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1.0 Introduction
This report relates to work undertaken by the Lymphoedema Network Northern Ireland (LNNI) during the year 2010/11. 

2.0 Clinical Lead’s address
The Lymphoedema Network Northern Ireland Board has continued to provide an executive platform regarding leadership and direction to the work of the network whilst ensuring that all those with lymphoedema in Northern Ireland have equal access to high quality person centred care. All regional networks are currently undergoing a modernisation review and LNNI has been advised to continue with their proposed work plan throughout this period.
Representation on the Board includes:

· 5 service users

· Clinical leads from each trust

· Commissioner

· General Practitioner

· Secondary Care Directorate, DHSSPS 

· DHSSPSNI Deputy Director of Secondary Care (until September 2010)
· Assistant Director of commissioning for Regional Services and Strategic Planning, Health and Social Care Board (from September 2010)

· LNNI Project team (chair, lead and manager)

The project team would again like to acknowledge the continuous energy and support of the Board; all members have worked consistently and effectively to develop the profile of lymphoedema in Northern Ireland. LNNI has recently been invited to join the International Lymphoedema Framework (ILF) which recognises the achievement in standards of lymphoedema management and models of service provision. As we await the result of the regional network review, we hope that the outcomes will support the continuation of the Board and of the valuable work being achieved for patients with lymphoedema in Northern Ireland.

3.0 Background and rationale
In 2002 the Chief Medical Officer commissioned a review of regional lymphoedema services. The Report of the Lymphoedema Services Review Group (2004) included several recommendations including:

· Development of a CREST lymphoedema guideline

· Development of a managed clinical network to coordinate  regional    lymphoedema service development

· Development of specialist lymphoedema therapists (with   appropriate     progressive training)

· Prevention and early detection strategies aimed at healthcare professionals, patients and the public

The Lymphoedema Network Northern Ireland (LNNI) was launched at a on 1st February 2008 and its vision is to change the emerging picture of the condition over the next 5 -10 years by initiating an early screening programme, awareness campaign and improved clinic access which will be supported by the cardiovascular and cancer service frameworks.  

4.0
Meetings schedule and attendance 2010/11   
For decision making / approval 60% of key members with a minimum of one patient representative, one trust clinical lead, one stakeholder, and one member from the management team must be present. All meetings achieved the required quorum. 
	
	8th June 2010
	14th Sept 10
	  Dec 10 – cancelled due to severe weather (snow)
	8th March 11

	PPI

	√
	√
	
	√

	Trust clinical lead
	√
	√
	
	√

	Trust SMT representative
	√
	√
	
	√

	Commissioner

	√
	√
	
	√

	LNNI Mgt team

	√
	√
	
	√

	More than 60% Board
membership
	√
	√
	
	√


5.0 Patient and Carer Feedback Involvement 

Five patient representatives (or alternates), one per trust, regularly attended Board meetings and associated project meetings e.g. development of new patient information leaflets, and participated in electronic (e-mail) document reviews and additional communications. This has enriched discussion and ensured that patient voice is at the centre of the group’s work. 
Written patient information is consistently identified as a priority by patients.  As such, one of the 2010 projects consisted of a project which developed 8 new adjunct information leaflets to support the teaching provided by the therapists. This was deemed to be a priority in respect of the life-long nature of the condition and the need for patients to become more independent and expert in the management of their own lymphoedema.

