competent in using their expert knowledge 
and skills


•	 have the freedom and authority to act, 
making autonomous decisions in the 
assessment, diagnosis and treatment of 
patients.  


The career development ladder includes 
registered practitioner, senior practitioner, 
advanced practitioner and consultant 


practitioner – as shown in the Career Framework 
for Health (Skills for Health, 2010) (Appendix 1). 


This framework differentiates between levels 
of practice rather than clinical/organisational 
context or client group. It describes nine levels 
of roles grouped according to their level of 
complexity and responsibility, and the level of 
experience and knowledge necessary to carry 
them out. For example, senior practitioner level 
is identified between registered practitioner and 
advanced practitioner level. This helps remove 
the ambiguity over the specialist title. For this 
reason, the terms ‘senior’ and ‘advanced’ are 
used by the UK Departments of Health when 
describing benchmarked developmental levels, 
and the term ‘specialist’ is used only if required 
to define specific contextually focused role types 
(for example, ‘senior nurse in breast cancer’ 
rather than ‘clinical nurse specialist – breast 
care’). The nine levels relate to a practitioner’s 
level of practice and does not automatically relate 
to Agenda for Change (AfC) pay bands. 


For those practising at advanced levels, the 
UK Departments of Health define a minimum 
threshold for, and an expectation that, nurses 
working at an advanced level will continue to 
develop their individual practice beyond the 
initial competence achieved at the point of 


Generalist practiceSpecialist practice


Expert practice


Novice practice


Advanced generalist


Junior specialist







A COMPETENCY FRAMEWORK FOR NURSES PROVIDING CARE TO PEOPLE WITH BREAST CANCER


8


registration. There is the expectation that nurses 
working at this advanced level of practice would 
have achieved this through ‘extensive clinical and 
practice experience and following completion 
of a master’s level education/ learning or its 
equivalent’ (Department of Health, 2010).


Table 1 summarises the key definitions, 
guidelines and guidance that informed the 
Career and Education Framework for Cancer 
Nursing (RCN, 2017) and the development of the 
cancer-specific nursing outcomes by:


•	 defining the context of cancer care delivery 
as general and specialist cancer care


•	 utilising the Career Framework (Skills 


for Health, 2010) to propose a consistent 
approach to defining role level and title for 
registered nurses


•	 identifying the four key themes of 
professional practice, as defined by the UK 
Departments of Health and the NMC for 
achievement at the point of registration, 
for consolidation, revalidation, continuing 
professional development and for career 
progression


•	 aligning the academic level and workplace/
clinical experience required to meet and 
progress through the Career Framework and 
its associated levels of practice.
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Table 1: Summary of definitions of levels of practice


Context of 
cancer care 
delivery  
(EONS, 2013)


Level of practice 
(Skills for Health, 
2010; DHSSPSNI, 
2016; DH, 2010; 
NLIAH, 2010; NES, 
2012,)


Themes of practice 
(DHSSPSNI, 2016; DH, 2010; NLIAH, 2010; NES, 2012,)


Academic level and 
workplace preparation 
(EONS, 2013; Skills for Health, 
2010; DHSSPSNI, 2016; DH, 2010; 
NLIAH, 2010; NES, 2012)


Clinical/direct 
patient care


Leadership/
collaborative 
practice


Improving 
quality and 
developing 
practice


Developing self 
and others


General cancer 
care


OR


Specialist cancer 
care


Level 8:  
Consultant 
practitioner


Consolidation 
and continuing 
development 
focused on 
clinical/direct 
patient care


Consolidation 
and continuing 
development 
focused on 
leadership and 
collaborative 
practice


Consolidation 
and continuing 
development 
focused on 
improving 
quality and 
developing 
practice


Consolidation 
and continuing 
development 
focused on 
developing self 
and others


Masters/Doctoral level


Workplace learning/experience


Level 7:  
Advanced 
practitioner


Postgraduate level (Masters, 
Postgraduate Diploma, 
Postgraduate Certificate, 
Modules)


Continuing professional 
development


Workplace learning/experience


Level 6:  
Senior practitioner


Level 5:  
Registered 
practitioner


Undergraduate level (minimum)


Continuing professional 
development


Workplace learning/experience
 
Reproduced and modified from the Career and Education Framework for Cancer Nursing (RCN, 2017).
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The framework is divided into four colour coded 
sections representing the different levels of 
nursing practice (see Table 2).


1.	� Registered practitioners at all levels 
providing care to PABC in any setting.


2.	� Senior level practitioner providing care to 
PABC in specialist breast cancer services/
roles.


3.	� Advanced level practitioner providing care 
to PABC in specialist breast cancer services/
roles.


4.	� Consultant level practitioner providing care 
to PABC in specialist breast cancer services/
roles.


Table 2: Colour coding of nurse levels 
of practice


Clinical 
context


Level of practitioner 
(Skills for Health, 2010; 
DH, 2010)


Colour 
coding


Breast 
cancer 
settings/
roles


Registered nurse 


Senior level nurse 


Advanced level nurse 


Consultant level nurse 
	


The framework has space to record information, 
including an action plan, evidence of success etc. 
This workplace development record will assist 
practitioners to use the breast cancer-specific 
nursing outcomes in their practice and record 
their evidence of achievement. It is difficult to 
stipulate competencies required by job title as 
roles have developed and evolved. The minimum 
competency for nurses with the role title of 
‘breast care specialist nurse’ would be aligned 
to the senior level nurse. There may be nurses 
within this role title who also achieve some 
advanced level nurse, having undergone relevant 
academic and clinical training enabling them 
to develop their career towards advanced level 
nurse or consultant level nurse. Services also 
differ in relation to palliative care provision and 
may continue to support patients with their end 
of life care needs, especially in the community 
setting. Therefore, this area of care has been 
included within the framework.  


