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Abstract 
This comprehensive narrative review examines FAMCARE as a measurement tool for evaluating the effectiveness of end-of-life 

care, exploring its development, psychometric properties, applications across various healthcare setting, and impact on quality 
improvement initiatives. Originally developed for assessing family satisfaction in advanced cancer care, FAMCARE has evolved into 
various validated versions (FAMCARE-2, FAMCARE-6, FAMCARE-P13) adapted for different healthcare settings and cultural 
contexts. The tool demonstrates robust psychometric properties, with high internal consistency (Cronbach’s alpha 0.93-0.96) across 
multiple studies and strong cross-cultural validity through successful adaptations in various languages and healthcare systems. Review 
of its implementation across diverse settings, including hospice, hospital-based palliative care units, home-based care, and oncology 
departments, reveals its effectiveness in measuring and improving care quality. The tool’s multidimensional structure, encompassing 
information provision, availability of care, physical patient care, and psychosocial support, provides comprehensive insights into 
family satisfaction with end-of-life care. However, potential limitations including ceiling effects and retrospective assessment challenges 
have been identified. This review also highlights FAMCARE’s significant contribution to quality improvement initiatives, particularly 
in enhancing communication skills training, symptom management, and psychosocial support services. Future directions for FAMCARE 
development include real-time assessment capabilities, personalization options, and integration with emerging healthcare technologies. 
These findings underscore FAMCARE’s value as both a research instrument and a practical tool for improving end-of-life care 
quality, while identifying areas for future refinement to ensure its continued relevance in evolving healthcare landscapes. 
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Introduction 
 

End-of-Life (EOL) care represents a crucial and complex domain within the healthcare system, focusing on 
providing comfort, dignity, and support to patients in their final days or months of life. As global demographics 
shift towards an aging population and the prevalence of chronic diseases increases, the importance of high-quality 
EOL care continues to grow exponentially. The World Health Organization defines palliative care, a key component 
of EOL care, as an approach that improves the Quality of Life (QOL) of patients and their families facing  
life-threatening illness (World Health Organization, 2020). This holistic approach encompasses physical, 
psychosocial, and spiritual aspects of care, emphasizing the relief of suffering and the enhancement of QOL. 

The effectiveness of EOL care is a multifaceted concept that extends beyond traditional clinical outcomes.  
It encompasses various dimensions, including symptom management, psychological well-being, spiritual comfort, 
and the overall experience of both patients and their families (Abbaspour & Heydari, 2022). Measuring this 
effectiveness presents unique challenges due to the sensitive nature of EOL care, the vulnerability of the patient 
population, and the complex interplay of medical, emotional, and social factors involved (Hansen et al., 2020). 
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In recent years, there has been a growing recognition of the crucial role that family members play in the EOL 
care process. Family caregivers often serve as primary support systems for patients, advocates for their needs, and 
key decision-makers in their care (National Academies of Sciences, Engineering, and Medicine, 2016a; 2016b). 
Consequently, the satisfaction and experiences of family members have emerged as important indicators of the 
quality and effectiveness of EOL care (Nadin et al., 2017). This shift towards family-centered care aligns with 
the broader movement in healthcare towards patient and family engagement, recognizing that the needs and 
perspectives of family caregivers are integral to achieving optimal care outcomes. 

In this context, tools that can reliably and validly assess family satisfaction with EOL care have become 
increasingly valuable. Among these, several validated instruments have been widely used: the Family Satisfaction 
in the ICU (FS-ICU) which specifically assesses satisfaction in critical care settings (Wall et al., 2007),  
the Quality of Dying and Death Questionnaire (QODD) that evaluates multiple domains including physical symptoms 
and emotional well-being (Downey et al., 2010), and Views of Informal Carers - Evaluation of Services (VOICES) 
that assesses care experiences in the last three months of life (Addington-Hall, 1998). FAMCARE has emerged 
as a widely recognized and utilized instrument (Hannon et al., 2014). FAMCARE was specifically designed to 
measure family satisfaction with advanced cancer care (Kristjanson, 1993). Since its inception, it has been adapted 
and applied across various EOL care settings, including hospices, palliative care units, and home-based care services. 

While these instruments have contributed significantly to the understanding of end-of-life care quality, they 
present certain limitations. The FS-ICU, though comprehensive for critical care settings, has limited application 
outside intensive care units and focuses primarily on decision-making and staff communication rather than holistic 
care (Wall et al., 2007). The QODD, while examining multiple domains, requires retrospective assessment that 
may be affected by grief and recall bias, and its length can be burdensome for bereaved family members (Downey 
et al., 2010). VOICES provides valuable insights into care experiences but lacks specificity for family satisfaction 
with particular aspects of care delivery (Addington-Hall, 1998). In contrast, FAMCARE offers distinct advantages 
through its focused assessment of family satisfaction across various care dimensions, adaptability to different 
healthcare settings including home-based care, and its available shorter versions that reduce respondent burden 
while maintaining psychometric integrity. 

