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1. Introducing the questionnaire: 
1.1 Ensure the carer is comfortable and happy to participate.  Begin the interview by 

providing further information about the questionnaire. Explain the purpose of the 
interview and responses to the questionnaire are used to find out about the carer’s 
life and experiences of caring for a person with dementia.  Highlight to the carer 
how their answers will be useful (e.g. answers could be used to inform planning 
and improve service provision to better support carers). 
 

1.2 If the person with dementia is also present during the interview with the carer, 
explain that it is the carer’s feelings and experiences that you are interested in.  
As the questionnaire asks sensitive questions to assess carer quality of life, ensure 
the carer is happy to complete the measure in front of the person with dementia.  
It can be useful to advise the carer about this in advance to allow the carer make 
alternative arrangements to answer questions in privacy. 

 
1.3 Explain to the carer that you are trying to get an overall impression of how things 

have been for them, and how they have felt in their caring role during the past 4 
weeks.  The four week window can be challenging for some carers as they may 
feel it does not reflect their caring role.  Explain, you are looking to capture a 
snapshot of their feelings in their caring role in the past four weeks.  The caring 
role can fluctuate for many carers, therefore in order to get an overall view of the 
caring journey including the positives and challenges, we ask for their feelings in 
the last four weeks.   

 
1.4 Explain that not all questions may apply to the carer or the person they care for, 

but you ask everyone the same questions. State that there are no right or wrong 
answers, so the carer should be as open as possible and should try to answer all 
questions to the best of their judgement. 

 
1.5 Reassure the carer that it is completely acceptable for them to feel upset by some 

of the questions. Ask them to let you know if they need to take a break at any time 
and explain that you will go through the questions at their own pace. 

 
1.6 Read the instructions verbatim on the front of the questionnaire. Ask the carer if 

they have any questions before starting the questionnaire. 
 

2. Administering the questionnaire items: 
2.1 Begin each section of the questionnaire by reading the introduction and any 
examples exactly as they are written. 
 
2.2 Read aloud each individual question and the response options verbatim. 
 
2.3. When the carer has indicated his or her response, mark it on the questionnaire. 
Mark only one response for each question. If a question does not apply to the carer or 
the person they care for, write N/A (Not Applicable) next to the question.  
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2.4. If the carer does not or cannot answer a question (for any reason), record the 
response as missing.  
 
2.5. At the end of the interview go back to any missed questions. 
 

3. Debriefing after the interview: 
3.1. Explain that all questions have now been answered. 
 
3.2. Ask whether the carer has any questions that he or she would like to ask. Answer 
any questions and thank the carer for taking part.    
 

4. General queries and possible responses: 
4.1 The carer does not wish to complete the questionnaire: 
Remind the carer that participation is entirely voluntary. They are being asked to 
complete the questionnaire because it will help to understand more about carers’ 
quality of life. If they still do not want to participate stop the interview and thank the 
carer. 
 
4.2 The carer stops completing the questionnaire because he/she does not 
understand a question or set of responses:  
Specific prompts for not understanding or querying are given on the next page.  In 
general if the carer does not understand a particular question, re- read it verbatim, but 
do not re - phrase the question.  If the carer does not understand the response options, 
re-read the response options verbatim but do not re-phrase them. The question and the 
response options can be re-read as many times as is necessary, but if it is clear that the 
carer does not understand code as missing.  
 
4.3 Carer asks you to interpret a question: 
Specific prompts for not understanding or querying are given on the next page.   In 
general re-read the item verbatim. Do not try to explain an item. Suggest that the carer 
base his/her answer on what he/she thinks the question means. Re-phrasing or 
interpreting a question can bias results. It is very important that the questions are read 
verbatim and only the standard prompts are used. 
 
4.4 Carer answers “don’t know” or wants to miss out a question: 
Acknowledge that it can be hard to choose a response, but encourage the carer to                          
choose the response option that most applies to him/her. If a carer wants to miss out 
an item, explain to the carer that all the questions are very important. They should try 
to answer all of the questions. If the carer still does not want to answer a particular 
item, reassure the carer that it is alright, then go on to the next item.  If the carer feels 
a question is not applicable to them, mark as N/A. 
 
