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        Abstract

		 
												Health-related quality of life measures are increasingly used to evaluate after stroke conditions. However, after-stroke people with severe aphasia may not able to self-report on such scales due to the severity of their communication impairment and their proxies report on behalf of them.
												

												
												This research aims to determine the level of agreement between people with aphasia and their proxies on the Turkish Stroke and Aphasia Quality of Life Scale-39 (SAQOL-39-TR). For this purpose, 32 people with aphasia (whose auditory comprehension is good according to Aphasia Language Evaluation Test (ADD)) and their proxies in total 64 people were asked to report onSAQOL-39-TR.
												

												
												Results show that proxy and self-agreement on theSAQOL-39-TR for the total of the scale is excellent (ICC = 0.8); for physical (ICC = 0.7), communication (ICC = 0.6), psycho-social (ICC = 0.6), and energy (ICC = 0.6) subtests, fair to a good degree of agreement is observed. No correlation between the SAQOL-39-TR, and subtests scores, age and gender variables were found for people with aphasia. However, there is a positive correlation between ADD's (Aphasia Language Evaluation Test) auditory comprehension score and communication subtest score of SAQOL-39-TR (r = 0.4; p < 0.05).
												

												
												The study reveals that there is a correlation between Proxies' Caregiver Well-Being Scale scores and SAQOL-39-TR scores (r = 0.446, p < 0.05); communication subtest scores (r = 0.504, p < 0.01); and psycho-social subtest scores (r = 0.483, p < 0.01).
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Introduction


Quality of life is defined as "individuals' perception of their position in life in the context of culture and value systems in which they live and in relation to their goals, expectations, standards and concerns" [1]. There are different definitions for quality of life; however, it can refer to the difference between the expectations of people and their fulfillness [2]. Quality of life-related to health is the perception of people's health and themselves [3].



Health-related quality of life (HRQL) measures are increasingly used to evaluate health interventions. These are especially useful for people with long-term health problems [4]. Stroke is one of the conditions which affects health-related quality of life [5,6]. Previous research found that patient's post-stroke quality of life deteriorated due to physical disabilities, depression, and lack of social support [7]. Stroke is the most common cause of aphasia [8] and has long-term effects on the living. Aphasia has a considerable effect on the health-related life qualities of people experiencing stroke [9]. Hilari, Needle, and Harrison indicated that the degree of emotional stress, decrease in activity, accompanying communicative disorders are the predictors of the decrease within the quality of life of individuals with aphasia [10]. There are also other studies identified similar factors (such as, severity of aphasia and communication impairment; social and economic status, education level [11] as well as mood disorders [12] that affect the health-related quality of life. Bullier, et al. also point out that severity of aphasia, mood disorders and functional limitations are associated with poor quality of life [13]. Measuring the quality of life provides opportunities for clinicians to measure and understand the impacts of the disease on the patients' life [14]. They are also important for the inclusion of patient's views on the decision process in the clinic [15]. It may help clinicians provide better rehabilitation service, which would better contribute to increasing their life qualities and well-being status of patients [16].



As far as the quality of life for people with aphasia is concerned, four areas such as physical, functional, psychological and social health are taken into account [10]. These four areas should be included during the evaluation of the quality of life for people with aphasia. Physical health includes the symptoms as indicators of disease. Functional health includes self-care, and physical activity. Emotional status, the general perception of the patient of his/her health, his/her life satisfaction and happiness can be taken into account under psychological health. Lastly, social health includes social connections and interactions [17].



Studies on the quality of life of individuals with aphasia usually target individuals with mild and moderate severity of aphasia [18,19]. Nevertheless, there are individuals with poor auditory comprehension as a result of their aphasia which affects their ability to fill out the health-related quality of life scales in a negative way [20]. Therefore, these individuals are not able to participate in the clinical evaluations, service assessments, and post-stroke quality of life studies [21]. To prevent this, health related quality of life scales are filled out not by the individuals with aphasia but their proxies on their behalf by considering their emotions and views. Proxies are the ones who take care of the people with aphasia (e.g., wife, sister, brother, daughter, son, or the caregiver of the person with aphasia).



Mayou and Bryant emphasized the importance of including the patient's view in the clinical decision-making process [15]. It indicated that such an inclusion would help to provide rehabilitation services better in favor of improving the quality of lives and well-being of individuals [16]. However, individuals with aphasia whose auditory comprehension is low and who cannot fill out the quality-of-life scales are not able to participate in the studies measuring the quality of life [20,21]. Therefore, it can be concluded that in quality-of-life researches and rehabilitation services where information on the quality of life of individuals with aphasia cannot be obtained, such information can be obtained through their proxies.



