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The Patient Reported Experience Measure for Myalgic Encephalomyelitis (PREM-ME)


This questionnaire assesses your experience of (i.e. satisfaction with) the care received from the ME/CFS service. It has been developed by people with ME/CFS and clinicians working in specialist ME/CFS services and is intended to be used with the other assessment tools in the ME Association’s Clinical Assessment Toolkit. 
It takes about 10 minutes to complete in one go, but you can take as long as you want to complete it.  If you need help from another person, or another person to complete the PREM-ME on your behalf, that is fine. If you would prefer to complete the questionnaire by phone, or need further adjustments to make it easier for you to complete, or if you have any other questions, please contact the person who sent this form. 
There are 38 questions in total which are answered with simple multiple-choice type answers, plus six that ask for your thoughts. 
Questions are arranged in sections: 
· Overall View of the Service
· Staff and the Services Approach
· Understanding your ME/CFS 
· Care and Support Plan

SECTION 1: Overall view of the service
	Over the last month, how often have you experienced this symptom?
	Score 1
	Score 2
	Score 3
	Score 4
	Score 5
	

	Overall, how do you rate the service?  
	Very poor
	Poor
	Neither good 
nor bad
	Good
	Very good
	

	1. How well do you understand your ME/CFS since attending the service? 
	Much worse
	Worse
	No change
	Better
	Much better
	

	2. How well do you manage your symptoms and activity levels since attending the service? 
	Much worse
	Worse
	No change
	Better
	Much better
	

	Total score
(Add up the scores for questions 1-3)
	
	
	
	
	
	TOTAL:


	1a. 	What was good about the service?
	


	1b. 	What was not so good / helpful about the service?
	

	1c. 	How could the service be improved?
	


	1d. 	What accommodations / flexibility of service provision do you need? 
	

	1e. 	Is there anything else you would like to tell us about your experience?
	






section 2: Staff and service approach
	Please indicate your level of agreement:
	Score 0
Not important or N/A
	Score 1
Strongly disagree
	Score 2
Disagree
	Score 3
Agree
	Score 4
Strongly agree
	

	Staff were knowledgeable and up-to-date about ME/CFS
	
	
	
	
	
	

	Staff were friendly and approachable
	
	
	
	
	
	

	I was listened to and believed
	
	
	
	
	
	

	I received information about what to expect from the service
	
	
	
	
	
	

	Attention was paid to my holistic (i.e. physical, psychological / emotional, and social) needs 
	
	
	
	
	
	

	I was given information about who to contact, and how to contact them if I had any questions
	
	
	
	
	
	

	The service was flexible to meet my needs
	
	
	
	
	
	

	I had opportunity to ‘meet’ others with ME/CFS. This may be in person or online 
	
	
	
	
	
	

	I was given information about relevant support groups and charities
	
	
	
	
	
	

	I was asked whether I would like more information or to revisit discussions
	
	
	
	
	
	

	I was given sufficient time and support to explain my situation and the difficulties I was having
	
	
	
	
	
	

	Total score 
(Add up the scores for the questions above)
	
	
	
	
	
	TOTAL:




section 3: Understanding ME/CFS
	Please indicate your level of agreement:
	Score 0
Not important or N/A
	Score 1
Strongly disagree
	Score 2
Disagree
	Score 3
Agree
	Score 4
Strongly agree
	

	I received a clear diagnosis, or the diagnosis was confirmed
	
	
	
	
	
	

	My illness, symptoms and disabilities were explained in a way I could understand
	
	
	
	
	
	

	I was helped to explain my illness and limitations to other people, e.g. family
	
	
	
	
	
	

	I was given information and an explanation about the treatment/management approach
	
	
	
	
	
	

	I was given information and support to make sense of ME/CFS and how it caused my symptoms and activity limitations
	
	
	
	
	
	

	The interaction and impact of ME/CFS and my other health conditions were explored
	
	
	
	
	
	

	Total score 
(Add up the scores for the questions above)
	
	
	
	
	
	TOTAL:







section 4: Care and support plan
	Please indicate your level of agreement:
	Score 0
Not important or N/A
	Score 1
Strongly disagree
	Score 2
Disagree
	Score 3
Agree
	Score 4
Strongly agree
	

	I was helped to develop a care and support plan
	
	
	
	
	
	

	I was helped to work out my needs and priorities
	
	
	
	
	
	

	I was helped to identify and set my own goals
	
	
	
	
	
	

	I learnt to recognise my symptoms
	
	
	
	
	
	

	I learnt to identify my activity limitations
	
	
	
	
	
	

	I learnt to balance rest and activity, and avoid overdoing it’ (i.e. pacing) 
	
	
	
	
	
	

	I learnt to identify and manage fluctuations, setbacks and relapses
	
	
	
	
	
	

	I received information and advice about how to cope with personal activities of daily living (e.g. washing, dressing, toileting) 
	
	
	
	
	
	

	I received information and advice about how to cope with home (e.g. housework, cooking, gardening, DIY) and family life
	
	
	
	
	
	

	I received information and advice about how to cope with mobility difficulties
	
	
	
	
	
	

	I received information and advice about how to cope with work / education
	
	
	
	
	
	

	I received help (where possible) to manage or improve my symptoms
	
	
	
	
	
	

	
	Score 0
Not important or N/A
	Score 1
Strongly disagree
	Score 2
Disagree
	Score 3
Agree
	Score 4
Strongly agree
	

	I was helped to obtain aids and equipment I needed
	
	
	
	
	
	

	I was helped to obtain the social care I need (e.g. carers, home help)
	
	
	
	
	
	

	I received information, advice and support about relevant benefits
	
	
	
	
	
	

	I received information, advice and support about how to manage work / education
	
	
	
	
	
	

	I received information, advice and support for family / carers
	
	
	
	
	
	

	I was given information about how to obtain on-going health-care support after discharge
	
	
	
	
	
	

	Total score 
(Add up the scores for the questions above)
	
	
	
	
	
	TOTAL:







Summary Report for the Patient reported Experience Measure for ME (PREM-ME)
This report summarises your experience / satisfaction with the care you have received at the ME/CFS specialist service you attended

	Name
	

	Date
	
	Number of assessment
	



	PREM-ME Summary
	Score
	Interpretation

	Section 1: Overall view of the service 
(to calculate, add up the scores for Q1-3)
	
	0-4 = very poor	9-12 = good 
5-8 = poor	13-15 = very good   

	Section 2: Staff and service approach 
(to calculate, add up the scores for Q4-14)
	
	0-10 = very poor	21-30 = good 
11-20 = poor	31-40 = very good   

	Section 3: Understanding ME/CFS
(to calculate, add up the scores for Q15-20)
	
	0-6 = very poor	13-18 = good 
7-12 = poor	19-24 = very good

	Section 4: Care and Support Plan: 
(to calculate, add up the scores for Q21-38)
	
	0-18 = very poor	37-54 = good 
19-36 = poor	55-72 = very good   

	Total PREM-ME score 
(to calculate add the scores for sections 1-4)
	
	0-39 = very poor	80-116 = good 
40-79 = poor	117-155 = very good  

	1a. 	What was good about the service?
	



	1b. 	What was not so good / helpful about the service?
	



	1c. 	How could the service be improved?
	



	1d. 	What accommodations / flexibility of service provision do you need? 
	



	1e. 	Is there anything else you would like to tell us about your experience?
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