[image: ]


Executive Summary

Scoping of Lymphoedema Services and Workforce Across Wessex
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This report presents the findings from the scoping of services across the NHS, third sector and other voluntary organisations providing lymphoedema services across Wessex.

England currently spends more than £178 million on hospital admissions due to lymphoedema, with a rise in costs of £7million from 2013 to 2014, equating to more than 22,904 additional admissions.
The National Lymphoedema Partnership (2019)1


It has been estimated that for every £1 spent on lymphoedema services, the NHS saves £100 in reduced hospital admissions
Lymphoedema Services in England: A case for change. NCAT, 20182
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Definitions

For clarity the definitions of primary and secondary lymphoedema are set out below.

Lymphoedema is a chronic swelling due to a failure of the lymphatic system. It can affect any part of the body and is classified as either primary lymphoedema, where there is a congenital lymphatic abnormality, or secondary lymphoedema, where the lymphatic system is damaged by an extrinsic process such as trauma, disease, or infection3. 

Secondary lymphoedema is acquired and is relatively common compared to primary lymphoedema with estimated prevalence of 1 in 1,000 versus 1 in 100,000 for primary lymphoedema. The mechanism by which secondary lymphoedema develops is obstruction or damage to the lymphatic vessels due to various aetiologies including trauma, malignancy and its treatment, surgery, radiotherapy, infection, chronic venous insufficiency, lipoedema, immobility and chronic underlying systemic diseases4. 

The term ‘cancer related lymphoedema’ has been used to describe secondary lymphoedema which is a consequence of cancer or the treatment for cancer.











Key Messages


· There are some well-developed, highly respected specialised lymphoedema services across Wessex, however there are significant differences across the patch leading to inequalities between what interventions are available for patients in different areas.

· Existing lymphoedema services in Wessex are highly valued by clinical teams, however there is acknowledgement that they are significantly underfunded, under resourced and vulnerable, leading to long waits for appointments for patients, and a reluctance to overly refer by clinicians.

· Evidence shows that early intervention leads to significantly improved outcomes for patients, however a majority of the services that exist across Wessex do not have the capacity to provide risk reduction/early input, having to prioritise established, complex cases of lymphoedema.

· The number of specialised lymphoedema practitioners in Wessex is far below the recommended number needed for the estimated prevalence of lymphoedema as per the British Lymphology Society guidelines, particularly in Hampshire.

· Increasing investment in specialist lymphoedema services could lead to significant benefits for patients, health care providers including primary care, and commissioners. 

· A lymphoedema service that is adequately staffed to meet the needs of a local health population could enable early treatment intervention for all patients, through organised integrated pathways of care and education, leading to cost savings and better patient outcomes.

· The development of more robust lymphoedema services will improve patient experience and improve the quality of life for those living with and beyond cancer and cancer treatment

· There are some excellent examples of cancer nurse specialists completing further training to provide lymphoedema management to patients as part of their CNS role. There is potential to upskill other clinical teams to provide lymphoedema management support at a universal level. Note: specialist services need to be provided alongside this additional support. 

· The workforce pipeline for lymphoedema practitioners is not evident with few practitioners choosing to specialise in lymphoedema management as professional prospects within the field are perceived as limited.

· There is an expectation for specialist lymphoedema services to provide training for the non-specialist workforce: this report has highlighted that there is no capacity within the current services to provide this.

Approach to the Scoping Aims of the Scoping Project 
• To highlight the prevalence of lymphoedema across Wessex and the importance of accessing treatment for patients with lymphoedema
• To identify and map current cancer related lymphoedema services and support networks across Wessex
•To identify where there are gaps in the provision of NHS commissioned cancer related lymphoedema services
• To establish and recommend training requirements for the generalist and specialist cancer workforce across care sectors in Wessex to better support people with lymphoedema within current services and
•To raise awareness within the ICBs of the need to commission Wessex wide lymphoedema services


In order to achieve the aims the following methodology was undertaken:

1. Desk based research exercise and literature review

2. Stakeholder mapping including all NHS supported specialist lymphoedema services that are free for patients at the point of contact in Wessex, cancer nurse leads across Wessex.

3. Semi structured interviews were completed via Teams online or face to face, with a list of formal questions but also allowing for open conversation. Interviews were held with: 
i. NHS supported specialist lymphoedema services
ii. a range of clinicians across Wessex from services representatives from fourteen Cancer Nurse Specialist (CNS) teams across each of the acute trusts from different cancer sites where there is an increased risk of lymphoedema developing
iii. a patient representative group. 

