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Abstract

:

Background: Palliative care is essential in the care of people with advanced dementia, due to the increasing number of patients requiring care in the final stages of life. Nurses need to acquire specific knowledge and skills to provide quality palliative care. The Questionnaire on Palliative Care for Advanced Dementia (qPAD) is useful for assessing knowledge and attitudes toward palliative care, but its adaptation to the Spanish language and analysis of its effectiveness and usefulness for the Spanish culture is lacking. Objective: To report on the Spanish language adaptation and psychometric analysis of the qPAD. Methods: The Questionnaire on Palliative Care for Advanced Dementia Spanish version (qPAD-SV) was obtained from a process that included translation, back-translation, comparison with other language versions, expert review, and pilot study. Content validity, criterion validity, and reliability of the questionnaire were analyzed. The difficulty and discrimination indices of items composing the knowledge subscale were also calculated. Results: Adequate content validity index obtained after the analysis of qPAD-SV by a heterogeneous group of experts was found (overall CVI = 0.96; 0.95 for the Knowledge subscale and 0.99 for the Attitudes subscale). Significant correlations with the Palliative Care Knowledge test (rho = 0.368, p < 0.001) and Self-Efficacy in Palliative Care Scale (rho = 0.621, p < 0.001) show an adequate criterion validity. Cronbach’s alpha coefficients for the Knowledge subscale (0.60) and the Attitudes subscale (0.91) supported the reliability of the qPAD-SV. The questionnaire had an overall difficulty index of 0.71, with three items that could be considered difficult or very difficult, and eleven items that could be considered very easy. Discussion: Although it shows internal consistency, validity, and difficulty indices similar to those obtained by qPAD versions in other languages, a reformulation of the items with lower content validity or discrimination indices and those that show difficulties in their comprehension is an aspect to be taken into account to improve this tool. Conclusions: The qPAD-SV is a useful instrument in Spanish to measure the knowledge of Spanish nurses in palliative care and is suitable for international comparisons.
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1. Introduction


More than 55 million people live with dementia worldwide. Alzheimer’s disease is the most common form of neurocognitive disorder (widely known as dementia) (60–70% of cases). It is the major cause of disability and dependency among older people globally and has physical, psychological, social, and economic impacts, not only for people living with dementia but also on their careers, families, and society at large. It is not part of the aging process, although it mainly affects older people. The WHO recognizes dementia as a public health priority [1].



Most people with dementia live at home with an informal caregiver and in more advanced stages, in the absence of perceived adequate treatment and care at home by the families, they are transferred to residential care homes to address increasing care deficits [2]. Roughly 65% of people in residential care homes have dementia, most of them being people over 80 years of age [3].



Knowing that dementias are a group of chronic conditions for which there is no cure, it must be assumed that palliative care that focuses on the relief of the symptoms and physical and mental stress of living with a serious illness, is necessary for advanced dementia [4]. A guide about palliative care decisions for nursing home staff based on a project on the end-of-life decisions for people with dementia has been proposed [5,6].



Therefore, people in the advanced stages of dementia have a high demand for care, mainly palliative care, but despite the availability of generic definitions of palliative care, there is a lack of training because professionals still state that it is unclear what palliative care people with advanced dementia need and when [7]. In addition, there is an under-referral of people with advanced dementia compared to people with other pathologies that utilize palliative care such as cancer or heart disease [8].



In a white paper on palliative care in advanced dementia, the European Association of Palliative Care outlined the key pillars of palliative care and identified the need for education of the health care team, and recommended dementia care practices and skills that augment palliative care that are defined for this population [9].



There is a lack of knowledge of advanced dementia care worldwide both in the general population and among health professionals [10,11]. Dementia education would allow the implementation of preventive measures at early stages, strategies that allow active attention to care deficits once the disease is established and home care strategies for family members [12]. In undergraduate health education courses, there are generic modules on mental health or geriatrics but no subject matter in dementia and similarly there are few postgraduate courses in dementia [13]. The under-referral of people with advanced dementia to palliative care among physicians is related to a deficit in palliative care knowledge and the lack of inclusion of families in decision-making [14]. Nurses working with people with advanced dementia in long-term care (LTC) also express the need for training because they have little knowledge about dementia [15,16,17], and they do perceive that these people require more hands-on care. With increasing demands in the workplace and time constraints in the delivery of essential nursing care, it becomes a challenge to meet the needs of people with advanced dementia and at the end of life [7]. Dementia care training is necessary for all professionals working in hospital services, residential care, and primary care and it is wrongly felt that training in dementia care should only be received by professionals working in nursing homes [18]. This is because most of the people who use hospital services are older people and home care in primary care is mainly for older people, in LTC most of the residents live with dementia [19].



Lack of knowledge in the management and implementation of palliative care for people with advanced dementia in professional staff decreases the quality of care, worsens the disease progression, the prognosis of dementia, and decreases professionals’ positive attitudes towards palliative care [8]. It also increases unnecessary and/or inappropriate interventions. People with advanced dementia often have increased recurrent hospitalizations, antimicrobial treatment, such as the use of antibiotics for unnecessary pneumonia treatment; increased nutritional problems due to a lack of knowledge of dysphagia management that often include the use of methods to augment nutrition and hydration through the inappropriate use of feeding tubes, largely due to the lack of training and understanding by health care professionals [7]. In contrast, early referral to palliative care services is associated with increased use of inpatient palliative care services, prevention of overly aggressive treatments, and improved comfort and quality of life for people with dementia and their families [20].



Whether there is evidence on which symptomatology is mainly associated with the need for the initiation of palliative care in people with advanced dementia needs to be established [6,21]. It is necessary to know what knowledge and attitudes professionals so to propose strategies for improvement in dementia care practices [4,22,23].



Several tools are available to quantify knowledge, skills, and attitudes about palliative care in health professionals [24] and there are also instruments to assess knowledge about dementia [25]. However, there is only one instrument that is able to measure knowledge and attitudes in palliative care for advanced dementia and that is the qPAD [26].



Long et al. [26] developed the qPAD based on the measurement of knowledge through several items of the Knowledge of Alzheimer’s Test (KAT) and the assessment of attitudes through the End-of-Life Care Decision Questionnaire II (EOLCDII) [26,27]. In the qPAD, each item is scored as “Agree or Disagree or I Don’t know” in the part of knowledge about palliative care and a 5-point Likert test, with 1 indicating strongly disagree and 5 strongly agree in the part of attitudes towards palliative care. The qPAD comprises the measurement of knowledge on three factors: (1) Anticipating Needs (coefficient α = 0.75), (2) Preventing Negative Outcomes (coefficient α = 0.73), and (3) Insight and Intuition (coefficient α = 0.58). Three factors are assessed for the measurement of attitudes: (1) Job Satisfaction (coefficient α = 0.90), (2) Perceptions and Beliefs (coefficient α = 0.64), and (3) Work Setting Support of Families (coefficient α = 0.67) [26].