For practitioners and higher education 
institutions (HEIs), the breast cancer-specific 
nursing outcomes may be a useful tool to help:


•	 develop and review job/role descriptions


•	 assess clinical competence for different levels 
of practitioner


•	 develop personal goals


•	 with the performance appraisal


•	 inform curriculum development


•	 develop workforce plans


•	 support audit and quality improvement 
plans.


Practitioners can use this workplace development 
record to:


•	 identify their current level of practice and 
role expectations/requirements within their 
care context


•	 identify and develop their knowledge and 
skills in aspects of breast cancer care to 
realise the potential of their role


•	 plan their career pathway by identifying their 
learning and development needs


•	 identify opportunities to influence the 
development of breast cancer nursing 
practice


•	 discuss the framework and breast cancer-
specific nursing competencies at their 
performance review/appraisal meetings 
to identify learning, development and 
support needs, and to review their progress 
to demonstrate achievement of the breast 
cancer-specific learning competencies


•	 develop their action plan and summarise 
the evidence which demonstrates their 
achievement of the breast cancer-specific 
nursing competencies relevant to their 
role or career aspirations. (The evidence 
may include examples of care plans, short 
reflective accounts of specific cases, copies 
of care/clinical pathways, analysis of key 
local, national and international policy 
documents, mentor/peer observation, as 


4. Framework structure
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well as higher education accredited modules 
and programmes. Senior, advanced and 
consultant level nurses will need to have 
completed a credited breast care module as 
a minimum requirement. Senior level nurses 
will need the minimum qualification of a 
relevant degree; advanced level, a master’s 
degree; and nurse consultant level, a PhD.) 


•	 collate evidence relating to the cancer-
specific learning competencies for NMC 
revalidation. (Templates for compiling and 
recording evidence for NMC revalidation are 
available at: http://revalidation.nmc.org.
uk/download-resources)


•	 review in-service learning programmes; 
induction/preceptorship programmes 
relevant to the level of practice.


For all levels it is likely that some competencies 
will not be relevant and it is important for 
nurses and their line manager to determine 
competencies relevant to their role and 
development.



http://revalidation.nmc.org.uk/download-resources

http://revalidation.nmc.org.uk/download-resources
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5.	� Competency framework for nurses providing care 
to people with breast cancer – workplace 
development record 


1. Anatomy, physiology, prevalence and epidemiology


Learning outcomes


The practitioner will be able to:


Self assessment Action plan Evidence of Success Review date


1.1 Critically review epidemiological and 
prevalence statistics for breast cancer within the 
UK, understanding demographic and cultural 
differences


1.2 Explain the process of carcinogenesis and 
relate this to breast cancer to demonstrate 
understanding of the aetiology, risk factors, 
pathophysiology, signs/symptoms and treatment 
of breast cancer


1.3 Discuss the normal anatomy, physiology and 
pathophysiology of the breast, chest wall, axilla 
and the lymphatic system


1.4 Describe approaches to the diagnosis 
and staging of cancer and the nurse’s role in 
supporting patients through this process


1.5 Draw on understanding of the process of 
carcinogenesis and the biological basis of breast 
cancer to explain the use, effects and side 
effects of chemotherapy, biological and targeted 
therapies


1.6 Describe the normal anatomy of the arm to 
include major arteries, veins and nerves to support 
safe administration of intravenous medications


1.7 Describe possible disease trajectory of breast 
cancer, including recurrence or metastatic spread
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Practice-based skills and competencies


The practitioner will be able to:


Self assessment Action plan Evidence of Success Review date


1.8 Describe the principles of clinical examination 
of the breasts, axilla and regional lymph nodes. 
In addition, the importance of breast awareness, 
including visual awareness of the ‘normal’ breast 
for the patient


1.9 Explain the possible contributing risk factors 
of breast cancer to patients and members of their 
family, provide appropriate health and risk advice 
so that individuals can monitor for early signs of 
cancer and adopt healthy lifestyle behaviours. 
Participate in health promotion activities
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2. Psychological care


Learning outcomes


The practitioner will be able to:


Self assessment Action plan Evidence of Success Review date


2.1 Describe how attitudes, values and beliefs, 
in relation to cancer, influence the care and 
communication with PABC. This should include 
taking into account the needs of patients who 
have learning disabilities, dementia and mental 
health conditions


2.2 Recognise the importance of employing 
culturally sensitive approaches in the care of 
people with cancer and their families from all 
diverse communities 


2.3 Demonstrate knowledge of psychosocial 
and psychiatric disorders which may impact 
on the patient’s ability to adapt to a diagnosis, 
the treatment planned, and the level of support 
required


2.4 Consider the potential emotional distress for 
family members, friends or carers of the individual 
with a breast cancer diagnosis
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Practice-based skills and competencies


The practitioner will be able to:


Self assessment Action plan Evidence of Success Review date


2.5 Assess the psychological needs of the patient 
at significant points in the treatment and follow-
up pathway and refer to specialist services, 
statutory, voluntary and charitable organisations 
as appropriate 