Regional patient stakeholder events have been held regularly since 2008 but the emerging views of the participants stated that whilst it was interesting to be involved at regional level, more people wanted to be active at trust level where they felt they could more effectively influence the care provided to patients in their area. The majority of this feeling came from the more rural areas; in response to this request, the trust leads from the Southern and Northern Trusts initiated their own smaller groups which have PPI leadership and support of the trust team. The South Eastern lead, just back from maternity leave, had this trust’s first meeting in May 2011. The Western Trust lead, also just back from maternity leave and relatively newly in post is also planning a meeting for the autumn. Meeting details are updated regularly on the LNNI website (www.lnni.org)
6.0 Key Achievements
Throughout the 3rd year (Feb 2010 - 11) LNNI have:

· Continued to develop the website www.lnni.org : a resource for patients, the public and health care professionals

· Continued to lead the regional complex clinic, but have reduced the clinics to 3 per year in recognition of skill up-grading and service need
· Started population of the regional minimum dataset for lymphoedema (Lymphdat), developed initial report formats and drafted first demographic/aetiology review (to be signed off by Board at 2011 AGM)
· Reviewed the network governance arrangements (TOR, constitution and strategies) and clinical paperwork referral/assessment tools/policies (in line with Lymphdat format)

· Developed 8 new patient information adjunct leaflets to support self-management

· Won a BMA commendation for the non-cancer information booklet published in March 2010
· Engaged with stakeholders to plan and support local PPI intra-trust groups to influence services (Northern, Southern and South Eastern)
· Published reports for both the cancer and cardiovascular frameworks, including baseline figures and agreed annual performance measures for 2012 and 2013
· Audit (July 10) of services (cancer only) using the National Cancer Action Team rehabilitation symptom pathway project  - lymphoedema model and work plan developed
· Re-audit of CREST model (January 2011) and ongoing work plan with trust service managers
· Raised the profile of lymphoedema via various regional, national and international conference presentations, including masters level teaching

· Continued to lobby the Department of Health and Ministers regarding key issues affecting the service e.g. increasing levels of obesity

· Identified the growing impact of obesity on the services and published a paper which has been shared with the British Lymphology Society (BLS) and the ILF, and supports access to activity schemes and nutritional advice

· Developed new information regarding local access to activity schemes and weight management (on menu of www.lnni.org). All trusts encouraging participation in such schemes from time of assessment
· Research officer recruited (sponsored by Friends of Cancer Centre), protocol developed and ethics initiated for Bioimpedence screening project
· Research ongoing in partnership with the Macmillan Support and Information Centre regarding the psychological impact of lymphoedema and assessment of screening tools for clinical use
7.0
Key Challenges for 20011/12
7.1 NHS financial constraints

2010/11 has been a difficult year for all NHS services as a result of the severe financial constraints. This has meant that maternity leaves and other vacancies have not been recruited into; this will continue to impact on the services. The temporary loss of several band 3 posts in particular have affected skill mix with more senior staff covering clerical officer and assistant duties, thus reducing the service clinical capacity; this will continue to impact in 2011/12 unless there is an improvement in recruitment potential.

7.2 NHS Access/ waiting times target

The regional driver for all out-patient services i.e. the regional access (waiting time) target of 9 weeks (the time from receipt of referral to treatment) whilst having been met for the first half of 2010/11 has seen several recurring breaching patterns due to the staffing issues. The public relations and education activities of the network have continued to successfully raise referrals rates (869 in 2010) which have also impacted on access.
Education assessment and triage clinics have been beneficial to date at reducing DNS/CNAs figures (did not attend/ could not attend) and thereby improve access. Concurrently, as the teams from the trusts continue to modernise under their new leadership, this 9 week access target is being actively addressed, but will continue to be a challenge. 
7.3 Prevalence rates

Prevalence rates continue to be a threat to service access, and goods and services budgets. Lymphoedema, as a long term condition, will always have an increasing prevalence rate as patients cannot, on the whole, be discharged due to the nature of the condition; patients will require monitoring and compression garments on an ongoing basis, thus necessitating the requirement of surveillance of this hidden challenge for both trust budgets and clinical cover. 
The trust teams have implemented the practice of utilising joint acute and primary care prescribing, sharing the cost of goods; they have also discharged very stable patients to the care of their GP, and utilised band 3 support to monitor the less complex cases, at times using a formalised telephone review package. In 2010 there were 2204 review appointments.
7.4 Obesity rates

Obesity is becoming a great challenge to the services; more patients with a Body Mass Index (BMI) of over 40 i.e. who are recognised by NICE as being obese (level 3), are being referred more regularly into the service. Severe obesity affects the working of the lymphatics and will worsen existing levels. Whilst management will temporarily improve the situation, research has shown that those who are overweight are more likely to rapidly lose the benefit of treatment. Many of these patients also have mobility issues compounding the problem, as confirmed by the 2010 audit of the patients attending the complex clinic. Currently, this patient group utilise a large percentage of clinical time and raise the potential risk for manual handling trauma to either patient or therapist.