4. Themes from the interviews were collated and presented in a report.











Main Findings from Literature Review
Macmillan (2015)5 estimated that around 500,000 people living with and beyond cancer have one or more physical or psychosocial consequences of their cancer or its treatment that affects the quality of their lives on a long-term basis, lymphoedema being one of these consequences that can have significant and lasting effects.

Lymphoedema is a chronic condition, and it is not curable. Clinical consensus suggests it can be alleviated by appropriate active management, but without this it will progress and become increasingly difficult to manage3. This means that risk reduction and management strategies should cover the patient’s entire lifespan, yet services across the UK are patchy. One of the biggest challenges for those living with lymphoedema in the UK is the lack of parity of access to services dependent on where you live5.

The incidence and prevalence of lymphoedema is increasing as more patients survive cancer1

There is an increased risk of cancer related lymphoedema developing where a patient7:
[bookmark: _Hlk131279226]• Has had surgery to the lymph nodes (risk increases the more lymph nodes are removed)
• Has had radiotherapy to the lymph nodes or to an area of the body where there are lymph nodes
• Has had complications after surgery to the lymph nodes, such as infection
• Is overweight 
• Has limited joint mobility 
[bookmark: _Hlk131279106]• Develops cellulitis following treatment (a sudden infection of the skin and the tissue underneath it)
• Has advanced cancer
•The risk is greater if there has been both surgery and radiotherapy to the lymph nodes. 
•The risk is lower in people who only have a sentinel lymph node biopsy

The presence of lymphoedema in people with cancer can lead to significant distress for patients and
their families. It presents challenges for health professionals, and many do not feel that they have knowledge and skills to manage lymphoedema effectively8

Patients with lymphoedema have an increased susceptibility to acute cellulitis leading to avoidable acute admissions and long-term dependency on antibiotics9

The All-Ireland Lymphoedema Guidelines for the Diagnosis, Assessment and Management of Lymphoedema (2022)4 estimates the risk of different cancer sites to be:
· Breast 12%-25% 
· Gynaecological 33% 
· Melanoma 20% 
· Prostate 10% 
· Bladder 10%-20% 
· Head and neck 62%-75.3% 

Early recognition provides opportunities for simple interventions and education to either reduce the risk, prevalence, severity of lymphoedema and the complications arising from it. Early treatment is simpler and less costly to the NHS and impacts less on patient quality of life10

Among patients with cancer related lymphoedema it is recognised that a lack of awareness of lymphoedema and appropriate skills in assessment and management can contribute to unsafe care and more complex swelling3

Where specialist lymphoedema services are available patients experience an improved quality of life. A study of over 700 chronic oedema/lymphoedema patients in Scotland found that 97.5% of those who received specialist care had their swelling controlled, compared to fewer than 80% of those treated by non-specialist services8.




Results of Scoping Specialist Lymphoedema Services Across Wessex
Table 1 shows the predicted total number of lymphoedema patients in Wessex as per the BLS Lymphoedema Service Cost Calculator11, and the estimated number of cancer related lymphoedema patients in Wessex using the figures of 50-55% reported by research completed in Northern Ireland and Wales1

Table 2 shows the significant lack in specialist lymphoedema provision across Wessex when compared to these guidelines, with less than half the required WTE lymphoedema practitioners employed.

Table 1: Estimated Prevalence of Lymphoedema Across Wessex

	[bookmark: _Hlk130307673]Integrated Care System (ICS)
	Population
	Approximate Number of Lymphoedema patients
	Approximate number of Cancer Related Lymphoedema Patients
	Approximate no of WTE Cancer Related Lymphoedema practitioners required

	Hampshire and the Isle of Wight
	1,824,154
	7169

	3585-3943
	14.4-15.8


	Dorset
	773,839
	3041
	1521-1673
	6.1-6.7

	Wessex Total
	2,597,993
	10210
	5105-5616
	20.5-22.5




Table 2: BLS Guidelines vs Current Numbers of Lymphoedema Practitioners and Clinic Hours in Wessex

	Integrated Care System
	Approximate no of Cancer Related Lymphoedema practitioners required as per BLS guidelines
	Actual no of lymphoedema Practitioners Identified
	Number of Lymphoedema Clinic Hours Available a Week

	Hampshire and the Isle of Wight
	14.4-15.8

	2.4
	85

	Dorset
	6.1-6.7
	6.96
	202

	
Total
	
20.5-22.5
	
9.36
	
287




In Dorset there are 3 full time specialist lymphoedema services covering the county, with a distinct service for each of the acute hospitals and surrounding areas. They each have more than 1 member of staff with clinics covering almost every day of the week and supportive infrastructure around them. Waiting list times vary from 10 days up to 6 weeks.