The qPAD has been used in a number of studies around the world, from the analysis of knowledge and attitudes in Taiwan [8], Japan [28], and Australia [29,30], following the implementation of an intervention in nursing home staff [30,31,32] and previous validation of the questionnaire in the Japanese language [33]. In addition, two studies used the qPAD as part of the construct validation of their own instrument [24,34].



In Spain, the prevalence of dementia is progressively increasing in age bands between 1.07% among 65–69 year olds; 3.4% among 70–74 year olds; 6.9% among 75–79 year olds; 12.1% among 80–84 year olds; 20.1% among 85–89 year olds; and 39.2% among those over 90 years of age. The percentage of the population over 65 years of age currently stands at 19.2% of the total and is expected to be 25.2% in 2033. Similarly, 61.5% of people with dementia in nursing homes in Spain have advanced dementia [35].



Due to the increasing older population, the prevalence of dementia, and in particular advanced dementia, the number of professionals who are caring for people with advanced dementia, and the lack of knowledge and positive attitudes towards palliative care in advanced dementia revealed in other studies requires further research. The aims of our study were to:




	–

	
adapt the qPAD scale in the Spanish language;




	–

	
analyze its content and criterial validity;




	–

	
analyze the level of difficulty of each item in a pilot study in healthcare professionals.










2. Materials and Methods


2.1. Elaboration of the qPAD Questionnaire in Spanish and Back Translation of the Spanish Version


The original English version of the qPAD questionnaire was presented to one professional translator and two native Spanish-speaking nurses with knowledge of English who translated the original version of the qPAD questionnaire into Spanish, thus generating three versions of the translation. These translations were performed independently so that no participant was aware of the work of the others. They were asked to make a non-literal translation of the questionnaire, maintaining its original content and purpose. From the three previously prepared translations, a single document was prepared (consensus translation), which was subsequently subjected to a back-translation process, so that it was translated back into English again by two professional translators and a nurse with knowledge of both languages.



The back-translation was also carried out blindly, so that none of the three knew the translations of the others, although at the end of the process the three were asked to produce a single translation by consensus. After the back-translation phase, we obtained two English versions of the questionnaire, the original version, and the back-translated version, which were compared item by item by the English translator and by the principal investigator of the original version of the qPAD in the English language (Dr. Carol O. Long [26]. At the end of the procedure, a single back-translated version was obtained.



Any difference found between the two English versions was reformulated in the Spanish version; otherwise, the wording of the item was maintained for the final questionnaire. Finally, the Spanish version of the qPAD was obtained and sent to a group of experts for their evaluation. The experts also gave their recommendations to reformulate and clarify any item. Finally, the qPAD-Spanish version (qPAD-SV) was created and tested in a pilot study (Supplementary S1).




2.2. Analysis of the Spanish Version of Questionnaire by the Group of Experts


A group of experts consisting of 13 health professionals (registered nurses n = 9 and medical doctors n = 4) with at least five years of experience in the field of palliative care who care for people with advanced dementia (e.g., members of the Spanish Society of Palliative Care (n = 4), working in long-term nursing homes (Geroresidencias La Saleta, Valencia, Spain) (n = 6), or in hospital palliative care settings (n = 3)) with people with advanced dementia, selected from both the health care and teaching fields, reviewed the Spanish version of the questionnaire. Each of them evaluated the questionnaire individually and sent their evaluation to the researchers. The experts were contacted by means of an e-mail explaining the reasons for the study and requesting their participation. The experts were asked to evaluate each of the items for their appropriateness to the subject of the study, as well as their clarity and comprehension, and to make any contributions they considered necessary for a better understanding of the questionnaire by the professionals who would later have to answer it. These modifications would have been taken into account in the final Spanish version of the qPAD. In addition, they evaluated each of the items on a scale of 1 to 4 (1 = not relevant, 4 = very relevant); these evaluations were subsequently used to calculate the content validity indexes for each item and for the questionnaire as a whole.




2.3. Content, Criterial Validity and Difficulty Analysis of the Spanish Version of qPAD


For the content validity analysis, we followed the methodology described by Polit and Beck [36] and used by other authors [37,38] which consists of calculating the content validity of each of the items individually, based on the evaluations made by a group of experts (composed of a minimum of five experts: although the recommendation is to include around ten experts, to avoid the effects of chance as much as possible).



The content validity index (CVI), which is determined for each of the items that make up the questionnaire (I-CVI) and for the overall questionnaire (S-CVI), the S-CVI being the arithmetic mean of the I-CVI, is calculated using the following formula:


CVI = no. of experts who have evaluated the item with 3 or 4 (A)/Total experts (N)











CVI scores equal to or higher than 0.78 are considered acceptable, and values equal to or higher than 0.90 are considered indicative of high content validity [36,37].



The experts’ assessments were also used for the calculation of the modified kappa coefficient (k), which measures the degree of agreement observed between observers, eliminating agreement obtained by chance; thus, it is also an indicator of content validity. This coefficient takes values between 0 and 1. The criteria for assessing agreement determined by the kappa coefficient established were considered (excellent ≥ 0.74; good 0.60–0.74; poor 0.59–0.40).



The following formula was used to calculate the kappa coefficient (k):


k = (I-CVI) − Pc/1 − Pc








where I-CVI is the internal validity coefficient previously calculated for each of the items and Pc (probability of chance agreement) is the probability that the agreement between observers is due to chance and is calculated by the formula:


Pc = (N!/A!(N − A)) × 0.5N








where N corresponds to the total number of experts and A to the number of experts who have evaluated each item as 3 or 4. It is desirable that Pc receives values as small as possible.



Both the CVI and the different Pc and kappa coefficients were calculated using a spreadsheet developed with Excel, in which a database was created with the ratings of the group of experts. The criteria to determine the level of agreement among the experts with the kappa coefficient were calculated (kappa value ≥ 0.74 excellent agreement; 0.60 ≥ kappa value < 0.74 good agreement; kappa value < 0.59 poor agreement) [36].



To assess the criterion validity of qPAD, the score obtained in the part of the Knowledge portion of the qPAD was correlated with the scores obtained in the Self-efficay in PC scale [39], a questionnaire that evaluates the basic knowledge about palliative care, also adapted into the Spanish language [40]. The score obtained in the part of Attitudes portion of the qPAD was correlated with the scores obtained in the Palliative Care Knowledge Test (PCKT) is a questionnaire that evaluates the Self-Efficacy in Palliative Care Scale (SEPC) [41], also adapted by nursing professionals in the Spanish language [42]. These two instruments were used as an external criterion, taking into account the content equivalence with each part of qPAD (Knowledge and Attitudes).



Based on the responses of the group of professionals who participated in the pilot study, an analysis of the reliability of the questionnaire was also carried out by calculating Cronbach’s alpha coefficient. A Cronbach’s alpha value of 0.7 is set as the minimum acceptable value, and lower values indicate a low internal consistency of an instrument, although some authors consider that in the early stages of an investigation and in exploratory research a value between 0.5 and 0.6 may be considered as suitable [43].



