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Abstract 

 Purpose: The areas that were suggested as most important with regard to 

quality of life were examined in groups of individuals who were healthy, and those 

with a chronic condition. 

Methods:  An electronic survey was completed by 892 participants (261 

healthy and 631 with a chronic condition).  They answered three questions relating to 

quality of life: what is most important to you; what areas most impact your quality of 

life; and an open question what does quality of life mean to you. 

Results:  Across the three questions both groups highlighted physical 

functioning, independence and mobility as key areas for quality of life.  However, the 

group with a chronic condition tended to find issues of functioning such as pain, 

fatigue, and sleep as more important to their quality of life than the healthy 

participants.  In contrast, the healthy participants tended to note the importance of 

relationships and family as more important than the group with a chronic condition. 

Conclusions: That there were such differences between the groups might 

suggest that different aspects of quality of life could be rated as more important when 

examining this issue with samples with a chronic condition and those without such a 

condition. 

 

Keywords: quality of life, perspectives, chronic condition, healthy individuals, mixed 

methodology. 
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 Quality of life is an increasingly important concept in medical and health care 

research and evaluation [1,2].  The measurement of an individual’s quality of life is 

recommended to be part of any investigation of a medical or health-care intervention 

[3,4].  This is true when studying the effect of an intervention for an acute condition, 

such as cardiac arrest [5], or in the management of chronic conditions [1,6].  In fact, 

in the evaluation of the outcome effectiveness of interventions and treatments for 

many chronic conditions, quality of life is one of the few metrics that may be 

expected to show change [6,7]. 

Despite its increasing importance in the field of health care, there are still a 

number of problems connected both with the conceptualization of quality of life, and, 

partly as a consequence, the factors that influence people’s perception of quality of 

life are still not well understood.  For example, there is a clear need to differentiate 

patient reports concerning their health status, from their reports about how their health 

status impacts on their daily lives [8,9].  It is not always apparent whether the scales 

that are taken to reflect quality of life clearly differentiate between these two 

conceptions [9].  Additionally, it is clear that the issues that impact on quality of life 

may vary as a function of particular conditions [7], which may impact on individuals 

in ways not typically measured by generic quality of life tools.  As a consequence, 

there are many condition-specific tools that have been developed to overcome any 

such omissions [11,12]. 

However, it is also becoming apparent that individuals’ perspectives regarding 

quality of life can alter over time [6,13].  This latter aspect of the change in people’s 

perspectives regarding their quality of life can both be related to the individual 

becoming older [14], and to the progression of their condition [6].  In particular, there 

are documented changes in the issues taken to be important in the assessment of 
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quality of life as a function of a person’s maturation, and also as a function of their 

adaptation to the condition [6].  These latter aspects may have a greater influence over 

the measurement of quality of life in chronic conditions, compared to acute 

conditions, which individuals may experience over a short period of time and which 

do not necessarily have lasting effects, but exploration of any differences between 

these types of condition has been relatively sparse. 

Given all of the above, it is essential that any instrument that attempts to 

measure quality of life covers a wide enough spectrum of potential areas of 

importance to allow this concept to be properly reported by the patient.  Many 

commonly-used instruments [15-17] do cover a range of aspects of functioning, and 

they display a degree of similarity with one another.  For example, the EQ-5D [15] 

contains questions relating to mobility, self-care, usual activities, pain, and 

anxiety/depression.  The SF-36 [16] has sub-domains that cover physical functioning, 

role-physical, pain, general health, vitality, social functioning, role-emotional, and 

mental health.  The WHOQoL-BREF [17] measures physical health, psychological 

health, social relationships, and environment. 

 Although each of these instruments cover a reasonable range of domains, these 

domains differ between the instruments, and there are areas that individuals with a 

chronic condition suggest as important to their quality of life that are not covered by 

these tools which have often been developed with reference to populations without a 

chronic illness.  For example, several investigators [18,19] have noted that many 

individuals with a long-term condition, when given a free choice about which areas of 

their life to monitor and report to their medical professionals, choose areas such as 

financial independence to comment on, which is often not directly assessed in quality 

of life tools.  Moreover, when people with a chronic condition state what quality of 
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life means to them, some of the most commonly expressed areas of importance are 

their ability to participate in daily activities and their independence [6].  These areas 

may not necessarily be referenced by individuals without a debilitating chronic 

condition.  Thus, the most important areas for assessing quality of life, and whether 

the importance of these areas is differentially assessed by those with and without a 

chronic condition, remain unclear. 

