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  Audit of the National Cancer Action Team evidence based Lymphoedema Pathway

                                                     July 2010 
1.0 Introduction

The National Cancer Action Team (NCAT) review was designed to bring together and synthesise the available evidence relating to the effectiveness of rehabilitation interventions for patients with cancer and/or cancer related palliative care delivered by AHPs (physiotherapists, occupational therapists, dietetics and speech and language therapists). Cancer rehabilitation aims to maximise dignity and reduce the extent to which the disease interferes with an individual’s physical, psychosocial and economic functioning (NICE 2004). The large number of both new cancer patients and cancer survivors, due to the fall in mortality rates, imply an increasing demand for the provision of rehabilitation support and palliative care.
2.0 Background

The aim of the research, commissioned by the National Cancer Action Team’s (NCAT) Cancer and Palliative Care Rehabilitation Workforce Project, was to develop an evidence-base relating to the effectiveness of rehabilitation interventions with regard to eight specified tumour sites: brain & CNS; breast; colorectal; gynaecology; head & neck; lung; upper GI; and urology, and ten associated symptoms including lymphoedema. 

The review was designed with a focus on evidence relating to the effectiveness of interventions, and therefore included only studies using a prospective intervention design, and excluded other designs: all studies, other than systematic reviews, which did not present primary research data; observational studies such as surveys; and guidelines, care pathways and other documents providing guidance for the delivery of care. The findings indicate there is a substantial amount of evidence on AHP-relevant interventions overall. 
3.0 Results of NCAT’s evidence review
This evidence review reported similar outcomes to the CREST (2008) lymphoedema and the NICE (2009) Advanced breast cancer guideline evaluation process and supported the use of complex decongestive therapy for patients with lymphoedema. 

The outcome of the research resulted in the production of a cancer–related lymphoedema pathway (NCATs 2010). This pathway, designed by a national group of highly skilled clinicians, is supported at each stage by data from the evidence search. 
4.0 LNNI Regional Audit Process

The published lymphoedema pathway was modified to create an audit tool (appendix A) to assess local services against this gold standard model. The leads from the Belfast, Northern and Southern trusts each marked their services using the audit tool in June 2010 to standardise dated outcomes and action points. The leads from the South Eastern and Western trusts were on maternity leave and unable to participate. Table 1 summarises the action points:
Table 1: Audit action points

	Audit action points
	Date achieved

	5.1.1 Leads to liaise with surgical teams - plan to begin implementation of screening of at risk patients beginning with breast cancer: provision of bioimpedance; review staffing issues (as per Cancer Framework)


	

	5.1.2 Leads to liaise with surgeons regarding agreement re including lymphoedema, as a potential outcome, in consent process


	

	5.2a Further local investigation is required by all leads to assess the degree and location of information provision within chemo and radiotherapy teams (where appropriate)


	

	5.2b Liaise with medical teams re post cancer treatment screening – surgical, chemo and radiotherapy


	

	5.3a Leads to liaise with dietetic teams re cancer-related lymphoedema patients’ service provision (centre and units) re provision for patients with high BMIs


	

	5.3b Leads, in conjunction with physiotherapy team, to develop a local list of leisure centres which provide facilitated care and encourage use of same (and for LNNI website)


	

	5.3c Leads to liaise with surgical physiotherapy teams regarding pre/post op teaching of self-scar massage and mobilisation, with additional healthcare professional (HCP) support as required on an individual basis


	

	5.4a All leads to review the literature and consider trialling new technologies


	

	5.5a All leads to implement the use of the new quality of life tool (November 2010)


	

	5.5b All leads to continue to support the surgical teams to educate and empower patients 


	


Each trust lead marked against all intra-service locations (table 2):

Table 2: Services audited (June 2010)

	Trust
	Service Locations

	Belfast (BT)
	S&E Community

N&W Community

Cancer Centre

	Northern (NT)
	Braid Valley

Antrim

Whiteabbey

Robinson

Mid Ulster

	Southern (ST)
	Craigavon/Portadown
Lurgan

Newry

Armagh/ Dungannon

St John’s House Hospice, Newry


5.0 Audit outcomes
The tool is divided into seven sections which describe stages of the overall pathway. Each section was reported on and analysed individually for each sub-location:

5.1 Diagnosis and Planning

This section focuses on prevention and patient empowerment regarding self care, diagnosis and service referral, and is the responsibility of the surgical teams. 
Section 5.1 is supported locally by the Cancer Framework (lymphoedema standard) and the inclusion of pre/post surgery assessment fields in the CAPPs data set for breast and gynaecological cancers.
5.1.1 Pre/post op limb screening/ assessment aims to provide evidence of early signs of lymphoedema and flag up acute referrals from the surgical team. 