In response to this problem, the project team developed a GP postcard with essential diagnostic and referral information which was issued to all GPs and RCN members (in GP practices and nursing/residential homes) ; this aimed to encourage the concurrent, or prior, referral to obesity clinics (dietitian/ clinical psychologist services) and rehabilitation services along with the referral to the lymphoedema teams. 
Several new initiatives will hopefully work towards addressing some issues: the new LNNI obesity pathway guidance, increased facilitation into trust and council led activity schemes/ weight management guidance and the move towards more self-led care. The new pathway has been shared with the Department of Health, the ILF and the BLS; MLAs have also been lobbied to enquire about access to obesity services which are currently unavailable regionally.
LNNI have also purchased 3 new bariatric treatment plinths to reduce the associated manual handling risk. A domiciliary risk assessment has also been shared with all the teams to highlight the need for additional handling aids to prevent trauma to both the patient and the therapist. However, this challenge is unlikely to resolve in the near future due to the lack of obesity management.
7.5 Education developments

A key aim of the network is to improve diagnostic skills and the facilitation of early referral, thereby influencing the chronic disease pattern and ultimately the prevalence. Whilst the University of Ulster undergraduate programme has been embedded into nursing, physiotherapy, occupational therapy, podiatry and radiotherapy, the challenges are to form partnerships with Queen’s University Belfast and also with the private sector; this is recognised as a long term investment. 
7.6 Frameworks (cancer and cardio vascular)

The Network has submitted baseline reports for the cardio vascular and cancer frameworks.  The standards address access to “offered” care, patient information (both awareness information prior to developing lymphoedema and adjunct information provided whilst having lymphoedema management). Whilst results have been positive, new objectives have been set for 2012 and 2013. Recruitment issues may affect access, but information provision at time of treatment should progress rapidly in all teams. The offer of “at risk” information is dependent upon surgical and other teams, but this has been developed and printed by LNNI, and circulated to all potential referrers for distribution to at risk groups.         

The cancer standard also addresses the issues of lymphoedema risk inclusion in the consent process and the use of screening techniques by surgical teams to ensure diagnosis and referral. The trust teams are lobbying for the former and hope that the LNNI research Bioimpedence screening project will inform and escalate the latter. However, it is anticipated that the latter may be a slow development as a result of the wide spread financial problems.
8.0
Work Plan 2010/11
Appendix A
For further information on the LNNI Board, please follow this link:  www.lnni.org
Appendix A

LNNI Work Plan

 June 11 - March 12
Agreement Cover Sheet

This work programme has been agreed by:
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LNNI members agreed the report on   21st June 2011
Annual report review date   AGM, June 2012

	Programme headings
	Key projects/tasks
	Progress
	Current status
	Jun-11
	July -11
	Aug -11
	Sept -11
	 Oct -11
	Nov -11
	Dec -11
	Jan -12
	Feb -12
	Mar -12

	1. Governance
	 
	 
	 
	 
	 
	 
	 
	 
	 
	 
	 
	 
	 

	 
	i. Terms of reference & constitution for board and local trust networks
	All reviewed May 2010
	 
	Review  TOR etc
	 
	 
	 
	 
	
	 
	 
	 
	 

	
	ii. Standards, targets and new policies
	Reports for cancer and cardio vascular frameworks submitted May 11and Nov 10 respectively.
Review both March 12
Obesity Policy (drafted winter/spring 2010/11). Shared with Dept, ILF and BLS April 2011 for feedback.
	 