The agreement level of the answers for the health-related quality-of-life scale between the proxies and the individuals with aphasia increases throughout the time that passes after the stroke [5,22]. In addition to that, it was observed that proxies usually got fewer scores of health-related quality-of-life than self-reports of individuals with aphasia, but their scores became more harmonized in more observable areas such as physical conditions [22]. Cruice, et al. found significant differences between general health-related life evaluations of individuals with aphasia and their proxies [21]. Hilari, Owen, and Farrelly investigated the same questions by using SAQOL-39 [23]. Their study revealed that although there were significant differences between individuals with aphasia and proxies thereof, the agreement was at mild-moderate level (0.2-0.5) and the correlation of the scores of proxies and self-reports of individuals with aphasia was high in total scores, physical, psychological and communication areas (ICC = 0.7-0.8). Although these studies significantly contribute to the literature, they need to be repeated for different societies in order to see whether aphasia and proxies' agreement on the scores of SAQOL-39 changes according to cultural differences. People's pattern of taking care of their parents who are in need or their defining way of the disease is changing from culture to culture. In Turkish culture, people generally feel responsible for the care of their parents who is in need as the family ties in Turkey are seen very important. This responsibility put the weight of feelings on the shoulders of the people, too [24,25]. People from the Asia and east part of world include the stress, worry, extra burden as they have self-sacrificed tendency [24]. This research is conducted to see whether the cultural difference of Turkish people effects the agreement of self-report and proxies' responses on quality-of-life scales, or not.



Some studies are showing that the psychological well-being of proxies has an impact on the agreement reports of proxies and individuals with aphasia [26]. Contrary to these, Knapp and Hewison found that caregiver's well-being scores have no impact on the agreement of the health-related quality of life reports of proxies and those of individuals with aphasia [27]. Hilari, et al. found that caregiver's well-being has no impact on that agreement as a variable [23]. However, further research is needed on that variable. Ignatiou, et al. examined the agreement of the health-related quality of life reports of proxies and those of individuals with aphasia by adapting the SAQOL-39 scale for Greece, it is known as SAQOL-39g [28]. Results of this study were in parallel to those of Hilari, et al. [23]. In this study, we expected to replicate the findings of previous research obtained from the people with aphasia and their proxies in Turkey, too. It would be beneficial for the literature to what extent culture and language affect the agreement results between the reports given by individuals with aphasia and by their proxies to SAQOL-39.



The general purpose of this study is to examine the agreement between the reports given by individuals with aphasia and their proxies to SAQOL-39-TR. Differences and relations between the perceptions of individuals with aphasia and their proxies on health-related quality of life were examined by analyzing the impacts of certain variables such as age, gender, caregiver's well-being, which are considered to affect the degree of consistency.


Method

Participants


A total of 64 people, 32 individuals with aphasia and 32 proxies of individuals with aphasia, participated in our study. Demographic features of individuals with aphasia and their proxies were provided in Table 1.


 

	
	
	Table 1: Demographic features of people with aphasia and their proxies. View Table 1
	




  
Inclusion criteria of participants


Participants of the study were determined by applying criterion-referenced sampling method. Therefore, individuals with aphasia possessing the following criteria participated in this study: Having Turkish as the native language; being at an age older than 18; having a loss of speech for more than 4 months after onset of stroke; not having any pre-stroke cognitive or mental health problems; scoring at least 33 from the auditory comprehension subtest of Aphasia Language Evaluation Test (ADD) [29] and being literate before the stroke. In other words, the participants at least graduated from primary school. Criteria for proxies of individuals with aphasia to participate in this study were: Having Turkish as the native language; being at an age older than 18; contacting the individual with aphasia on a daily basis, not having any cognitive or mental health problem; and being literate. Participants meeting the aforementioned criteria were accepted into our study. The study was approved by the Anadolu University Ethics Committee (Protocol number: 8906) and participants gave their written informed consent conforming the study protocol before the initiation of the study.


