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We can manage our condition, with
some support, and with information
tailored to our individual condition.

Self management means

Maintaining intensive bandages.
Massaging daily. Compression is
the first thing you do and wear until
bed time. Leaving it off for special

occasions. Kinesis tape. Skin
care is applying lotion and
inspecting skin daily. Being aware

— What would improve things
— and what is working well?

Being able to manage my
condition helps me to feel
like I am in control and if |
notice more swelling | know
where to go for help

Skin glue helps to keep hosiery

in place. Its not prescribed though

Hosiery does help. If |
don't wear mine, my

iddy

Support Groups

Like minded people

Mixed group

People experiencing same difficulty
Evening/weekends/flexible for those
who work

Self functioning and using of social
media — this could be useful if
someone is unable to attend

#Revolutionary..
..taught me how

My service closed.\.
My nearest service
doesn't accept people

They care; they
make me feel less
like a freak
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Information
about risk after
cancer treatment

= We need more

7T people to be

normal

Its hard to wear black stockings in the
summer because its so hot

So painful

Not sure how I will get them on and off
when I am older

The seams on garments can rub and
so be sore

Garments don’t stay in place i.e. my
stockings roll down.

Issues with getting the right garments

Before I think about sports
| think about what impact
it has on my arm

Put my garment on in
the morning, | feel
very down

People stop in the
| street and walk backwards
to look at me

/ Prejudice and discrimination,
being asked if | have a
false le

| choose clothes to
hide the lymphoedema

Atonly 36 it

educated about it Different Companies, so how its made
patients [ ] \ differ, some are good some aren't has taken my
it Amount of time it takes daily to self confidence... {ts changed my life. it
8 manage can be difficult I don't like going - g . Y e, )
educated in| Embarrassed about look of my out because of restricts daily 1asks/'
recognising garments the looks
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GM Macmillan Lymphoedema Programme – Locality document

Introduction 
	“Across Greater Manchester there is a cost effective, pro-active and sustainable provision that:

· identifies people at risk, regardless of the cause of their lymphoedema

· supports self- management

· reduces co- morbidities caused by lymphoedema

· Provides timely assessment and treatment of their symptoms.” 


Purpose of document is to highlight 

1. the current lymphoedema provision for your locality, 

2. competency levels of the health and social care workforce and lymphoedema practitioners, 

3. the variations to the agreed GM pathway and set of standards, 

4. outcomes that the programme have developed to minimised certain elements of gaps and recommendations from the national lymphoedema partnership commissioning guidance. 

How people are affected by lymphoedema [image: image2.emf] 
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	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)

	Insert CCG/Area
	
	
	
	
	
	
	


· Services in xxx locality are:
. 
Gaps and concerns
· Links to Ambulatory Care - Cellulits pathway – does this have direct links to lymphoedema practitioner 

· Links with the wider workforce – weight management, social prescrbing, care homes, district nurses, palliative care 
· Training for GPs 
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GP comments raised in survey
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Pre lymphoedema
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Cost

Optimal post

lymphoedema care

Difference

£36x9=
9 £324 2 £36 -£288
£26 x 348 =
348 £9,048 0 0 -£9,048
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Set of Standards – Ideal Model 
	
	Locality Provision 

	A Clinical Lead/Manager 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 – 6 monthly 
	

	Direct re-access to lymphoedema practitioners should patient require further specialist management. 

	

	A cost effective system for compression garments. 


	


Variation to proposed GM Lymphoedema Standards and Pathway

	Stage 
	Cancer 
	Primary Care
	Wider workforce
	Palliative Care and EOL

	Risk Reduction 
	Cancer workforce competencies 

· Unknown if discussed at consent

· Unknown if limb volume is measured

· End of Treatment Summary – All relevant tumour sites have either lymphoedema or swelling. Lymphoedema programme part of Personalised standardisation of EoTS  

· Information and support on risk reduction variable – high in breast. Low in all other relevant tumour specific groups
 Specifically Head & Neck – review gap analysis report
· Missing gap in knowing wider cancer workforce.

	Workforce competencies 
GM responses. 

