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B. Service Specifications

	

Service Specification No. 
	

	Service
	[bookmark: _GoBack]Lymphoedema

	Commissioner Lead
	Diane GiImour – Programme Manager

	Provider Lead
	

	Period
	1st April 2017 to 31st March 2019

	Date of Review
	October 2017



	1. Population Needs

	1.1 	National/local context and evidence base

Lymphoedema is a tissue swelling due to the failure of the lymphatic system.  It is a chronic, incurable and debilitating condition that causes high levels of psychological, physical and social distress. Lymphoedema can be caused by cancer and non-cancer conditions.

Lymphoedema is a long-term condition and patients who do not receive treatment can have frequent hospitalisation for cellulitis. Early management of lymphoedema is essential to ensure associated problems are minimised.  

In 2006 the Lymphoedema Framework launched its Best Practice guidelines for the management of Lymphoedema, International Consensus at the British Lymphology Society Annual Conference. The Lymphoedema Framework is a UK based research partnership which seeks to improve standards of lymphoedema care. It identifies that, lymphoedema is a condition that may produce physical and psychological morbidity, increased limb size that can interfere with mobility and affect body image, it frequently causes pain and discomfort, increases susceptibility to acute cellulitis/erysipelas resulting in frequent hospitalisation and long term dependency on antibiotics. It is a chronic (long term) condition, not yet curable but may be alleviated by appropriate management; however if ignored it could progress and become difficult to manage

Supportive and Palliative Care for Patients with Cancer (NICE 2004) recognises the physical and psychological interventions required for lymphoedema care and places this into the framework of cancer rehabilitation services, as an integral component of cancer care. It also recognises that the causes of lymphoedema are wider than that related to cancer and highlights the importance of community based services to maximise patient’s physical function and promote independence.

The provision of services across the UK varies greatly.  Some services provide treatment only for patients with cancer-related lymphoedema, often because the source of their funding is from charitable cancer monies.  Thus some patients with non-cancer related lymphoedema find it difficult to access services.

There is growing evidence that identifies the social, psychological and economic costs of failing to treat lymphoedema patients commonly report:

1.	A loss of interest in social activities
2.	Adverse effects on relationships

Appropriately managed patients should have a better quality of life, thus increasing ability to work and reducing the level of associated disability benefits.

With the prevalence of lymphoedema increasing in the over 65s and people living longer with cancer there will be more people developing lymphoedema.

There will be a proportion of those with both primary and secondary lymphoedema where their condition is well managed and their need for intensive support is limited but lymphoedema is incurable and for everyone requires life-long management.

Local Context

Based on the data from Moffat al (2003) it can be estimated that in Crawley and Horsham and Mid Sussex with a population of approx. 378,000 (JSNA), there would be approximately 472 people with lymphoedema, whereas based on Bandolier (1995) it would be estimated at approximately 567.

Locally in Crawley and Horsham and Mid Sussex there are approximately 338 people currently (June 2016) being managed by the lymphoedema service based at St Catherine’s Hospice based in Crawley. St Catherine’s have advised this is only 70% of the patients they see with Lymphoedema. Currently, the ratio of cancer to non-cancer lymphoedema referrals is 1:3.



	2.	Outcomes

	2.1	NHS Outcomes Framework Domains & Indicators
	Domain 1
	Preventing people from dying prematurely
	

	Domain 2
	Enhancing quality of life for people with long-term conditions
	

	Domain 3
	Helping people to recover from episodes of ill-health or following injury
	

	Domain 4
	Ensuring people have a positive experience of care
	

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




	2.2	Local defined outcomes

· Reduction of hospital admissions due to recurrent infections (cellulitis)
· Reduction of pain and discomfort
· Reduce demand for wound care treatment
· Improved independence for people at home – less demand for homecare, mental health and community nursing. 



	3.        Scope

	3.1 Aims of the service

To establish a co-ordinated, responsive, high quality lymphoedema service across Crawley and Horsham and Mid Sussex. Providing equal access to all adult patients with palliative and non-cancer related lymphoedema for evidence based treatment and management by specialist lymphoedema practitioners in line with the requirements of the Care Quality Commission (CQC)
.
3.2 Objectives of the service

Clinical – To improve the emotional, psychological, physical wellbeing and quality of life for people with chronic lymphoedema.

         Based on best practice and evidence, assess, plan, implement and evaluate care for patients with lymphoedema.
Support patients to self-manage their lymphoedema by implementing a daily management regime of their chronic oedema.