Finally, and following the postulates of Item Response Theory, the indices of difficulty and discrimination of each of the items that compose the knowledge questionnaire (qPAD part 1) were calculated from the responses of the participants. To measure the level of knowledge, the test items were scored as 1 (correct) or 0 (incorrect/don’t know). Therefore, item difficulty is represented by mean values, low values representing difficult items, and high values representing easy items. Indices of discrimination of the items that compose the questionnaire were calculated using the number of correct answers in the third of the subjects with the best results and in the third with the worst results. Discrimination indices were again calculated with the Microsoft Excel 2013 spreadsheet.





3. Results


3.1. Review of Experts and Content Validity


After the review of the questionnaire by the group of experts, recommendations emerged for the reformulation of some of the items. These suggestions were discussed with the qPAD author (Dr. Long, co-author of the study and originator of the qPAD English version). Next, we made slight changes to maintain the original meanings of the English version of the qPAD items. For Item 6, the “hand-on care” was translated as an expression similar to “care actions with physical contact”; for Item 7, the Spanish translation of the concept of “take shower” (in the original version in English) may suggest that people with advanced dementia take a shower by themselves, and that could lead to confusion, so a more accurate translation was proposed. similar to “getting a bath” by professionals. For Item 18, the wording conflict arose with the idea of “anticipation of needs”, and what exactly the questionnaire meant by “a daily schedule”. In addition, the idea also arose that not all people with AD live in nursing homes. The concept “anticipation of need” was translated as something similar to “provision of care needs”, and also additional wording was added to clarify that a “daily schedule” was intended to refer to an identical plan of activities for all people with advanced dementia.



The CVI and Kappa values for each of the items that make up the questionnaire, calculated from the experts’ evaluations, are shown in Table 1 and Table 2.



Analyzing the CVI of each item, we see that all of them reach the value of 0.78, which is considered acceptable (in fact, I-CVI range from 0.85 to 1). If we calculate the overall CVI of the questionnaire (S-CVI), we see that it has a value of 0.96, higher than the value defined as acceptable.



As for the kappa index, we can also see that all items have an excellent level of agreement.



Thus, we could say that the qPAD in the Spanish version, or qPAD-SV, presents adequate content validity.




3.2. Criterion Validity and Reliability


Correlations with the instrument (Palliative Care Knowledge Test) used to analyze the criterion validity of qPAD-SV: were good. The scores obtained in the part of Knowledge of the qPAD were significantly correlated with the scores obtained in the Palliative Care Knowledge Test (p < 0.001, rho = 0.368) (Figure 1A). The scores obtained from the Attitude items of the qPAD were significantly correlated with the scores obtained in SEPC (p < 0.001, rho = 0.621) (Figure 1B).



We calculated the Cronbach index for each subscale of qPAD-SV. The Attitudes subscale attained a Cronbach index of 0.91 (Job Satisfaction 0.91, Perceptions and Beliefs 0.75, and Work Setting Support of Families 0.77), while the Knowledge subscale had a Cronbach index of 0.60.



When analyzing the correlations between the items, it is observed that the Cronbach’s index of Knowledge subscale would increase to 0.62 if we eliminated items 17 or 22, and to 0.64 if we eliminated Item 3. However, we did not consider it necessary to eliminate these items since increasing the reliability index was not that high and maintaining the questionnaire in the same form as the original one would be better to establish comparisons. Besides, these three items had a percentage of wrong answers higher than 40% (item 3) and even higher than 60% (items 17 and 22), so they had been useful to identify these areas of knowledge deficit.




3.3. Results of the Pilot Study


A sample of 206 registered nurses (n = 154) and physicians (n = 52) completed the qPAD Spanish version. Forty-one males (19.9%) and 165 female (80.1%) health professionals participated in the study. The mean age of the participants was 45.1 ± 10.5 years (range 21–66). Moreover, 68.9% reported working with people with advanced dementia, 81.1% reported having training in palliative care, 20% had received this training only during their university education and had not received any additional training.



The percentage of correct and incorrect answers obtained by each participant in the qPAD knowledge questionnaire was calculated; they obtained an average of 70.87% of correct answers (70.87 ± 12.84; range 26.09–91.30) and 29.13% of incorrect answers (29.13 ± 12.84; range 8.70–73.91). This would mean an average of 16.3 points out of a maximum of 23 in the overall score of the questionnaire.



The percentage of correct and incorrect responses was also calculated for each of the items that make up the questionnaire, resulting in a high variability among them. The items with the highest percentage of correct answers (more than 85%) were items 2, 4, 5, 6, 9, 14, 15, 16, and 20, and those with the highest percentage of errors were items 1, 3, 7, 8, 13, 17, 18, 21, 22, and 23 (more than 30% in the case of items 1, 3, 7, 8, and 23, and more than 50% in the case of items 13, 17, 18, 21, and 22). The percentages of correct and wrong answers and the difficulty and discrimination index for each item composing the qPAD Knowledge subscale, calculated from the number of correct and wrong answers, are shown in Table 1.



Differences in results in the qPAD-SV knowledge subscale were found among participants according to the variable “working with people with advanced dementia” (p < 0.001).



Regarding the qPAD-SV Attitudes subscale, the average score was 43.35 (43.35 ± 9.28; range 16–60) and each subscale scored as follows: Job Satisfaction (24.59 ± 6.62; range 7–35), Perceptions and Beliefs (11.75 ± 2.34; range 5–15), and Work Setting Support of Families (7.01 ± 1.85; range 2–10). The mean score for each item composing this subscale is shown in Table 2. Differences in results in qPAD-SV attitudes were also found among participants according to the variable “working with people with advanced dementia” (p < 0.001).



The analysis of the difficulty index shows that items 2, 4, 5, 6, 7, 8, 9, 10, 11, 12, 14, 15, 16, 19, and 20 can be considered as easy (difficulty index from 0.61 to 0.80) or very easy (more than 0.80), while items 17, 21, and 22 are difficult (difficulty index from 0.21 to 0.40). The average difficulty of the knowledge subscale of the qPAD-SV is 0.71.



The calculation of the discrimination indices for the items included in the Knowledge part of the qPAD showed the best and worst items. Some of the items appear very good (indices above 0.40): items 1,7,13 and 23; good (indices between 0.3 and 0.39): items 10, 11, 18, 19, and 21; fair (indices between 0.2 and 0.29): items 6, 12, 16, 17, 20, and 22; the worst (indices below 0.2): the remaining items of the questionnaire.





