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Abstract t 

Chronicc non-specific lung disease (CNSLD), a chronic disease with 

considerablee prevalence and mortality rates, is not only a medical problem, it 

alsoo has significant psychological and social consequences for the patients 

concerned.. Quality of lif e research on CNSLD was quite underdeveloped for a 

longg period of time, but has recently become an important topic in research as 

welll  as in patient care. In order to get insight into the state of the art of 

empiricall  research on quality of lif e in CNSLD, a review of the literature 

betweenn 1980 and 1994 on this topic is presented. Special attention is paid to 

definitionss and operationalisations of the quality of life concept as well as to 

questionnairess used to assess quality of lif e and the aims of quality of life 

research.. Analysis reveals that quality of lif e is seldom defined clearly and is 

operationalisedd in a variety of ways. Most studies have a descriptive nature or 

pertainn to clinical trials. The negative impact of CNSLD on quality of lif e is 

well-documentedd and shows the importance of incorporating assessment of 

qualityy of life in research as well as in patient care. Future research is called for; 

thiss should be theory-driven, taking into account recent developments 

concerningg disease-specific measures of quality of life. 

Introduction n 

Chronicc non-specific lung disease (CNSLD) encompasses asthma, chronic 

bronchitiss and emphysema. All three illnesses concern chronic ailments of the 

airwayss and the patient has, for a shorter or longer time, suffered from shortness 

off  breath. In general, asthmatic patients have breathing problems only 

occasionallyy and/or over short periods of time, whereas for patients with chronic 

bronchitiss or emphysema (chronic obstructive pulmonary disease - COPD) 

breathingg difficulties are a more constant problem. '" These chronic diseases have 
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aa prevalence of 10 to 20%. Despite the introduction of new treatment modalities, 

CNSLDD is responsible for a considerable and rising part of the morbidity and 

mortalityy in Western countries. ' 

Nott only is CNSLD a medical-biological problem, it also affects the perceived 

psychologicall  and social health of patients. CNSLD may have considerable 

effectss on the daily functioning of the patient, as well as on symptoms such as 

breathingg problems, coughing, allergic reactions and cause fatigue and sleeping 

difficulties,, which arise more or less directly from the disorder. ' ' ' A variety of 

psychologicall  problems can result from CNSLD, such as fear, shame, 

helplessness,, dependence and depression. -  CNSLD can also have 

considerablee effects on relationships and social contacts; social isolation and 

lonelinesss have been cited as extra strains on the family and on the partner. ' 

Inn the areas of oncology and cardiology quality of life has been empirically 

examined.. ' '" In these areas the importance of quality of life is increasingly 

recognisedd when considering treatments in experimental studies and patient care. 

qualityy of lif e research addressing CNSLD-patients has been rather 

underdevelopedd for quite a long period of time. Recently, however, several 

researchh groups have started to study quality of life in CNSLD in more detail, and 

ass a result, several questionnaires assessing quality of life have been developed. 

Inn this paper, we aim at providing a review of empirical research on quality of life 

inn CNSLD-patients. The following research questions are addressed: 

1.. Which definitions and operationalisations of quality of life have been used in 

(researchh in) CNSLD; 

2.. What kind of questionnaires (generic vs disease-specific) have been used to 

assesss quality of life; 

3.. What were the aims of quality of lif e research in CNSLD. 
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Method d 

AA Medline and PsychLIT CD-ROM search for publications in English, between 

Januaryy 1980 and January 1994, was carried out. The following entries were 

beingg used: (asthma or chronic bronchitis or emphysema or chronic obstructive 

pulmonaryy disease or chronic airflow limitation or obstructive lung diseases or 

lungg diseases not neoplasm) and (quality of life). All keywords were searched as 

Meshh Heading and as free text in any field including abstracts. The publications 

resultingg from these CD-ROM searches were supplemented with publications 

fromm personal files. Publications were included in this paper if they met the 

followingg criteria: 

(1)) addressing groups of adult CNSLD-patients; (2) clear description of the 

instrumentss used to assess quality of life; (3) presenting empirical results on 

qualityy of life. 

Reviewss on the state of the art, guidelines for quality of life research and, as well 

ass editorials and letters, were excluded as well as studies on cost-effectiveness 

andd utility assessment (see Rutten-van Molken, Doorslaer and Rutten21 for a 

review). . 

Thee definitions of quality of life provided by the authors of the articles -if any-

weree extracted from the paper. Data on the operationalisation of the concept of 

qualityy of life were categorised using the three dimensions (physical, 

psychologicall  and social functioning) that should, according to quality of life 
22 2 

literature,, at least have been mentioned. A category "other" was added for 

overalll  measures of quality of life as well as to cover aspects of quality of life that 

couldd not be clearly categorised as physical, psychological or social functioning. 

Thee questionnaires used to assess quality of life were categorised as generic or 

disease-specificc questionnaires; a combination of these two types of scales was 

alsoo possible. 
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Thee following aims of quality of life research were distinguished: description of 

thee impact of CNSLD on daily life; evaluation of the effects of a therapy or 

intervention;; prediction: screening or classification of individuals, based on 

qualityy of life data; and, investigation of determinants of quality of life. 

Results s 

Thee searches resulted in 150 publications of which 76 did not meet criteria 2 

and/orr 3: six were reviews, the other 70 did not actually empirically assess quality 

off  life, or did not provide an explicit description of the measures used. In four 

publicationss CNSLD-patients formed only a small subgroup of the population 

underr study; they were excluded from further review. 

Thee selected 70 publications were distinguished into two types of studies: firstly, 

studiess documenting the quality of lif e of CNSLD-patients and secondly, studies 

onn the validation of existing quality of life-questionnaires as well as on the 

developmentdevelopment of disease-specific quality of life-questionnaires for CNSLD-

patients.. Forty-six publications, referring to 43 studies, documented the quality of 

lif ee of CNSLD-patients. These are presented and discussed first. 

Twenty-fourr publications were classified as studies in which the validation of 

existingg quality of life-questionnaires or the development of disease-specific 

qualityy of life-questionnaires for CNSLD-patients, was the main topic. These will 

bee presented and discussed in the second part of the results section. 

StudiesStudies documenting Quality of Life in CNSLD 

Definitionn and operationalisation of quality of life 

Qualityy of life is a somewhat elusive concept; it can be defined, operationalised 

andd measured in various ways, and appears to mean different things to different 

investigators.""'""  Nevertheless it provides a short unifying term to refer to a 
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collectionn of qualitative concepts, and has facilitated the recognition and 
27 7 

understandingg of these concepts in clinical practice and clinical trials. Over the 

pastt several years some consensus has emerged between researchers in this field 

concerningg the definition of quality of life in functional/operational terms, as well 
28 8 

ass the components that make up this overall concept : Quality of Life represents 

thee consequences of a disease for the individual's life, and encompasses the 
22 2 

physical,, psychological and social functioning of a patient. 

Tablee 3.1 presents summaries of the 43 studies. Where applicable, the overall 

dimensionss of quality of life are specified, according to the descriptions of the 

authors.. These specifications are depicted in the legend. 

