Quality of life in care homes


Appendix 1
Administering the SEIQoL
i. Introduction and cue elicitation: The interviewer read the introduction and asked residents: “What are the five most important aspects of your life at the moment?”, then established the meaning of each life area and summarised this on the Cue Definitions Record From, together with the label that the respondent used for each cue (if this was clear). If a resident did not understand the question she re-phrased it, as suggested in the Administration Manual. However, detailed stories are often told in the elicitation procedure. In such cases she decided on labels and definitions. If a resident found it difficult to nominate five areas, the interviewer used a standard list of prompts (family, relationships, health, finances, living conditions, work, social life, leisure activities, religion/spiritual life). 
ii. Determining levels: The interviewer asked residents: “How would you rate yourself on each of these areas at the moment, on a scale from the worst possible to the best possible?” on a vertical visual analogue scale labelled at the upper extremity by “as good as could possibly be” and at the lower extremity by “as bad as could possibly be”.  Ratings are recorded in the form of a bar chart (range 0-100). She first gave an example using cues not nominated by the respondent. This included showing residents where to the five important areas (cues) will be written, how to use the scale, and how to draw the bars (e.g. explain that the nearer they draw it to the bottom line, the poorer they are rating their QoL and the nearer they draw it to the top line, the better they are rating their QoL). She then wrote the resident’s cues on the form and asked them draw their bars.
iii. Weighting cues: This involves quantifying the relative contribution of each elicited cue using the direct weighting instrument, which consists of five interlocking, coloured laminated circular disks that can be rotated around a central point to form a type of pie chart.  The disks are mounted on a larger backing disk, which displays a scale from 0 to 100. The interviewer asked residents: “How do the five areas compare in importance to each other?” and to adjust the disk until the size of each coloured segment corresponds to the relative importance of the area represented by that segment. If the respondent nominated fewer than five cues, the corresponding number of segments were manipulated so that the total value of all the weights sums 100. The interviewer first explained that people often value some areas in life as more important than others, and that the disk allows them to show how important each area in their life is by giving the more important areas a larger area of the disk, and less important areas a smaller area. She also gave an example using cues not named by the resident and wrote the resident’s cues on the disks.

Appendix 2
Details of studies using the using the SEIQoL with older people
The measure has been used with older populations with varying degrees of success. Brown and colleagues (1994) (Browne et al.,  1994) successfully used the unabbreviated version in a study of 56 healthy older people. Although cognitive problems impaired the ability of some participants to understand the task, only 10% were unable to understand and complete the procedure. The abbreviated version (SEIQoL-DW) has been used with 60 older medical patients (Mountain et al., 2004), however, a quarter were unable to complete the measure due to confusion, distress, fatigue or blindness. Both the SEIQoL and the SEIQoL-DW have been used in a study of 20 people with mild dementia (Coen et al.,  1993). All were able to complete some elements, but only six were willing or able to complete the full procedure (including the judgement analysis). The authors concluded that in cases of mild cognitive impairment the SEIQoL can be a feasible, valid & reliable instrument. The SEIQoL was found to be straightforward to administer and well understood by people with idiopathic Parkinson’s disease (Lee et al., 2006).  The five most frequently nominated quality of life domains in these studies are shown in Appendix 5.

Appendix 3
Characteristics of 20 participants








Frequency

Sex:

Female




13



Male




  7

Ethnic group:
White British



13



White Irish
 


  3



Asian British



  1



Black Caribbean


  2

Asian other



  1








Median (Interquartile range)

Age 






82 (9)

Cognitive functioning

  


2 (11.50)

Activities of Daily Living



95 (33)

Performance status 




60 (8)

Appendix 4
Challenges to assessing Quality of Life
Assessing satisfaction with QoL on 10-point scale
Interviewer: ….how satisfied are you with your quality of life?  What would you say?

Diane: Not totally.

Interviewer: So between one and 10? 

Diane: An unsold house, I’ve got money …. I’m not worried about it, right now I need it I want to, I want to move back to [home town]…I don’t want to be here…..

Interviewer: So between one and 10?