4. Discussion


The transcultural validation into the Spanish language of the qPAD demonstrated good psychometric properties. Only two articles analyze the psychometric properties of the qPAD validated in other languages as in the Chinese [8] and Japanese versions [33] and the Chinese adaptation showed a CVI of 0.9 for the Knowledge part and CVI of 0.92 for the Attitudes part of the questionnaire. The internal consistency of the Attitudes scale of the Chinese version showed a Cronbach’s α value of 0.82 [8] while the Japanese version was 0.84 [33]. However, while attitudes toward palliative care were as good as in the original English version of the qPAD [26], some of the items on the Knowledge part yielded mixed results in terms of the percentage of correct answers. We observed in our context variable levels of knowledge depending on the specific item. In particular, the items related to weight loss prevention, physical restraint, pain management, anticipation of need, fatigue, and confusion in people with advanced dementia (items 1, 3, 13, 17, 18, 21, 22 of the Knowledge part of the questionnaire) warrant particular effort to improve the knowledge of health care professionals in order to render quality care to people with advanced dementia. We summarize below the main issues related to the items that showed to be “difficult” for the healthcare professionals.



Regarding nutrition issues in individuals with advanced dementia, one in every two or three people affected will experience severe weight loss, and it may continue even though the common reasons for weight loss have been managed [44,45]. The weight loss can be inevitable due to an advanced disease called cachexia, a normal process caused by advanced diseases such as dementia, cancer, heart, liver, kidney, and lung failure. When people have cachexia, they cannot absorb the nutrients from food, even when they are eating and drinking enough, and the use of special medical diets is no longer required [46]. They lose weight, have no appetite, and become tired and weak. There is some evidence available from retrospective and prospective observational trials on tube feeding and mortality in patients with severe dementia [47,48]. In controlled studies, there is no significant difference between the mortality rates of patients with advanced dementia receiving tube feedings and those without. A Cochrane review, summarizing all relevant previous studies, identified six controlled trials assessing mortality and found no evidence of increased survival in patients with advanced dementia receiving enteral tube feeding [49]. The use of enteral nutrition therapy (ENT) or artificial nutrition and hydration (ANH) is only indicated when there is a risk of malnutrition and severe impairment of the swallowing process, with the possible consequence of aspiration pneumonia [50]. According to ASPEN—American Society for Parenteral and Enteral Nutrition [51], the use of ENT in patients with advanced dementia is classified as not recommendable.



Regarding the use of physical restraints while in the past it was widespread and fulfilled the criterion for preserving the safety of dependent persons [52,53,54,55] but now it is known that this practice presents more risks than benefits [52,53]. Physical restraint can have serious physical consequences such as increased injury, morbidity, and mortality, as well as increased impairment of memory, language, loss of function, increased risk of incontinence, ulcers, and cognitive impairment [54]. A restraint-free nursing care environment has been recommended as the standard of care [56]. Accordingly, many interventions have been made in recent years to reduce the use of physical restraints in older people with dementia [57]. In Spain, following a direct observation study of physical restraint in long term care centers, rates are much higher (84.9%) than in other countries such as Northern Ireland, Canada, and Taiwan, with values between 62 and 68%, and the lowest in Germany, with 26.2% [58]. This lack of knowledge about patient safety and the use of physical restraints by healthcare professionals has been reported by many authors, not only in long-term care but also in hospitals and homes. Additional education is recommended for professionals working with people with dementia [58,59,60,61].



Regarding pain management, a survey on the knowledge and management of pain in older people with dementia among healthcare professionals showed that 58% of Spanish professionals feel that they have little knowledge of pain management in older people with dementia and only 14% have received specific training. Moreover, confidence in pain management decreased as the disease progressed to advanced stages, as 60% did not know which instruments were valid for pain assessment and whether there were any guidelines or standards of care for elderly people with advanced dementia [62]. Older people with advanced dementia also have pain, which is greater in the early stages than in the more advanced ones. The ability to express pain decreases in patients with dementia as the disease progresses due to the loss of cognitive and language skills. Despite this, however, the facial expression of pain in people with dementia is very homogeneous in both presence and intensity, thus allowing us to detect it using validated scales [63,64,65]. This may be partly attributed to knowledge deficits and negative attitudes of health care staff and informal caregivers towards pain, its assessment, and management in dementia [66]. Healthcare professionals should gain confidence and be able to distinguish signs and symptoms of pain from dementia-related behavioral changes. Interdisciplinary team assessment and communication are essential for proper pain management in the older with dementia [67].



The concept “Anticipation of needs” not only includes the management described above but also the individualization of care to anticipate healthcare decisions in the event that the patient loses decision-making capacity, either temporarily or permanently. These problems would be solved if elderly people with dementia had Advance Care Planning (ACP) [68].



Regarding the item “Persons with advanced dementia can fatigue or tire easily, and as a result, they usually need to lie down frequently”, it is well known that alterations in sleep patterns are common complaints in the elderly, especially those diagnosed with advanced dementia [69]. These patients experience difficulties falling asleep in 69% and sleeping excessively during the day in 76.8% [70]. In extreme cases, a complete reversal of the day/night sleep pattern can be observed with the main sleep period that occurs during the day [71]. This situation favors health personnel who associate the concept of fatigue directly with the quality of sleep [72].



In summary, the internal consistency, reliability, and difficulty indexes of the Spanish version of qPAD are similar to those obtained by versions obtained in other languages. However, a reformulation of the items with the lowest content validity or discrimination indexes and those showing difficulty with comprehension needs further studies in order to improve the qPAD for Spanish healthcare professionals prior to its use in clinical settings.








Supplementary Materials


The following supporting information can be downloaded at: https://www.mdpi.com/article/10.3390/healthcare10040656/s1, Supplementary S1: PARTE 1. Cuestionario sobre conocimientos; PARTE 2. Cuestionario sobre actitudes.





Author Contributions


Conceptualization, E.C.-S., P.P.-R., I.J.-R., C.O.L. and O.C.; methodology, E.C.-S., P.P.-R., I.J.-R., C.O.L. and O.C.; formal analysis, E.C.-S. and O.C.; investigation, E.C.-S., P.P.-R., I.J.-R. and O.C.; data curation, E.C.-S. and O.C.; writing—original draft preparation, E.C.-S., P.P.-R., I.J.-R., C.O.L. and O.C.; writing—review and editing, E.C.-S., P.P.-R., I.J.-R., C.O.L. and O.C.; supervision, E.C.-S., P.P.-R., I.J.-R., C.O.L. and O.C. All authors have read and agreed to the published version of the manuscript.




Funding


This research received no external funding.




Institutional Review Board Statement


The study was conducted according to the guidelines of the Declaration of Helsinki, and approved by the Ethics Committee of University of Valencia (Valencia, Spain) (protocol code 1581865 and date of approval 4 March 2021).




Informed Consent Statement


Informed consent was waived due to the fact it was anonymous online questionnaire.




Data Availability Statement


Data will be available upon request and reasoned justification.




Acknowledgments


Authors thank the experts for their valuable contribution to this works.




Conflicts of Interest


The authors declare no conflict of interest.




References


	



Dementia. Available online: https://www.who.int/news-room/fact-sheets/detail/dementia (accessed on 15 December 2021).