Education – 
· To promote and provide self-management plans to patients and their families through education and advice.
· To provide on-going specialist advice and support to patients, carers and staff on issues related to lymphoedema
· To maintain awareness of current treatments and developments in lymphoedema management and care.
· To take part in education and training highlighted in Personal Development Plan (PDP) related to a clinical role. 
· To facilitate through self-management through patient education and advice.
General – 
· Ensure all policies and procedures are complied with including the NMC code of conduct
· To annually review/update policies and procedures within the lymphoedema service.
· Ensure maximum contact maintained to continue the motivation and communications.
· Provide agreed activity data as required by the commissioner as prepared at the end of this document.

	3.3 Service description/care pathway

The service should comprise of the following:

Treatments offered must be in line with the Lymphoedema Framework Guidelines for Best Practice for the Management of Lymphoedema[footnoteRef:1] [1:  http://www.lympho.org/portfolio/best-practice-for-the-management-of-lymphoedema/

] 


Treatments available on assessment of clinical need should include:

· Specialist lymphoedema bandaging techniques
· Manual Lymphatic Drainage by an appropriately qualified practitioner
· Provision of compressions garments
· Advice on daily management.
· Dedicated facilities with administrative and IT support
· Clinic room with waiting and changing areas.
· Specialist equipment including bariatric equipment
· Access to a stock of bandages and compression garments
· Provision for domiciliary care
· Flexibility for joint assessments with other health professionals
· Education and awareness sessions
· In most instances garments will be prescribed by GPs through FP10s 



	3.4 Population covered

This service is available for all adults registered with a Horsham & Mid Sussex or Crawley GP caused by cancer and non-cancer conditions.

	3.5 Any acceptance and exclusion criteria and thresholds

Inclusion Criteria

· Patients must be registered with a Horsham and Mid Sussex or Crawley 
· Aged 18+ years
· Adults with palliative and non-palliative lymphoedema of greater than three months duration which is not resolved by bed rest or diuretics and no major medical causes of swelling identified

3.6 Exclusion Criteria

· Non registration with a Horsham & Mid Sussex or Crawley GP
· Individuals under 18 years of age
· Any patient who has a serious heart, lung, liver or kidney condition that has not been properly investigated to establish the cause of their oedema, requires referral on for an urgent medical assessment prior their referral to the Horsham and Mid Sussex and Crawley lymphoedema service 
· Any patient with unilateral limb swelling where other diagnoses have not been excluded, such as acute deep vein thrombosis, arthritis, ruptured Bakers cyst and lymphatic or vascular obstruction due to undiagnosed new or recurrent malignancy, require prior referral to an appropriate medical specialist to clarify the diagnosis, before referral is made to the Horsham and Mid Sussex and Crawley lymphoedema service.
· Any patient with active cellulitis requires treatment prior to referral.
· There is evidence of non-concordance with the prescribed treatment plan and following discussion with the patient and the referrer concordance cannot be agreed
· There are known risk management concerns that would compromise safety and well-being of the patient and staff.

	3.7 Interdependence with other services/providers

Whole System Relationships
The lymphoedema service will work collaboratively with CCG commissioners and General Practice to further develop the service. Wherever necessary, the service provider must demonstrate effective links with other statutory providers and voluntary sector organisations.
The service provider must ensure storage of medical records and information which is relevant to treatment and on-going care is kept in accordance with the Caldicott Principles and Data Protection Act (1998)

Interdependencies
· GPs
· NHS Healthcare Trusts
· Vascular Services
· Dermatology
· Oncology
· The Strategic Cancer Network
· British Lymphology Society
· Lymphoedema Support Network
· Local Support Groups
· Specialist Palliative Care Providers
· Local podiatry services
· Intermediate Care
· Tissue Viability
· Specialist Nursing Team
· CCG Commissioners
· SEAcamb

It is acknowledged that a key success factor of effective service delivery will be robust and productive working relationships between health and social care colleagues both at provider and commissioner levels. 



	4.        Applicable Service Standards

	4.1 Applicable national standards (e.g. NICE)

NHS Outcomes Framework
 
	Domain 1
	Preventing people from dying prematurely
	

	Domain 2
	Enhancing quality of life for people with long-term conditions
	

	Domain 3
	Helping people to recover from episodes of ill-health or following injury
	

	Domain 4
	Ensuring people have a positive experience of care
	

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



The NICE guidelines (2004) “Improving Supportive and Palliative Care for Adults with Cancer” makes a clear recommendation about both the need for lymphoedema services but also the various service levels which need to be available to manage complex cases as well as preventative work. There are currently no government recognised national standards for treatment of lymphoedema or training of lymphoedema practitioners