As many of the generic quality of life questionnaires are designed to be 

administered to both those with and without a chronic condition, it is important to 

explore any differences between these groups in terms of their perspectives regarding 

quality of life.  The current investigation was designed to elicit the key areas related to 

quality of life from groups of individuals with a wide variety of chronic conditions, 

and to compare these areas to those suggested as important by people without a 

chronic condition.  These data will allow assessment of whether the typically-used 

quality of life questionnaires cover the areas important to both groups of individuals, 

and to investigate whether there are any key areas related to quality of life in the key 

group of individuals with chronic conditions that are not well covered in such 

questionnaires. 

In order to obtain these data, participants were asked three separate questions 

relating to the most important aspects for their quality of life.  The first question asked 

for a rating regarding the most important aspects for their quality of life, the second 

question asked about the areas that, if they deteriorated, would have the most impact 

on their lives, and the third was an open response to a question about what quality of 

life means to an individual.  It was hoped that if any differences emerged between the 

groups, that these would be reflected across all three questions, and some degree of 

triangulation about the critical quality of life aspects could be obtained.  
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Method 

Participants and Recruitment 

Eight hundred and ninety-two participants were sampled.  These participants 

had responded to an electronic survey.  In total, 261 people with no chronic condition 

responded.  In this group there were 17.2% (45) males, and 82.8% (216) females.  

There ages were: < 20 years – 0% (0); 21-30 years – 8.1% (21); 31-40 years – 25.7% 

(67); 41-50 years – 32.2% (84); 51-60 years – 28.7% (75); and > 60 years – 5.4% 

(14).  There were 631 people with a chronic condition.  In this group there were 

19.3% (122) males, and 80.7% (509) females.  There ages were: < 20 years – 1.9% 

(12); 21-30 years – 6.5% (41); 31-40 years – 13.2% (83); 41-50 years – 25.0% (158); 

51-60 years – 32.5% (205); and > 60 years – 20.9% (132).  These individuals had 

been diagnosed with a chronic condition for a variety of time periods: <1 year - 

12.2% (77); 1-4 years – 29.2% (184); 5-9 years – 20.1% (127); 10-19 years – 18.4% 

(116); and > 20 years – 20.1% (127).  These participants had a range of condition: 

Arthritis; Diabetes; Parkinson’s Disease; Osteoporosis; Epilepsy; Cancer; Asthma; 

Multiple Sclerosis; Spina Bifida; and Myalgic Encephalopathy.   

 

Materials and Data Collection Procedure 

In order to elicit responses regarding the opinions of participants concerning 

what quality of life meant to them, along with background demographic information, 

participants responded to an electronic survey (using the Survey Monkey tool; see 

www.surveymonkey.com). 

The first question relating to quality of life asked about areas that were 

thought to be most important by the participants, and gave them a set of options of 
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areas relating to quality of life that were based on areas contained in previously 

validated tools (e.g., pain, independence).  The question asked: “Please rate how 

important the following are to you, where 1 is the least important and 11 is the most 

important.  You cannot give the same rating to two or more items, e.g. it is not 

possible for you to score 11 for ‘Feeling calm’, and ‘Being pain free’, for the purposes 

of this survey we would like you to prioritize ‘feeling calm’ or ‘being pain free’.  

There were 11 response options were: ‘Being calm’, ‘In a good mood’, ‘Pain free’, 

‘Able to have a good night’s sleep’, ‘Able to have relationships (with friends and/or 

family)’, ‘Financially secure’, ‘Able to function physically (e.g. get up and walk 

around, move arms/legs easily, go to the toilet with relative ease)’, ‘ Independent (not 

reliant on others)’, ‘Able to complete domestic tasks’, ‘Able to have a social 

life/hobbies, and ‘Able to have a working life’. 