Diane: Hmmm.

Interviewer: How satisfied are you with your current quality of life?  Between one…. 

Diane: I’m not am I?

Interviewer: You’re not?  So what would you score it, one, two, three?  

Diane: 10

Interviewer: 10 is very satisfied.

Diane: Oh crickey no – one!

Eliciting cues on the SEIQoL
Anne: Difficult to answer that cos I don’t have many, much to offer.  There’s not much offered to me so I can’t answer it really.

Interviewer: So what, which areas are most important to you?  It doesn’t matter if they’re going well or badly, but really to identify which areas are most important.

Anne: Areas?  

Interviewer: Hmm, what parts of your life…. 

Anne: hmmm I should say peace of mind I think.

Interviewer: Peace of mind?

Anne: Peace of mind.

Interviewer: Can you tell me a bit more about that? 

Anne: Well, I’d like to have the feeling of being a bit more secure ….. which I’m far from…..

Interviewer: By secure, what, what do you mean by secure?

Anne: Security and I’d like to be a little bit more well provided for than what I am.

Interviewer: In what way?

Anne: Erm, I don’t think I’m receiving the attention of the medical profession which I should be getting. I don’t think I’m getting it.  Not in these homes anyway.  You won’t get it here …. you’ve got to go outside. 

Interviewer: So those, those are things that are disturbing your peace of mind?

(lengthy discussion about care in the home)

Interviewer: OK, that’s good.  So you’ve given me peace of mind as one of the five areas …. that are important to your getting happiness.

Anne: Yes.

Interviewer: Can you name some more?

Anne: Pardon?

Interviewer: Can you name some more?

Anne: More?

Interviewer: More, yeah.  So you gave me peace of mind was one.  One area that gives, that was important to you.

Anne: No, I can’t think of any others.  Just peace of mind.

(interviewer gave prompt list along with the instructions)

Anne: [coughing] I don’t know what sort of answer you need to that.  I’m confused. I don’t know what you mean.  

Interviewer: So the, the areas of your life that are important to you?

Anne: Oh well you said all these things, what am I supposed to answer to?  

Interviewer: They were suggestions.

Anne: Suggestions?

Interviewer: That perhaps one of those you might think, yes that area’s important to me too.  

Anne: I don’t know really.

Interviewer: How about relationships?  

Anne: Um, well I suppose so, yes.

Interviewer: Yeah.  Because perhaps when relationships are going well it gives you some happiness, and when they’re going badly it gives you some sadness. 

Anne: Yes, yes.

Interviewer: Yes?  So shall I put that down as one of the five?  

Anne: Yes, yes.

Interviewer: OK.  So how would you see relationships, how are they important to you?  

Anne: Relationships?

Interviewer: Hmmm. 

Anne: I should say they’re very important really.

Interviewer: Hmmm.  Can you tell me how?... Why are they important to you?  

Anne: Well they, they help contribute the, for peace of mind don’t they?  

Interviewer: You feeling more tired today Anne?  

Anne: Yes, and I don’t know why, but I am.

Interviewer: Or do you, is this question harder than ….

Anne: Very breathless, very breathless today…. Because I’m upset I think.  Today I’m depressed, totally depressed.

Interviewer: Is today worse than before?

Anne: Very depressed.

Interviewer: Right.  Shall we move on to the next step?  

Anne: Yes.

Interviewer: Do you feel up to it?  Because I can come back another time and we finish.

Anne: Have you got a lot more to do? 

Determining levels on the SEIQoL
Laura: I, I can’t see anything, I’m sorry.

Interviewer: Well if I, if I put my thumb here, this is best possible…

Laura: Yes.

Interviewer: …and where your thumb is there is worst possible…

Laura: Worst possible, yes.

Interviewer: …so friendships for you at the moment, where would you say between the two thumbs you would rate your friendships at the moment? You can just point.

Laura: Friendships, well I suppose somewhere around there I suppose.

Interviewer: Very, very good, good.

Laura: Well I mean I .. I have one or two friends.