Outcome: not currently being done in BT, ST and NT

5.1.2 Provide pre-op prevention advice and written information for at risk patients. Lymphoedema is included in the surgical consent process.
Outcome: 
· LNNI has produced written specific information for this patient group; this has been supplied to the breast, urology and gynaecology surgical teams for dissemination to the patients.
· This information is included in the Northern Ireland Cancer Network (NICaN) formal patient information pathways for breast and gynaecological patients. It is the clinical nurse specialist’s (CNS) role to execute this process. 
· Lymphoedema is not routinely discussed as a potential outcome of surgery in any of the trusts.

Actions - 5.1.1: 

	Leads to liaise with surgical teams - plan to begin implementation of screening of at risk patients beginning with breast cancer: provision of bioimpedance; review staffing issues (as per Cancer Framework)


Actions - 5.1.2:

	Leads to liaise with surgeons regarding agreement re including lymphoedema, as a potential outcome, in consent process


5.2 Treatment (cancer treatment phase)

This section is dedicated to prevention, empowerment and early detection, and is the responsibility of the surgical, chemotherapy and radiotherapy teams. This involves: further information provision (including re-construction surgery) and post-treatment screening. 
Outcome: 
· All lymphoedema teams will assess and begin management of patients who have been diagnosed as having lymphoedema during this period.
· Post op screening is not occurring in all trusts.

· Unspecified information provision re chemo and radiotherapy teams education/prevention activity
Actions - 5.2:

	Further local investigation is required by all leads to assess the degree and location of information provision within chemo and radiotherapy teams (where appropriate). 

	Liaise with medical teams re post cancer treatment screening – surgical, chemo and radiotherapy.


5.3 Post cancer treatment for patients at risk of developing lymphoedema

Essentially, patients at risk should be given details of local lymphoedema services and support groups, and may occasionally be fitted with prophylactic garments. This may be supported with counselling regarding diet, body image, scar management and re-conditioning.

Outcome:

· The LNNI information contains local contacts – both clinic and support groups (available in all trusts)
· Prophylactic garments will be fitted by the lymphoedema team – as deemed clinically needed on an individual basis in all trusts
· There is no access to dietetic advice, but simple information provided in LNNI leaflet
· The CNS provide body image information

· No formal survivorship care re return to normal lifestyle 
· Scar management is lacking

Actions - 5.3: 

	Leads to liaise with dietetic teams re cancer-related lymphoedema patients’ service provision (centre and units) re provision for patients with high BMIs

	Leads, in conjunction with physiotherapy team, to develop a local list of leisure centres which provide facilitated care and encourage use of same (and for LNNI website)

	Leads to liaise with surgical physiotherapy teams regarding pre/post op teaching of self-scar massage and mobilisation, with additional healthcare professional (HCP) support as required on an individual basis


5.4 Post cancer treatment for patients with lymphoedema

All patients who have lymphoedema should be managed as per this section regarding their lymphoedema care.
Outcome:

· All lymphoedema patients are managed by the lymphoedema service as per the criteria with the exception of:

-  PT14: Referrals made by all trusts for podiatry assessment for high risk patents e.g. diabetics or those who cannot perform self-foot care.

-  PT22: access to new evolving lymphoedema treatment modalities e.g. laser

Actions - 5.4:

	All leads to review the literature and consider trialling new technologies


5.5 Monitoring/ survivorship

This section refers to the long term management of this condition. LNNI are in the process of completing research which will identify a suitable clinical quality of life tool - for implementation: November 2010.
Outcome:

· All lymphoedema clinics in all trusts review patients on a 6 monthly basis

· All lymphoedema clinics consider discharging stable and self-managing patients to the care of their GP (with direct access back if needed)

· All lymphoedema clinics monitor for distress but do not perform a formal assessment of psychological status; patients are onward referred if there is a requirement
· None of the lymphoedema clinics monitor at risk patients as this falls under the management of the surgical teams, and by empowered, educated patients self-referring into local services

Actions – 5.5:
	All leads to implement the use of the new quality of life tool (November 2010)

	All leads to continue to support the surgical teams to educate and empower patients 


5.6 Palliative care

All aspects of lymphoedema care, including progressive disease management are covered in this section.
Outcome:

· All lymphoedema clinics provide palliative tailored lymphoedema management in a timely manner in all service locations

· All lymphoedema clinics have access to the wider multi-professional palliative care team

No action required.