The second question asked about the areas that would most critically impact 

on the person’s life should they worsen, and gave a series of areas to rate, drawn from 

those mentioned in previously validated quality of life instruments: “Please indicate to 

what extent you believe the following would or does negatively affect your quality of 

life”.  The participants were then asked to rate as having ‘no affect’, mild affect’, 

moderate affect, or severe effect, the following areas: ‘Feeling angry and/or 

frustrated’, ‘Feeling anxious and/or depressed’, ‘Suffering from fatigue/low energy 

levels’, ‘Lack of sleep’, ‘Pain’, ‘Lack of mobility and/or physical function’, 

‘Deterioration in financial situation’, ‘Deterioration in independence’, ‘Inability to 

complete domestic tasks’ ‘Deterioration in social life/ carrying out hobbies’, 

‘Deterioration in working life’ and ‘Deterioration in relationships’. 

The final question gave the participants the opportunity to comment on any 

areas of life that they thought were important for quality of life.  ‘In no more than 30 
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words please describe what ‘quality of life’ means to you.’  As a large amount of data 

was generated these data were analysed using a ‘word cloud’ technique [20,21].  This 

tool visualises the frequencies of words employed into ‘word clouds’.  According to 

the number of times a word is used, the ‘word cloud’ shows that word larger or 

smaller in size. 

 

Results 

--------------------------- 

Table 1 about here 

--------------------------- 

 The percentage of individuals in both the healthy and chronic-condition 

groups (and the actual numbers) who rated each of the 11 statements to the question: 

“Please rate how important the following are to you?” as the most important (i.e. as 

11), are shown in Table 1.  Inspection of these data shows that, while there were some 

similarities between the groups, there were also some striking differences.  In order to 

verify that these responses were different across the groups, a chi-squared analysis 

was conducted on these data (actual numbers), and revealed a statistically significant 

difference between the groups, X
2
(9) = 36.85, p < .0001. 

Inspection of these data shows that the three aspects that were most often rated 

as important to quality of life for the healthy group were: ‘relationships’, ‘physical 

functioning’, and ‘independence’.  The group with a chronic condition most often 

rated ‘physical functioning’, pain, and ‘independence’ as most important.  To 

determine if any of these areas seemed to be differentially important to the groups 

comparison between percentages of individuals rating an aspect as most important 

was conducted.  To this end, any differences of 10% or more between the areas were 
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highlighted, which revealed that the healthy group more often rated relationships as 

most important compared to the chronically-ill group.  In contrast, the group with a 

chronic condition more often rated pain as the most important quality of life factor, 

compared to the healthy group.     

--------------------------- 

Table 2 about here 

--------------------------- 

 Table 2 shows the percentages (and numbers) of individuals in the healthy and 

chronically-ill groups who rated potential deteriorations in each of the aspects of 

quality of life as having ‘no’, ‘mild’, ‘moderate’, or ‘severe’ impact on their lives.  

These responses were generated to the question: “Please indicate to what extent you 

believe the following would or does negatively affect your quality of life.”  Inspection 

of these data, again, shows differences between the groups in their ratings, which 

were analyzed by (2x4) chi-square tests, conducted on the actual numbers of 

individuals in each group rating the impact of deteriorations in each area as important.  

As a number of such analyses were conducted, these were adjusted using a Bonferroni 

correction.  These analyses are shown in Table 2, and reveal that the healthy group 

rated deteriorations in their relationships as having more of an impact on their quality 

of lives than the group with a chronic condition.  In contrast, the chronically ill group 

tended to rate deteriorations in levels of fatigue, sleep, and working life, as having 

more of an impact on their lives than the healthy group. 

----------------------------------- 

Figures 1 and 2 about here 

------------------------------------ 
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 Figure 1 shows a word cloud displaying the most commonly used words in 

response to the question: “In no more than 30 words please describe what ‘quality of 

life’ means to you.” for the healthy group, and Figure 2 shows the same for the group 

with a chronic condition.  The size of the words indicates their relative frequency for 

the two groups.  For the healthy group the most commonly used words were “able”, 

“life” “family”, happy”, and work”.  For the chronically ill group, the most commonly 

used words were: “able”, “ability”, “life”, “pain”, and enjoy”.  The use of these words 

in the context of what quality of life meant showed a degree of similarity across the 

two groups.  However, there was an exception to this in that the healthy group more 

often mentioned ‘family’ than the chronically ill group, who more often mentioned 

‘pain’.  Thus, these qualitative analyses broadly corresponded to the ratings given in 

response to the first and second two questions.  

