Highland Lymphoedema Project Update - November 2012

It has been a productive time for the Highland Lymphoedema Project.  Here is a brief summary of our main activities so far in relation to the three aims of the Project:

BUILDING INFRASTRUCTURE TO SUPPORT SELF CARE

~ We partnered with the National Lymphoedema Project to host a Highland ‘top tips for self care’ event.  As well as people sharing their various experiences of living with lymphoedema and swapping ‘tips’; a lot of ideas were shared concerning possible new lymphoedema information materials, more use of the internet for online support and ways that awareness can be heightened concerning lymphoedema in the general population and in particular amongst doctors.  Comments and discussions from this event are now included in the document “Top tips for self management of lymphoedema – a Guide”.  

Available for download at  

http://www.alliance-scotland.org.uk/what-we-do/projects/macmillan-lymphoedema-project-scotland/
~ People with lymphoedema who we have been in contact with have expressed a strong desire to have a support group.  Because of this, we are planning the launch of the Highland Lymphoedema Support Group on Saturday 1st December 2012 in Inverness.  This will take the form of an open discussion with a short presentation about a self management programme for people with lymphoedema in Lanarkshire to inspire ideas on different forms the support group can take.  It is the intention of the lymphoedema project to facilitate the support group initially through the launch meeting, then to be a point of advice and guidance to the support group upon invitation.
For further details of the Highland Lymphoedema Support Group Launch meeting please email angeline.macleod@nhs.net  

IMPROVING ACCESS TO CARE FOR PEOPLE WITH LYMPHOEDEMA

~ Consultations are underway to develop an evidence based lymphoedema care pathway for NHS Highland. The aim of this pathway is to aid equity of care for all people who have lymphoedema or are at risk of lymphoedema, and to provide a guide for clinicians who suspect lymphoedema or caring for someone who has lymphoedema.

~ Many people with lymphoedema in Highland have expressed frustration at the time it took for their GP to recognise that they may have lymphoedema.  A poster is currently being created for distribution throughout NHS Highland to alert all primary care workers to risks of lymphoedema.  

EDUCATION AND TRAINING FOR HEALTH AND SOCIAL CARE PROFFESSIONALS

~Raising awareness of lymphoedema and lymphoedema care has begun through face to face training sessions with community nurses.  This will continue to be rolled out across NHS Highland.  We also plan to extend training to practice nurses and care homes in the Highlands. 

~ Face to face training is being complimented by online resources.  The Highland Lymphoedema Project now has an active community space on The Knowledge Network; containing useful educational links as well as Highland Lymphoedema Project news.  This site is under construction and is intended to become a source of lymphoedema education and virtual information exchange for clinicians working with people who have lymphoedema or suspected lymphoedema.  

Direct link to Highland Lymphoedema Project Community space:

http://www.knowledge.scot.nhs.uk/hln.aspx
alternatively go to 

http://www.knowledge.scot.nhs.uk/home.aspx
click on ‘communities’ tab, and scroll down for ‘Highland Lymphoedema Network’.

NEXT STEPS…..
~ New, localised self care materials for people with lymphoedema, created in conjunction with people living with lymphoedema
~ More Lymphoedema support groups in the Highlands

~ The publication of the Highland Lymphoedema Care Pathway

~ Various activities raising awareness amongst clinicians of the risk factors for lymphoedema

~ Promoting a self management ethos in lymphoedema care through capturing people’s positive experiences of living with lymphoedema in a variety of media.
Angeline Macleod

Highland Lymphoedema Project Coordinator

angeline.macleod@nhs.net
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