Interviewer: So, cos the middle point here is neither good nor bad, so anything above the middle point is positive, anything below .. is not so good.

Laura: With what, the friendship?

Interviewer: Yes, how it is for you at the moment.

Laura: Um (pause) well the one that I’m going with on .. the, the, next Tuesday…

Interviewer: Yes, on holiday.

Laura: …he hopefully should be all right.

Interviewer: So it’s on the positive side?

Laura: Positive side, yes, yes.

Interviewer: How far up the positive?

Laura: Well there was an occasion a few times when we had a terrific scrap, but we got over it eventually…….

Interviewer: So on the level from good, how would you rate it, if you had to rate it, say be, out of ten, how good is your friendship at the moment?

Laura: Oh quite good I suppose. .. Oh dear, what would I rate it? .. Oh I .. I, I think somewhere around seven/eight, mm, yes.

Interviewer: So I’ll put it between good and very good.

Weighting procedure for the SEIQol-DW
Interviewer: …..I would like you to show me how important the five areas of your life are in relation to each other.  So you see these, all these colours have different labels on.  I don’t know if you can read, this one’s freedom, so blue is freedom.

Peter: Alright.

Interviewer: Orange is appetising food, purple is socializing/pub, then green is drink and then the yellow is the DVD/TV.

Peter: Yeah. 

Interviewer: So I, if say freedom is your most important, you make it as big or….

Peter: Oh it’s got to be innit?

Interviewer: ….as small as you can in relation to the others.

Peter: [cough/sneeze] Well yes, it’s, freedom that’s the main one, but freedom covers all…. freedom covers all of them don’t it? So once again they’re all part of the one thing, they’re all part of freedom.

Interviewer: Yeah, yeah, that’s true. 

Peter: Having the choice of food, having a choice of drink, picking me own friends…. and what goes on telly or DVD, well what goes on the DVD, television I can only what they put on… So, you know, I think one’s void that, you know. 

Interviewer: Can you try and do it? So if you had to give them a, a proportion in relation to each other…. what would you give them?

Peter: Yeah, well, how do you get the freedom.

Interviewer: Yes, how do you get a drink if you have no freedom?

Peter: Well, you, you’ve just lost your freedom I see…  So where we at, where’s the yellow, that’s what 80 is it?  … 90, where’s the [unclear].  You ain’t a hundred.  Is that a hundred there?  

Interviewer: But if you look at it as slices of a cake, you might find it easier. 

Peter: Yeah, well I was wondering where the, the whole cake was, you know. 

Interviewer: If, this is your cake … which slice of it would be freedom?  

Peter: Well all, all of it is freedom, but these are all just sections of freedom, aren’t they?  I don’t know how you would, but these are all backups for this… because they’re all part of the one aren’t they?

Interviewer: They’re part of the one, but you could, these ones you could put in relation to each other .

Peter: Well I think they’re all much the same .

Interviewer: The same.  So you’re, you’re happy with it like that?

Peter: Well, I, I don’t think the TV comes this high. 

Interviewer: OK.

Peter: But the others, food, drink and socializing…. 

Interviewer: Like that?  

Peter: Yeah, I suppose, something like that…. I think you understand what I’m trying to say.

Appendix 5
Proportion (%) of older people nominating five most frequently quality of life domains in five studies



Brown1
Mountain
Coen

Lee
[to add]*




1994

2004

1993

2006
 




(n=56)

(n=60)

(n=20)

(n=123)(n=18)

Family


89

90

672

88
44

Social & leisure
79

32

-

37
613
activities/hobbies

Health


89

58

45

53
-

Living conditions
84

-

-


-

Religion

79

-

50


-


Home


-

26

-


-

Money


-

25

-

35
-

Housework

-

-

75


-

Marriage

-

-

55


-

Relationships

-

-

-


44

Friends

-

-

-

31
-

Independence

-

-

-


39

Peace & contentment
-

-

-


33


*Author name has been removed to protect anonymity. Will be added before publication

1Average over two time points

2Average for children (85%) and siblings (50%) (reported separately)

3Leisure and/or social activities (reported separately)
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