	



Afram, B.; Stephan, A.; Verbeek, H.; Bleijlevens, M.H.C.; Suhonen, R.; Sutcliffe, C.; Raamat, K.; Cabrera, E.; Soto, M.E.; Hallberg, I.R.; et al. Reasons for institutionalization of people with dementia: Informal caregiver reports from 8 European countries. J. Am. Med. Dir. Assoc. 2014, 15, 108–116. [Google Scholar] [CrossRef]

	



Wolters, F.J.; Chibnik, L.B.; Waziry, R.; Anderson, R.; Berr, C.; Beiser, A.; Bis, J.C.; Blacker, D.; Bos, D.; Brayne, C.; et al. Twenty-seven-year time trends in dementia incidence in Europe and the United States: The Alzheimer Cohorts Consortium. Neurology 2020, 95, e519–e531. [Google Scholar] [CrossRef] [PubMed]

	



Mitchell, S.L.; Teno, J.M.; Kiely, D.K.; Shaffer, M.L.; Jones, R.N.; Prigerson, H.G.; Volicer, L.; Givens, J.L.; Hamel, M.B. The clinical course of advanced dementia. N. Engl. J. Med. 2009, 361, 1529–1538. [Google Scholar] [CrossRef]

	



Caron, C.D.; Griffith, J.; Arcand, M. End-of-life decision making in dementia: The perspective of family caregivers. Dementia 2016, 4, 113–136. [Google Scholar] [CrossRef]

	



Caron, C.D.; Griffith, J.; Arcand, M. Decision Making at the End of Life in Dementia: How Family Caregivers Perceive Their Interactions With Health Care Providers in Long-Term-Care Settings. J. Appl. Gerontol. 2016, 24, 231–247. [Google Scholar] [CrossRef]

	



Midtbust, M.H.; Alnes, R.E.; Gjengedal, E.; Lykkeslet, E. Perceived barriers and facilitators in providing palliative care for people with severe dementia: The healthcare professionals’ experiences. BMC Health Serv. Res. 2018, 18, 709. [Google Scholar] [CrossRef]

	



Chen, I.H.; Lin, K.Y.; Hu, S.H.; Chuang, Y.H.; Long, C.O.; Chang, C.C.; Liu, M.F. Palliative care for advanced dementia: Knowledge and attitudes of long-term care staff. J. Clin. Nurs. 2018, 27, 848–858. [Google Scholar] [CrossRef] [PubMed]

	



Van Der Steen, J.T.; Radbruch, L.; Hertogh, C.M.; De Boer, M.E.; Hughes, J.C.; Larkin, P.; Francke, A.L.; Jünger, S.; Gove, D.; Firth, P.; et al. White paper defining optimal palliative care in older people with dementia: A Delphi study and recommendations from the European Association for Palliative Care. Palliat. Med. 2014, 28, 197–209. [Google Scholar] [CrossRef] [PubMed]

	



Tomlinson, E.; Stott, J. Assisted dying in dementia: A systematic review of the international literature on the attitudes of health professionals, patients, carers and the public, and the factors associated with these. Int. J. Geriatr. Psychiatry 2015, 30, 10–20. [Google Scholar] [CrossRef]

	



Werner, P.; Shpigelman, C.N.; Raviv Turgeman, L. Family caregivers’ and professionals’ stigmatic experiences with persons with early-onset dementia: A qualitative study. Scand. J. Caring Sci. 2020, 34, 52–61. [Google Scholar] [CrossRef] [PubMed]

	



Van Asbroeck, S.; van Boxtel, M.P.J.; Steyaert, J.; Köhler, S.; Heger, I.; de Vugt, M.; Verhey, F.; Deckers, K. Increasing knowledge on dementia risk reduction in the general population: Results of a public awareness campaign. Prev. Med. 2021, 147, 106522. [Google Scholar] [CrossRef] [PubMed]

	



Hvalič-Touzery, S.; Skela-Savič, B.; Macrae, R.; Jack-Waugh, A.; Tolson, D.; Hellström, A.; de Abreu, W.; Pesjak, K. The provision of accredited higher education on dementia in six European countries: An exploratory study. Nurse Educ. Today 2018, 60, 161–169. [Google Scholar] [CrossRef]

	



Haapasalmi, S.; Piili, R.P.; Metsänoja, R.; Kellokumpu-Lehtinen, P.L.I.; Lehto, J.T. Physicians’ decreased tendency to choose palliative care for patients with advanced dementia between 1999 and 2015. BMC Palliat. Care 2021, 20, 119. [Google Scholar] [CrossRef] [PubMed]

	



Chang, E.; Daly, J.; Johnson, A.; Harrison, K.; Easterbrook, S.; Bidewell, J.; Stewart, H.; Noel, M.; Hancock, K. Challenges for professional care of advanced dementia. Int. J. Nurs. Pract. 2009, 15, 41–47. [Google Scholar] [CrossRef]

	



Dening, K.H.; Greenish, W.; Jones, L.; Mandal, U.; Sampson, E.L. Barriers to providing end-of-life care for people with dementia: A whole-system qualitative study. BMJ Support. Palliat. Care 2012, 2, 103–107. [Google Scholar] [CrossRef]

	



Ryan, T.; Gardiner, C.; Bellamy, G.; Gott, M.; Ingleton, C. Barriers and facilitators to the receipt of palliative care for people with dementia: The views of medical and nursing staff. Palliat. Med. 2012, 26, 879–886. [Google Scholar] [CrossRef]

	



Polacsek, M.; Goh, A.; Malta, S.; Hallam, B.; Gahan, L.; Cooper, C.; Low, L.F.; Livingston, G.; Panayiotou, A.; Loi, S.; et al. “I know they are not trained in dementia”: Addressing the need for specialist dementia training for home care workers. Health Soc. Care Commun. 2020, 28, 475–484. [Google Scholar] [CrossRef]

	



Mustafa, N.; Tsaroucha, A.; Le Mesurier, N.; Benbow, S.M.; Kingston, P. Educating and Training the Workforce to Work with People with Dementia: Two Projects from the United Kingdom. Educ. Gerontol. 2013, 39, 398–412. [Google Scholar] [CrossRef]

	



Amano, K.; Morita, T.; Tatara, R.; Katayama, H.; Uno, T.; Takagi, I. Association between early palliative care referrals, inpatient hospice utilization, and aggressiveness of care at the end of life. J. Palliat. Med. 2015, 18, 270–273. [Google Scholar] [CrossRef] [PubMed]

	



Arcand, M. End-of-life issues in advanced dementia—Part 1: Goals of care, decision-making process, and family education. Can. Fam. Physician 2015, 61, 330–334. [Google Scholar] [PubMed]

	



Evripidou, M.; Charalambous, A.; Middleton, N.; Papastavrou, E. Nurses’ knowledge and attitudes about dementia care: Systematic literature review. Perspect. Psychiatr. Care 2019, 55, 48–60. [Google Scholar] [CrossRef] [PubMed]

	



Mitchell, S.L.; Black, B.S.; Ersek, M.; Hanson, L.C.; Miller, S.C.; Sachs, G.A.; Teno, J.M.; Sean Morrison, R. Advanced dementia: State of the art and priorities for the next decade. Ann. Intern. Med. 2012, 156, 45–51. [Google Scholar] [CrossRef] [PubMed]