 

Discussion 

 The current investigation explored whether there were any differences 

between individuals with a chronic condition, and those who are healthy, regarding 

their views of quality of life.  Potential differences between different groups of 

individuals in terms of what they regard as important for their quality of life have 

been noted by a number of investigators [6,13,14].  To this end, the participants were 

asked a range of questions regarding the importance of various aspects of their lives, 

the aspects of life that would impact most strongly on their quality of life, and also 

were given the opportunity to say what quality of life meant to them in an open-

response question.  It was hoped that by using such a range of questions it may 

highlight any consistent differences in areas regarded as important in quality of life 

between these groups [18,19]. 
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There were many agreements about the factors that are important for quality of 

life between the two groups, which were seen across all of the questions.  For 

example, both groups noted the importance of physical functioning, and independence 

in terms of the key areas relating to quality of life (question 1), and  they both noted 

independence and mobility as the key areas that would impact on their quality of life 

should they deteriorate (question 2).  In response to the open question (question 3), 

the key words that emerged were connected to their abilities to function.  To the 

extent that physical functioning and mobility are noted in many generic quality of life 

tools [15-17], then they can be regarded as covering these key areas.  However, that 

independence was noted is consistent with previous findings [6].  That it is not 

directly measured on all of these tools suggests that some caution need to be taken in 

interpreting the results from such quality of life tools. 

However, there were differences between the two groups [6,13].  The findings 

that consistently emerged regarding the differences between the groups over the three 

questions were that the group with a chronic condition tended to find issues of 

functioning such as pain, fatigue, and sleep as more important to their quality of life 

than the healthy participants.  In contrast, the healthy participants tended to note the 

importance of relationships and family as more important than the group with a 

chronic condition.  That there were such differences between the groups might 

suggest that different aspects of quality of life could be rated as more important when 

examining this issue with samples with a chronic condition and those without such a 

condition.  

By inviting people without a chronic condition to take part, it was hoped to 

highlight that, when such healthy people are discussing issues around living with a 

long-term and chronic condition, they do not necessarily appreciate the full 



                                                                               Differing perspectives of QoL  -   11     

 

significance that problems like fatigue and pain, for instance, can have on a person’s 

quality of life, because they have not experienced these debilitating difficulties and 

symptoms, long-term and chronically.  This consideration also applies to health 

professionals who may be managing patients with chronic conditions.  There is a 

danger that health professionals may not totally be able to empathise with their 

patients, if they are not fully aware of the wide-ranging impacts on quality of life.  

Hence, comparing healthy people with those living with a long-term and chronic 

condition was thought to be useful in this context. 

 In summary, this investigation pointed to the importance of several areas of a 

person’s life, such as independence, that may need more attention on many generic 

quality of life measures.  Moreover, there were differences between the areas 

identified by those with a chronic condition and those who were healthy (e.g., pain 

and family relationships).  Consideration of these differences will also need to be 

given in measuring quality of life.   

 

 

 

 

 

 

 

 

 

 

 



                                                                               Differing perspectives of QoL  -   12     

 

References 

1. Hamming JF, & De Vries J.  Measuring quality of life. British Journal of 

Surgery 2007; 94: 923-924. 

2. Testa MA, Simonson DC. Assessment of quality of life outcomes. Current 

Concepts 1996; 334: 835–840. 

3. Department of Health. National Health Service: Outcomes Framework. 2010. 

http://www.dh.gov.uk/en/Publicationsandstatistics/Publications/Publications 

PolicyAndGuidance/DH_122944.  Downloaded 16/11/11. 

4. Medical Research Council.  Mission Statement. 2011. 

http://www.mrc.ac.uk/Utilities/Documentrecord/index.htm?d=MRC002423. 

Downloaded 16/11/11. 

5. Granja C, Cabral G, Pinto AT, Costa-Pereira A.  Quality of life 6 months after 

cardiac arrest. Resuscitation 2002; 55: 37-44. 

6. Osborne LA, Bindemann N, Noble JG, Reed P. Changes in the key areas of 

quality of life associated with age and time since diagnosis of long term 

conditions. Chronic Conditions 2012; 8: 112-120. 