5. Possible queries and responses – specific: 

5.1 If the carer answers simply “yes” instead of choosing one of the five 
response options: 

 
• Repeat the response options and ask him/her to choose one. 
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• If the person gives two response options, ask them to choose one and record it.  
If a carer feels their response is between the two, it can be helpful to prompt, in 
the past four weeks which response is more reflective of their feelings.  If unable 
to answer, code as missing.  
 
• If necessary repeat the question verbatim. 

 

     5.2 If the carer answers simply “no” instead of choosing one of the five       
response options: 

•  Repeat the response options and ask him/her to choose. 

•  If necessary repeat the question verbatim. 

• If the carer feels it is not applicable code as N/A otherwise code as         
missing. 

        5.3 If the carer responds using their own phrase or form of words that is 
not one of the response options: 

 
• Repeat the question and the response options verbatim and ask them to 
choose one of the response options. 
 
•  If they still don’t use one of the response options but are answering in a way 
that is relevant to the question, reiterate that they need to choose one of the four 
response options. 
 
•  If they still fail to choose one of the response options, then accept their 
answer, but don’t score it, mark the questionnaire as missing and move on to 
the next questions. 

 
5.4 If the carer misunderstands question (ie answering something else 
entirely): 

 
• Repeat question and response options verbatim.  
 
• If the person still appears not to understand the question go on to the next 
question and code as missing. 

 
5.5 If person explicitly queries what a question means: 
 

• Do not re-phrase or interpret any question. 
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• Repeat question and response options verbatim. 

 
• Suggest that he/she bases their answer on what he/she think it means. 

 
• If the person is still querying or appears not to understand go on to the next 

question and reassure him/her that they’re doing very well and its fine to 
go on to the next question. 

 
• You can return to the question at the end of the session. 

 
5.6 If person refuses to answer a question: 
 

• Accept his/her refusal and reassure the person that it is alright not to answer.  
Go on to the next question. 

 
 

6. Scoring C-DEMQOL Questionnaire 

6.1 Manually scoring C-DEMQOL 

Apply the score to each response as indicated in figure 1.   

Response option 1 = 5  

Response option 2 = 4  

Response option 3 = 3  

Response option 4 = 2  

Response option 5 = 1  

For example: very good = 5; mostly good = 4; satisfactory = 3; quite poor = 2; very 
poor = 1.  

No reverse scoring is needed.  For all items, a higher score indicates higher quality of 
life. If there are no missing responses, total all items for an overall score of quality of 
life.  Higher scores indicate higher quality of life.   
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Figure 1. Scores for item response. 
 
 
 

6.2 Calculation quality of life with missing items 
 

A total quality of life score can be calculated if at least five responses are scored in 
each subdomain. Total “scores are estimated as the average of the present 
responses multiplied by the number of items in the scale (30 for the total scale, 
and six for each subscale). We therefore recommend mean replacement for 
missing responses when sum scores are computed” (1). 
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6.3 Scoring calculator  

 
A scoring calculator is available to download at BSMS CDS website.  Data collected 
can be entered and will be scored automatically.  
When entering missing data, ensure it is entered using the code MISS. 
The scoring manual can be accessed and downloaded from the website under 
“manual and storing guides, C-DEMQOL measure calculator”.  You can access the 
website at: https://www.bsms.ac.uk/research/neuroscience/cds/research/cdemqol.aspx 
 
 
 
 

7. Further information and enquiries  

 
Please visit our website at 
https://www.bsms.ac.uk/research/neuroscience/cds/research/cdemqol.aspx for 
further details and to access our publication detailing the development of C-
DEMQOL.  
 
For any further information or queries, please contact the team:  
 
Address: 
Centre for Dementia Studies, 
Trafford Building, 
Room 202, 
Boiler House Hill, 
University of Sussex, 
BN1 9RY 
 
Tel: 01273 873 817 

  

Chief Investigator: Prof. S. Banarjee 
Email: s.banarjee@bsms.ac.uk 

 

Research lead: Dr. S. Daley 
Email: s.daley@bsms.ac.uk 
 
 
 

 

https://www.bsms.ac.uk/research/neuroscience/cds/research/cdemqol.aspx
https://www.bsms.ac.uk/research/neuroscience/cds/research/cdemqol.aspx
mailto:s.banarjee@bsms.ac.uk
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