2.6 Adjust professional behaviour in relation to the 
patient’s needs


2.7 Ensure the environment allows the patient and 
their family to share their concerns


2.8 Explore the psychological needs for a patient 
and their family when the individual requires end 
of life management 


2.9 Identify and reassure patients who may 
have psychological concerns in relation to 
complications and the fear of recurrent disease/
disease spread or other social/practical worries 
making referrals dependent on individual needs


2.10 Demonstrate an understanding of 
safeguarding issues for PABC so that support and 
the appropriate intervention can be given
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3. Communication


Learning outcomes


The practitioner will be able to:


Self assessment Action plan Evidence of Success Review date


3.1 Use research and theory to develop 
communication approaches to maximise 
effectiveness of communication in practice in 
supporting PABC


3.2 Reflect communication which takes into 
account the cultural attitudes and values of the 
patient and their family, including disadvantaged 
or vulnerable groups


3.3 Describe appropriate principles and guidance 
around communicating with individuals who may 
be vulnerable in relation to communication needs, 
such as individuals requiring translators or lacking 
capacity 


3.4 Describe appropriate use of communication 
mediums in communication with patients, their 
families and other health care professionals, 
taking into account legal, professional and ethical 
standards
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Practice-based skills and competencies


The practitioner will be able to:


Self assessment Action plan Evidence of Success Review date


3.5 Adapt communication styles to the patient’s 
needs using their assessment skills to ensure an 
individual’s needs are met


3.6 Assess the supportive care needs of patients 
and their families and be able to refer to 
appropriate support services


3.7 Provide PABC with appropriate verbal, written 
and information sources which are relevant to 
their individual diagnosis and cancer management 


3.8 If the patient wishes to address their concerns, 
find a time and a private space for the patient to 
talk with their family/supporter present 


3.9 Demonstrate empathy and respect towards a 
patient and respect their views, including those 
who refuse treatment


3.10 Demonstrate excellent communication skills 
and assess the patient’s level of understanding


3.11 Signpost individuals and family members to 
appropriate services, including written and digital 
charitable sources for further information. Ensure 
information needs are assessed at various points 


3.12 Assess the coping mechanisms of a patient 
at time points throughout the patient’s care, 
including end of life care, and assist with the 
facilitation of appropriate discussions with health 
and social care professionals


3.13 Utilise advanced communication skills and/or 
counselling skills for support of PABC


3.14 Integrate the principles of ‘make every 
contact count’, for example, in relation to health 
promotion and screening 


3.15 Provide advice and support to enable patients 
to manage the impact of diagnosis and treatment 
on their relationships with those important to 
them, for example, communicating with children
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4. Consent


Learning outcomes


The practitioner will be able to:


Self assessment Action plan Evidence of Success Review date


4.1 Explore the legal and ethical requirements 
of informed consent for patients undergoing 
treatment for breast cancer 


4.2 Demonstrate awareness of the legal and 
ethical requirements for treatment, including 
when implied consent may be suitable to use. 


Practice-based skills and competencies


The practitioner will be able to:


Self assessment Action plan Evidence of Success Review date


4.3 Discuss the treatment plan with the patient to 
ensure they are fully informed of the benefits and 
possible complications in the short and long term. 
Assist with ensuring the patient is able to give 
informed consent


4.4 Advocate for patients, particularly those 
that may be subject to coercion or a lack of 
understanding 


4.5 Demonstrate the ability to take consent 
for patients, to include covering possible 
complications so that patients can make an 
informed decision (including the risks of not 
undergoing treatment) 
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5. Holistic needs assessment


Learning outcomes


The practitioner will be able to:


Self assessment Action plan Evidence of Success Review date


5.1 Define the principles of holistic assessment in 
cancer practice and when they should be used 
to assess patient needs throughout the cancer 
management 


5.2 Recognise the complex, changing, multiple 
health needs of patients with cancer and their 
families across the disease trajectory


5.3 Demonstrate knowledge of appropriate 
support, information, referral and signposting in 
response to holistic needs assessment (HNA)


5.4 Define how HNAs, e-HNAs care plans and 
treatment summaries, form part of the recovery 
package for patients at the end of primary 
treatment


Practice-based skills and competencies


The practitioner will be able to:


Self assessment Action plan Evidence of Success Review date


5.5 Undertake a comprehensive nursing HNA, 
taking into account relevant physical, social, 
cultural, psychological, sexual and spiritual factors


5.6 Provide personalised care plans based on 
individual risks, needs and preferences of the 
patient, including signposting to additional 
support, with referrals as needed
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6. Multidisciplinary team working and interdisciplinary/interagency working


Learning outcomes


The practitioner will be able to:


Self assessment Action plan Evidence of Success Review date


6.1 Demonstrate knowledge of the different 
roles making up a multidisciplinary team and the 
specialist knowledge each team member brings


6.2 Demonstrate understanding of how the cancer 
nursing roles fit into the wider multidisciplinary 
team


6.3 Demonstrate understanding of the decision-
making process within a multidisciplinary team


6.4 Provide information and advice within the 
multidisciplinary team to support patient care


6.5 Recognise how multidisciplinary team 
communication and knowledge of local services 
available to patients, both hospital based and in 
the wider setting, can benefit patient care


6.6 Consider and evaluate how the 
multidisciplinary team have reached the proposed 
recommendation for individual patients and relate 
these to the application of possible multimodality 
cancer treatments. Ensure the patient’s needs and 
wishes have informed the discussion 


6.7 Demonstrate knowledge of the 
histopathological and multidisciplinary team 
meeting process and the implications this has on 
the results phase of the patient journey, including 
rationale for the need for further surgery, adjuvant 
treatments and the prognostic significance
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Practice-based skills and competencies