Data collection tools


The Stroke and Aphasia Life Quality-39 Scale-TR and Caregiver Well-Being are used in this study. The test was originally developed by Hilari, et al., to measure the quality of life of individuals with aphasia and was originally known as ‘Stroke and Aphasia Quality of Life Scale- 39 (SAQOL-39) [18]. The Turkish adaption of Stroke and Aphasia Quality of Life Scale- 39 was made by Noyan-Erbaş and Toğram [30]. The SAQOL-39-TR has strong psychometric properties, with strong acceptability (minimal missing data (0-1.4); no floor/ceiling effects), test-retest reliability (ICC = 0.97), internal consistency (Cronbach's α = 0.70 to 0.97), domain-total correlations (r = 0.76 to 0.85) and inter-domain correlations (r = 0.40 to 0.68) [30]. After the application of SAQOL-39-TR, 5 different score types are obtained, in order to define the quality of life of participants: Physical (17 items, max score 85), communication (7 items, max score 35), psycho-social (11 items, max score 55) and energy (4 items, max score 20) subcategories and total score of the scale (39 items, max score 195). While higher scores represent a higher quality of life, lower scores represent the low quality of life [18,30].



Caregiver Well-Being Scale was developed by Berg-Weger, et al. to measure the well- being of caregivers who were taking care of a family member with a chronic disease [31]. The Turkish adaptation, validity and reliability of the scale were done by Demirtepe and Bozo [32]. It aims to measure the daily operation levels of care givers in two categories: Basic Needs and Activities of Living. The maximum score is 110 in basic needs subtest and it has 22 items. Activity of life subtest includes 23 items with the maximum score of 115. The total score of the scale is 225 [31,32].


Procedure

Application of the scale


The applications of the scales were conducted in an SLP research center in Turkey by the researcher. Before the application, the purpose and the importance of the Stroke and Aphasia Quality of Life-39 were explained to the individuals with aphasia and his/her proxy. SAQOL-39 TR scale was applied both to individuals with aphasia and their proxies individually and face to face by the researcher. Besides the SAQOL-39-TR scale, the Caregiver Well Being Scale was also applied to proxies. Two scale materials during the application to individuals with aphasia were used. One was the scale booklet which included general directives to be read by the individual with aphasia, sample items and scale items of subcategories. The other was the scoring table which would be used by the researcher. The scoring form of the researcher included the items of the scale, written directives of each item, and response types. Each item and their respective responses included in the scale were visually and aurally explained to individuals with aphasia. The latter were expected to visually follow the items in the booklet given to them as they are read by the researcher. The reason why the items in the scale were presented both visually and aurally was to facilitate the comprehension of item contents for the individuals with aphasia. After the items and their responses were read by the researcher, individuals with aphasia were asked to point their choice with (for example: I did not have any difficulty). Those, who were able to express themselves asked to provide answers verbally. When the participants did not understand the item, the researcher gave an example and tried to clarify the meaning and the participants were given a chance for the response once again. During application, verbal explanations did not pass 30% of the total scale items. During the application, researcher repeated the phrase "during the last week" for each item. Shortest administration took 10 minutes and longest application took 45 minutes. Proxy of the individual with aphasia was given the Caregiver Well Being Scale and SAQOL-39 TR. Proxies were asked to fill out the forms by themselves.


Data Analysis


Statistical analysis was done with IBM SPSS Statistics for Windows, Version 21.0. Armonk, NY: IBM Corp. Released 2012. For descriptive statistics arithmetic mean ± standard deviation method was used. Distribution of data obtained from the participants regarding the Stroke and Aphasia Life Quality-39 Scale scores were examined under Kolmogorov-Smirnov test and the data was normally distributed. Therefore, statistical analyses were done by using parametric tests. In order to determine the agreement between the individuals with aphasia and their proxies, Inter Correlation Coefficients (ICC) was calculated. ICC < 0.40 signifies a poor agreement; ICC between 0.40-0.75 means fair to good degree of agreement and ICC between 0.76-1.00 means excellent degree of agreement [33]. We applied t tests analyses for two reasons, in order to examine the difference between the SAQOL-39 and subtest scores of proxies which are below and above the mean based on the Caregiver Well Being Scale scores and in order to determine the difference between their performances in the scale and subtests of individuals with aphasia and their proxies. We also calculated Pearson Correlation Coefficient to examine the relations of scale scores with variables and Caregiver Well Being scale.


Results and Discussion

Results


The agreement of level of individuals with aphasia and their proxies in SAQOL 39-TR scale: When we examined the Inter Correlation Coefficient-ICC, which we used to examine the agreement of reports of individuals with aphasia and their proxies in SAQOL 39-TR scale, we saw that there is excellent degree of agreement at scale level (r = 0.8), and fair to good degree of agreement at physical (0.7), communication (0.6), psycho-social (0.6) and energy (0.6) subtest levels.