Explicitt 'overall' definitions of the concept of quality of life are seldom 

mentioned,, in general operational definitions are used for quality of life. In six 

studiess some definition in operational terms of quality of life is given 

[1,5,16,26,37,47]]  . Five authors present clear definitions in terms of the 

dimensionss that make up the concept of quality of life [21,25,27-29,33,35]. 
22 2 

Kapteinn et al. as well as Malo et al., refer to definitions presented by Spilker : 

"Thee consequences of a disease for the individual's lif e have been conceptualised 

inn the term 'quality of life', which encompasses the physical, psychological and 

sociall  functioning of a patient" [21] and "quality of life explores the general 

well-beingg assessed in different domains: physical status, psychological impact, 

andd social interactions" [25]. McSweeny et al. [27-29] present a 'working 

definitionn of life quality' which encompasses four basic dimensions: "a) 

emotionall  functioning, including mood changes and other psychiatric symptoms; 

b)) social and/or role functioning, including employment, home management and 

sociall  and family relationships; c) basic behavioral functioning, including self-

caree skills and mobility; and d) ability to engage in enjoyable hobbies and 

recreationall  pastimes". p" 
Tablee 3.1: study numbers 
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Tablee 3.1 Studies on quality of life (QoL) in Chronic Non-Specific Lung Disease 
publishedd between 1980-1994 

STUDY Y 

no. . 

1. . 

2. . 

3. . 

4. . 

5. . 

6. . 

7. . 

8. . 

9. . 

10. . 

11. . 

12. . 

13. . 

14. . 

15. . 

16. . 

17. . 

18. . 

19. . 

20. . 

21. . 

22. . 

23. . 

24. . 

25. . 

26. . 

27. . 

firstfirst author, year 

Alonsoo 199229 

Anthonisenn 1986 " 

Boee 1984-' 

Cockeroftt I987, : 

Dardess 1990"' 

Daughtonn 1983"4 

Dompelingg 1992 J 

Elliottt 199236 

Foxmann 1986 

Gray-Donaldd 1989'" 

Gutierrezz 198839 

Guyattt 19874" 

Guyattt 198741 

Guyattt 199142 

Hansonn 198245 

Heatonn 198344 

Hunterr 198945 

Hylandd 199346 

IPPBB SG 198347 

Joness 19894" 

Kapteinn 199.349 

Kellerr I98650 

Levensteinn 1991 

Mahlerr 199252 

Maloo 1993" 

McKayy 1993M 

McSweenyy 198055 

PATIENTS S 

N N 

76 6 

985 5 

27 7 

75 5 

41 1 
20 0 
20 0 

24 4 
17 7 

162 2 

12 2 

469 9 

135 5 

5 5 

31 1 

19 9 

24 4 

128 8 

150 0 

8 8 

42 2 

985 5 

141 1 

274 4 

100 0 

1719 9 

no o 

134 4 
191 1 

15 5 

166 6 

Characteristics s 

COPD.. no oxygen, reversibility, males 

non-hypoxemic,, ambulatory COPD 

severee chronic bronchial asthma 

chronicc respiratory disability 

severee COPD, long-term oxygen; 
COPD,, no respiratory failure; 
otherr chronic diseases 

pulmonaryy outpatients and 
rehabilitationn patients 

asthmaa or chronic bronchitis, GP 
settings s 

COPD,, hypercapnic, nippv at home 
duringg sleep 

chronicc bronchitis 

COPDD with grade 4 or 5 dyspnoea 

chronicc airflow limitation 

chronicc lung disease 

chronicc airflow limitation 

chronicc airflow limitation 

chronicc lung disease 

hypoxemicc COPD without oxygen 

COPD D 

asthma a 

ambulatoryy COPD patients 

chronicc airflow limitation, 
outpatients s 

CNSLDD outpatients 

COPD D 

asthma a 

COPD,, males 

occupationall  asthma and 
non-occupationall  asthma 

COPD D 

severee COPD 

DIMENSIONSS OF QoL1 

PH H 

A3 3 

A A 

A3,4 4 

A A 

Al l 

A7,8 8 

A2 2 

Al l 

A l l 

A7,8 8 

A7,8 8 

A7.8 8 

A4,5 5 

A A 

A3,5,6 6 

A A 

Al l 

A A 

AI,2,6 6 

A A 

A2.7, , 
11 1 

A7.8 8 

A.A3.4 4 

PSY Y 

Bi i 

Bl l 

B B 

Bl l 

B6 6 

B12 2 

Bl l 

Bl l 

Bl l 

Bl,9, , 
10 0 

BB 1,4,5 

Bl l 

B2 2 

B5 5 

B6,7 7 

B3.6.7 7 

B6.7 7 

B12 2 

B2 2 

Bl l 

BB 1.4.5 

SOC C 

C2 2 

BC' ' 

C4-6 6 

C C 

C6 6 

--
C4 6̂ 6 

BC C 

--
C4,8 8 

--

BC C 

C2 2 

BC C 

C,C3 3 

BC.. CI 
4,5,7,8 8 

0 0 

D6-8 8 

Dl l 

D6 6 

Dl l 

D7.8 8 

DI0 0 

D8,9 9 

Dl.3 3 

DUO O 

Dl,10 0 

DUO O 

Dl,4 4 

Dl l 

--
Dl.12, , 
13 3 

Dl,3 3 

Dl l 

D6 6 

Dl l 

Dl.10 0 

D2.8 8 

Dl l 

D10 0 

D1,5.6 6 
11 1 

SCALE E 
TYPE2 2 

G G 

G G 

? ? 

G G 

7 7 

G G 

G G 

DS S 

G G 

G G 

G G 

DS S 

DS S 

DS S 

DS S 

G G 

G G 

DS S 

G G 

G G 

G,DS S 

G G 

CDS S 

G G 

DS S 

DS S 

G G 
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S T U D Y Y 

no., , 

28. . 

29. . 

30. . 

31. . 

32. . 

33 3 

34. . 

35. . 

36. . 

37. . 

38. . 

39. . 

firstfirst author, year 

McSS weeny 198211 

McSS weeny 198556 

Moodyy 1990. 
1991""  * 

Noconn I99l5y 

Prigatanoo 1984fi" 

Ringsbergg 199061 

Ringsbergg 1993" 

Schrierr 199061 

Shapiroo 1992w 

Strömm 199065 

Toshimaa WO66 

Traverr 1988" 

PATIENTS S 

N N 

203 3 
73 3 

303 3 
99 9 

45 5 

18 8 

985 5 
25 5 

38 8 

15 5 
13 3 

109 9 

184 4 

43 3 

119 9 

30 0 

Characteristics s 

hypoxemicc COPD and 
healthyy controls 

severee COPD 
controls s 

moderatee severe COPD 

asthma a 

mildd hypoxemic COPD and 
healthyy controls 

asthma a 

asthmaa and 
functionall  breathing disorder 

CNSLDD in GP 

severee COPD. 30-75 years ol 

healthy y 

ff  age 

hypoxemicc COPD, oxygen at home 

COPD D 

severee COPD 

DIMENSIONSS OF Q o L 1 

PH H 

A,, A3,4 

A,, A3.4 

Al l 

A! ! 