The practitioner will be able to:


Self assessment Action plan Evidence of Success Review date


6.8 Explain the role of a key worker and how this 
may change through the cancer pathway


6.9 Explain the role of the multidisciplinary team, 
including how it supports treatment decision 
making and works collaboratively to deliver 
patient-centred care


6.10 Appropriately consider co-morbidity 
and individual circumstances of the PABC, 
and implement appropriate referrals to other 
professionals and agencies in respect of these


6.11 Engage in appropriate planning and 
coordinate care between different health and 
social care providers, including voluntary and 
statutory care agencies
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7. Clinical trials and application of research


Learning outcomes


The practitioner will be able to:


Self assessment Action plan Evidence of Success Review date


7.1 Evaluate the importance of nursing and clinical 
research in advancing practice 


7.2 Discuss the legal and ethical requirements of 
the recruitment of patients to research or clinical 
trials


7.3 Analyse research findings in the context of 
evidence-based practice in a breast specialty 


7.4 Analyse the research process and range 
of research methods (including service 
development) in advancing services in a breast 
specialty 


7.5 Outline the use and role of health services 
research and cancer audit in the role of practice 
development 


7.6 Outline the process of treatment development 
within clinical trials and how the different phases 
may impact on a patient’s care and treatment
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Practice-based skills and competencies


The practitioner will be able to:


Self assessment Action plan Evidence of Success Review date


7.7 Discuss the proposed research with patients 
and their significant others to ensure they are 
fully informed of the benefits and their rights as a 
research subject 


7.8 Demonstrate strategies for safeguarding 
interests and the safety of patients considering 
and participating in research and clinical trials


7.9 Provide an evidence-based approach to justify 
nursing practice for interventions within practice 
area in relation to a breast specialty 


7.10 Use knowledge of the research and audit 
process and methods to develop and lead projects 
for practice and service development for working 
in a breast specialty
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8. Screening and health promotion


Learning outcomes


The practitioner will be able to:


Self assessment Action plan Evidence of Success Review date


8.1 Demonstrate awareness of the guidelines and 
management of common screen detected non-
malignant conditions, for example, B3 lesions or 
atypical ductal hyperplasia, in line with national 
guidance


8.2 Identify risk factors such as family history, 
genetic or lifestyle factors, for breast cancer and 
describe approaches for the prevention, screening 
and early detection of breast cancer


8.3 Demonstrate a clear understanding of 
NHSBSP pathways and processes, including the 
age extension programme


8.4 Demonstrate an understanding of breast 
cancer risk assessment in line with national 
guidelines and have the knowledge to signpost 
individuals to relevant services


8.5 Demonstrate a clear understanding of the 
familial breast cancer guidelines, including the 
related risks, genetic testing/counselling and 
options for reducing the risk, such as bilateral risk 
reducing mastectomies and surveillance


8.6 Demonstrate an understanding of the 
principles of breast screening and prophylactic 
treatments available to high-risk patients


8.7 Reflect on lay perspectives of health and 
illness, including access barriers to the screening 
programme  


8.8 Has an understanding of the implications for 
a patient of an interval cancer and the additional 
support and information needed


8.9 Demonstrate an understanding of the duty of 
candour process regarding interval cancers







ROYAL COLLEGE OF NURSING


25


8.10 Demonstrate an understanding of the 
importance of liaison with national screening 
bodies and their national guidance  


8.11 Understand the rationale for the role and 
responsibility of the nurse in breast screening and 
health promotion


Practice-based skills and competencies


The practitioner will be able to:


Self assessment Action plan Evidence of Success Review date


8.12 Describe approaches to the diagnosis of 
breast cancer within the NHS breast screening 
programmes, such as needle biopsy and 
additional imaging, and the nurse’s role in 
supporting patients through this process


8.13 Participate in health promotion and describe 
issues relevant to breast screening among a 
diverse population


8.14 Provide psychological support throughout the 
screening process, directing patients to relevant 
organisations when appropriate


8.15 Demonstrate awareness of screening for trans 
and non-binary individuals


8.16 Demonstrate knowledge and awareness on 
how to support high-risk patients with genetic or 
family history backgrounds during the high-risk 
screening process


8.17 Demonstrate knowledge of the signs and 
symptoms of breast cancer in the context of 
mammographic occult lesions


8.18 Communicate with the patient about 
treatment centres, options and refer appropriately
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9. Diagnosis


Learning outcomes


The practitioner will be able to:


Self assessment Action plan Evidence of Success Review date


9.1 Demonstrate a clear understanding of the 
systematic management process and triple 
assessment of patients with breast symptoms, 
including the implications of different outcomes 


9.2 Describe the approaches to the diagnosis of 
breast cancer, staging and treatment plan, and 
a nurse’s role in supporting patients through 
treatment and management 


9.3 Construct a care plan for a patient with a 
breast cancer diagnosis, utilising advanced 
knowledge and critical thinking skills and 
incorporating best evidence-based practice


9.4 Demonstrate understanding of treatment and 
management options for patients with benign 
breast disease


Practice-based skills and competencies


The practitioner will be able to:


Self assessment Action plan Evidence of Success Review date


9.5 Explain the breast cancer diagnosis to 
the patient and family, assess their level of 
understanding, and provide additional information 
and reassurance where necessary


9.6 Discuss the impact of any potential treatment 
on fertility, options for fertility preservation, and 
refer appropriately 


