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This updated guidance sets out the preferred way for scoring and presenting the UW-QOL. 

The introduction of ‘quality of life’ questionnaires helps identify issues of concern to the individual patient and triggers discussions of these issues in the clinical setting. Questionnaires raise the important issue of what is ‘quality of life’? To the patient it is an implicit state of being, something known that cannot be told. Whilst to the researcher it is a difficult measurement problem and to the clinician, just one of many other equally relevant inputs into a clinical judgement.

Health-related quality of life (HRQOL) is an important outcome parameter following treatment for head and neck cancer. As the value of this concept has become established during the last decade there has been a dramatic increase in the number of publications on HRQOL.  The impact of head and heck cancer and it treatment can have such a profound detrimental effect on function and well-being that it is essential that the patient’s perspective is taken into account. Two national bodies, the British Association of Head and Neck Oncologists and the British Association of Otorhinolaryngologists Head Neck Surgeons, both recommend that HRQOL should be longitudinally recorded. Questionnaires give a structured insight into the patients’ point of view. They facilitate multidisciplinary team working with the recognition of poor outcome groups, better information for the patient and their carers, and the opportunity to identify problem areas and target support/intervention. 

The choice of questionnaire depends on the purpose of the study, its design and the available resources. A different questionnaire would be applicable as a basic indicator of HRQOL in routine practice compared to that in a research setting.

Questionnaires

It is time consuming and a logistical challenge to ensure patients self-complete questionnaires before treatment has commenced and at regular intervals subsequently. Very few units are currently collecting HRQOL information and one of the problems has been the selection of the most appropriate questionnaire. There will never be a prefect head and neck questionnaire2 and there is a choice between about 14 validated measures.1,2   The most commonly used are the EORTC, FACT and UW-QOL. However HRQOL data collection remains a low priority in many units. One of the reasons for this is that some questionnaires are too long or complicated for members of the head and neck team, including the patient, and seem more suited to research. One questionnaire that has emerged as a simple yet clinically relevant measure suitable for routine clinical practice is the University of Washington questionnaire (UW-QOL). 

The University of Washington questionnaire

In the original description, Hassan and Weymuller 3 stated that ‘the advantages of the UW-QOL head and neck questionnaire are that 1) it is brief and self-administered, 2) it is multi-factorial, allowing sufficient detail to identify subtle change, 3) it provides questions specific to head and neck cancer, and 4) it allows no input from the health provider, thus reflecting the QOL as indicated by the patient’. The nine domains are pain, activity, recreation, employment, disfigurement, speech, swallowing, chewing and shoulder function. Each of these domains has between 3 and 6 possible choices of items. The highest level or “normal” function is assigned 100 points, whereas the lowest level or greatest dysfunction scores 0 points. The nine domains contribute equally to the final score which is out of 900 points. The questionnaire has free text for patients’ own annotations. The UW-QOL has undergone three major revisions since it was first published (table 1). In version 2, an importance-rating scale and three new single item ‘quality of life’ questions were added.4  In version 3 two new domains (taste, saliva) were added and the employment domain dropped.5,6  These changes have served to address several shortcomings 5, but version 3 still did not include an emotional domain.  Because health-related quality of life refers to the physical, emotional, and social impact of diseases and their treatments on patients’ lives, mood and anxiety has been added to version 4 (table 2). 7 The evolutionary development of the questionnaire and the substantial number of published studies using the UW-QOL in combination with other measures have served to ensure its rigorous validation.

More information on the UW-QOLv4 can be found at the following website  www.headandneckcancer.co.uk
Table 1. Summary of development of the UW-QOL

	Domain
	Version 1
	Version 2
	Version 3
	Version 4

	Pain
	X
	X
	X
	X

	Appearance
	X
	X
	X
	X

	Activity
	X
	X
	X
	X

	Recreation
	X
	X
	X
	X

	Swallowing
	X
	X
	X
	X

	Chewing
	X
	X
	X
	X

	Speech
	X
	X
	X
	X

	Shoulder
	X
	X
	X
	X

	Taste
	
	
	X
	X

	Saliva
	
	
	X
	X

	Mood
	
	
	
	X

	Anxiety
	
	
	
	X

	Employment
	X
	X
	
	

	
	
	
	
	

	Global QOL items
	
	X
	X
	X

	
	
	
	
	

	Free text
	X
	X
	X
	X

	
	
	
	
	

	Importance rating
	
	X
	X
	X


Table 2. Spearman correlation coefficients involving taste, saliva, mood and anxiety

(Bold highlighting implies p<0.001)