5.7 End of life

This section manages the patient as they move through palliative to end of life care.

Outcome:

· All lymphoedema clinics work closely with the multi-professional teams to ensure investigations and treatments are accessible in a timely and patient-centred manner

No action required.

6.0 Conclusion
The audit demonstrates that all three trusts are complying with the NCAT’s recommendations regarding provision of a lymphoedema service which demonstrates high standards of care for patients who have been diagnosed with lymphoedema (cancer-related) - sections 5.4 to 5.7.

However gaps were identified regarding:

· The inclusion of lymphoedema in the surgical consent process (also a recommendation in the CREST (2008) lymphoedema guidelines)

· The provision of pre/post cancer treatment screening services for at risk patient groups (also a standard in the regional draft Cancer Framework (2010))
· Lack of clarity within trusts re accountability of provision of written LNNI patient awareness/prevention information: surgery, chemo and radiotherapy  (also a standard in the regional draft Cancer Framework)

· Limited access to some services, such as dietetics (also a recommendation in the CREST (2008) lymphoedema guidelines)
· Lack of evidence of scar massage and self-management post surgery; potential physiotherapy activity
· Lack of written information for patients regarding re-conditioning and returning to normal active lives

· Lack of formal quality of life assessment tool as part of lymphoedema assessment (will be available from November 2010) (also a recommendation in the CREST (2008) lymphoedema guidelines)

· Lack of research activity assessing new treatment technologies (also a recommendation in the CREST (2008) lymphoedema guidelines)

· Slow movement towards long term condition management with focused patient-empowerment and supported self-maintenance.
The actions from this audit require the trust leads to have further formal liaison with the referring teams, particularly cancer surgery, and clinical and medical oncology with regard to consent and screening.
However, a much broader view requires the progression of a long term condition management model with the empowered patient central to new service design. Each trust must audit their wider supporting multi-professional (cancer) teams regarding accountability of awareness/prevention information provision – including timing of provision and percentage of patients receiving information. The new LNNI minimum data set will provide some of this information from autumn 2010. 
Lack of potential future funding for service development, increasing referral numbers and rising prevalence rates dictate the future direction of LNNI focus with emphasis on supporting patients to be as independent as possible in the home setting, and reducing dependence on healthcare professionals.
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Appendix A: Audit tool to assess local services against NCATs EB Pathway

	REHABILITATION CARE PATHWAY

LYMPHOEDEMA

	 

Diagnosis & Care Planning
	 

 
	YES
	NO

	
	
	 
	 

	Intervention

 
 
	D1: Carry out pre-op screening & assessment

including limb circumference & medical history
	 

 
	 

 

	
	D2: Provide pre-op information, obtain consent, advise patient of risk of lymphoedema & strategies which will help to reduce risk. Early access to treatment can help to prevent complex condition developing
	 
	 

	 

Treatment
	 

 
	 

 
	 

 

	Intervention
	T1: Provide information prescription and identify keyworker
	 
	 

	 
	T2: Teach self-management and care of affected (or potentially affected) limb/quadrant
	 
	 

	 
	T3: Repeat screening technique & give preventative advice & symptom warning with contact details. (This may become the role of HCA’s in the future)
	 
	 

	 
	T4: Reiterate preventative advice 6-8 weeks post op (oncology/surgical teams)
	 
	 

	 
	T5: Provide reconstructive advice - patients undergoing reconstruction also need preventative advice and may be at risk of developing lymphoedema in back/abdomen due to surgery
	 
	 

	 
	T6: Chemotherapy - provide advice on prevention to protect against damage to at risk limb & warn of potential of oedema as direct side effect of treatment
	 
	 

	 
	T7: Radiotherapy - before radiotherapy commences, warn patients
	 
	 