9.7 Provide evidence of working at advanced 
level, clinically examining and diagnosing patients 
with breast symptoms. Demonstrating advanced 
clinical competence and a knowledge base 
beyond those associated with traditional nursing 
roles


9.8 Provide personalised care plans based on 
individualised holistic needs assessments 
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10. Breast surgery


Learning outcomes


The practitioner will be able to:


Self assessment Action plan Evidence of Success Review date


10.1 Describe the national guidelines for surgical 
treatment of breast cancer, demonstrating a 
thorough understanding of all the surgical options 
available to the breast and axilla


10.2 Demonstrate an understanding of the specific 
psychological factors that may be affecting 
patients following their surgery, such as breast 
loss and other  concerns at this time in their 
treatment trajectory 


Practice-based skills and competencies


The practitioner will be able to:


Self assessment Action plan Evidence of Success Review date


10.3 Discuss the rationale, and pros and cons of 
the different surgical option/s to enable a patient 
to arrive at an informed decision


10.4 Describe the pre-operative and post-
operative care, recognising supportive needs and 
diversity in patient groups


10.5 Explain the potential post-operative 
complications that may arise from surgery, the 
causes, incidence and management of these 


10.6 Advise and support PABC in temporary and 
permanent prosthesis fitting and/or bra fitting


10.7 Take a relevant clinical history; conduct 
an examination of the post-operative breast 
and axilla to diagnose complications. Manage 
according to local protocol and best practice


10.8 Independently manage and assess post-
operative complications, such as infections and 
seroma. This may include determining wound and 
seroma management and prescribing 


10.9 Provide appropriate information and support 
about risk-reducing surgery and reconstructive 
options, and the potential effects of mastectomy. 
Provide details of support groups/contacts of 
other women who have had risk-reducing surgery
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11. Breast and nipple reconstruction


Learning outcomes


The practitioner will be able to:


Self assessment Action plan Evidence of Success Review date


11.1 Recognise the eligibility of immediate 
breast reconstruction for patients undergoing 
mastectomy and be able to discuss the factors 
that may preclude an immediate breast 
reconstruction


11.2 Demonstrate a comprehensive knowledge of 
the types of breast reconstruction techniques, 
including implant surgery and autologous 
reconstructions, and appraise the differences and 
criteria for immediate or delayed surgery


11.3 Discuss the principles of surgical nipple 
reconstruction, explaining the technique of nipple 
areola tattooing, the possible complications and 
the management of complications 


11.4. Demonstrate knowledge of the implications 
for contralateral breast surgery and on-going 
reconstructive surgery, such as lipomodelling and 
symmetrisation surgical techniques


Practice-based skills and competencies


The practitioner will be able to:


Self assessment Action plan Evidence of Success Review date


11.5 Provide comprehensive verbal, written, digital 
and visual information, discussing the pros and 
cons of reconstructive options – enabling patients 
to make informed decisions relevant to their 
individual preferences and circumstances


11.6 Deliver specialised implant expansion and 
nipple areola tattooing
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12. Lymphoedema


Learning outcomes


The practitioner will be able to:


Self assessment Action plan Evidence of Success Review date


12.1 Identify the risks and contributory factors 
leading to lymphoedema, including relevant 
guidance on intravenous access for systemic 
anti-cancer treatment (SACT). Understand the 
difference between primary and secondary 
lymphoedema


12.2 Describe the signs and symptoms of 
lymphoedema and relevance of early detection 
and intervention, including pre-op assessment/
measurement, and exclude other causes


12.3 Outline the appropriate treatments which may 
include skin care, exercise, compression garments 
and self/manual lymphatic drainage


12.4 Discuss the indications for referral to a 
specialist practitioner as appropriate


Practice-based skills and competencies


The practitioner will be able to:


Self assessment Action plan Evidence of Success Review date


12.5 Provide information on evidence-based 
lifestyles and activities that minimise the risk of 
lymphoedema and its complications


12.6 Provide education – both verbal and 
written information, and advice for prophylaxis, 
particularly for patients with lymphoedema


12.7 Demonstrate basic assessment and care 
of lymphoedema, to include limb/breast 
measurement, skin and tissue assessment, care of 
skin, appropriate fit, use and care of compression 
garments/bras and psychological support


12.8 Recognise and promote agreed national 
guidelines for the management of acute and 
recurrent cellulitis


12.9 Undertake nurse-led specialist lymphoedema 
clinics. Nurses undertaking this will be required 
to undertake specialist training in lymphoedema 
management which is university accredited
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13. Systemic anti-cancer treatments and supportive medications (SACT)


Learning outcomes


The practitioner will be able to:


Self assessment Action plan Evidence of Success Review date


13.1 Provide knowledge and understanding of 
drug actions prescribed in the management 
of breast cancer patients: chemotherapy, 
biological targeted-therapies and biosimilars. 
This should include SACT in the neoadjuvant, 
adjuvant and metastatic settings. Plus, knowledge 
and understanding of endocrine therapy and 
bisphosphonates


13.2 Explain the different routes for SACT 
administration, to include vesicant and non-
vesicant drugs


13.3 Identify the common toxicities associated 
with breast SACT regimens and appropriate 
management of the toxicities


13.4 Identify the role of other supportive 
medications in the management and support of 
breast cancer related symptoms and treatment 
side effects 
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Practice-based skills and competencies


The practitioner will be able to:


Self assessment Action plan Evidence of Success Review date


13.5 Describe SACT regimens in breast cancer. 
This will include the sequence of drugs and SACT 
regimens across the disease trajectory