A.A3.4, , 
8 8 

Al, 6 6 

Al,6,7, , 

A,A1 1 

A A 

A,A3,4 4 

A.A3-4 4 
7-10 0 

PSY Y 

BB 1,4,5 

BB 1,4,5 

Bl l 

Bl.4--
7,9,11 1 
12-14 4 

B1-3,8 8 

B4-7, , 
11 1 

Bl l 

B7 7 

Bl,4, , 
6-9,12--
14 4 

soc c 

BC.. CI, 
4,, 5,7,8 

BC,, 1, 
4,, ,7,8 

C6 6 

C4-6 6 

BC.C1, , 
2,4, , 
5,7,8 8 

BC, , 
CI,4,8 8 

BC C 

BC,C1, , 
4.5.7,8 8 

CI,2, , 
4-8 8 

O O 

Dl,5,6 6 
11 1 

Dl,5,6 6 
11 1 

Dl,3 3 

D12 2 

D3,5--
8,11 1 

D2.6J J 

D6 6 

Dl l 

Dl l 

Dl,5,6, , 
11 1 

D2 2 

Dl,3, , 
5-8,, 11 

SCALE E 

TYPE2 2 

G G 

G G 

G G 

DS S 

G G 

G G 

G,, DS 

G G 

G G 

G G 

G G 

G,DS S 

40.. Vale 1993" 

41.. Van Schayck 
1991,I9926V" " 

42.. Weir 199371 

43.. Williams I9897 

105 5 

92 2 

COPD D 
asthmaa / other lung diseases 

moderatee asthma or COPD, 
inn GP setting 

severee chronic airflow obstruction 

chronicc obstructive airway disease 

A7,8 8 

A.A3.4 4 

Bl l 

Bl.2,6, , 
7 7 

BC,CI. . 
4,5,7.8 8 

D10 0 

D1,5.6, , 
11 1 

DS S 

G G 

Legendd for Table 3.1: Measured dimensions of QoL. PH: Physical Functioning: A: overall physical functioning; Al : physical activities, physical 
capacities,, activities of daily living; A2: physical disability, restricted activities, limitation of activities; A3: physical mobility, ambulation, dexterity: 
A4:: self-care, body-care & movement; A5: physical/sexual aspects of marriage; A6: physical symptoms, in general; A7: dyspnoea, shortness of breath; 
A8:: peripheral sensory complaints; A9: congestion; A10: responses to evironmental stimuli and the need to avoid these stimuli. PSY :Psych<>!t>gicul 
Functioning:Functioning: B: overall psychological functioning; Bl . psychological/emotional status.emotions, emotional reactions, emotional functioning, emotional 
behaviour;; B2: emotional dysfunctioning. emotional distress; B3: psychological well-being, pleasantness; B4: general psychopathology and or 
psychiatricc problems hysteria, paranoia, psychestenia, psychoticism, schizophrenia, mama, psychopatic derivate; B5: mood changes; B6: anxiety, worry; 
B7:: depression, negativism, hopelessness; B8: tension, imtability. nervousness; B9: dependency on others, helplessness. BIO: emotional aspects of 
marriage,, BI I : hypochondriasis: B12: mental health, outlook, stability; B13: anger, belligerence, obstreperousness; B14: other: suspiciousness, 
bizarness,, verbal expansiveness, decathexis. SOCSocial Functioning: C: overall social functioning: CI: social activities, social interaction; C2: social 
impairment,, social isolation, social introversion, alienation, withdrawal; C3: social role functioning in general: C4: employment, work, income; C5: 
homee management, care of grandchildren; C6: marriage, social and family relationships, social support; C7: communication; C8: hobbies and 
recreationall  pastimes/leisure activities. O.Olher: Dl : overall or general QoL. life in general; D2: health perceptions, subjective health, health status, lif e 
satisfaction,, overall quality of well-being: D3: recent life changes; D4: effects of symptoms and/or of treatments; D5: intellectual functioning, alertness 
behaviour,, confusion, memory; D6; sleep and rest, D7: energy, activation, vigour, hyperactivity: D8: pain; D9: bed-days: DI0: control over the disease; 
Dll  I: eating; d!2: effects on others; Dl 3: medication usage. 

Typee of scales:G :genenc QoL-questionnaires and/or personality questionnaires: DS: disease-specific QoL questionnaire; ? : type of questionnaire 
genericc vs disease-specific unknown; *, BC: refers to the psycho-social dimension of the SIP; #. GP: General Practice; ##. N'IPPV: Nasal Intermittent 
Positivee Pressure Ventilation. 
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Ringsbergg et al. [33] define quality of life as self-assessed leisure activities, social 

interaction,, physical activities and emotional adjustment. And Schrier et al. [35], 

statee that "CNSLD proved to have an extensive impact on patients' physical, 

psychological,, and social functioning, or, in other words, on their quality of 

life"(p-894).63 3 

Informationn on the operationalisation of the concept of quality of life in terms of 

thee dimensions of quality of life that were studied, was generally derived from the 

questionnairess used to assess quality of life, i.e. from their subscale scores and 

overalll  scores. It was categorised using the three dimensions (physical, 

psychologicall  and social functioning) that should, according to quality of life 

literature,, be minimally mentioned." A category "other" was added for measures 

off  overall quality of life. This category was also used to cover aspects of quality 

off  lif e that could not be clearly categorised as physical, psychological or social 

functioning. . 

Theree is a wide variety in the assessment of quality of life in terms of the 

inclusionn of particular dimensions. About fifty percent of the studies mention at 

leastt aspects of the three dimensions of quality of life. Physical functioning is 

mostt frequently measured. In some studies conclusions on quality of life are 

basedd on physical functioning only [6,11]. The most neglected dimension is 

'sociall  functioning'. There is considerable diversity in the measurement of 

conceptss within each dimension: some studies assess 'overall' physical, 

psychologicall  and /or social functioning, whereas other studies assess these 

measuress as a dimension based on the summation of scores on several subscales 

(forr example, the psychosocial and physical dimension of the Sickness Impact 

Profile).. Another set of studies assesses aspects of these dimensions, for example 
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dyspnoeaa and peripheral sensory symptoms (A7, 8) [8,12-14,26,46] in the 

physicall  dimension, and anxiety/worry [9], sometimes in combination with 

depressionn [20,23], in the psychological dimension. 

Concerningg the physical dimension overall physical functioning (A) is measured 

mostt often, as well as physical/general activities (Al) , mobility (A3) and disease-

specificc symptoms such as dyspnoea and shortness of breath (A7). Self-care (A4) 

andd other sensory symptoms (A8) are also measured rather often. The 

psychologicalpsychological dimension is especially measured by overall psychological/ 

emotionall  status (Bl) or in combination with social functioning (BC). General 

psychopathologyy (B4), mood (B5) and more specific emotions such as anxiety 

(B6)) and depression (B7) are assessed in many studies. Apart from the overall 

measurementt of social functioning (C and BC), especially employment (C4) and 

home-managementt (C5) are frequently assessed aspects of the social functioning 

dimension.. Inspection of the "other" category shows that overall quality of life 

(Dl )) is studied in more than half of the studies. Sleep and rest (D6), intellectual 

functioning,, as well as pain and eating habits are also measured in many 

instances. . 

Typee of questionnaires, which have been used to assess quality of life: 

genericc versus disease-specific quality of life-questionnaires. 