	



Karacsony, S.; Chang, E.; Johnson, A.; Good, A.; Edenborough, M. Measuring nursing assistants’ knowledge, skills and attitudes in a palliative approach: A literature review. Nurse Educ. Today 2015, 35, 1232–1239. [Google Scholar] [CrossRef] [PubMed]

	



Carpenter, B.D.; Balsis, S.; Otilingam, P.G.; Hanson, P.K.; Gatz, M. The Alzheimer’s Disease Knowledge Scale: Development and psychometric properties. Gerontologist 2009, 49, 236–247. [Google Scholar] [CrossRef] [PubMed]

	



Long, C.O.; Sowell, E.J.; Hess, R.K.; Alonzo, T.R. Development of the questionnaire on palliative care for advanced dementia (qPAD). Am. J. Alzheimer’s Dis. Other Demen. 2012, 27, 537–543. [Google Scholar] [CrossRef] [PubMed]

	



Tyree, T.L.; Long, C.O.; Greenberg, E.A. NPs vs other healthcare providers in end-of-life care. Holist. Nurs. Pract. 2005, 19, 138–139. [Google Scholar] [CrossRef]

	



Nakanishi, M.; Hirooka, K.; Morimoto, Y.; Nishida, A. Quality of care for people with dementia and professional caregivers’ perspectives regarding palliative care in Japanese community care settings. Int. J. Geriatr. Psychiatry 2017, 32, 1342–1351. [Google Scholar] [CrossRef]

	



Karacsony, S.; Chang, E.; Johnson, A.; Good, A.; Edenborough, M. Assessing nursing assistants’ competency in palliative care: An evaluation tool. Nurse Educ. Pract. 2018, 33, 70–76. [Google Scholar] [CrossRef] [PubMed]

	



Luckett, T.; Luscombe, G.; Phillips, J.; Beattie, E.; Chenoweth, L.; Davidson, P.M.; Goodall, S.; Pond, D.; Mitchell, G.; Agar, M. Australian long-term care personnel’s knowledge and attitudes regarding palliative care for people with advanced dementia. Dementia 2021, 20, 427–443. [Google Scholar] [CrossRef] [PubMed]

	



Agar, M.; Luckett, T.; Luscombe, G.; Phillips, J.; Beattie, E.; Pond, D.; Mitchell, G.; Davidson, P.M.; Cook, J.; Brooks, D.; et al. Effects of facilitated family case conferencing for advanced dementia: A cluster randomised clinical trial. PLoS ONE 2017, 12, e0181020. [Google Scholar] [CrossRef]

	



Tropea, J.; Johnson, C.E.; Nestel, D.; Paul, S.K.; Brand, C.A.; Hutchinson, A.F.; Bicknell, R.; Lim, W.K. A screen-based simulation training program to improve palliative care of people with advanced dementia living in residential aged care facilities and reduce hospital transfers: Study protocol for the IMproving Palliative care Education and Training Using Simulation in Dementia (IMPETUS-D) cluster randomised controlled trial. BMC Palliat. Care 2019, 18, 86. [Google Scholar] [CrossRef]

	



Nakanishi, M.; Miyamoto, Y.; Long, C.O.; Arcand, M. A Japanese booklet about palliative care for advanced dementia in nursing homes. Int. J. Palliat. Nurs. 2015, 21, 385–391. [Google Scholar] [CrossRef]

	



Peixoto, R.I.; da Silveira, V.M.; Zimmermann, R.D.; Gomes, A.D.M. End-of-life care of elderly patients with dementia: A cross-sectional study of family carer decision-making. Arch. Gerontol. Geriatr. 2018, 75, 83–90. [Google Scholar] [CrossRef] [PubMed]

	



Ministerio de Sanidad, Consumo y Bienestar Social. Plan Integral de Alzheimer y otras Demencias (2019–2023). Sanid 2019, 2019, 13–91. [Google Scholar]

	



Polit, D.F.; Beck, C.T. The Content Validity Index: Are You Sure You Know What’s Being Reported? Critique and Recommendations. Res. Nurs. Health 2006, 29, 489–497. [Google Scholar] [CrossRef] [PubMed]

	



Orts-Cortés, M.I.; Moreno-Casbas, T.; Squires, A.; Fuentelsaz-Gallego, C.; Maciá-Soler, L.; González-María, E.; Gómez-García, T.; María González-Martín, A.; Gómez-González, B.; Quesada-Ramos, C.; et al. Content validity of the Spanish version of the Practice Environment Scale of the Nursing Work Index. Appl. Nurs. Res. 2013, 26, e5–e9. [Google Scholar] [CrossRef] [PubMed]

	



Chover-Sierra, E.; Martínez-Sabater, A.; Lapeña-Moñux, Y.R. An instrument to measure nurses’ knowledge in palliative care: Validation of the Spanish version of Palliative Care Quiz for Nurses. PLoS ONE 2017, 12, e177000. [Google Scholar] [CrossRef]

	



Nakazawa, Y.; Miyashita, M.; Morita, T.; Umeda, M.; Oyagi, Y.; Ogasawara, T. The palliative care knowledge test: Reliability and validity of an instrument to measure palliative care knowledge among health professionals. Palliat. Med. 2009, 23, 754–766. [Google Scholar] [CrossRef] [PubMed]

	



Lopez-Garcia, M.; Rubio, L.; Gomez-Garcia, R.; Sanchez-Sanchez, F.; Miyashita, M.; Medina-Abellan, M.D.; Perez-Carceles, M.D. Palliative care knowledge test for nurses and physicians: Validation and cross-cultural adaptation. BMJ Support. Palliat. Care, 2020; ahead of print. [Google Scholar] [CrossRef]

	



Mason, S.; Ellershaw, J. Assessing undergraduate palliative care education: Validity and reliability of two scales examining perceived efficacy and outcome expectancies in palliative care. Med. Educ. 2004, 38, 1103–1110. [Google Scholar] [CrossRef] [PubMed]

	



Herrero-Hahn, R.; Montoya-Juárez, R.; Hueso-Montoro, C.; Martí-García, C.; Salazar-Blandón, D.A.; García-Caro, M.P. Cultural Adaptation, Validation, and Analysis of the Self-Efficacy in Palliative Care Scale for Use with Spanish Nurses. Int. J. Environ. Res. Public Health 2019, 16, 4840. [Google Scholar] [CrossRef]

	



Taber, K.S. The Use of Cronbach’s Alpha When Developing and Reporting Research Instruments in Science Education. Res. Sci. Educ. 2018, 48, 1273–1296. [Google Scholar] [CrossRef]

	



Payne, C.; Wiffen, P.J.; Martin, S. Interventions for fatigue and weight loss in adults with advanced progressive illness. Cochrane Database Syst. Rev. 2012, 1, CD008427. [Google Scholar] [CrossRef] [PubMed]

	