The FAMCARE scale evaluates family satisfaction in four key areas: information provision, care availability, 
physical patient care, and psychosocial support (Kristjanson, 1993; Lo et al., 2009). This tool provides insights 
into EOL care effectiveness from the family’s perspective. 

The purpose of this review is to provide a comprehensive examination of FAMCARE as a tool for measuring 
the effectiveness of EOL care. We will explore its development, structure, and psychometric properties, as well as 
its applications across various healthcare settings. Furthermore, this review will consider the broader implications 
of using family satisfaction as a proxy for care effectiveness, discussing both the advantages and potential 
limitations of this approach. We will also explore how FAMCARE has been integrated into quality improvement 
initiatives and its potential to drive meaningful changes in EOL care delivery. 

This narrative review examined literature on FAMCARE published between 1993-2024, spanning from its 
original development to recent applications. We searched PubMed/MEDLINE, CINAHL, and Google Scholar 
using key terms ‘FAMCARE’, ‘family satisfaction’, ‘palliative care’, and ‘end-of-life care’. Citation tracking and 
reference list reviews were employed to ensure comprehensive coverage. We included studies focused on FAMCARE 
and its adaptations (FAMCARE-2, FAMCARE-6, FAMCARE-P13) across various healthcare settings including 
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hospice, hospital-based care, home care, and oncology departments. This approach allowed us to thoroughly 
examine FAMCARE’s evolution, psychometric properties, applications, and impact across diverse contexts. 
 

Development and Structure of FAMCARE 
 

FAMCARE’s development marks a pivotal moment in the field of palliative care research, reflecting a growing 
recognition of the importance of family perspectives in evaluating end-of-life care quality. Originally conceptualized 
by Kristjanson (1993), FAMCARE was born out of a need for a standardized, reliable measure of family satisfaction 
with advanced cancer care. 

The initial development process of FAMCARE was rigorous and multifaceted. Kristjanson’s work involved 
extensive literature reviews, qualitative interviews with family members of cancer patients, and consultations with 
healthcare professionals specializing in palliative care. This comprehensive approach ensured that FAMCARE 
captured the most salient aspects of care from the family’s perspective, grounding the tool in both theoretical 
understanding and practical experience. 

The original FAMCARE scale consisted of 20 items, carefully crafted to assess various dimensions of care 
satisfaction. These dimensions include: 

1. Information Giving: This aspect addresses the clarity and completeness of information provided to families 
about the patient’s condition, prognosis, and care plan. 

2. Availability of Care: This dimension evaluates the accessibility and responsiveness of healthcare providers 
to family needs and concerns. 

3. Physical Patient Care: This covers the family’s satisfaction with the management of the patient’s physical 
symptoms and overall comfort. 

4. Psychosocial Care: This assesses the emotional and psychological support provided to both the patient and 
family members. 

Each item in FAMCARE is rated on a 5-point Likert scale, ranging from “very satisfied” to “very dissatisfied”. 
This structure allows for nuanced responses, capturing varying degrees of satisfaction across different aspects of care. 
The total score provides an overall measure of family satisfaction, with higher scores indicating greater satisfaction 
with the care provided. 

As the field of palliative care has advanced, FAMCARE has evolved alongside. Recognizing the diverse 
contexts in which end-of-life care is delivered, researchers have developed several adaptations of the original tool: 

1. FAMCARE-2: Developed by Aoun et al. (2010), this 17-item version was designed to be more applicable 
across various palliative care settings beyond cancer care. This adaptation reflected the expanding scope of palliative 
care to include other life-limiting illnesses (Aoun et al., 2010). 

2. FAMCARE-6: Teresi et al. (2014) created this shortened 6-item version in 2014, addressing the need 
for a more concise tool which less time-consuming in constrained clinical settings such as Intensive Care Units, 
Emergency Departments, Outpatient Clinics, Home-Based Care. This adaptation demonstrates the practical 
considerations in implementing satisfaction measures in busy healthcare environments (Teresi et al., 2014). 

3. FAMCARE-P13: Recognizing the importance of capturing patient perspectives alongside family satisfaction, 
Lo et al. (2009) developed this 13-item patient version in 2009. This adaptation highlights the growing emphasis 
on patient-centered care and the value of multiple perspectives in assessing care quality (Lo et al., 2009). 
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These adaptations of FAMCARE illustrate the tool’s flexibility and its ability to evolve in response to changing 
needs and contexts in palliative care delivery. They also reflect ongoing debates in the field about the balance 
between comprehensiveness and practicality in assessment tools, and the relative importance of different perspectives 
(family vs. patient) in evaluating care quality (Ringdal et al., 2003). 

Despite its strengths, FAMCARE’s fixed structure may overlook cultural nuances and individual family priorities 
(Arafat et al., 2016), prompting discussions about cultural adaptations and more personalized assessment approaches. 

Our review will explore how these structural characteristics of FAMCARE have played out in terms of its 
psychometric properties, practical applications, and limitations in the discussion. This exploration will provide  
a foundation for understanding FAMCARE’s overall contribution to the field of palliative care and its potential for 
future development and application. 
 