In Hampshire the specialist lymphoedema services are much smaller with the qualified lymphoedema practitioners working less hours and often fitting it in as part of their wider role rather than their sole employment. In particular there is a distinct lack of services in Portsmouth with puts further pressure on the services that do exist who are then inundated with out of area referrals. Waiting list times for the specialist services are significantly longer and can be anywhere from 3 up to 8 months, although where breast CNS teams are supporting lymphoedema services they will often be able to see patients within about 2 weeks to start assessments and complete basic management.

Identified Training Needs
[bookmark: _Hlk131149155]All specialist staff must undergo specialist training in line with the BLS professional roles in the Care of Lymphoedema (2016)12. This training is often expensive and only provided in a limited number of geographical locations, although virtual teaching sessions are becoming more common. It has also been identified few practitioners are choosing to specialise in lymphoedema management as professional prospects within the field are limited and there is a lack of support and nurturing for people wanting to train to treat lymphoedema, it therefore does not attract many people. 

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
•	Foldi
•	Vodder
•	Leduc
•	FG-MLD (fluoroscopy guided MLD).
Information about certified practitioners able to treat patients with lymphoedema is available from 
- MLD-UK (www.mlduk.org.uk)
- BLS (www.thebls.com)
- LSN (www.lymphoedema.org)
- Lymphoedema Training Academy (LTA) (www.lymph.org.uk ).

Education of the non-specialist workforce with the goal of early diagnosis and referral, should reduce the number of more complex cases that necessitate costly treatment and more staff intervention. Education of other health care professionals also enables community services to provide continuing care for stable patients discharged from the specialist service. There is expectation that lymphoedema practitioners should provide non-accredited teaching to the wider workforce (e.g. clinical nurse specialists, AHPs, GPs) with emphasis on awareness raising and facilitating early referrals into specialist services1, however it is clear that there is little capacity for this across Wessex within the time constraints the clinics have.

A number of online training opportunities were identified through the course of the project and can be found in Appendix 3 of the full project report.

Recommendations

As a result of this scoping project, nine recommendations have been made, with each one indicating the organisation(s) to which they are intendedRecommendation 1 – WCA, ICSs, NHS Trusts
Raise the awareness of the impact of secondary lymphoedema and the lack of specialist lymphoedema services for people affected by cancer across Wessex within organisations and ICSs.
Recommendation 2 – WCA, Healthcare service providers
Undertake scoping for lymphoedema services across the Isle of Wight.
Recommendation 3 – WCA, ICSs, NHS Trusts
Support organisations to build business cases to develop and expand specialist lymphoedema services with an initial focus on Hampshire. 
Recommendation 4 - WCA, Service Users and Third Sector Organisations
Co-design a guide for service providers which should include information on: a) Raising awareness of lymphoedema; b) Reducing risk of lymphoedema; c) Self-management of lymphoedema and d) Specialist lymphoedema services. 

Recommendation 5 – WCA, NHS Trusts
Scope other acute cancer care services, for example therapy radiographers and the medical workforce, with regards to their knowledge of lymphoedema and how they manage patients with lymphoedema symptoms, including their access/links to specialist services and training
Recommendation 6 – WCA, Healthcare service providers
Scope across primary care and community services, including tissue viability services and palliative care services, especially those supplying support to lymphoedema patients in a non-specialist capacity, with regards to how they manage patients with lymphoedema symptoms and their access/links to the specialist services and training

Recommendation 7 – WCA, NHS Trusts, Lymphoedema Education Providers, NHSE WET team
Identify and promote funding and training opportunities to develop universal level knowledge of lymphoedema and its management within the cancer workforce. 
Recommendation 8 – WCA, NHS Trusts
Undertake future workforce planning exercise into the supply and training of specialist lymphoedema practitioners across Wessex

Recommendation 9 – WCA ; HHFT
Undertake an audit to better understand the perceived increase in rates of breast lymphoedema
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