Genericc quality of life questionnaires address more universal features and 

consequencess of illness. They are 'supposed to be broadly applicable across types 

andd severities of diseases, and designed to summarise a spectrum of the concepts 

off  health related quality of life that apply to many different impairments, 

illnesses,, patients and populations1. However, important disease-specific 

Tablee 3.1: measured dimensions of Quality of life 
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complaintss and symptoms may be overlooked when only generic quality of life-

questionnairess are used. Disease-specific quality of life-questionnaires, 

designedd to assess specific diagnostic groups or patient populations, take into 

accountt the specific concomitants of the disease. Combinations of generic and 

disease-specificc instruments are used in quality of life-research, combining the 

advantagess of both types of questionnaires. 

Inn 26 out of the 43 studies, generic questionnaires are used to measure quality of 

life.. These are generic quality of life questionnaires as well as, parts of, 

questionnairess on psychological or psychiatric problems used to make up a set of 

instrumentss to assess (aspects of) quality of life. The Sickness Impact Profile 

(SIP)) [2,16,19-22,27-29,32,35,37,47], General Health Questionnaire (GHQ) 

[4,47],, Nottingham Health Profile (NHP)[ 1,7,33,45], Katz Adjustment Scale 

(Katz-R)) [27-29,32] and Spitzer's quality of life-questionnaire [10,30,36] are 

exampless of generic quality of life questionnaires that are often used. The Daily 

Activitiess List (DAL)[35], quality of Well-being Scale (QWB-S)[38], Karnofsky-

scalee [7] and MOS-20 [24] are rather seldom used. Questionnaires on 

psychologicall  of psychiatric problems, in some studies used to assess parts of 

qualityy of life are, for example: the Minnesota Multiphasic Personality Inventory 

(MMPI)[[  16,27-29,32] and the Profile of Mood States (POMS)[2,17,19,27-29,32]. 

Thee generic health-related quality of life questionnaires as well as the 

questionnairess on psychological or psychiatric problems are in general well 

tested.. Use of these questionnaires facilitates comparison of the quality of life of 

CNSLD-patientss with the impact of other diseases on quality of life. 

Inn 11 studies quality of life is assessed using disease-specific questionnaires only. 

Inn general these are well-developed, well-documented questionnaires. The 

Chronicc Respiratory (Disease) Questionnaire (GR(D)Q) is used most frequently 

[8,12-14,26,40,46].. Other disease-specific quality of life questionnaires used in 
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thesee studies are the Asthma Quality of Life Questionnaire (AQLQ)[18] and the 

Livingg With Asthma Questionnaire (LWAQ) [25]. These are some of the disease-

specificc quality of life questionnaires, which have been developed quite recently. 

Theyy will be discussed in more detail in the second part of the results section. 

Thee combination of generic and disease-specific quality of life questionnaires 

wass used in four studies [21,23,34,38]. Combinations of well-known quality of 

lif ee questionnaires were used, for example Levenstein [23] used the SIP, the 

Hospitall  Anxiety Depression Scale (HAD) and a disease-specific quality of life 

scale:: the St. George's Respiratory Questionnaire ((S)GRQ), or combinations of 

partss of personality questionnaires and disease-specific scales. In the study of 

Kapteinn et al. [21], for example, the anxiety, depression and sleep-disorder 

subscaless of the Symptom Check List, 90 items (SCL-90) were combined with 

thee List of Daily Activities and the Optimism and Stigma subscales of the 

Respiratoryy Illness Opinion Survey (RIOS). 

Aimss of quality of life research in CNSLD 

Generally,, the following purposes are distinguished in quality of life 
11 8 77 78 

researchh ' : description of the impact of CNSLD on daily life; evaluation of 

thee effects of a therapy or intervention; and prediction: screening or classification 

off  individuals, based on quality of life data. These different aims place specific 

demandss on the operationalisation of the concept of quality of life as well as on 

psychometricc qualities of the questionnaires. " For example, a 

questionnairee developed for evaluative indices has to be sensitive to change, a 

requirementt not essential when description of the quality of life of a group of 

patientss is the aim of a study. The purposes of the incorporated studies are 

presentedd in Table 3.2. 
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Byy giving a description of the impact of a disease on patients' daily life by using 

qualityy of life-data we can get information on the reactions of patients to their 

diseasee and, eventually, their treatment. This may give more theoretical insight 

intoo the effects of (chronic) diseases and their treatment on patients. 

Tablee 3.2 Aims of Quality of Life Research in CNSLD 

Aimm of the studv 

Description n 

Evaluation n 

Prediction n 

Determinantss of QoL 

Studyy numbers 
(seee Table 3.1) 

1.. 5. 9. 15. 21. 25, 27-29. 31, 34. 35. 43 

2-4,8.. 11-14. 16. 17. 19.23.26.33,36-38.40-42 

7.. 18. 39 

6,, 10.20.22.24.30.32 

Numberr of 
Studies s 

13 3 

20 0 

3 3 

7 7 

Onn the other hand, the results of this kind of quality of life research may also 

enhancee our understanding of patients1 problems and needs, and lead to 

organisingg specific forms of care. 

Almostt 25 percent of the studies [13 out of 43] on quality of life in CNSLD are 

carriedd out with description of the quality of life of CNSLD-patients as their 

majorr aim. In most of these studies relationships between quality of life and some 

otherr (anamnestic and/or demographic) variables are also studied. These studies 

showw that, in general, CNSLD-patients experience impaired quality of life in 

manyy aspects of daily life. McSweeny et al. [27-29], one of the first groups of 

researcherss who studied quality of life in CNSLD-patients, found that patients 

withh severe COPD experience major emotional disturbances, including 

depression,, somatic preoccupation and general dissatisfaction with life. Using 

thee SIP, they concluded that COPD has a significant negative impact on sleep and 

rest,, home-management activities, employment and recreational activities. 

Neuropsychologicall  impairment was positively related to restrictions in activities 

off  daily living as well as to problems with basic social role performance. 
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Thee significant impact on quality of life of COPD was also demonstrated by 

Alonsoo et al. [1], Dardes et al. [5], Schrier et al. [35] and Williams & Bury [47]. 

Foxmann et al. [9] studied the effects of chronic bronchitis on daily functioning 

andd concluded that worry, pain and restricted-activity-days were the most 

commonlyy reported impact, regardless of age, sex or smoking habits. Ringsberg 

ett al. [34] compared personality, psychosocial and somatic parameters of asthma 

patientss with those of patients suffering from Functional Breathing Disorder 

(FBD).. FBD is a condition with asthma-like symptoms, but without the 

physiologicall  signs of asthma. It was found that FBD-patients had a lower quality 

off  life than asthmatic patients. Nocon & Booth [31] assessed the quality of lif e of 

asthmaticc patients. They concluded that all people interviewed had experienced 

somee impact of the disease on their lives, although in varying degrees. People 

weree affected in different ways: employment, schooling, physical activities, social 

interaction,, personal relationships and emotional well-being. The overall social 

impactt was positively correlated with the subjective severity of asthma (measured 

byy a grading-scale based on descriptions provided by the patients themselves). 

Secondly,, data on quality of life can also be used to evaluate the effects of a 

therapyy or intervention, and to compare different groups of patients or patients 

comparedd to 'normals'. In this way it may be possible to steer treatment or 

enhancee quality of care. Somewhat less than half the studies (20 of 43) are 

evaluative,evaluative, and assess the effects of treatments or interventions on quality of life. 