4.2 Applicable Standards set out in Guidance and/or issued by a Competent Body (e.g. Royal Colleges) 

British Lymphology Society (BLS) and the Best Practice for the Management of Lymphoedema Guidance (the Lymphoedema framework) recommend the minimum standards of care that should be expected by any individual with lymphoedema in the UK

· Skin care advice
· Surface measurement of limbs
· External support/compression with garments
· A programme of exercise
· Manual lymphatic drainage (MLD) – allows swelling to be moved and drained through the lymphatics, away from affected areas.
· Simple lymphatic drainage (SLD) – a modified form of manual lymphatic drainage performed by the patient or carer
· Education

The BLS also identifies more intensive therapies that may be appropriate in individual patients:

· Multi-layer bandaging – consists of daily treatment over a period of 2-4 weeks
· Surgery – occasionally used in primary lymphoedema or in genital swelling

The Lymphoedema framework project published October 2006 ‘The International Consensus Best Practice for Management of Lymphoedema’ recommended the following five standards

· Standard 1: Identification of people at risk of or with lymphoedema. Systems to identify people at risk of or with lymphoedema, regardless of cause, will be implemented and monitored to ensure that patients receive high quality education and life-long care.
· Standard 2: Empowerment of people at risk of or with lymphoedema: Individual plans of care that foster self-management will be developed in partnership with patients at risk of or with lymphoedema (involving relatives and carers where appropriate), in agreed format and language.
· 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. All people at risk of or with lymphoedema will have access to trained healthcare professionals, including lymphoedema specialists, who will work to agreed standards for comprehensive on-going assessment, planning, education, advice, treatment and monitoring. Care will be of a high standard and subject to continuous quality improvement.
· Standard 4: Provision of high quality clinical care for people with cellulitis/erysipelas. Agreed protocols for the rapid and effective treatment of cellulitis/erysipelas, including prevention of recurrent episodes, will be implemented and monitored by healthcare professionals who have completed recognised training in the subject.
· Standard 5: Provision of compression garments for people with lymphoedema. Agreed protocols for assessment and the provision of compression garments for people with lymphoedema, or where warranted, those at risk of lymphoedema, will be implemented and monitored.
BLS ‘Framework for Education’ sets out the training requirements for practitioners providing that care.

Minimum data set

The provider will implement the minimum data set recommended by the National Lymphoedema Partnership Group (NLPG). The dataset currently being piloted by the NLPG is:

· International classification of disability (ICD)
· Age of First Assessment
· Male or Female
· Body Mass Index (BMI)
· Primary/Secondary Lymphoedema
· Cancer/Non Cancer
· Lymphoedema staging
· Site of Lymphoedema
· Length of time with symptoms prior to presentation for assessment
· Functional assessment scale
· Lipoedema

	4.3 Applicable local standards

The service should be delivered with dignity and respect, with due regard to both individuality and confidentiality. The service should be appropriate for the requirements of patients regardless of their age, sex, ethnic origin, religion or disability. The service will implement and use individual care plans and will also participate in: Essence of Care Privacy and Dignity audit and have Equality Impact Assessments undertaken on the service and policies. The service must adhere to the Code of Conduct for Confidentiality.

· The individual needs and wishes of the patient are to be recognised and taken into account when providing the service and should be achieved through patient assessment identifying realistic achievable goals and patient satisfaction surveys undertaken.

· The service should raise awareness of lymphoedema with both patients and clinicians. The service will increase awareness of lymphoedema through training healthcare professionals.

· The service will provide a ‘support group’ in which patients can share their views and experiences supporting self-management.

· The service will provide both formal and informal education to promote effective clinical expertise. This will include both informal training, for example induction programme with specific competencies and formal programmes, for example nurses will attend specialist lymphoedema training courses and formal assessment and awareness days directed at clinical staff.

· The service will provide appropriate documentation in line with the NMC record keeping code of conduct and through regular audit. The service will ensure all hospice policies and procedures are complied with. Including the professional body code of conduct and the service should ensure that it complies with appropriate policies and procedures

· The service will support the work of the Strategic Cancer Network and where possible will contribute to national lymphoedema organisations, e.g. British Lymphology Society. 

· The service will provide qualified Lymphoedema practitioners who will be Members of the BLS (British Lymphology Society) and have certified accreditation from Casley-Smith to perform MLD (manual lymphatic drainage), with yearly update.





