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RCGP and Marie Curie UK General Practice Core Standards for Advanced Serious Illness and End of Life Care
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Introduction

One person dies every minute in the UK every year, most of whom have an advanced serious illness. The RCGP & Marie Curie national 2015 survey showed that 97% of GPs felt that general practice plays a key role in the delivery of care to people approaching the end of life, and their families. Therefore, being clear as a practice, about your strategy to consistently offer the best care for people affected by Advanced Serious Illness and End of Life Care and the continuous improvement you are looking to achieve is really important.

The Daffodil Standards are the UK General Practice Standards for Advanced Serious Illness and End of Life Care. They are a blend of quality statements, evidence-based tools, reflective learning exercises and quality improvement steps. The Standards are relevant to all UK practices, offering a structure to enable practices, whatever the starting level, to be proactive organisations in which continuous learning and improvement steps are an integral part of caring for people. 

By signing up to the Daffodil Standards, your practice has taken an important step towards improving end of life care. 
 
Who designed them? 
The RCGP designed the Standards in partnership with Marie Curie, led by Dr Catherine Millington-Sanders, RCGP & Marie Curie National End of Life Care Clinical Champion. Experienced GPs and healthcare professionals supported the process, and helped make sure the Standards fit into the work you’re already doing, rather than adding to your workload. 

Is there a cost to the practice? 
No. Access to the Daffodil Standards is completely free. 



What do they cover? 
The Standards cover eight core areas, with tools, resources and simple steps to help you assess and build on the good care you already give your patients and their loved ones. The eight areas are: 

1. Professional and competent staff 
2. Early identification 
3. Carer Support – before and after death 
4. Seamless, planned, coordinated care 
5. Assessment of unique needs of the patient 
6. Quality care during the last days of life 
7. Care after death 
8. General Practice as hubs within compassionate communities 

How long do they take to complete? 
The Daffodil Standards are designed to progress at a pace, set by your practice. The first step is starting with an audit of the last 10-20 deaths and select which Standards have room for improvement. The practice can then create a relevant and feasible improvement plan, over a time period. 

Feedback from our national pilots showed that one standard took on average 2-5 hours per month and practices were well on the way to realising their improvement outcomes within the first 3 months.

How can we help as the patient participation group? 
At the simplest level you can help by being aware of the Daffodil Standards and encouraging your practice in their efforts. There are however many ways you could get more involved and help to drive change and improvement by sharing your views and needs as patients and care-givers. 

Supporting realistic changes - your practice will not be able to improve everything about end of life care all at once but your views can be helpful to them in order to prioritise where to start and choose the changes to review when they are attempting to make improvements. 

The main aim of the Daffodil Standards is to improve the care your practice delivers to patients and hence your opinions and ideas are extremely useful in trying to do this. 


How to get started?
This flow chart gives an outline of where to start.

How to start: For patient participation groups

Month 1 IDENTIFY Named link person within PPG
Find out who the lead for the Daffodil Standards is at the practice
Make whole PPG aware of the commitment to Daffodil standards



	Step 1 – Month 1-2 View baseline audit data from practice 

			
Practice staff + MDT feedback			Patient/ family/ care-giver                  	 Feedback (optional)
Patient/ family/ care-giver feedback



Step 2 - Month 2-3 Practice to CHOOSE Daffodil Standard(s) 
Feed in views of the group re priorities





Step 3 - Month 2-3 REFLECT using PPG reflective questions for chosen Standard(s) and feedback via link person to aid practice in designing SMART goals
Consider Reflection Exercises






	
	Step 4 - Month 4 REVIEW PROGRESS  
· Review progress made towards SMART goals.
· Feedback to the practice on the process of your involvement- what was good, how could it be better

Celebrate and share successes, challenges and learning
Encourage non-blame, active learning culture
Adopt / Adapt/ Stop changes made depending on learning







	
	



	Set Month to REVIEW REPEAT Audit results, to complete the improvement cycle 
Do you feel SMART goals have been achieved across chosen Standard(s)


	



[bookmark: Blank_Page]Reflective Questions for General Practice Patient Participation Groups to consider.
Do not restrict discussion to these questions, they are designed to give a starting point for conversations, not to be a rigid set of questions to answer.