Partt of them evaluate the effects of medication [3,13,14,23,26,45,46], and quality 

off  life is one of the outcome measures. In the study of Levenstein [23] 1719 

asthmaticc patients participated in a double blind comparative efficacy and safety 

studyy of nedocromil sodium versus placebo. With regard to quality of life, 

measuredd with the disease-specific (S)GRQ, a statistically significant 

improvementt was shown in the nedocromil group. This improvement was also 
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foundd using generic quality of life questionnaires (the SIP and HAD), although it 

wass not statistically significant. Van Schayck et al. [45], however, found no 

effectss on quality of life, assessed with the NHP, when studying the effects of 

bronchodilatorr treatment (continuous versus symptomatic) on CNSLD-patients in 

generall  practice with serious impairments in quality of life. Other studies 

evaluatedd the effects of several ventilation therapies on severe COPD-patients 

[8,11,16,19,36,37].. Except for Gutierrez et al. [11], who found an improvement of 

qualityy of life using the Karnofsky scale, all other studies concluded that the type 

off  therapy has no effect on quality of life. 

Inn a prospective study, with a 3-year follow up, the standard treatment was 

evaluated,, in order to identify factors influencing death and lung function [19]. 

Thee remaining studies evaluated some kind of rehabilitation or education 

programmee [4,12,17,33,38,40], most of which appear to have a positive effect on 

qualityy of life. Ringsberg et al. [33], for example, evaluated the effect of 

educationn of adult asthmatic patients at a special asthma school with regard to 

knowledgee of disease, treatment and quality of life. They found that although 

knowledgee improved in the experimental as well as in the control group, only the 

experimentall  group showed improved quality of life as well as a reduction in the 

numberr of hospitalisations. 

AA third possible objective of evaluating quality of life is prediction: assessing 

qualityy of life is used to screen or classify individuals, for example, taking quality 

off  life data into account in order to predict how long a patient will live. In three 

studiess quality of life data were used as predictive variables: Traver [39] used 

measuress of symptoms and quality of life to predict emergent use of institutional 

healthh care resources in people with COPD. Quality of life was assessed using the 

SIPP and Katz-R. More symptoms and impairment of quality of life were found in 

thee high emergent group. Discriminant analyses provided 80% correct prediction 
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byy (in descending order of importance): peripheral sensory symptoms (a subscale 

off  the Bronchitis Emphysema Symptom Checklist (BESC)) , emotional 

behaviourr (SIP dimension), and alienation (BESC-subscale). Dompeling et al. [7] 

foundd lung function indices and also quality of life (energy and pain from the 

NHP)) and packyears to be significant predictors of fast progression of the disease 

inn patients with chronic bronchitis in general practice. In a study on steroid 

prescribingg for asthmatics [18] it was found that physician's prescription 

decisionss were mainly based on patients' psychological reactions during attacks 

(panic-fearr and irritability). Although disease-specific quality of life between 

attackss correlated with prescription behaviour, it did not explain additional 

variancee in this variable. 

AA fourth aim of quality of life research relates to the investigation of determinants 

ofof quality of life. This kind of research may help to build and test theories about 

qualityy of life the way it is influenced by other variables. A considerable number 

off  the studies aimed at finding out the determinants of quality of life of CNSLD-

patients.. It has already been mentioned that there is some overlap with studies 

withh a more descriptive character; in most of these papers also relationships with 

demographicc and/or anamnestic variables are investigated, although not as the 

mainn objective. There are however seven studies that investigated the 

determinantss of quality of life in a more explicit way [6,10,20,22,24,30,32]. 

Prigatanoo et al. [32] studied quality of lif e and its predictors in patients with mild 

hypoxemiaa and COPD. They concluded that this group of patients was less 

impairedd in physical functioning compared with previous studies on COPD 

patientss with hypoxemia, but about equally impaired in psychosocial functioning 

andd dysphoric mood. The degree of self-reported tension-anxiety (POMS-

subscale)subscale) was the single greatest explainer of both physical and psychosocial 

measuress of quality of life. The level of exercise completed, FEVi, and 
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neuropsychologicall  status were significant related to physical limitations but not 

too psychosocial functioning. Gray-Donald et al. [10] studied the possible 

influencee of the nutritional status of severe COPD-patients on functional capacity, 

includingg quality of life. No difference in quality of life-scores (Spitzer's-index) 

wass shown among the three different weight groups of COPD-patients. 

Thee relationships between general health (measured with the SIP) and respiratory 

symptoms,, physiologic measures and mood in patients with chronic airflow 

limitationn was investigated by Jones et al. [20]. It was shown that walking 

distancee correlated with the SIP better than any spirometric measure or arterial 

saturationn and accounted for 41 % of the variance in quality of life, measured with 

thee SIP. Together with depression and dyspnoea, walking distance accounted for 

62%% of total SIP-variance. Age, sex and response to bronchodilator were not 

correlatedd with the SIP-score. Lack of influence of spirometric measures on 

qualityy of life was also found by Keller [22] and Mahler et al. [24]. Daughton et 

al.. [6], however, did find a relationship between lung function (FEVi) and quality 

off  life. However, it has to be mentioned that quality of life was measured by a 

questionnairee assessing physical capacity only. Moody et al. [30] examined the 

interrelationshipss among variables significantly associated with chronic 

bronchitiss in COPD and the relative influences of these variables on functional 

statuss and quality of life. It was found that dyspnoea severity had a sizeable effect 

onn functional status and quality of life. Disease severity was more strongly 

correlatedd to functional status ("depression and mastery") than to quality of life 

(measuredd with the Spitzer's quality of life-questionnaire). They also found 

personalityy characteristics (neuroticism, anxiety) to be negatively related to 

qualityy of life. 
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Studiess on the validation of generic quality of life questionnaires and the 

developmentt of disease-specific quality of life questionnaires for CNSLD-

patients s 

Twenty-fourr articles resulting from the literature search were classified as papers 

onn the validation, sometimes after adaptation, of generic quality of life-

questionnairess for CNSLD-patients, or as publications on the development of 

neww quality of life-questionnaires for CNSLD-patients. 

ValidationValidation of generic quality of life questionnaires in CNSLD-patients. Four 

articless presented data on the validation of existing questionnaires, sometimes 

afterr adaptation, in (sub)groups of CNSLD-patients: 

Thee Additive Activities Profile Test {AD APT-QoL-scale) was validated against 

functionall  work capacity in patients participating a pulmonary rehabilitation 

programme.. This scale is described as a generic quality of life-questionnaire with 

possiblee uses for description and evaluation. It addresses physical functioning 

only. . 

Thee Medico Psychological Questionnaire for Lung Patients (MPQL), ' an 

adaptedd version of the Medico Psychological Questionnaire for Heart Patients 

(MPQH),, was used to examine the changes in psychological parameters before 

andd after pulmonary rehabilitation in COPD-patients. This scale contains four 

sub-scales:: well-being, experienced invalidity, displeasure and social inhibition. 

Reliabilityy and validity of this scale were demonstrated. Apart from the social 

inhibitionn scale, which did not show the expected correlations with other 

variables,, this questionnaire can be useful to determine psychological aspects and 

consequencess of the disease in COPD-patients. 