	5.	 Applicable Quality Requirements and CQUIN goals

	5.1 Applicable Quality Requirements (See Schedule 4 Parts A-D)
N/A
	Patients experience an improved quality of life






	6.        Location of Provider Premises

	The Provider’s Premises are located at: 





	7.	Individual Service User Placement

	N/A








	
Baseline Performance Targets – Quality Performance and Productivity.

	Performance Indicator
	Indicator
	Threshold
	Method of Measurement
	Frequency of Monitoring

	Service User Experience
	
	
	

	Service User experience: seen within agreed timescales


	Urgent referrals Telephone contact will be made within 2 working days of receipt of the referral (urgent defined as infection, local malignant disease, extensive lymphnode excision, injury, prior to commencing radiotherapy if swelling present, pain associated with swelling)



Standard Contact letter/phone call within 6 working days of referral with appointment date 
	Q1 90% with appointment within 2 weeks

Q2 95% with appointment within 2 weeks 

Q3 onwards 100% appointment within 2 weeks


Q1 90% appointment within 6 weeks
Q2 95% appointment within 6 weeks
Q3 onwards 100% with appointment within 6 weeks

	Audit
	Monthly 

	Service user satisfaction of service
	To include a high satisfaction rate from all protected characteristic groups (PCGs).

A minimum of one patient satisfaction survey will be designed. 
	95% of respondents should report overall satisfaction with the service
	Annual report to include an analysis of completed user questionnaires demonstrating 95% of those satisfied with service
	6 monthly

	Service user quality of life experience using national best practice
	Service user quality of life questionnaire – a. Beginning (start of treatment) b. sessions completed (end of treatment)
	95% of respondents should report overall satisfaction with the service
	
	Annual report

	Friends & Family experience
	To demonstrate a high satisfaction rate from friends and family
	95% of respondents should report overall satisfaction with the service
	Annual report to include an analysis of completed user questionnaires demonstrating 95% of those satisfied with service
	Annual report

	Sharing Information
	Patient information and  associated letters/reports completed and sent to referrer within 3 days
	95% of respondents should report overall satisfaction with the service
 
	Data activity tool
	Monthly

	Sharing information – Patient has an individualised management plan 
	To be in place following the 1st assessment
	100%
	Activity Data Collection Tool
	Quarterly

	Sharing information – Patient receives community information (where appropriate)
	Provides demonstrable evidence of % patients who receive information about wider community/social support services. 
	100%
	Activity Data Collection Tool
	Annual report

	Outcomes
	
	
	

	Total number of patients transferred to bi-annual reviews by the service in line with your discharge policy 
	Activity data collection tool
	Qtr 1&2 60-70%
Qtr 3&4 70-80%
Year 2 85%
	Activity Data 
	Monthly

	Patients experience improved mobility
	Improved mobility reported
	70%
	Data Collection Tool
	Quarterly

	Activity
	
	
	
	

	Patients attending for Bi-annual maintenance review 
	Data collection tool
	85%
	Data collection tool
	Quarterly

	Number of male/females attending  
	Registration data
	100%
	Data Collection Tool
	Quarterly

	Age range of patients
	Registration data
	100%
	Data Collection tool
	Quarterly

	Total number of patients seen in clinic by tier 1 to 4 pathway
	Data Collection Tool
	100%
	Data Collection Tool
	Quarterly

	Total number of domiciliary visits
	Data Collection Tool
	100%
	Data Collection Tool
	Quarterly

	Total number of patients seen by age
	Registration data
	100%
	Data Collection Tool
	Quarterly

	Total number of patients seen by ethnic origin
	Registration data
	100%
	Data Collection Tool
	Quarterly

	Total number of patients seen by condition – cancer/non cancer
	Registration data
	100%
	Data Collection Tool
	Quarterly

	Total number of patients referred into service per GP practice
	Registration data
	100%
	Data Collection Tool
	Quarterly

	Total number of assessment appointments in line with pathways
	Data Collection Tool
	100%
	Data Collection Tool
	Monthly

	Total number of health professional education sessions held per annum
	Data Collection Tool
	Reporting only
	8 sessions per annum +/-30%
	Quarterly Discuss at performance meeting 

	Total number of patient group sessions held
	Data Collection Tool
	Reporting only
	6 sessions per annum +/-30%
	Quarterly Discuss at performance meeting

	Total number of appointments lost due to DNA’s
	Data Collection Tool
	5%
	Data collection
	Monthly
Discuss at performance meeting

	Total number of incidents/accidents associated with treatment. 
	Data Collection Tool
	Reporting
	Data collection
	Monthly, with exception of Serious Incidents which should be reported within 1 day of the event. 
Discuss at performance meeting

	Annual report
	
	100%
	To be provided annually
	Annually
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