	UW-QOL
	Taste
	Saliva
	Mood
	Anxiety

	Pain
	0.29
	0.25
	0.45
	0.41

	Appearance
	0.40
	0.37
	0.48
	0.34

	Activity
	0.38
	0.40
	0.41
	0.28

	Recreation
	0.39
	0.45
	0.39
	0.27

	Swallowing
	0.49
	0.60
	0.36
	0.24

	Chewing
	0.51
	0.51
	0.23
	0.13

	Speech
	0.35
	0.30
	0.29
	0.15

	Shoulder
	0.18
	0.15
	0.12
	0.09

	Taste
	
	0.56
	0.30
	0.19

	Saliva
	0.56
	
	0.31
	0.16

	Mood
	0.30
	0.31
	
	0.53

	Anxiety
	0.19
	0.16
	0.53
	

	
	
	
	
	

	HRQOL, compared to month before cancer
	0.26
	0.28
	0.26
	0.25

	In general, HRQOL during the past 7 days
	0.34
	0.31
	0.54
	0.43

	Overall QOL during past 7 days
	0.30
	0.22
	0.50
	0.34

	EORTC
	
	
	
	

	Have you had a dry mouth
	0.45
	0.78
	0.19
	0.10

	Have you had sticky saliva
	0.35
	0.36
	0.24
	0.14

	Have you had problems with sense of taste
	0.84
	0.54
	0.41
	0.28

	
	
	
	
	

	Did you feel tense
	0.16
	0.11
	0.59
	0.51

	Did you worry
	0.26
	0.18
	0.57
	0.62

	Did you feel irritable 
	0.15
	0.11
	0.41
	0.32

	Did you feel depressed
	0.22
	0.15
	0.55
	0.48

	
	
	
	
	

	Emotional Function (EF)
	0.23
	0.17
	0.61
	0.54
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Scoring

The UW-QOL has domains and general questions based upon discrete ordinal responses. Scoring is scaled to so that a score of 0 represents the worst possible response, and a score of 100 represents the best possible response. Scoring is scaled in equal stages from 0 to 100 to reflect the number of possible responses. Thus the pain domain has 5 possible responses which are scored as 0, 25, 50, 75 & 100.   The general question asking about overall QOL has 6 possible responses which are scored as 0, 20, 40, 60, 80 & 100. 

The UW-QOL also has a question asking about which three domain issues were the most important during the past 7 days.  A column for each domain should be created in the dataset with each column being scored either as ‘1’ if that domain is chosen as important, otherwise scored as ‘0’. 

Presentation of domain scores.

This next table illustrates how the UW-QOL data can be presented. The actual data used here comes from our use of the UW-QOL questionnaire since 1995, version 4 since 2000, by patients with oral/oro-pharyngeal SCC cancer whose primary treatment was by surgery with or without adjuvant radiotherapy. For each domain the table gives the number of patients with each score, the mean and SE of patient scores, and the percentage of patients selecting the best possible response (100). The shaded area denotes values that do not exist for that domain. These data from 550 patients were selected so as to be the QOL response closest to 12 months after surgery, median 16 months, inter-quartile range 12-25 months. 

	
	
	UW-QOL scores
	Mean
	SE
	%

 Best

score

	UW-QOL
	N
	0
	25
	30
	50
	70
	75
	100
	
	
	

	Pain 
	545
	6
	31
	
	107
	
	131
	270
	79
	1
	50

	Appearance 
	545
	3
	31
	
	105
	
	260
	146
	74
	1
	27

	Activity 
	545
	16
	25
	
	185
	
	154
	165
	70
	1
	30

	Recreation 
	547
	10
	47
	
	116
	
	210
	164
	72
	1
	30

	Swallowing 
	544
	25
	
	58
	
	194
	
	267
	77
	1
	49

	Chewing 
	548
	81
	
	
	276
	
	
	191
	60
	1
	35

	Speech 
	538
	3
	
	41
	
	290
	
	204
	78
	1
	38

	Shoulder 
	531
	32
	
	55
	
	103
	
	341
	81
	1
	64

	Taste *
	365
	20
	
	69
	
	96
	
	180
	73
	2
	49

	Saliva *
	360
	24
	
	66
	
	88
	
	182
	73
	2
	51

	Mood *
	357
	7
	45
	
	28
	
	120
	157
	76
	1
	44

	Anxiety *
	354
	18
	
	46
	
	142
	
	148
	74
	2
	42


*These were not in the earliest versions of the UW-QOL but were added later, hence fewer patients.

Standard deviation measures the scatter of raw data scores symmetrically about a mean and is less useful with ordered categorical data with few categories. Standard error measures the precision of the mean, and Mean +/- 2 SE is the approximate 95% confidence interval. Having few categories renders the median to be an insensitive measure and we therefore do not recommend it to summarise domain scores.