	 

 
	 

T8: At risk treatment areas - If patient has had radiotherapy to the following areas, their risk of lymphoedema is higher:                                             
	 
	 

	 

 
	• An upper limb – head and/or neck region, supra

clavicular fossa or axilliary area
	 

 
	 

 

	 
	• A lower limb - pelvic area
	 
	 

	 
	Therefore, provide regular limb volume screening for early detection of symptoms (gold standard)/ and encourage patient to self report symptom
	 
	 

	 

T9: Advise on recommended exercises, positioning and skincare measures
	 
	 

	 

 

Post Treatment - For patients without lymphoedema but considered at risk
	 

 
	 

 

	 
	PT1: Provide preventative advice and contact details of local lymphoedema clinic - give local and national support groups and local clinic contact details. Agree re-access route back into treatment
	 
	 

	 
	PT2: Some people may be appropriate for prophylactic compression garments despite no swelling but these must be fitted & patient assessed by specialists. The risk of fitting a sleeve with no follow up could be detrimental to patient so the decision must be down to the clinical reasoning of the specialist, the patient making an informed choice and if funding is available for both the garments and the staff to do an appropriate assessment to fit the correct sleeve or stocking
	 
	 

	 
	PT3: Advice re Body Mass Index & provide dietetic advice if required
	 
	 

	 
	PT4: Help patient return to normal use & active lifestyle
	 
	 

	
	
	
	

	 
	 
	YES
	NO

	 
	PT5: Provide advice &support about issues related to body image & sexual function. Refer on as necessary
	 
	 

	 
	PT6: Manage scar tissue and mobilisation post op
	 
	 

	 
	PT7: Patients without lymphoedema but
	 
	 

	 
	considered "at risk" should continue to be
	 
	 

	 
	monitored at the appropriate oncology/surgical
	 
	 

	 
	team review, encouraged to continue with self
	 
	 

	 
	care/monitoring and be able to access up to
	 
	 

	 
	date information regarding local
	 
	 

	 
	lymphoedema services for potential future
	 
	 

	 
	use. This period of surgical monitoring will
	 
	 

	 
	depend on local practice, therefore patient
	 
	 

	 
	practice is paramount
	 
	 

	 

Post Treatment - For patients with lymphoedema
	 

 
	 

 
	 

 

	 
	PT8: If additional tests/information are required
	 
	 

	 
	these can be requested from the referrer
	 
	 

	 
	GP/Medical Consultant (i.e. cancer treatment
	 
	 

	 
	history, scans, medications, cancer status
	 
	 

	 
	etc) People can first develop lymphoedema
	 
	 

	 
	several years after their original cancer
	 
	 

	 
	treatment
	 
	 

	 
	PT9: Lymphoedema Specialist will undertake physical, social, psychological, workplace/employment assessments. They will also assess swelling, skin condition, pain and nutrition as part of holistic care package
	 
	 

	 
	 
	YES
	NO

	 
	PT10: All patients with lymphoedema should receive a coordinated package of care & information appropriate to their needs. They should provide a treatment plan agreed with patient and this may involve education and involvement of Carers. Initial management may involve psychosocial support, education, skin care (including education about cellulitis and its management), exercise/movement, elevation and management of secondary complications, pain or discomfort
	 
	 

	 
	PT11: The patient’s initial management may also include compression hosiery, simple lymphatic drainage and multilayered lymphoedema bandaging (MLLB) and/or Manual Lymphatic Drainage (MLD)
	 
	 

	 
	PT12: Ongoing intensive therapy for complex patients may involve skin care, exercise/movement, elevation, Manual Lymphatic Drainage (MLD), MLLB, Intensive therapy will be provided by a practitioner trained at specialist level
	 
	 

	 
	PT13: If the patient has any midline lymphoedema, this will need managing by a Lymphoedema Specialist and is likely to include daily skin care, exercise, MLD and/or simple lymphatic drainage (SLD) (depending on complexity) , compression bandaging, compression garments, individualised foam pads & self monitoring
	 
	 

	 
	PT14: Undertake podiatry assessment for patients with lower limb lymphoedema who cannot carry out their own foot care or are at increased risk such as diabetes
	 
	 

	 
	PT15: Refer to MDT members as appropriate for additional supportive care needs
	 
	 