	Board meeting:

Report access target , sign off Obesity policy
	 Introduce Obesity Policy to practice
	 
	 Report on access target at board meeting
	Lobby re impact of obesity
	
	Report on access target at board meeting
	
	 
	Report on access target at board meeting.

      Review both frameworks’ KPI data

	
	iii. Monitor resources including finance
	To be reported at each Board meeting in trust reports - leads
	 
	 Board report
	 
	 
	Board report
	 
	 
	 Board report
	 
	 
	 Board report

	
	iv. Incident & complaints monitoring
	To be reported at each Board meetings - protocol / line of comms agreed for information to be released from each trust to network - leads.
	 
	 
	 
	 
	 
	 
	 
	 
	 
	 
	 

	
	v. Board meetings
	Minutes & agendas ratified by board at following meeting & added to website – JR/DS
	 
	 Sign off and up load
	 
	 
	 Sign off and upload
	 
	 
	 Sign off and up load
	 
	 
	 Sign off and up load

	2. Service development

	 
	i. Report on existing services mapping 
	Mapping report complete – ratified by Board Dec 09 (Southern, South Eastern, Northern & Belfast HSC Trusts).  

Western Trust to start Sept11(when established after maternity leave)

Private sector joint working commenced autumn 10 (Belfast)


	 
	 
	 
	 
	 WT mapping to start
Begin linking with Northern private clinic
	 
	 
	 
	 
	 
	

	
	ii. Patient database

Lymphdat
	Population to began May 10. Funding from LNNI account agreed by Board (Mar 10-Jan 11) to pay for 0.5 wte band 3 to input records across all trust areas. Demographic/aetiology report – for June 11 AGM.
Continue to develop reports and letters facilities


	 
	For sign off of report at AGM
	
	
	
	
	
	
	
	
	 Demographic/aetiology report 2012

	
	iii. Complex clinics
	Clinic protocol, booking system & plan agreed with clinical team. Version 5.0 of policy ratified.  Report complete Jan 10.

Freq reduced to 3 per year in response to learning and patient need.
	 
	 Clinic 17th June
	 
	 
	 
	 
	 
	 
	 
	 
	 

	
	iv. Clinical practitioner register
	Service mapping tool will inform. Monitor and publish in each 6 month report - JR
	 
	 
	 
	 
	 
	 9th 6 month report
	 
	 
	 
	 
	 10th 6 month  report

	
	v. Education strategy
	Framework for strategy ratified by board (AGM June 09) and by public consultation via website.  

Update for AGM June 11:

- Undergrad

- specialist

- awareness
	 
	 UU nursing students
	 CS update


	 Working with QUB under grad


	 Working with private sector
	 Study days – NT & WT

Awareness trg


	
	
	 Taping course TBC

	 Dermatology course
	 

	3. Communication
	 
	 
	 
	 
	 
	 
	 
	 
	 
	 
	 
	 
	 

	 
	i. Website maintenance
	Update news, events & circulate newsletter
	 
	 
	 
	 
	 
	 
	 
	 
	 
	 
	 

	
	ii. Patient information leaflet
	Cancer(08) and non-cancer (10): Links made with appropriate services re issuing 

New adjuncts published Mar 11 for use with teams. Will require a familiarisation period
	 
	 Team familiarisation re new adjunct leaflets
	 
	
	
	
	
	
	
	
	

	
	iii. Newsletter
	5th edition of newsletter due July/August 11 
	 
	 
	 
	 
	 
	 
	 
	 
	 
	 
	 

	
	iv. Stakeholders and external relationships
	250 Stakeholders registered.  Leads to continue to encourage registration.

Offered membership of the International Lymphatic Framework (May 11)
	
	Membership agreed by e-mail but to be confirmed at board meeting
	
	Integrate communications with ILF newsletter, website etc
	
	
	
	
	
	 
	 

	
	v. Stakeholder events
	Continued ST, NT and SET events.
WT is start autumn 11.
	 