Volkert, D.; Chourdakis, M.; Faxen-Irving, G.; Frühwald, T.; Landi, F.; Suominen, M.H.; Vandewoude, M.; Wirth, R.; ephane Schneider, S.M. e-SPEN guideline ESPEN guidelines on nutrition in dementia. Clin. Nutr. 2015, 34, 1052–1073. [Google Scholar] [CrossRef] [PubMed]

	



Kuhn, D.R.; Forrest, J.M. Current Topics in Care Palliative Care for Advanced Dementia: A Pilot Project in 2 Nursing Homes. Am. J. Alzheimer’s Dis. Other Dement. 2012, 27, 33–40. [Google Scholar] [CrossRef] [PubMed]

	



Finucane, T.E.; Christmas, C.; Travis, K. Tube feeding in patients with advanced dementia: A review of the evidence. JAMA 1999, 282, 1365–1370. [Google Scholar] [CrossRef]

	



Orlandoni, P.; Peladic, N.J.; Di Rosa, M.; Venturini, C.; Fagnani, D.; Sparvoli, D.; Giorgini, N.; Basile, R.; Cola, C. The outcomes of long term home enteral nutrition (HEN) in older patients with severe dementia. Clin. Nutr. 2019, 38, 1871–1876. [Google Scholar] [CrossRef] [PubMed]

	



Sampson, E.L.; Candy, B.; Jones, L. Enteral tube feeding for older people with advanced dementia. Cochrane Database Syst. Rev. 2009, 2009, CD007209. [Google Scholar] [CrossRef] [PubMed]

	



Pivi, G.A.K.; Bertolucci, P.H.F.; Schultz, R.R. Nutrition in Severe Dementia. Curr. Gerontol. Geriatr. Res. 2012, 2012, 983056. [Google Scholar] [CrossRef]

	



McClave, S.A.; Martindale, R.G.; Vanek, V.W.; McCarthy, M.; Roberts, P.; Taylor, B.; Ochoa, J.B.; Napolitano, L.; Cresci, G. Guidelines for the Provision and Assessment of Nutrition Support Therapy in the Adult Critically Ill Patient: Society of Critical Care Medicine (SCCM) and American Society for Parenteral and Enteral Nutrition (A.S.P.E.N.). JPEN J. Parenter. Enteral Nutr. 2009, 33, 277–316. [Google Scholar] [CrossRef] [PubMed]

	



Scheepmans, K.; Dierckx De Casterlé, B.; Paquay, L.; Van Gansbeke, H.; Milisen, K. Reducing physical restraints by older adults in home care: Development of an evidence-based guideline. BMC Geriatr. 2020, 20, 169. [Google Scholar] [CrossRef] [PubMed]

	



Carrero-Planells, A.; Urrutia-Beaskoa, A.; Moreno-Mulet, C. The Use of Physical Restraints on Geriatric Patients: Culture and Attitudes among Healthcare Professionals at Intermediate Care Hospitals in Majorca. A Qualitative Study Protocol. Int. J. Environ. Res. Public Health 2021, 18, 7509. [Google Scholar] [CrossRef]

	



Cotter, V.T. Restraint free care in older adults with dementia. Keio J. Med. 2005, 54, 80–84. [Google Scholar] [CrossRef]

	



Evans, L.K.; Cotter, V.T. Avoiding restraints in patients with dementia: Understanding, prevention, and management are the keys. Am. J. Nurs. 2008, 108, 40–49. [Google Scholar] [CrossRef] [PubMed]

	



Flaherty, J.H. Zero tolerance for physical restraints: Difficult but not impossible. J. Gerontol. A Biol. Sci. Med. Sci. 2004, 59, 919–920. [Google Scholar] [CrossRef] [PubMed]

	



Möhler, R.; Richter, T.; Köpke, S.; Meyer, G. Interventions for preventing and reducing the use of physical restraints in long-term geriatric care. Cochrane Database Syst. Rev. 2011, 16, CD007546. [Google Scholar] [CrossRef] [PubMed]

	



Estévez-Guerra, G.J.; Fariña-López, E.; Núñez-González, E.; Gandoy-Crego, M.; Calvo-Francés, F.; Capezuti, E.A. The use of physical restraints in long-term care in Spain: A multi-center cross-sectional study. BMC Geriatr. 2017, 17, 29. [Google Scholar] [CrossRef] [PubMed]

	



Mehrok, S.; Xavier Belsiyal, C.; Kamboj, P.; Mery, A. The use of physical restraints- knowledge and attitude of nurses of a tertiary care institute, Uttarakhand, India. J. Educ. Health Promot. 2020, 9, 77. [Google Scholar] [CrossRef]

	



Cotter, V.T.; Hasan, M.M.; Ahn, J.; Budhathoki, C.; Oh, E. A Practice Improvement Project to Increase Advance Care Planning in a Dementia Specialty Practice. Am. J. Hosp. Palliat. Care 2019, 36, 831–835. [Google Scholar] [CrossRef] [PubMed]

	



de Bellis, A.; Mosel, K.; Curren, D.; Prendergast, J.; Harrington, A.; Muir-Cochrane, E. Education on physical restraint reduction in dementia care: A review of the literature. Dementia 2013, 12, 93–110. [Google Scholar] [CrossRef] [PubMed]

	



Giménez-Llort, L.; Bernal, M.L.; Docking, R.; Muntsant-Soria, A.; Torres-Lista, V.; Bulbena, A.; Schofield, P.A. Pain in Older Adults With Dementia: A Survey in Spain. Front. Neurol. 2020, 11, 592366. [Google Scholar] [CrossRef] [PubMed]

	



Achterberg, W.P.; Erdal, A.; Husebo, B.S.; Kunz, M.; Lautenbacher, S. Are Chronic Pain Patients with Dementia Being Undermedicated? J. Pain Res. 2021, 14, 431–439. [Google Scholar] [CrossRef] [PubMed]

	



van Dalen-Kok, A.H.; Pieper, M.J.C.; de Waal, M.W.M.; van der Steen, J.T.; Scherder, E.J.A.; Achterberg, W.P. The impact of pain on the course of ADL functioning in patients with dementia. Age Ageing 2021, 50, 906–913. [Google Scholar] [CrossRef] [PubMed]

	



Felton, N.; Lewis, J.S.; Cockburn, S.J.; Hodgson, M.; Dawson, S. Pain Assessment for Individuals with Advanced Dementia in Care Homes: A Systematic Review. Geriatrics 2021, 6, 101. [Google Scholar] [CrossRef] [PubMed]

	



Vitou, V.; Gély-Nargeot, M.C.; Bayard, S. Interrater Variability in Pain Assessment of Long-term Care Residents with Dementia. Pain Manag. Nurs. 2021, 22, 377–385. [Google Scholar] [CrossRef] [PubMed]

	



Jonsdottir, T.; Gunnarsson, E.C. Understanding Nurses’ Knowledge and Attitudes Toward Pain Assessment in Dementia: A Literature Review. Pain Manag. Nurs. 2021, 22, 281–292. [Google Scholar] [CrossRef] [PubMed]