· Little knowledge of risk factors 

· More confident is recognition of symptoms

Cellulitis guidelines to be followed  
Practice Nurses

Gap in project’s knowledge but other geographical areas have flagged a gap/opportunity 

Pathway provides access to upskilling opportunities for PNs, GPs & pharmacists.
Flags on system?
	· Workforce aligned to risk group’s competencies 
MARS – Competency Framework 

Gap Analysis identified a need to for improved advice of skin care, infections, weight management:

· Cellulitis  - A&E, IV Home Therapy
· Obesity 

· Age 

· Vascular 

· Immobility  

· Trauma           
	· Workforce competencies

Not all workforce aware of International Lymphoedema Framework for end of life

Lymphoedema not part of Manchester’s Palliative Care & EOL competency Framework. 

Empowering and supporting through personalised care re skin management, infections, pain etc 

Pathway has a checklist that could be embedded into practice

	Presentation Stage 
	The information gathered from CNS shows 

	
	
	

	Assessment Phase
	· CNS with prior lymphoedema training are very confident to discussing lymphoedema with their patients. 
	
	Increase competencies of severity of condition/co-morbidities to refer to appropriate specialist for a holistic approach.  
	

	Ongoing management 
	· Breast workforce competency framework guidance on CNS to provide ongoing management 
· No competency framework for other cancer workforce 
	· GP survey - ordering garments was difficult. Hosiery formulary to mitigate.

· The role of the Practice are their competency levels increased to complete yearly 

· Inaccuracy of SNOMed Codes. So GPs unaware of diagnosis.

· Services don’t send diagnosis letter with relevant Primary Care Codes 

Project working to mitigate inaccuracy of incidence/prevalence. 
	Continuous relationships/working together to support the management of lymphoedema 

· Wet legs/wounds 

· Obesity 

· Carers supporting skin management/hosiery 
How does the lymphoedema service develop and maintain those relationships
	Competency levels of staff to ensure patients are not in pain, supporting management in addition to treatment via lymphoedema practitioner. 


Pathway and Standards for current treatment provision  

	
	Locality Provision

	Governance of service provision 
	

	Referral 
	 

	Triage and First Appointment 


	

	Treatment phase 
	

	Surgery
	

	Discharge & Ongoing management 
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There are improved health outcomes and quality of life to the patient when the health and social care system work 

collaboratively. In return there are cost savings and efficiencies to the system. Below are four examples that 

demonstrate this: 
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Actions/Recommendations

Risk Reduction 

· Communication plan to wider workforce of pathway, risk reduction, information and support, referral process, supporting ongoing management 
· Work with providers to look at embedding the competency levels into work plans

· Lymphoedema practitioners – developing yearly training for wider workforce 
Provision 

· Understand the known local incidence and prevalence to understand required workforce
· CCG and services to agree to the KPIs/Outcome measures depending on contractual arrangement.
· Action plan for collaborative working. To increase case load, manage discharging and support self-management 
· Services to embed the standards for electronic data recording
· Services to commit to embedding the standards within the practice. E.G – treatment plan in alignment to the standards recommended treatment times. 
· Service to write to GPs with diagnosis including the relevant SNOMed codes  
· The role of the district nurse and practice nurse in the ongoing management 
· Agree measure to embed collaborative working - MDT/Integrated Neighbourhood teams
· Assign vascular consultants to lymphoedema practitioners 
· Ensure this programme of work ties in with the outcomes of Manchester Amputation Reduction Strategy. 
· CCG to assess EUR policy and understand how many request come through 
Learning and Development 

· Commitment from the Cancer workforce
· Commitment from the Specialist Palliative Care and End of Life workforce 
· Embedding competency in wider community workforce 
· Primary Care – contracting arrangements around Practice Nurses/competency levels 
· Could Practice Nurses provide appointments and treatment for At Risk and Mild lymphoedema? Is this possible under the GP contracts?
Other 

· CCG’s Medicine Optimisation team to complete a lymphoedema garment audit to understand the misuse of garments in non lymphoedema services. In alignment to Bury CCG’s audit
Appendix 1 – Further Information 
What is lymphoedema 

Lymphoedema is a chronic failure of the lymphatic drainage system resulting in persistent swelling which can affect any part of the body.  Although lymphoedema cannot be cured; early intervention, management and regular self-care can reduce the  risk of repeated infection and severity of cases. 