13.6 Discuss the educational and information 
needs of breast patients receiving SACT


13.7 Identify the potential routes, including the 
most appropriate venous access devices for 
breast patients and SACT administration. Also 
discuss rationale for each route/device


13.8 Safely undertake the care and maintenance of 
vascular access devices


13.9 Demonstrate the preparation, safe handling, 
administration, storage and disposal of SACTs


13.10 Discuss the common and acute toxicities 
of breast cancer SACT regimens. Demonstrate 
working knowledge of the CTC/UKONS triage tool


13.11 Outline reactions/side-effects associated with 
breast cancer SACT regimens and the appropriate 
interventions. This should include regional 
guidelines and triage procedures 


13.12 Undertake appropriate education and 
training for administration of cytotoxic 
medications in line with local guidelines


13.13 Understand and apply the relevant legislation 
to the practice of non-medical prescribing


13.14 Prescribe safely and appropriately, within 
current guidelines, applying the relevant 
legislation and working within your scope of 
practice 
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14. Radiotherapy


Learning outcomes


The practitioner will be able to:


Self assessment Action plan Evidence of Success Review date


14.1 Discuss how radiotherapy works in the 
treatment of breast cancer in both the primary 
and secondary settings, including management of 
pain, metastatic spinal cord compression (MSCC) 
treatment and haemorrhage


14.2 Demonstrate awareness of ionising radiation 
(medical exposure) regulations IRMER 


Practice-based skills and competencies


The practitioner will be able to:


Self assessment Action plan Evidence of Success Review date


14.3 Discuss the short- and long-term side effects 
of radiotherapy and demonstrate knowledge of 
the side effect management, including fatigue and 
skin care management


14.4 Outline potential preventative measures that 
may reduce a radiotherapy skin reaction


14.5 Discuss emerging radiotherapy trends such as 
intra operative radiotherapy and deep inspiration 
breath hold (DIBH) 


14.6 Provide information for the patient when 
finishing radiotherapy about care of the skin when 
it reaches maximum reaction post treatment 
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15. Follow up


Learning outcomes


The practitioner will be able to:


Self assessment Action plan Evidence of Success Review date


15.1 Demonstrate a clear understanding of the 
follow-up process for those patients diagnosed 
and treated for an early stage breast cancer 


15.2 Understand the importance and principles 
surrounding mammographic follow up following 
breast cancer treatment


15.3 Demonstrate knowledge of the signs and 
symptoms associated with a local recurrence of 
breast cancer and distant metastases


15.4 Demonstrate knowledge of the potential 
consequences of the long-term effects and late 
effects of breast cancer treatment. For example, 
fatigue and menopausal symptoms


15.5 Understand the principles and importance 
surrounding long-term breast cancer treatment 
and the dangers of non-adherence to treatments


15.6 Describe the principles of an individualised 
recovery package, including rehabilitation, self-
management and life-style interventions
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Practice-based skills and competencies


The practitioner will be able to:


Self assessment Action plan Evidence of Success Review date


15.7 Explain the follow-up process for patients 
with early stage breast cancer and completed 
their breast cancer treatment


15.8 Appropriately consider the impact and 
co-morbidity associated with breast cancer 
treatment and the long-term survivorship on the 
health status of the patient and their family/carers


15.9 Implement appropriate referrals or signpost 
the patient to other health care professionals 
or agencies if the patient identifies concerns or 
needs 


15.10 Provide appropriate help, advice and support 
to the patient to aid with self-monitoring of long-
term consequences of breast cancer treatment 
and the principles of breast awareness and body 
awareness


15.11 Effectively evaluate patient adherence and 
concordance with taking endocrine therapy. 
Engage in patient education about the benefits 
and provide support to help side effects, for 
example, joint pain and menopausal symptoms 


15.12 Perform an end of treatment review and 
produce a patient treatment summary and care 
plan based on a holistic needs assessment


15.13 Lead and support a specialised recovery 
programme for patients on completion of breast 
cancer treatment


15.14 Explain to patients the self-surveillance 
required to report recurrence of disease or 
metastatic spread
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16. Secondary breast cancer


Learning outcomes


The practitioner will be able to:


Self assessment Action plan Evidence of Success Review date


16.1 Understand the pathogenesis and natural 
history of breast cancer, its potential to 
metastasise and likely pattern of spread


16.2 Describe the symptoms of a patient initially 
presenting or progressing with secondary breast 
cancer (SBC)


16.3 Recognise the prognostic significance of 
the different metastatic sites and the burden of 
disease 


16.4 Discuss treatment options in line with local 
protocols, showing an awareness of the biology of 
the secondary disease


16.5 Demonstrate knowledge of the implications a 
diagnosis of secondary breast cancer can have on 
PABC


16.6 Guide the patient to make decisions regarding 
their medical care and support patients in 
choosing wisely, including the decision to choose 
best supportive care over medical treatment


16.7 Demonstrate an understanding of the 
importance of a seamless transition between 
primary breast cancer care to secondary breast 
cancer care to palliative and end of life care
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Practice-based skills and competencies


The practitioner will be able to:


Self assessment Action plan Evidence of Success Review date


16.8 Describe the investigations needed to assist 
in the diagnosis or progression of SBC


16.9 Request relevant scans in line with relevant 
IMRER 


16.10 Demonstrate awareness of the effectiveness 
of the treatment and monitoring on this treatment


16.11 Explain these results to the patient and their 
family, and the implication of these results


16.12 Explain MSCC, hypercalcemia, ascites, pleural 
effusion and seizures to the patient and the red 
flag symptoms to report