Thee Quality of Well-being Scale (QWB) was validated as an outcome measure in 

COPDD by Kaplan and co-workers. This scale, originally designed for use as a 
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genericc health outcome measure, involves three dimensions of functioning: 

mobility,, physical activity and social activity. It provides a point-in-time 

expressionn of well-being, ranging from 'zero' for death to 'one' for optimum 

functioning.. In these studies it is shown that the QWB-scale correlates with 

performancee and physiological measures in COPD-patients and might be useful 

ass an outcome measure, for example, in rehabilitation research. 

Thee Satisfaction with Illness Scale, a measure of positive health related quality of 

life,, was developed by Hyland & Kenyon. They state that measurement of 

qualityy of life often takes the form of questions about the problems associated 

withh the illness. Hyland has proposed a model of health-related quality of life 

constructs,, including a construct of positive evaluations of health90. The 

Satisfactionn with Illness Scale was developed to measure these positive 

consequencess of illness. Its reliability and validity have been tested and 

demonstratedd in a population of chronic bronchitis patients. 

TheThe development of disease-specific quality of life questionnaires. Recently 

severall  research groups have started to study quality of life in CNSLD in more 

detail,, and as a result several disease-specific questionnaires assessing quality of 

lif ee have been developed. These questionnaires are presented in Table 3.3 

arrangedd according to the patient group they are meant for, number of items, type 

off  scores and the dimensions they are made up of. Next we will review the 

presentedd disease-specific quality of life questionnaires on the basis of our 

researchh questions: the way in which quality of life is defined, the dimensions of 

qualityy of life that can be assessed with each scale and the aim for which the 

questionnairee is developed. 
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Tablee 3.3 Disease-specific quality of lif e (QoL) questionnaires for patients with Chronic Non-
specificc Lung Disease 

Instrument t 

Chronic c 
Respiratory y 
(Disease) ) 
Questionnaire e 
CR(D)QS4'" " 

Livingg with 
Asthma a 
Questionnaire e 
LWAQ 9-* * 

Patient t 
group p 

Chronic c 
Airflo w w 
Limitation n 

Asthma a 

Items s 
(n) ) 

20 0 

68 8 

Typee of 

scores s 

fourr subscale 
scores s 
onee overall 
score e 

onee overall 
QoL-score e 

Dimensions s 

Physical:: dyspnoea. 
Psychological:: emotional function 
Social:: -
Other:: mastery, fatigue 

Physical:: colds, mobility, sex, work 
andd other activities 
Psychological:: dysphoric states and 
attitudes s 

St.. George's 
Respiratory y 
Questionnaire e 
(S)GRQ94"" 6 6 

Asthma a 
Qualityy of Lif e 
Questionnaire e 
AQLQ97"* * 

(Australian) ) 
Asthma a 
Qualityy of 
Lif e e 
Questionnaire e 
A-AQLQ" ' ' 

Lif ee Activities 
Questionnaire e 
forr Adult 
Asthma a 
LAQAA 11* ' ' 

Asthmaa and 
COPD D 

Asthma a 

Asthma a 

Asthma a 

76 6 

32 2 

20 0 

70 0 

three e 
subscale e 
scores s 
onee overall 
QoL-score e 

fourr subscale 
scores s 
onee overall 
QoL-score e 

fourr subscale 
scores s 
onee overall 
QoL-score e 

onee overall 
restricted d 
activityy score 

Social:: social/leisure, sport, holidays 
Other:: sleep, effects on others, 
medicationn usage 

Physical:: respiratory symptoms, 
activitiess causing/limited by 
breathlessness s 
Psychological/Social:: emotional and 
sociall  impacts on daily lif e 
Other: : 

Physical:: symptoms, activity 
limitation,, exposure to environmental 
stimuli i 
Psychological:: emotional function 
Social:: -
Other:: -

Physical:: breathlessness & physical 
restrictions s 
Psychological:: mood disturbance 
Social:: social disruption 
Other:: concerns for health 

Physical:: physical activities, outdoor 
activities s 
Psychological:: emotions and 
emotionall  behaviour forcing 
restrictedd activities 
Social:: work activities, home care 
Other:: miscellaneous activities, 
eatingg and drinking 
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Thee Chronic Respiratory (Disease) Questionnaire (CR(D)Qf^nMnMP-mA(nM)' 

wass the first disease-specific quality of life questionnaire. No explicit overall 

definitionn of the concept of quality of life is presented in the publications on the 

developmentt of this scale. It is stated that the questionnaire has to cover "areas of 

physicall  and emotional dysfunction that patients themselves experience and feel 

aree important" and "patients were asked to list all physical, emotional or social 

problemss they had as a result of their chest disease". In an article on the 

significancee of changes in scores on this questionnaire, quality of life is described 

ass "a jargon term (...) to describe health status related to how a person feels, and 

howw she or he functions in daily activity".104p408 The questionnaire consists of 20 

items,, and provides one overall score and four subscale scores in the following 

dimensions:dimensions: dyspnoea (physical dimension), emotional functioning 

(psychologicall  dimension), mastery and fatigue (other). Fatigue can also be 

classifiedd as part of the physical dimension, and mastery (control over the 

disease)) can also be seen as an aspect of psychological functioning. It is designed 

forr use in clinical trials (evaluation) and administered by an interviewer. The 

dyspnoeaa scores are individualised, which has the advantage of increased patient 

relevancee and possible increase in sensitivity to change. However, it is difficult to 

usee this questionnaire to define a population or to make comparisons within it.106 

Althoughh the questionnaire was developed for people with respiratory disease in 

generall  (including both asthma and COPD), it actually seems biased towards 

patientss with chronic bronchitis and emphysema.105'1"6 Some critics of this scale 

statee that it does not assess the performance of activities (the dyspnoea scale 

addressess dyspnoea during activities) and that there is no social dimension.106 The 

LivingLiving with Asthma Questionnaire (LWAQ), " was designed "to measure the 

patient'ss experiences of asthma" and to be consistent with the definition that 

"qualityy of life represents the functional effect of an illness and its consequent 
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therapyy upon a patient, as perceived by the patients". *"p' Quality of life is 

perceivedd as multi-domain in that a particular condition may affect life 

experiencess in a variety of ways. " A single overall quality of life-score is 

obtainedd based on the summation of the patients responses to 68 items in 11 

domains,, covering several dimensions of quality of life: colds, mobility, sex, 

workk and other activities (physical dimension), dysphoric states and attitudes 

(psychologicall  dimension), social/leisure, sport, holidays (social dimension), 

sleep,, effects on others, medication usage (other). There are no subscales 

reflectingg the several dimensions. It is completed by the patient and intended for 

usee in clinical trials, and to assist in individual patient management. It was 

designedd specifically for asthmatic patients, to assess their functioning between 

asthmaa attacks. 

Thee St. George's Respiratory Questionnaire ((S)GRQ) ' ' is described as 

ann instrument designed " (...) for measuring impaired health and perceived well-

beingg ('quality of life') in airways disease". p" No further explicit definitions of 

qualityy of life are presented. In a publication on the development of weights for 

itemss of this questionnaire, however, Quirk and Jones state that "asthma can have 

considerablee restrictions on the physical and social aspects of the lives of patients 

withh this chronic disease; it impairs their quality of life". p The questionnaire 

iss completed by the patients, and consists of 76 items divided into three categories 

andd dimensions: respiratory symptoms, activities that cause or are limited by 

breathlessnesss (physical dimension) and psychological and social impacts on 

dailyy life (psychological/social dimension). Subscale scores as well as an overall 

scoree can be produced, based on a summation of weighted items. The weights 

providee an estimate of the distress associated with the symptom or state described 

inn each item.107'108 The aim was to provide a scale suitable for clinical trials. It is 

designedd for respiratory disease in general; it could be used for patients with 
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eitherr COPD or asthma. 

