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SPPC Response to Consultation: 

Healthcare Improvement Scotland Draft Standards on Complex Nutritional Care

From: Scottish Partnership for Palliative Care

About the Scottish Partnership for Palliative Care (SPPC) 
The SPPC is the umbrella body representing the major organisations involved in palliative care in Scotland. Our membership includes all NHS Boards in Scotland, all Scottish voluntary hospices, and many national charities with an interest in palliative care.  (Full membership is detailed at www.palliativecarescotland.org.uk .) 

The Partnership’s aims are to promote equitable access throughout Scotland to high quality palliative care for all patients and families on the basis of need not diagnosis. 

About this response
SPPC welcomes the development of these draft standards.

Specific Comments
· The standards should reference GMC guidance Treatment and Care Towards the End of Life: Good Practice in Decision Making (2010) and any subsequent update or replacement.
· The standards should provide more guidance on the withdrawal of enteral feeding and how or who will be responsible. Given that the guidance from the Scottish Government is that patient’s hydration/nutrition requires to be considered and supported at End of Life we consider that this does warrant some advice within the document.  Also on Page 13 where the draft talks about enteral feeding reducing the risk of mortality and morbidity, the guidance should also recognise that this does not benefit all patients and for palliative care patients and that there is a fine line which requires to consider clinical symptoms and symptom management before commencing such a regime. 
· Pg 16 details out the plan for patients receiving parental nutrition in hospital and at home but there is a lack of reference to the setup for a hospice or care home. 
· The standards could do with more reference to patients with life limiting conditions who may be reaching the end of life.
· The RCN have produced excellent new resources to support practice in this area which should be referenced. http://rcneolnutritionhydration.org.uk/
· Regarding person centred care/ information ( 2.2/ 3.2) it would be good to mention about advance discussions with patient/family which should take place when nutrition is being commenced  about expectations as patient is nearing the end of their life. In other words, if feeding is being commenced in a patient with a life limiting condition, there may come a time when it is no longer required/ is contraindicated. This should be explained fully e.g. prior to insertion of PEG tube Point 3.7/ 6.1.  There is a need for staff training; how to have these discussions, and how to support staff who are caring for a patient who has had their nutrition discontinued; how to recognise that a reduced need for food / fluids is part of the normal dying process.
· In any guidance document on artificial feed and nutrition there needs to be a sentence/ paragraph that acknowledges the cultural significance of food/water in that this is a currency of care/love for many people and that at end of life this can be difficult to see ability to take in food/fluid being lost. Deliberate acknowledgement of this tied with some understanding of possible harms (respiratory secretions from fluid overload, nausea from TPN/calorie intake exceeding actual requirements, eating despite loss of hunger) can be helpful to move to other ways of showing love/care for relatives when it is longer beneficial to the patient to receive additional calories/fluid.  
· The standards should also look at access to TPN/artificial fluid at home for those with advanced cancer in situations where performance status is good but parenteral feed not achievable (head and neck cancers and bowel obstruction). This is currently haphazard and unfunded. Those with families who can train and give TPN/fluids can get home from hospital. Those without family support or DN buy are left to choose between home and reduced survival/wellbeing (secondary to malnutrition/dehydration) or in-patient care and longer survival/increased hydration. The balance is between loss of natural ability to take in food/fluid due to someone actively dying and strength failing versus the common enough situation where loss of gut function precedes the decline of the rest of the body due to local problem or gut specific failure and there is some time/QOL to be gained through ANH in some individuals.
· The standards should address the issue about withdrawing artificial feeding (N/G, PEG or I/V) when someone is at end of life.
· There is no mention of information to be given to patients on the consequences of not commencing nutritional support,  for example in 2.2 a) :
“2.2 Each assessment must cover: 
(a) person-centred information – capacity to give informed consent, wishes of patient (or their representative), ethical and moral issues, including the risks and benefits of the proposed procedure, “
The addition of “the consequences of not receiving the proposed procedure” would also be a key part of ensuring informed consent, ideally also clarifying whether this would make a difference to duration or quality of life.
			
Mark Hazelwood
CEO SPPC 
August 2015
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