Primary lymphoedema occurs from a hereditary or congenital abnormality in the lymphatic system.
Secondary lymphoedema results from damage or a chronic venous overload. Cancer is a risk for developing lymphoedema, as are cancer treatments. Other risk factors include age, obesity, trauma, immobility and cellulitis.  

EUR Policy 

	Bolton 
	Local Policy
	Lymphoedema Treatment 
	Individual Prior Approval 
	None

	Bury
	None
	None
	None
	None

	HMR
	
	
	
	

	Oldham 
	
	
	
	

	Manchester 
	Local Policy
	Lymphoedema Management 
	Individual Prior Approval 
	Commissioned via Individual Prior Approval at Clinical Triage provided the patient has a formal diagnosis of lymphoedema and needs the lymphoedema service and would have qualified had there been a local service available.

	Salford
	None
	None
	None
	None

	Stockport 
	None
	None
	None
	None

	Tameside & Glossop
	None
	None
	None
	None

	Trafford
	Local Policy
	Lymphoedema Management 
	Individual Prior Approval 
	Commissioned via Individual Prior Approval at Clinical Triage provided the patient has a formal diagnosis of lymphoedema and needs the lymphoedema service and would have qualified had there been a local service available.

	Wigan 
	None
	None
	None
	None


Note 

Where something is not commissioned and there is no IFR policy an application on the grounds of clinical exceptionality can be made but it has to come from a clinician (G.P. or Consultant). The application should include a rational for why the treatment is needed and the "exceptionality" using the definition on the website. The application is then screened where it would be passed to triage - if they agree with the grounds presented (from a clinical and effectiveness perspective it will be passed to the relevant panel for consideration

Service reports of 8 weeks activity 2019 

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
	
	TBC

	NHS Bury CCG
	189,628
	
	745
	
	1,214
	
	TBC

	NHS HMR CCG
	218,459
	
	859
	
	1,398
	
	477 – 550 

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

	NHS Oldham CCG
	233,759
	
	919
	
	1,496
	
	563-765

	NHS Salford CCG
	251,332
	
	988
	
	1,609
	
	TBC

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

	NHS Tameside and Glossop CCG
	257,453
	
	1,012
	
	1,648
	
	1059 - 1500

	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 

Appendix 2 – User Involvement 
Appendix 3 - Response summary from questionnaires 
�





Patients with swollen legs


Leg Ulcer with Mild Oedema�
Leg Ulcer/ Wet Legs with Chronic Oedema�
�
�


Images of upper limb (left) and lower limb lymphoedema (right) before and after treatment. Images reproduced with permission of the LSN
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IT is not clear exactly what lymphoedema services we have locally





Loss of Lymphoedema services causes huge distress to patients.  It tends to affect female patients more than male patients and as such cutting services is discriminatory.  I would suspect higher investment would result in fewer admissions with cellulitis/sepsis and fewer leg ulcers.





We have struggled to access lymphoedema services in our locality and would appreciate improved service provision





�





Evidence to why there should be an integrated system





User Involvement Story





�





Cellulitis


A system wide approach to cellulitis would identify those at risk of lymphoedema to provide risk reduction advice, early identification, and access to lymphoedema treatment. This reduces recurrent cellulitis that requires antibiotics, IV therapy and hospitalisation the below evidences the costs in GM. The table evidences that the figures in HMR have not reduced and embedding the new lymphoedema pathway is something that could assist in avoidable non-elective admissions.





Lymphoedema Provision in GM Strategic Health Needs Assessment 2015:


Cellulitis (L03) and Lymphoedema (I89.0) data was available in GM at the time of completing the needs assessment, with costs totalling £12,659,887 for all cellulitis / lymphoedema related non-elective admissions across the twelve CCGs in 2013/14. Based on an evidence review that identifies lymphoedema as a causal factor in approximately 30% of all cellulitis admissions�, this equates to a total estimated annual cost of £4,348,529 to the local health economy and 72,072 bed days in hospital. As cellulitis infection also increases the risk of patients developing lymphoedema, there is a strong likelihood that the high level of cellulitis related non-elective admissions also contributes to increased lymphoedema incidence locally..











Case Study in Wales Value Based Business


This table demonstrates an excess of £20,673 being spent unnecessarily highlighting the importance of timely access to a lymphoedema practitioner:





�








� Skin, Head & Neck, Gynae, Urology, Breast and Palliative 