Thee Asthma Quality of Life Questionnaire (AQLQ), ' " was developed by 

thee same research-group which developed the CR(D)Q. A clear definition of 

qualityy of life is not presented. However the first two out of seven criteria and 

characteristicss presented to be essential for developing the questionnaire were 

thatt "both physical and emotional health should be measured" and that "items 

mustt reflect areas of function that are important to patients themselves". 'p 6 It 

containss 32 items which can be divided in the following subscales and 

dimensions:dimensions: symptoms, activity limitation, exposure to environmental stimuli 

(physicall  dimension) and emotional functioning (psychological dimension). In 

additionn to the four subscale scores, an overall score can also be calculated. An 

intervieww or a patient-completed format can be used. It was also developed to 

bee suitable in clinical trials and to be sensitive to small within subject changes 

overr time. It is meant for asthmatic patients. There is a strong emphasis on the 

physicall  dimension, and the activity subscale is partly individualised with the 

samee advantages and disadvantages as the breathlessness subscale of the CR(D)Q 

off  Guyatt et al.. 

Anotherr Asthma Quality of Life Questionnaire (A-AQLQ) was developed in 

Australia.. No explicit definition of the concept of quality of life is presented on 

thee basis of which the questionnaire was constructed. However, in discussing the 

severall  stages of the development of the scale, Ware is quoted by the authors, as 

statingg that quality of life scales should encompass physical, mental, social and 

rolee functioning, as well as general health perceptions. They concluded that these 

domainss were all included in the initial stages of development. It is a self-

administered,, 20 item questionnaire, with one overall score and the following 

fourr subscale scores reflecting four dimensions of quality of life: breathlessness & 

physicall  restrictions (physical dimension); mood disturbances (psychological 
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dimension);; social disruption (social dimension); and, concerns for health ('other' 

dimension).. It was developed in such a way that changes in individuals and 

differencess between individuals and groups were discernible. 

TheThe Life Activities Questionnaire for Adult Asthma (LAQAA) is meant to assess 

thee performance of common life activities in adults with asthma. It must be 

distinguishedd somewhat from the above mentioned instruments because the 

authorss stress the fact that the questionnaire in itself is not a quality of life-

questionnaire,, but can be used as a component of a battery of quality of life 

instruments.. The authors discuss the diversity of definitions of quality of life and 

concludee that physical functioning is a dimension that is included in the majority 

off  quality of life instruments. They consider the assessment of everyday activities 

inn asthma as very important, because these can change and be restricted as a result 

off  this intermittent disease. The questionnaire consists of 70 items, in 7 

categories:categories: physical activities; work activities; outdoor activities; emotions and 

emotionall  behaviour interacting with asthma and resulting in restricted activities; 

homee care; items relating to eating and drinking; and miscellaneous activities. 

Thee reliability and validity of this questionnaire were tested and proved to be 

solid.solid. The authors propose two potential aims of the questionnaire, first it can 

helpp to assess a wide array of activities in which adult asthmatics might be 

restricted,, and second, as mentioned before, as a component in a set of 

instrumentss to assess quality of life of patients with asthma. 

Thee global content and validity of the first four questionnaires presented in Table 

3.33 (the CR(D)Q, LWAQ, (S)GRQ, and AQLQ), are discussed in detail by 

Hyland.1066 He concluded that these questionnaires are broadly similar, but differ 

inn the content and style of the items, possibly due to differences in methods of 

selectingg and refining the items and that the extent to which these differences 

affectt performance is not yet known. 
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Contentt and construct validity of all the above-presented disease-specific 

questionnairess is claimed by their developers. Some questionnaires however, 

containn only a limited number of items concerning daily life, which can be 

influencedd by the disorder (CR(D)Q, (S)GRQ, AQLQ). The LWAQ of 

Hylandd " " and the A-AQLQ of Marks et al." are instruments that in our view 

illuminatee the physical and functional state as well as the psychological and social 

functioningg of the patient. The LAQAA, although restricted to activities, also 

coverss a broad range of aspects of quality of life. 

Thee construct validity of the CR(D)Q, LWAQ, (S)GRQ, and AQLQ is put in 

doubtt by Hyland. ' He argues that since none of the authors gives a detailed 

descriptionn of quality of life, it is difficult to assess how well each questionnaire 

measuress this construct. The differences in content (content of subscales and 

dimensions)) reflect the different interpretations that the authors seem to have of 

thee quality of life concept. 

Test-retestt reliability is demonstrated for all questionnaires, and four also show 

internall  consistency (LWAQ, (S)GRQ, A-AQLQ, and LAQAA) . All 

questionnairess are developed for use in clinical trials and sensitivity for change 

hass been demonstrated for five out of six; responsiveness for change is not yet 

demonstratedd for the LAQAA . The research-group of Guyatt even established 

rangess within which a minimal clinically important difference (MCID) should 

fall. . 

Hyland,, however, states these findings should not be overemphasised because 

thee precise nature of change which is being affected is not quite clear from 

currentt research with these questionnaires. 

Lookingg at the patient group for which these disease-specific quality of life 

questionnairess were developed, it can be concluded that most are applicable for, 

moderatee to severe, asthmatic patients. " The LAQAA was also developed 
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forr asthmatic patients (diagnosed in accordance with the criteria established by 

thee American Thoracic Society), but no further information is presented on the 

originn of these patients. The (S)GRQ " addresses asthmatic as well as COPD-

patients,, the CR(D)Q seems specifically appropriate for COPD-patients. In 

developingg the LWAQ, Hyland "*  addressed patients in general practice settings, 

probablyy suffering from mild to moderate asthma. 

Discussion n 

Inn this paper a review is presented of empirical studies on quality of life of 

CNSLDD patients, with the objective of getting insight into the state of the art of 

thiss field of research. Special attention is paid to the definitions and 

operationalisationss of the concept of quality of life and to the instruments used to 

assesss quality of life, including recently developed disease-specific quality of life-

questionnaires,, taking into account the aims of the research. 

Ass CNSLD is a chronic disease with considerable prevalence and mortality rates, 

thee ability to adequately assess its consequences for quality of lif e is increasingly 

veryy important. 

However,, in reviewing the literature on quality of life in CNSLD it must be 

concludedd that only littl e attention is paid to theories on this topic. As a result a 

diversityy of approaches to this concept exist in quality of life research in CNSLD. 

AA possible explanation for this may be the fact that most research in this field 

oftenn results directly from clinical and practical problems. 