Mean scores of individuals with aphasia and their proxies SAQOL-39-TR, mean difference between scores of proxies and individual with aphasia and agreement statistics are summarized below (Inter Correlation Coefficient-ICC, t value) (Table 2).


 

	
	
	Table 2: Differences between the responses given by individuals with aphasia and by their proxies. View Table 2
	






The correlation of SAQOL 39-TR scale scores of individuals with aphasia along with age, gender, ADD auditory comprehension scores: Table 3 indicates the correlation of SAQOL 39-TR scale and subtest scores of individuals with aphasia along with age, gender, ADD auditory comprehension scores.


 

	
	
	Table 3: Correlation of age and gender related ADD auditory comprehension scores of individuals with aphasia with scale and its subtest scores. View Table 3 
	






We did not find any significant relation between SAQOL 39-TR scale and subtest scores (physical, communication, psycho-social, energy) of individuals with aphasia taking into account age, gender variables.



The correlation between SAQOL 39-TR scale scores of proxies of individuals with aphasia and Caregiver Well-Being Scale's Basic Needs and Activities of Living subtests scores: Table 4 shows the correlation between SAQOL 39-TR scale scores of proxies of individuals with aphasia and Caregiver Well-Being Scale's Basic Needs and Activities of Living subtests scores.


 

	
	
	Table 4: Correlation of SAQOL-39 scale scores of proxies of individuals with aphasia and caregiver well-being scale's basic needs and activities of living subtests scores. View Table 4
	




    

Based on their Caregiver Well-Being Scale's Basic Needs subtest scores of proxies, proxies were divided into two groups as above the mean (73) and below the mean, as with high scores (n = 22) and low scores (n = 10). We did not find any significant difference between the SAQOL-39-TR and subtest scores of proxies of individuals with aphasia.



Based on their Caregiver Well-being Scale's Activities of Living subtest scores of proxies, proxies were divided into two groups as above the mean (69) and below the mean, high scores (n = 18) and low scores (n = 14). We did not find any significant difference between the SAQOL-39-TR and subtest scores of proxies of individuals with aphasia. A significant difference between the groups with low and high scores within psycho-social subtest of SAQOL-39-TR scale for proxies of individuals with aphasia (t = 2.358, p < 0.05) was found and the mean of this difference was appointed to the group with a higher mean. There was no significant difference between the groups with low and high scores within other subtests of SAQOL-39-TR scale.


Discussion


The purpose of the study is to examine the agreement between the reports given by individuals with aphasia and by their proxies to SAQOL-39 TR. In this study, differences and correlations between the perceptions of individuals with aphasia and their proxies on health-related quality of life were examined by examining the impacts of certain variables such as age, gender, Caregiver Well-Being Scale scores, which are all considered to affect the degree of consistency.



In the study, highest mean of subdomain of SAQOL-39-TR was found in psycho-social (These means are 4.0, 3.52, 3.27 respectively). However, when the mean of SAQOL-39-TR and its subtest scores of individuals with aphasia is analyzed, we see that the highest figure is physical area in Hilari, et al. [23] and Noyan-Erbaş and Toğram's [30] studies. Physical subtest ranks second here while it comes first in other studies (3.17). While communication subdomain has the lowest mean in this study, the subdomain with lowest score in the studies of Hilari, et al. [23] and Noyan-Erbaş and Toğram [30] is energy. In total scale scores, the mean was 3.6 in Hilari, et al. [23], 3.36 in Noyan-Erbaş and Toğram [30] and 3.11 in this study.



We have also found that SAQOL-39-TR score difference is low ((-0.08) - (-0.26)) at individuals with aphasia while the standard deviation of this mean is high (0.54-0.94). SAQOL-39-TR scores of individuals with aphasia and their proxies indicate strong agreement at overall scale level (0.8) and good level at physical (0.7), communication (0.6), psycho-social (0.6) and energy (0.6) sub domains. These results support the results of Hilari, et al. [23] and Ignatiou, et al. [24]. Hilari, et al., state that since SAQOL-39-TR was especially developed for measuring the quality of life of individuals with aphasia, this agreement turns out to be high. Contrary to the results of Hilari, Owen and Farelly [10] and Hilari, et al. [23], no significant difference was found between the SAQOL-39-TR scale scores of individuals with aphasia and those of their proxies and that holds true for subtests as well (physical, communication, psycho-social, energy).