	 
	 
	YES
	NO

	 
	PT16: Telephone follow up may be suitable for stable patients i.e. post CDT (Complex Decongestive Therapy) or to check fit of compression garment
	 
	 

	 

 

 

 

 

 

 

 

 

 
	PT17: Patients who are not responding to lymphoedema management, as per the therapist’s clinical reasoning and judgment, should be referred to a lymphoedema specialist clinic for advice. This should include specialist assessment by vascular, dermatology, oncology & palliative care

medical staff for further assessment and investigations regarding the more complex presentation

	 

 

 

 

 

 

 

 

 

 
	 

 

 

 

 

 

 

 

 

 

	 
	PT18: If patient has lymphoedema affecting trunk or genital/supra pubic areas, this will need to be managed by a Lymphoedema Specialist and is likely to include daily skin care, exercise, movement, MLD, and/or simple lymphatic drainage. (SLD) depending on complexity , compression bandaging, compression garments, individualised foam pads and self monitoring
	 
	 

	 
	PT19: If genital oedema is present, reiterate skin care, hygiene measures & prompt reporting of cellulitis
	 
	 

	 
	PT20: If patient has lymph cysts with accompanying lymphorrhea referral to a highly specialist lymphoedema practitioner may be required. Patient to report any difficulty with micturition as they may need urological involvement
	 
	 

	 
	PT21: Promote access to any local support groups
	 
	 

	 
	PT22: Research is currently evaluating the role of laser therapy for fibrosis management and IPC as an adjunct to CDT. There is no national agreement to date on the use of these modalities, and further research is recommended
	 
	 

	 

Monitoring/Survivorship
	 

 
	 

 
	 

 

	 
	M1: Patients with lymphoedema: provide treatment plan, CDT, regular follow up, cycle of treatment & life long maintenance. Patients may require CDT repeatedly if they experience secondary complications such as recurrent cellulitis
	 
	 

	 
	M2: Patients without lymphoedema but 
	 
	 

	 
	considered "at risk" continue to monitor, 
	 
	 

	 
	ensure self care and provide information about 
	 
	 

	 
	how to access local services potentially in the 
	 
	 

	 
	future and reiterate cellulitis advice
	 
	 

	 
	M3: Ensure patient is aware of any local/national support groups
	 
	 

	 
	M4: Discharge for stable patients to care of GP but with self re-referral back if secondary complication or if significant change in swelling volume
	 
	 

	 
	M5: Assess psychological impact of lymphoedema & refer as appropriate
	 
	 

	 
	M6: Monitor for psychological distress related to body image & sexual issues, pain, weight/BMI & request referral as appropriate
	 
	 

	Palliative Care

	 
	 
	 

	Intervention
	P1: Introduce adapted treatment plan (CDT etc) and establish realistic goals. Cellulitis is a risk factor at this stage
	 
	 

	 
	P2: Monitor for lymphorrhea & treat urgently
	 
	 

	 
	 
	YES
	NO

	 
	P3: Patients with existing lymphoedema: adapted treatment plan/CDT
	 
	 

	 
	P4: Refer to additional members of MDT as appropriate
	 
	 

	 
	P5: Aim to prevent risk & secondary complications: cellulitis, lymphorrhea, swelling extending to adjacent area of body, heavy arm which may affect balance
	 
	 

	 
	P6: Patients with fungating wounds & oedematous arm/trunk should be referred to lymphoedema specialist and/or Tissue Viability Nurse Specialist
	 
	 

	 

 

 
	P7: Prompt recognition of DVT and investigation

 
	 

 

 
	 

 

 

	End of Life Care
	 
	 
	 

	 
	E1: Ensure thorough investigation to identify cause and make aware they may need medical management prior to, or concurrent with, their lymphoedema management
	 
	 

	 
	E2: Assessment techniques may need to be modified and individual treatments selected to ease specific symptoms & suited to patient & carer
	 
	 

	 
	E3: Palliative and non invasive management individually suited to each patient and their needs
	 
	 


PAGE  
8
Belvoir Park Suite, Cancer Centre, Belfast City Hospital, Belfast, BT9 7AB
    Tel: 028 9069 9430

Email: jane.rankin1@belfasttrust.hscni.net 

Web: www.lnni.org 