DefinitionsDefinitions and operationalisation of quality of life. In research on quality of life 

inn CNSLD, overall definitions of this concept are mostly lacking. This is even the 

casee in recent publications on the development of disease-specific quality of life 
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questionnairess for CNSLD-patients. In general operational definitions are used 

forr 'quality of life', in terms of the dimensions that are measured and only in a 

minorityy of studies. This absence of definitions of the concept of quality of life is 

alsoo found in reviews of, for example, cancer research, ' and seems to be a 

consequencee of the absence of a well-developed theory of quality of life. Quality 

off  life may nowadays be an important outcome measure in health research; its 

conceptualisationn is still rather elusive. This is also emphasised by Creer ' who 

summarisedd a diversity of definitions of quality of life, which are being proposed 

byy prominent investigators on the topic. 

Thee few operational definitions that are presented in studies resulting from our 

literaturee review generally include physical, psychological and social functioning, 

thee three dimensions that should, according to the literature on quality of life, 

minimallyy be assessed in quality of life research. Physical functioning, the most 

prominentt consequence of the disease, is the dimension most frequently 

measured.. Some studies draw conclusions about quality of life, based on physical 

functioningg only, whereas in other studies assessment of this dimension is wholly 

lacking.. The social dimension is most frequently neglected; about forty percent of 

thee authors did not include social functioning in their operationalisation of quality 

off  life. This is also shown in the publications on the disease-specific 

questionnaires:: in two out of the six questionnaires no social dimension is 

included. . 

Thee variety in operationalisations of quality of life was also illustrated by the 

approachess of measurement within each dimension. This shows that, as a 

straightforwardd theory and definition of quality of life is lacking, choices on its 

operationalisationn mostly seem to be based on intuition. This also seems to be the 

casee for the recently developed disease-specific questionnaires. 
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TypeType of questionnaires used to assess quality of life. More than half the studies 

usee generic quality of life or, parts of, psychological or psychiatric questionnaires. 

Thee latter are especially used in research that took place in the first part of the 

eighties,, when adequate quality of life-questionnaires were lacking. Disease-

specificc questionnaires, however, seem to become more widely used in recent 

research.. Seventy-five percent of the studies documenting quality of life with 

disease-specificc questionnaires took place in the nineties. The recent availability 

off  quality of life-questionnaires, specifically for CNSLD-patients, is of course an 

importantt cause for these developments. 

Althoughh it has been concluded in some studies that generic quality of life 

questionnairess might not be sensitive enough to detect the specific problems of 

CNSLDD patients ' or to detect changes in functioning (for example after 

interventions)) , research using these questionnaires is still useful. It gives the 

opportunityy to compare quality of life-data with data from healthy persons as well 

ass persons with other chronic diseases. Research in the field of chronic diseases 

hass shown that, in general, quality of life of CNSLD-patients is more impaired 

thann that of patients with several other chronic diseases. 

Thee combination of generic and disease specific questionnaires is made in a 

veryy small proportion (less than one percent) of the studies only. Research using 

genericc as well as disease-specific questionnaires should be stimulated because, 

inn addition to combining the advantages of both types of questionnaires this kind 

off  research can further illuminate the psychometric characteristics of these types 

off  questionnaires in the same population. 

AimsAims of quality of life research. One fourth of the studies on quality of life in 

CNSLDCNSLD was classified as descriptive in nature. This kind of research can be very 

meaningfull  in giving insight in the impact the disease has on the patients' daily 
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life.. It was concluded that CNSLD-patients experience impaired quality of life in 

manyy aspects of daily life. All these publications concern studies in which quality 

off  life-scores of CNSLD-patients were compared with norms, which were based 

onn answers of healthy people. Most of the studies, some fifty percent, 

documentingg the quality of life of CNSLD-patients have an evaluative character. 

Inn general, possible changes in quality of life as a result of specific treatments or 

therapiess are studied. Rehabilitation or education programmes are seldom 

evaluated.. Conclusions on effects of treatments on quality of life are 

contradictory.. It appears that the choice of the questionnaire used to assess 

changess in quality of life might, at least in some cases, be responsible for this. 

Levensteinn for example showed statistically significant improvements in quality 

off  lif e after using a disease-specific questionnaire, which was not confirmed on a 

statisticallyy significant level by generic quality of life questionnaires." This 

illustratess the importance of considering the purpose of a study, the specific 

criteriaa the questionnaires have to meet and, accordingly, the choice of the right 

questionnaire.. The recently developed disease-specific quality of life 

questionnaires,, for example, all claim responsiveness to change. However, 

Hylandd ' puts these claims into perspective on psychometric grounds due to the 

absencee of clear definitions of the concept of quality of life. 

Onlyy a very small proportion of the studies uses quality of life data to predict 

progressionn of the disease, physician's steroid prescribing decisions, and 

emergentt use of health care. In the studies on determinants of quality of life, 

relationshipss between quality of life-scores on the one hand and indices of lung 

functionn on the other hand are prominent. In general, spirometric measures do not 

influencee quality of life, indicating that quality of life is something quite different 

thann a straightforward reflection of'objective' disease-severity. Only a minority of 

studiess was focused on gaining insight into the intercorrelations between 
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objectivee measures of disease-severity, personality characteristics and quality of 

life.. As is shown in the field of cancer patients, this kind of studies might be of 

greatt help to formulate theories explaining the origins of quality of life of patients 

inn general. 

SpecificSpecific CNSLD-patient populations that have been studied in quality of life 

research.research. A minority of studies documenting the quality of life of CNSLD-

patientss consider asthmatic patients. Most studies address patients with more 

chronicc obstructive lung problems, such as patients with chronic lung disease, 

andd rather severe COPD patients (hypoxemic as well as non-hypoxemic, with or 

withoutt oxygen). In studies on the development of disease-specific quality of life 

questionnaires,, however, the majority addresses asthmatic patients. The 

questionnairee developed by Jones et al. ' ' addresses asthmatics as well as 

COPD-patients.. Although Guyatt et al. originally meant to develop their 

questionnairee for respiratory disease in general, it seems to be specifically meant 

forr COPD-patients. In general, these questionnaires seem to be developed for 

patientss with moderate to severe asthma or COPD. Only Hyland recruited his 

patientt group via general practitioners, probably consisting of patients with mild 

too moderately severe illness. 

Afterr reviewing the literature on quality of life in CNSLD it can be concluded 

thatt the concept of quality of life is seldom clearly defined and that it is 

operationalisedd in a variety of ways. This is even true for recently developed 

disease-specificc questionnaires, of which some only address a limited amount of 

domainss of daily life which may be affected by the disease. Most studies on 

qualityy of life in CNSLD are of a descriptive or evaluative nature; littl e attention 

iss paid to variables that may influence quality of life. Although this is not 
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exclusivee for quality of life-research in CNSLD-patients, this again shows the 

lackk of theory building in this field of research. 

Furtherr research is called for, which should pay more attention to theories on 

qualityy of life and may broaden the insight in the quality of lif e concept. Closer 

attentionn may be paid to further refining and validating existing disease-specific 

qualityy of life-measures in the area of respiratory disorders, as well as to theories 

explainingg the determinants of quality of life of CNSLD-patients. Developments 

inn cancer research, which focuses on intervening variables of quality of life (for 

examplee coping resources, self-esteem) and distinctions between affective and 

cognitivee components of quality of life, may help CNSLD research. Further 

conceptuall  and theoretical insight in the quality of lif e of CNSLD patients may 

givee insight in the needs of patients' enhance our understanding of their problems 

andd improve the quality of care, resulting in an improvement of their quality of 

life. . 
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