Composite scores

Since the addition of anxiety and mood an overall composite score (a simple average of domain scores) has not been recommended for use because the domains do not move in the same way after treatment. However, more recent work in a chapter under preparation for the textbook ‘Handbook of Disease Burdens and Quality of Life Measures’) applying factor analysis to the above data, has suggested two composite scores, one for ‘Physical Function’ and another for ‘Social Function’.  The Physical Function score is computed as the simple average of 6 domain scores – those of chewing, swallowing, speech, taste, saliva and appearance. The Social Function is also computed as the simple average of 6 domain scores - those of anxiety, mood, pain, activity, recreation and shoulder function.  Missing data for the UW-QOL is rare but to accommodate this it is suggested that the Physical Function and Social Function scores be computed so long as there are at least 4 component domain scores available.  

The scores can be regarded as numerical for the purpose of presentation. The overall median (Inter-Quartile Range) scores for the patients described above were:- Physical Function: median 74 (IQR 59 to 91); Social Function: median 80 (IQR 61 to 94). No notable ‘floor’ or ‘ceiling’ effects can be observed. A box-plot graphical representation is also appropriate, as illustrated for Physical Function below for the patients described above.
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Global Questions

The UW-QOL asks three global questions, one about how patients feel relative to before they developed their cancer, one about their health-related QOL and one about their overall QOL.  These are now also scaled from 0 to 100 to enable ease of presentation of all key results using the same 0 to 100 scale.  The results presented below are for the same patient group as described above for the previous table. 

	
	
	Question scores
	
	
	

	UW-QOL
	N
	0
	20
	25
	40
	50
	60
	75
	80
	100
	Mean
	SE
	%

 Best

Scores*

	A. Health-related QOL compared to month before had cancer
	343
	25
	
	58
	
	139
	
	55
	
	66
	56
	2
	76

	B. Health-related QOL during the past 7 days
	306
	8
	17
	
	63
	
	115
	
	87
	16
	60
	1
	71

	C. Overall QOL during the past 7 days
	306
	2
	14
	
	64
	
	105
	
	105
	16
	63
	1
	74


KEY to ratings:

A:  (0) Much worse (25) Somewhat worse (50) About the same (75) Somewhat better (100) Much better. 

B:  (0) V Poor (20) Poor (40) Fair (60) Good (80) V Good (100) Outstanding

C:  (0) V Poor (20) Poor (40) Fair (60) Good (80) V Good (100) Outstanding

* BEST SCORES:   A: % scoring 50, 75 or 100;   B & C: % scoring 60, 80 or 100

Importance question

This asks about which three domain issues were the most important during the past 7 days.  Patients are asked to choose up to 3 domains. A column for each domain should be created in the dataset with each column being scored either as ‘1’ if that domain is chosen as important, otherwise as ‘0’.  Very occasionally patients may choose more than 3 – and when this occurs we suggest you score all those they have chosen as ‘1’.  

Results can be presented as % of patients choosing each domain. The domains can also be ranked in order. The data presented below are for the patients described above. These patients chose a mean of 2.3 domains. The five main concerns chosen at about 1-2 years after surgery were saliva, swallowing, chewing, speech and appearance. 

	UW-QOL
	N of patients
	N of

patients choosing the domain
	% of patients choosing the domain
	Rank order

	Pain
	358
	46
	13
	10

	Appearance
	358
	76
	21
	5

	Activity
	358
	67
	19
	6

	Recreation
	358
	32
	9
	12

	Swallowing
	358
	94
	26
	2

	Chewing
	358
	89
	25
	3

	Speech
	357
	87
	24
	4

	Shoulder
	358
	37
	10
	11

	Taste
	358
	56
	16
	9

	Saliva
	358
	102
	28
	1

	Mood
	358
	66
	18
	7

	Anxiety
	358
	62
	17
	8


If you have any questions about the scoring and presentation of the UW-QOLv4 please don’t hesitate to contact Professor Rogers at snrogers@doctors.org.uk

University of Washington Quality of Life Questionnaire 

(UW-QOL v4)

This questionnaire asks about your health and quality of life over the past seven days.  Please answer all of the questions by ticking one box for each question.

1.
Pain.  (Tick one box: ( )


(
I have no pain. 







   (100)


(
There is mild pain not needing medication. 



    (75)


(
I have moderate pain - requires regular medication (e.g. paracetamol). 
    (50)


(
I have severe pain controlled only by prescription medicine (e.g. morphine). (25)


(
I have severe pain, not controlled by medication. 


     (0)

2.
Appearance.  (Tick one box: ( )


(
There is no change in my appearance.