16.13 Examine a patient for signs of MSCC and 
refer for urgent MRI as necessary


16.14 Perform a clinical patient assessment for 
signs of disease progression, undertaking general 
as well as neurological, respiratory, cardiac and 
abdominal assessments


16.15 Demonstrate management of fungating 
breast wounds, showing awareness of the 
management of infection, necrosis, malodour and 
haemorrhage


16.16 Describe the implications of recurrence of 
disease or metastatic disease to patients who 
may be diagnosed with recurrence of disease or 
advanced breast cancer


16.17 Perform a HNA and undertake a care plan 
and referral as appropriate focused on maximising 
quality of life and living well with breast cancer 







ROYAL COLLEGE OF NURSING


37


17. Palliative care and end of life care


Learning outcomes


The practitioner will be able to:


Self assessment Action plan Evidence of Success Review date


17.1 Explain how the pathways and principles 
of palliative care and end of life care are 
implemented in locality 


17.2 Understand and assess the physical, 
psychological, social, emotional and spiritual 
impact of moving to end of life care, taking into 
account cultural differences


Practice-based skills and competencies


The practitioner will be able to:


Self assessment Action plan Evidence of Success Review date


17.3 Discuss, inform, support and educate PABC 
about palliative and end of life care where 
appropriate


17.4 Explain to PABC the role of palliative care in 
symptom management 


17.5 Facilitate appropriate discussions between 
health and social care professionals, PABC to 
elicit their preferences on goals of care and the 
transition between active treatment and end of life 
care


17.6 Assess the information needs for PABC about 
the dying process and communicate sensitively 
and truthfully 


17.7 Identify and deliver evidence-based 
interventions to support PABC to deliver palliative 
and end of life care. This should include referral 
to specialist services and statutory, voluntary and 
charitable organisations to support desired care 
pathway


17.8 Recognise the biological processes of dying 
and support the patient and family through their 
loss and grief
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18. Leadership


Learning outcomes


The practitioner will be able to:


Self assessment Action plan Evidence of Success Review date


18.1 Ensure the integration of local and national 
legal, ethical and professional standards in relation 
to high quality care for PABC


18.2 Discuss the advanced level nursing standards 
required to care for PABC at an advanced level of 
nursing practice


18.3 Discuss the role of clinical governance, 
and the principles of risk assessment and risk 
management  


18.4 Reflect on models of clinical leadership 
and how these can be developed at all levels to 
collectively develop vision and an integrated 
leadership culture within teams, departments and 
organisations


18.5 Demonstrate knowledge of the role of 
research, audit, analysis, evaluation and evidence-
based practice changes, including evidence from 
the national cancer patient experience survey to 
inform quality improvement service delivery


18.6 Discuss leadership and relevant resource 
management strategies in relation to 
performance, effectiveness and high-quality 
compassionate care 


18.7 Demonstrate knowledge about cancer 
strategy/policy at a national level


18.8 Demonstrate knowledge about cancer 
strategy/policy at a European and international 
level 
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Practice-based skills and competencies


The practitioner will be able to:


Self assessment Action plan Evidence of Success Review date


18.9 Demonstrate and promote application of the 
principles of nursing practice and concordance of 
legal, ethical and professional practice standards 


18.10 Lead in the development of a culture where 
all staff assess risk and implement appropriate risk 
management strategies in order to promote staff 
and patient wellbeing and safety


18.11 Demonstrate evidence of continuing 
professional development and support others in 
developing their skills, experience, knowledge, 
gaining relevant qualifications and competencies


18.12 Apply knowledge, experience and leadership 
to influence and shape nursing practice and policy 
at different strategic levels


18.13 Contribute or develop and/or deliver 
accredited or non-accredited breast cancer 
education 


18.14 Apply quality and service improvement 
initiatives and policy, implementing new 
innovative models of care, forming alliances with 
multidisciplinary professionals across boundaries 
to serve the needs of PABC 


18.15 Act as a role model to demonstrate the 
ability to plan, coordinate and evaluate the use of 
health care resources in an innovative appropriate 
manner when providing care to PABC
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CTC		  Common toxicity criteria


DIBH		  Deep inspiration breath hold 


DHSSPS	 Department of Health, Social Services and Public Safety


EONS		  European Oncology Nursing Society


HEI(s)		  Higher education institution(s)


HNA		  Holistic needs assessment


IRMER		 Ionising Radiation (Medical Exposure) Regulations


MRI		  Magnetic resonance imaging


MSCC		  Metastatic spinal cord compression


NES		  National Health Service Education Scotland


NICE		  National Institute for Health and Care Excellence


NLIAH		 National Leadership and Innovation Agency for Healthcare


NMC		  Nursing and Midwifery Council


PABC		  People affected by breast cancer


SACT		  Systemic anti-cancer treatment


SBC		  Secondary (metastatic) breast cancer


UKONS		 United Kingdom Oncology Nursing Society
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People affected by breast cancer 
(PABC) 


Those at risk of developing cancer, people 
living with cancer, people who have completed 
treatments, carers, family members and 
significant others across the age spectrum and 
continuum of care.


Continuum of care


Includes the trajectory of the experience of 
PABC. Whilst this trajectory may vary for each 
individual, the five main phases that correspond 
to the critical elements of health services needed 
by PABC to respond to their disease-related and 
personal experiences are:


1.	� reducing the risk of developing cancer 
(prevention and health promotion)


2.	� finding cancer as early as possible (screening 
and early detection)


3.	 having active treatment


4.	� following and between treatment 
(rehabilitation and survivorship)


5.	� palliative and end of life care if the cancer is 
not cured.