Examples of an advanced serious illness may be someone diagnosed with one or more of; terminal diagnosis of cancer, dementia, severe frailty, advancing heart, lung or neurological conditions.

Standard 1: Professional and competent staff
· What do you think excellent end of life care from your practice looks like? 
· For people caring for someone in the last years of their life, what things are important for your practice to do to help you?
· What skills are important for your GP practice team to have?  
· Who is the clinical and management lead for the Daffodil Standards?

Standard 2: Early identification
For the practice to support someone and help plan their care and support, they initially need to identify they have an advanced serious illness or end of life care and support need(s). This aims to help your GP practice team to prioritise your needs, when you make contact with the practice. 
· What support from the practice is important to you after you have been diagnosed with an advanced serious illness or nearing/at the end of life? 
· What have you noticed your practice does well to support people with a diagnosis of advanced serious illness or nearing/at the end of life?
· If your practice identifies you as someone who has/may have an advanced serious illness and/or you are nearing the end of life, what is important to you that your practice does next?
· How accessible do you feel this information is to you as a patient at your practice? What, if anything, could be improved?

Standard 3: Carer support before and after death
· What do those caring for people at the end of life need from the practice?
· What support from the practice is important to you after someone you care for dies? 
· Would you want to be contacted and if so how? 
· How accessible do you feel this information is to you as patient at your practice? What, if anything, could be improved?

Standard 4: Seamless planned co-ordinated care
Please ask the Daffodil Standards clinical or management lead to explain your practice’s current multi-disciplinary team (MDT) meeting process and purpose for people with advanced serious illness and end of life care and support needs.
· What is important to you about this process? 
· What do you think is good about this process? What do you think could be improved? 
· How can your practice include or inform patients and carer-givers of discussions about them in meetings? 
· Does anyone have any experience of end of life care in your community - are there any gaps in what is provided?
· What other services or charities etc are people aware of locally, that may help or be involved in end of life care?
· How accessible do you feel this information is to you as a patient at your practice? What, if anything, could be improved?

Standard 5: Assessment of unique needs of the patient
Please ask the Daffodil Standards clinical or management lead to explain what the process is for supporting people with advanced serious illness and end of life care and support needs to achieve a Personalised Care and Support Plan. 
· What is important to you about this process? For example, who is involved? What does the template plan look like? How can you update it? Are you easily able to access a copy? Is the information shared with relevant people e.g. the ambulance service, your local hospital or community nursing or hospice teams?
· How accessible do you feel this information is to you as a patient at your practice? What, if anything, could be improved?





Standard 6: Quality care during the last days of life
· What would be important to you about your practice, in the last days of life?
· How would you want those close to you involved or supported? 
· What does the practice do well regarding their care in the last days of life? 
· What could the practice do better regarding their care in the last days of life?
· How accessible do you feel this information is to you as a patient at your practice? What, if anything, could be improved?


Standard 7: Care after death
Please ask the Daffodil Standards clinical or management lead to explain the routine process to make contact with named care-givers, after someone has died?
· What is good about this process? What could be improved and why? Please consider:
· Would you want information on what to do practically and how would you want this information?
· Would you appreciate contact from your practice? When and how? 
· What support would be useful… at the time/later on? 
· Do you know where to access bereavement support?
· How accessible do you feel this information is to you as a patient at your practice? What, if anything, could be improved?

Standard 8 General practices as hubs within compassionate communities
Please ask the Daffodil Standards clinical or management lead to explain the routine process to help support continuous development and improvements via,
a) Regularly reviewing deaths to ensure learning from deaths 
b) Gain patient and care-giver feedback 

· How do people know what support services and local groups are available for people and their care-givers living with advanced serious illness and affected by end of life?
· Are their any gaps in services locally? 
· How does the practice connect people to these support services? Where would you look for information if you were in need of support?
· How accessible do you feel this information is to you as patient at your practice? What, if anything, could be improved?
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