7. Carr AJ, Higginson IJ.  Are quality of life measures patient centred? British 

Medical Journal 2001; 322:1357–60. 

8. Breek JC, de Vries J, van Heck GL, van Berge Henegouwen DP, Hamming JF. 

Assessment of disease impact in patients with intermittent claudication: 

discrepancy between health status and quality of life. Journal of Vascular 

Surgery 2005; 41: 443–450. 

9. Smith KW, Avis NE, Assmann SF.  Distinguishing between quality of life and 

health status in quality of life research: a meta-analysis. Quality of Life Research 

1999; 8: 447-459. 



                                                                               Differing perspectives of QoL  -   13     

 

10. Lisicka E, Dzigowski P, Radziszewski P, Borkowski A. Anxiety, depression and 

quality of life in women with urinary incontinence. European Urology 

Supplements 2010; 9: 623-623. 

11. Mitchell AJ, Benito-León J, Morales González J-M., Rivera-Navarro J. Quality 

of life and its assessment in multiple sclerosis: integrating physical and 

psychological components of wellbeing. Lancet Neurology 2005; 4: 556–66. 

12. Carr AJ, Gibson BA, Robinson PG. Is quality of life determined by expectations 

or experience? British Medical Journal 2001; 322: 12403. 

13. Mercier C, Peladeau N, Tempier T.  Age, Gender and Quality of Life. 

Community Mental Health Journal 1998; 34: 487-500. 

14. Gusi N., Olivares PR, Rajendram R.  The EQ-5D quality of life questionnaire. 

In Preedy, V (ed) Handbook of Disease Burdens and Quality of Life Measures. 

Springer, London. 88-99, 2010. 

15. Stewart AL., Hays RD, Ware JE.  The MOS Short-form General Health Survey: 

reliability and validity in a patient population. Medical Care 1988; 26: 724-35. 

16. World Health Organization (1993). WHOQoL Study Protocol. WHO 

(MNH7PSF/93.9). 

17. Bindemann N. The meaning of quality of life: A Lifepsychol survey.  Practice 

Nursing 2010: 21; 1-3. 

18. Bowling A.  What things are important in people’s lives: A survey of the 

public’s judgements to inform scales of health related quality of life. Social 

Science and Medicine 1995; 10: 1447-1462. 

19. Osborne LA, Noble JG, Lockhart H, Middleton RM, Thompson S, Maramba 

IDC, Jones KH, Ford DV.  Sources of discovery, reasons for registration, and 

expectations of an internet-based register for Multiple Sclerosis: Visualisations 



                                                                               Differing perspectives of QoL  -   14     

 

and explorations of word uses and contexts.International Journal of Healthcare 

Information Systems and Informatics 2012; 7: 30-46. 

20. Steinbock, D. (2011). http://tagcrowd.com . 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



                                                                               Differing perspectives of QoL  -   15     

 

 

Figure Captions 

 

Figure 1:  ‘TagCrowd’ word cloud of the 40 most commonly used words (and their 

frequencies) in the responses to the question, “In no more than 30 words please 

describe what ‘quality of life’ means to you” from the healthy group. 

 

Figure 2:  ‘TagCrowd’ word cloud of the 40 most commonly used words (and their 

frequencies) in the responses to the question, “In no more than 30 words please 

describe what ‘quality of life’ means to you” from the chronically-ill group. 
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Table 1: Percentages (and numbers) of individuals rating each of the aspects of 

quality of life as the most important to them in response to the question: “Please 

rate how important the following are to you?”. 

 

 Healthy Chronic 

Calmness 3.1 (8) 4.1 (26) 

Mood 5.0 (13) 4.1 (26) 

Pain 11.5 (30) 22.0 (139) 

Sleep 5.0 (13) 9.4 (59) 

Relationships 27.6 (72) 14.7 (93) 

Finance 3.8 (10) 5.5 (35) 

Physical Functioning 23.0 (60) 26.1 (165) 

Independence 13.0 (34) 14.9 (94) 

Domestic 2.7 (7) 1.4 (9) 

Social Life 1.5 (4) 2.2 (14) 

Work Life 3.8 (10) 6.2 (39) 
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Table 2: Percentages (and numbers) of individuals in the healthy and 

chronically-ill groups who rated each of the domains as having no, mild, 

moderate, or severe, impacts on their lives, in response to the question: “Please 

indicate to what extent you believe the following would or does negatively affect 

your quality of life.”. 