Domains of health


Include the physical, psychological, emotional, 
sexual health, cultural, social, practical, spiritual 
and informational aspects of a person’s health 
and wellbeing. 


Key definitions
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The Career and Education Framework for Cancer Nursing (RCN, 2017) adopted the Career Framework 
for Health (Skills for Health, 2010) to provide a common language for role title, level of practice 
and career development. It focuses on levels 5–8 and is used to define the level of practice and the 
cancer-specific nursing outcomes expected of the registered nurse providing general cancer care 
and those practising in specialist cancer care at registered practitioner, senior practitioner, advanced 
practitioner and consultant practitioner levels.


Appendix 1: Career Framework 
(Skills for Health, 2010)
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Career Framework Level 9
People working at level 9 require knowledge at the most advanced frontier of the field of work and at the interface 
between fields. They will have responsibility for the development and delivery of a service to a population, at the 
highest level of the organisation.  Indicative or Reference title: Director9
Career Framework Level 8
People at level 8 of the career framework require highly specialised knowledge, some of which is at the forefront of 
knowledge in a field of work, which they use as the basis for original thinking and/or research. They are leaders with 
considerable responsibility, and the ability to research and analyse complex processes. They have responsibility for 
service improvement or development. They may have considerable clinical and/or management responsibilities, be 
accountable for service delivery or have a leading education or commissioning role.  
Indicative or Reference title: Consultant


8
Career Framework Level 7
People at level 7 of the career framework have a critical awareness of knowledge issues in the field and at the interface 
between different fields. They are innovative, and have a responsibility for developing and changing practice and/or 
services in a complex and unpredictable environment.  Indicative or Reference title: Advanced Practitioner7
Career Framework Level 6
People at level 6 require a critical understanding of detailed theoretical and practical knowledge, are specialist and /
or have management and leadership responsibilities. They demonstrate initiative and are creative in finding solutions 
to problems. They have some responsibility for team performance and service development and they consistently 
undertake self development.  Indicative or Reference title: Specialist/Senior Practitioner


6


Key Elements of the Career Framework


Career Framework Level 5
People at level 5 will have a comprehensive, specialised, factual and theoretical knowledge within a field of work and 
an awareness of the boundaries of that knowledge. They are able to use knowledge to solve problems creatively, make 
judgements which require analysis and interpretation, and actively contribute to service and self development. They may 
have responsibility for supervision of staff or training.  Indicative or Reference title: Practitioner


5
Career Framework Level 4
People at level 4 require factual and theoretical knowledge in broad contexts within a field of work. Work is guided 
by standard operating procedures, protocols or systems of work, but the worker makes judgements, plans activities, 
contributes to service development and demonstrates self development. They may have responsibility for supervision of 
some staff.  Indicative or Reference title: Assistant/Associate Practitioner


4
Career Framework Level 3
People at level 3 require knowledge of facts, principles, processes and general concepts in a field of work. They may 
carry out a wider range of duties than the person working at level 2, and will have more responsibility, with guidance 
and supervision available when needed. They will contribute to service development, and are responsible for self 
development.  Indicative or Reference title: Senior Healthcare Assistants/Technicians


3
Career Framework Level 2
People at level 2 require basic factual knowledge of a field of work. They may carry out clinical, technical, scientific or 
administrative duties according to established protocols or procedures, or systems of work.  
Indicative or Reference title: Support Worker2
Career Framework Level 1
People at level 1 are at entry level, and require basic general knowledge. They undertake a limited number of 
straightforward tasks under direct supervision. They could be any new starter to work in the Health sector, and progress 
rapidly to Level 2.  Indicative or Reference title: Cadet1


© Skills for Health, 2010. All rights reserved.







52


The RCN represents nurses and nursing, promotes 
excellence in practice and shapes health policies


RCN Online
www.rcn.org.uk


RCN Direct 
www.rcn.org.uk/direct


0345 772 6100


Published by the Royal College of Nursing
20 Cavendish Square 


London 
W1G 0RN


020 7409 3333


August 2019 
Review date: August 2022
Publication code: 007 657


This activity has been supported by a grant from Roche Products Limited.  
Roche Products Limited has had no control over the educational content of this activity.



http://www.rcn.org.uk




image11.png
G reater G M CA MANCHESTER m

COMBINED .
in Greater Manchester

Manchester AUTHORITY





image12.png
, @GM_Cancer
gmcancer.org.uk





image13.png
GM Macmillan Lymphoedema Programme
Funded by

MACMILLAN

CANCER SUPPORT





 


 


 


Page 


1


 


of 


2


 


Greater Manchester 


Chronic Oedema/


Lymphoedema Standards 


 


 


 


 


These Standards have been produced through the Greater Manchester Cancer’s Macmillan GM Lymphoedema 


Programme. 


 


 


These standards look at the risk and management of lymphoedema/chronic oedema regardless of its cause 


including primary, secondary (non


-


cancer)


, secondary (cancer related lymphoedema) 


 


 


 


These standards have been developed based on 


 


 


The National Lymphoedema Partnership Commissioning Guidance 


 


 


Commissioning Guidance for Lymphoedema Services for Adults Living with and Beyond Cancer 


 


Version 2: March 2020 
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The BLS National Tariff Guidelines 


 


 


Lymphoedema Service Specifications


 


and Operational policies from lymphoedema services across Greater 


Manchester. 
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