  (100)


(
The change in my appearance is minor.




   (75)


(
My appearance bothers me but I remain active.



   (50)


(
I feel significantly disfigured and limit my activities due to my appearance.   (25)


(
I cannot be with people due to my appearance.



    (0)

3.
Activity.  (Tick one box: ( )


(
I am as active as I have ever been.




   (100)


(
There are times when I can't keep up my old pace, but not often.

    (75)


(
I am often tired and have slowed down my activities although I still get out.  (50)


(
I don't go out because I don't have the strength.



    (25)


(
I am usually in bed or chair and don't leave home.

                  (0)



4.
Recreation.  (Tick one box: ( )


(
There are no limitations to recreation at home or away from home.
  (100)


(
There are a few things I can't do but I still get out and enjoy life.

   (75)


(
There are many times when I wish I could get out more, but I'm not up to it. (50)


(
There are severe limitations to what I can do, mostly I stay at home and 
       watch TV







   (25)


(
I can't do anything enjoyable. 





    (0)

5.
Swallowing.  (Tick one box: ( )


(
I can swallow as well as ever.





  (100)


(
I cannot swallow certain solid foods.




   (70)


(
I can only swallow liquid food.





   (30)


(
I cannot swallow because it "goes down the wrong way" and chokes me.     (0)



6.
Chewing.  (Tick one box: ( )


(
I can chew as well as ever.





  (100)


(
I can eat soft solids but cannot chew some foods.


   (50)


(
I cannot even chew soft solids.





    (0)

7.  Speech.  (Tick one box: ( )


(
My speech is the same as always.




    (100)


(
I have difficulty saying some words but I can be understood over the phone. (70)


(
Only my family and friends can understand me. 



     (30)


(
I cannot be understood.






      (0)

8.
Shoulder.  (Tick one box: ( )


(
I have no problem with my shoulder.




   (100)


(
My shoulder is stiff but it has not affected my activity or strength.

    (70)


(
Pain or weakness in my shoulder has caused me to change my 
       work / hobbies. 







    (30)


(
I cannot work or do my hobbies due to problems with my shoulder.
     (0)

9.
Taste.  (Tick one box: ( ) 


(
I can taste food normally.





   (100)


(
I can taste most foods normally.





    (70)


(
I can taste some foods.






    (30)


(
I cannot taste any foods.





     (0)

10.
Saliva.  (Tick one box: ( )


(
My saliva is of normal consistency.




   (100)


(
I have less saliva than normal, but it is enough.  



    (70)


(
I have too little saliva.  






    (30)


(
I have no saliva.






     (0)

11.
Mood.  (Tick one box: ( )


(
My mood is excellent and unaffected by my cancer.


    (100)


(
My mood is generally good and only occasionally affected by my cancer.      (75)


(
I am neither in a good mood nor depressed about my cancer.

     (50)


(
I am somewhat depressed about my cancer.



     (25)


(
I am extremely depressed about my cancer.



      (0)

12.
Anxiety.  (Tick one box: ( )


(
I am not anxious about my cancer.




    (100)


(
I am a little anxious about my cancer.




     (70)


(
I am anxious about my cancer.





     (30)


(
I am very anxious about my cancer.




      (0)

Which issues have been the most important to you during the past 7 days?  

Tick ( up to 3 boxes.



( Pain
( Swallowing
( Taste



( Appearance
( Chewing
( Saliva



( Activity
( Speech
( Mood



( Recreation
( Shoulder
( Anxiety

GENERAL QUESTIONS

Compared to the month before you developed cancer, how would you rate your health-related quality of life? (Tick one box: ( )


(
Much better







(100)


(
Somewhat better






 (75)


(
About the same  






 (50)


(
Somewhat worse  






 (25)


(
Much worse







  (0)

In general, would you say your health-related quality of life during the past 7 days has been:  (Tick one box: ( )


(
Outstanding







(100)


(
Very good







 (80)


(
Good  








 (60)


(
Fair  








 (40)


(
Poor








 (20)


(
Very poor







  (0)

Overall quality of life includes not only physical and mental health, but also many other factors, such as family, friends, spirituality, or personal leisure activities that are important to your enjoyment of life.  Considering everything in your life that contributes to your personal well-being, rate your overall quality of life during the past 7 days.  (Tick one box: ( )


(
Outstanding







(100)


(
Very good







 (80)


(
Good  








 (60)


(
Fair  








 (40)


(
Poor








 (20)


(
Very poor







  (0)

Please describe any other issues (medical or nonmedical) that are important to your quality of life and have not been adequately addressed by our questions (you may attach additional sheets if needed).
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