 

 None Mild Moderate Severe Chi-square 

Angry Healthy 3.8 (10) 25.3 (66) 48.7 (127) 22.2 (58) 3.57 

Chronic 4.0 (25) 22.7 (142) 42.5 (268) 27.1 (171) 

Anxious Healthy 2.7 (7) 15.7 (41) 46.7 (121) 34.9 (91) 3.05 

Chronic 3.2 (20) 17.3 (109) 37.7 (238) 37.1 (233) 

Fatigue Healthy 3.1 (8) 18.8 (49) 54.8 (143) 23.4 (61) 89.41** 

Chronic 1.3 (8) 7.4 (47) 33.3 (210) 56.6 (356) 

Sleep Healthy 2.7 (7) 25.3 (66) 43.7 (114) 28.4 (74) 24.03** 

Chronic 4.6 (29) 14.6 (92) 36.8 (232) 41.7 (262) 

Pain Healthy 2.7 (7) 13.0 (34) 37.9 (99) 46.4 (121) 3.43 

Chronic 4.3 (27) 10.3 (65) 32.8 (206) 47.5 (300) 

Mobility Healthy 3.4 (9) 6.9 (18) 28.4 (74) 61.3 (160) 4.82 

Chronic 3.3 (20) 10.9 (69) 25.4 (160) 52.9 (334) 

Finance Healthy 2.7 (7) 20.7 (54) 52.9 (138) 23.8 (62) 31.82** 

Chronic 8.9 (56) 16.0 (100) 32.3 (204) 31.9 (196) 

Independence Healthy 1.5 (4) 13.4 (35) 37.5 (98) 47.5 (124) 13.79 

Chronic 5.2 (32) 9.7 (61) 27.3 (172) 51.2 (323) 

Domestic Healthy 11.5 (30) 34.9 (91) 39.1 (102) 14.6 (38) 14.77 

Chronic 7.1 (44) 26.1 (165) 38.8 (245) 22.8 (144) 

Social Healthy 3.4 (9) 24.5 (64) 49 (128) 23.0 (60) 16.64* 

Chronic 6.0 (38) 16.0 (101) 42.0 (264) 32.3 (204) 

Working Healthy 5.0 (13) 20.7 (54) 51.0 (133) 23.4 (61) 51.86** 

Chronic 9.5 (60) 13.9 (88) 22.0 (138) 33.0 (208) 

Relationship Healthy 1.5 (4) 3.4 (9) 28.0 (73) 67.0 (175) 46.25** 

Chronic 9.4 (59) 12.2 (77) 26.1 (164) 44.7 (282) 

* p < 0.001, ** p < 0.0001 

 

 

 

 

 

 



                                                                               Differing perspectives of QoL  -   18     

 

 

Figure 1 

 

 

ability (34)   able (110)   achieve (9)   activities (13)   

balance (19)   choices (9)   choose (9) 

 

content (10)   emotional (8)   enjoy (34)    family (52)   feeling 
(34)   financially (21) 

 

free (8)   friends (26)   fulfilling (9)   happy (40)   health (21)   

healthy (27)   home (9) 

important (9)   independent (19)   lead (8)  life (115)   living 

(20)   love (13)   means (9)   mental (14) 
 

others (18)   pain (9)   people (18)   personal (10)    physical (33)   

quality (17) 

 

relationships (24)   secure (12)   social (19)    things (35)   

work (35)   worries (8) 
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Figure 2 

 

 

ability (108)   able (325)   active (48)   carry (24)   control (17)   

cope (21)   enjoy(95) 

 

enough (17)   everyday (23)   family(87)   feeling (65)   financially (27)   

free (74) 

 

friends (63)   function (37)   happy (79)   health (20)   healthy (21)   

help (18)   hobbies (18)   illness (18) 
 

independent (48)   life (222)   live(80)   love (28)   

means (40)   normal (59) 

 

others (27)    pain(126)   people (22)   physically (42)   possible (29)   

quality (39) 

 

relationships (35)   social (34)   support (20)   tasks (22)    things (81)    

walk (18)   work (51) 
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