Regarding the relation of the SAQOL-39-TR scale and its subtests (physical, communication, psycho-social, energy) scores of individuals with aphasia with variables of age, auditory comprehension score, and gender, we have seen that there is a positively moving significant relation between auditory comprehension score and communication score (r = 0.414, p < 0.05).



Auditory comprehension subtest score is one of the factors affecting the communication. Therefore, as the auditory comprehension scores of individuals with aphasia increase, the score of subtest communication also increases. Similarly, Noyan-Erbaş and Toğram reported significant correlation between the subtest auditory comprehension and the communication (r = 44, p < 0.05) [30]. It was observed that there was no significant relation between the scale and other variables. This may be due to limited sampling (with 32 individuals with aphasia) of the study as suggested by Ignatiou, et al. [28]. When the larger groups of participants included in the study, the impact of the variables may be more clearly analyzed. However, there was no relation between the age, gender and agreement as suggested by other studies as well [34,35].



When the correlation of scores of the SAQOL-39-TR scale and its subtests (physical, communication, psycho-social, energy) of proxies with age and gender variables is examined, no significant relation was found. We believe that this may also be due to limited sampling. One of the strong sides of this study is that proxies completely undertook the care of individuals with aphasia and they were spending most of their time with individuals with aphasia.



We examined the SAQOL-39-TR scores and Caregiver Well Being scores and saw that there was a positive significant relation between them (r = 0.446, p < 0.05). We found the following significant relations: Between SAQOL-39-TR scale's scores and vital activity scores (r = 0.491, p < 0.01); between SAQOL-39-TR scale's physical subtest scores and vital activity scores (r = 0.395, p < 0.05); between SAQOL-39-TR scale's communication subtest scores and vital activity scores (r = 0.532, p < 0.01), between basic necessities scores (r = 0.411, p < 0.05) and Caregiver Well Being Scale scores (r = 0.504, p < 0.01); between SAQOL-39-TR scale's psycho-social subtest scores and vital activity scores (r = 0.496, p < 0.01), between basic needs scores (r = 0.409, p < 0.05) and Caregiver Well Being Scale scores (r = 0.483, p < 0.01).



Proxies were divided into groups based on the Caregiver Well Being Scale's basic needs subtest scores as high (n = 22) above the mean (73) and low (n = 10) below the mean. We did not find a significant difference between the SAQOL-39-TR total scale scores and those of subtests of proxies of individuals with aphasia. These results are in parallel to the results of some research [23,27,28]. However, it differs from results of a research [26], which suggests that psychological conditions of proxies of individuals with aphasia have impact on the agreement between the individual with aphasia and his/her proxy.



Proxies were divided into groups based on the Care Giver's Well Being Scale's vital activity subtest scores as high (n = 18) above the mean (69) and low (n = 14) below the mean. We found a significant difference between the low and high groups as per the SAQOL-39 TR scale's psycho-social subtest scores of proxies of individuals with aphasia (t = 2.358, p < 0.05) and this difference was favoring the high defined group.



We did not find a significant difference between high and low groups in the SAQOL-39-TR overall scale and other subtest areas. As it was in the vital activity subtest, there was no significant difference between the high and low groups for the basic needs' subtest scale. There was only a significant difference between the high and low-scored groups in the psycho-social subtest score of SAQOL 39 scale. This means that as the life satisfaction of proxies of individuals with aphasia increases, they evaluate the psycho-social conditions of individuals with aphasia more positively.


Conclusion and Suggestions


The agreement between the individuals with aphasia and their proxies was examined based on their responses to the SAQOL-39-TR scale and it was excellent at scale level and fair to good at physical, communication, psycho-social, and energy. These results indicate that proxies of individuals with aphasia are a reliable source of information for evaluating the life qualities of individuals with aphasia. This information is beneficial for evaluating the life qualities of individuals with severe aphasia. As they have difficulty in understanding the questions, related to quality of life; defining their quality-of-life status and the progress after the stroke is also difficult. For this kind of conditions, proxies of them can answer the questions instead of the individuals with severe aphasia as there is an agreement with their responses.



The limitations of the study were related to the participants. The aphasia type was not homogeneous and the number of participants was not high enough.



In future studies, we suggest that further studies should target quality of life differences of individuals with different types of aphasia, impact of post-onset time after a stroke on life quality. It would also be better to study with larger sampling and by considering psychological conditions of individuals with aphasia, their socio-economical and educational status, in terms of variables such as relativity degree of proxies if they are working and to what degree they are educated.
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