	SET PPI event
	
	ST PPI event
	
	NT PPI event
	NILSG AGM
	WT PPI event
	
	 ? multi-prof event
	 

	
	vi. Six month board report
	Latest report produced 30th April 10, 31st Oct.
	 
	
	
	 
	 
	 
	 
	
	
	 
	 

	
	vii. Communication strategy
	Framework for strategy ratified by board (AGM 09)and public consultation via website.  

- Stephen Nolan Show & MLAs re obesity issues, Mar 11
- framework submissions

- obesity policy  submitted to Dept, ILF and BLS March 11

-GP Postcards, Aug10 & Feb 11
-Liaison with private health care institutions JR/GMcC, on going
- private sector liaison

- QUB liaison
	 
	 Continue to develop QUB liaison re under grad

Mike Philpot

	Initiate discussion with Northern private clinic

	Cont re obesity issue with BLS/ ILF
	
	BLS conference  - JR to attend to lobby
	
	 
	 
	 
	 

	
	viii. Annual report
	Due June 11 AGM (JR)
	 
	Sign off
	
	
	 
	 
	 
	 
	 
	 
	 

	 
	i. Audit programme to monitor practice against agreed standards & targets
	1. Audit based on CREST standards & targets. 

2. Cancer Action Team (national) CAT EBP Pathway audit 


	 
	
	Re-audit CATs and action plan
	
	
	
	
	 
	 Re- audit CREST and action plan
	 
	 

	
	ii. User satisfaction & focus groups
	As per 3v
	 
	
	
	
	
	
	
	
	
	
	 
	 
	
	 
	 
	
	 
	 New intra trust PPI groups
	  New intra trust PPI groups

	
	iii. Monitor action plans
	Action plan developed from Stakeholder Event Feb 10 Report - ratified by Board March 10. Continuous updates with service managers

	 
	 
	 
	Plan for intra trust PPI in WT
	 
	 
	 
	 
	 
	 
	 

	5. Research
	 
	 
	 
	 
	 
	 
	 
	 
	 
	 
	 
	 
	 

	 
	Research

i. Clinical practice
	Screening of breast cancer pts using bioimpedence
	 
	Board report
	ethics
	ethics
	Board report
	Begin recruitment
	
	Board report
	
	
	

	
	ii. Epidemiology
	Initial demographic and aetiology report using Lymphdat data to highlight local trends.
	 
	 Lymphdat report to be signed off at AGM
	 Propose as abstract for BLS conference
	 
	 
	 
	 
	 
	 
	 
	 

	
	iii. Quality of life study
	Work ongoing with Rachel Holland and psychology post grad. Bursary agreed by Board (Dec 09). Continued delay due to staffing issues in clinical  psychology. Will inform QoL tool.
	 
	 Meet with new project lead
	
	
	
	
	
	
	
	
	 

	
	iv. Exercise & lymphoedema
	Grant proposal submitted to AHP cancer hub – Nov 11.

For PhD interviews June 11


	 
	 Await PhD interview results
	 
	 
	 
	 
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Not yet started
	
	
	
	
	
	
	
	
	
	
	
	
	

	Behind schedule
	
	
	
	
	
	
	
	
	
	
	
	
	

	On schedule
	
	
	
	
	
	
	
	
	
	
	
	
	

	Ahead of schedule
	
	
	
	
	
	
	
	
	
	
	
	
	

	Completed
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	This project plan is signed on behalf of the LNNI Board by:
	
	
	
	

	
	 
	
	
	
	
	
	
	
	 
	
	
	
	

	
	Chair:
	 
	Signature:
	 
	 
	Date:
	 
	 
	 
	
	
	
	

	
	 
	
	 
	 
	 
	 
	 
	 
	 
	
	
	
	

	
	Ms Clare McGartland
	
	_______________________
	 8th June 2011
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