	



Francesca, B.; Jox Ralf, J.; Laura, J.; Rubli, T.E. Planning ahead with dementia: What role can advance care planning play? A review on opportunities and challenges. Swiss Med. Wkly. 2018, 148, w14706. [Google Scholar] [CrossRef]

	



Vaou, O.E.; Lin, S.H.; Branson, C.; Auerbach, S. Sleep and Dementia. Mo Med. 2017, 114, 134–142. [Google Scholar] [CrossRef]

	



Okuda, S.; Tetsuka, J.; Takahashi, K.; Toda, Y.; Kubo, T.; Tokita, S. Association between sleep disturbance in Alzheimer’s disease patients and burden on and health status of their caregivers. J. Neurol. 2019, 266, 1490–1500. [Google Scholar] [CrossRef] [PubMed]

	



Peter-Derex, L.; Yammine, P.; Bastuji, H.; Croisile, B. Sleep and Alzheimer’s disease. Sleep Med. Rev. 2015, 19, 29–38. [Google Scholar] [CrossRef] [PubMed]

	



Wilfling, D.; Dichter, M.N.; Trutschel, D.; Köpke, S. Nurses’ burden caused by sleep disturbances of nursing home residents with dementia: Multicenter cross-sectional study. BMC Nurs. 2020, 19, 83. [Google Scholar] [CrossRef]








[image: Healthcare 10 00656 g001 550] 





Figure 1. (A) Correlation analysis between the score in Palliative Care Knowledge test and the score in the “Knowledge” portion of the qPAD; (B) Correlation analysis between the score in Self-efficacy in palliative care scale Palliative Care Knowledge test and the score in the “Attitudes” portion of the qPAD. 
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Table 1. Knowledge of palliative care in advanced dementia.
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	CVI
	Kappa
	% Right Answers
	% Wrong Answers
	% “Don’t Know” Asnwers
	Difficulty (Mean)





	1. The best way to prevent weight loss for persons with advanced dementia is to keep them on their special medical diets (e.g., low fat, cardiac, renal).
	0.92
	0.92
	50.97
	35.92
	13.11
	0.51



	2. It is possible to prevent pressure ulcers in persons with advanced dementia.
	0.92
	0.92
	95.14
	2.43
	2.43
	0.95



	3. It is possible to prevent weight loss in most persons with advanced dementia.
	1
	1
	52.43
	29.13
	18.44
	0.52



	4. Since persons with advanced dementia are so impaired, it is not likely that they are depressed.
	1
	1
	93.20
	3.40
	3.40
	0.93



	5. One benefit of advanced dementia is that people no longer have pain.
	1
	1
	96.12
	0.97
	2.91
	0.96



	6. When a person is resistive to “hands-on” care, it is best to stop what you are doing and come back later to try to complete the task.
	1
	1
	85.44
	5.82
	8.74
	0.85



	7. Persons with advanced dementia should take showers just as other persons do.
	1
	1
	66.99
	21.84
	11.16
	0.67



	8. Persons with advanced dementia cannot verbally tell us when they are hungry or thirsty.
	1
	1
	65.53
	24.76
	9.71
	0.65



	9. Persons with advanced dementia can reposition themselves easily in their chairs.
	1
	1
	90.78
	3.88
	5.34
	0.91



	10. Although persons with advanced dementia are incontinent, it is still possible to toilet them.
	0.92
	0.92
	75.73
	12.62
	11.65
	0.77



	11. The sounds of music, meal service and conversations during dining do not generally pose problems for people with advanced dementia.
	0.92
	0.92
	84.47
	8.74
	6.79
	0.84



	12. Persons with advanced dementia typically die from some sort of infection, such as pneumonia or a urinary tract infection.
	0.92
	0.92
	83.01
	6.80
	10.19
	0.83



	13. Physical restraints decrease the chance that a person with advanced dementia will fall.
	1
	1
	44.17
	40.78
	15.05
	0.44



	14. When people “call out” over and over again, it is best to not worry about this behavior because this is a common occurrence for persons with advanced dementia.
	1
	1
	92.23
	2.43
	5.34
	0.92



	15. Persons with advanced dementia will never experience boredom.
	0.85
	0.84
	93.20
	0.97
	5.83
	0.93



	16. If persons with advanced dementia resist (e.g., hit, bite, kick etc.) a brief change, it may be due to invasion of privacy.
	0.92
	0.92
	88.35
	2.91
	8.74
	0.88



	17. Persons with advanced dementia should get pain medications around-the-clock, when needed.
	0.85
	0.84
	36.41
	49.03
	14.56
	0.36



	18. “Anticipation of need” refers to addressing the needs of persons with advanced dementia through a daily schedule established by the facility where they live.
	0.85
	0.84
	43.20
	50.48
	6.31
	0.43



	19. If a person with advanced dementia is unable to sleep at night, a sleeping medication should be considered first.
	0.92
	0.92
	78.64
	11.17
	10.19
	0.79



	20. When persons with advanced dementia spit out their food, it is because they are not hungry.
	1
	1
	90.29
	1.46
	8.25
	0.90



	21. Persons with advanced dementia really can’t convey or relate to caregivers if they are hungry, have pain, or need to use the bathroom.
	0.92
	0.92
	30.10
	59.22
	10.68
	0.30



	22. Persons with advanced dementia can fatigue or tire easily, and as a result, they usually need to lie down frequently.
	0.92
	0.92
	38.35
	36.41
	25.24
	0.38



	23. When persons with advanced dementia rapidly become more confused or display changes in behavior, it is likely that their dementia is getting worse.
	0.92
	0.92
	54.37
	31.07
	14.56
	0.54
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Table 2. Attitudes towards palliative care in advanced dementia.
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	CVI
	Kappa
	Mean





	1. I believe my work experience enables me to discuss advanced dementia care with families.
	0.92
	0.92
	3.5



	2. I believe my education enables me to discuss advanced dementia care with families.
	1
	1
	3.48



	3. I believe it is important that caregivers provide families with information about end-of-life decisions.
	1
	1
	4.77



	4. Families are given consistent information about the consequences of their end-of-life care decisions.
	0.92
	0.92
	3.38



	5. Families are regularly included in ongoing discussions regarding advanced dementia care needs for their loved ones.
	1
	1
	3.63



	6. I frequently talk with my teammates about how we can change and improve the care for persons with advanced dementia.
	1
	1
	3.54



	7. I am regularly included in the care-planning for persons with advanced dementia.
	1
	1
	3.26



	8. My supervisor and team regularly listen to me regarding suggestions for persons with advanced dementia.
	1
	1
	3.32



	9. On most days, I am satisfied with my job of caring for persons with advanced dementia.
	1
	1
	3.36



	10. My input and opinion are valued regarding the needs of persons with advanced dementia.
	1
	1
	3.45



	11. On most days, I feel I’m part of the care team.
	1
	1
	3.79



	12. I enjoy providing care for persons who have advanced dementia.
	1
	1
	3.87
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