Psychometric Properties of FAMCARE 
 

The widespread adoption of FAMCARE in palliative care research and practice is largely attributed to its robust 
psychometric properties. Over the years, numerous studies have examined the reliability and validity of FAMCARE 
across various healthcare settings and cultural contexts, consistently demonstrating its strength as a measurement 
tool. 

One of the most remarkable features of FAMCARE is its high internal consistency. Multiple studies have reported 
Cronbach’s alpha values ranging from 0.93 to 0.96 for the original 20-item scale (Miyashita et al., 2017;  
Neo et al., 2019; Ooraikul et al., 2020; Teresi et al., 2020). This excellent consistency has been maintained even 
as FAMCARE has been adapted and translated for use in different countries and healthcare systems. For instance, 
the FAMCARE-2, with its 17 items, has shown similarly high internal consistency, with Cronbach’s alpha values 
of 0.93-0.94 (Ooraikul et al., 2020). These findings suggest that FAMCARE’s items are cohesively measuring 
the same underlying construct of family satisfaction with care. 

The test-retest reliability of FAMCARE has also been established in several studies, although this aspect has 
been less extensively researched than internal consistency. Researchers have reported correlation coefficients 
indicating good to excellent stability over time (Ringdal et al., 2003), supporting FAMCARE’s ability to provide 
consistent measurements when administered at different time points. However, the dynamic nature of the end-of-
life care experience can influence satisfaction levels over time. 

The construct validity of FAMCARE has been supported through factor analysis studies, although findings 
have varied regarding the number of distinct factors identified. While some researchers have replicated the original 
four-factor structure (information giving, availability of care, physical patient care, and psychosocial care) 
(Rodriguez et al., 2010), others have found alternative factor structures (Ornstein et al., 2015). This variability 
suggests that the underlying dimensions of family satisfaction with care may be influenced by cultural or contextual 
factors, highlighting the need for careful consideration when applying FAMCARE in diverse settings. 

Notably, FAMCARE has shown good cross-cultural validity, with successful adaptations in various languages 
and cultural contexts (Can et al., 2011; Chaumier et al., 2020; Ljungberg et al., 2015; Ooraikul et al., 2020; 
Wang et al., 2023). However, these cross-cultural studies have also revealed interesting variations in satisfaction 
priorities and expression across different populations, underscoring the importance of cultural considerations in 
interpreting FAMCARE results. 
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Table 1 Comparison of Psychometric Properties Between FAMCARE and Other End-of-Life Care Assessment Tools 
Assessment 

Tool 
Internal 

Consistency 
Test-Retest 
Reliability 

Cross-Cultural 
Validation Key Strengths Key Limitations 

FAMCARE 
High  

(α = 0.93-0.96) 
[1] 

Good to excellent  
[2] 

Extensive  
(multiple languages  

and contexts)  
[3] 

Multidimensional 
structure; multiple 
validated versions 

Ceiling effects; 
retrospective bias 

FS-ICU 
High  

(α = 0.93-0.96) 
[4] 

Good - excellent  
[4] 

Limited  
(fewer cultural 
adaptations) 

Detailed assessment 
of ICU-specific 

concerns 

Limited relevance 
outside ICU; 

complex scoring 

QODD 
Moderate to high 

(α = 0.67)  
[5] 

Variable  
[5] 

Moderate  
(several cultural 

contexts) 

Comprehensive; 
includes patient 

experience 

Length; 
complexity; 
significant 

respondent burden 

VOICES 
Variable  

(α = 0.70)  
[6] 

Limited evidence Primarily UK-based 
Health system 
evaluation;  

broad coverage 

Length; less 
specific to 

individual care 
aspects; complex 
administration 

Remarks: [1] Ooraikul et al. (2020) [2] Chattat et al. (2016) [3] Chaumier et al. (2020) 
[4] Dale and Frivold (2018); Harrison et al. (2015) [5] Curtis et al. (2002) [6] Dust et al. (2022) 

 

Comparing FAMCARE with other end-of-life assessment tools (as shown in Table 1) reveals its strong 
psychometric properties. FAMCARE demonstrates high internal consistency (α = 0.93-0.96) (Ooraikul et al., 
2020), which is at the same level as FS-ICU (α = 0.93-0.96) (Dale & Frivold, 2018; Harrison et al., 2015) 
and clearly higher than QODD (α = 0.67) (Curtis et al., 2002). Furthermore, FAMCARE possesses good to 
excellent test-retest reliability (Chattat et al., 2016). Moreover, FAMCARE has undergone extensive cross-cultural 
validation in multiple languages and contexts (Chaumier et al., 2020), more comprehensively than its counterparts. 
While each tool has distinct strengths—such as FS-ICU for ICU settings, QODD for comprehensive assessment, 
and VOICES for health system evaluation—FAMCARE’s multidimensional structure and multiple validated 
versions offer broader applicability and flexibility. 

Despite these strong psychometric properties, some limitations have been noted. The potential for ceiling 
effects, where a high proportion of respondents select the highest satisfaction levels, has been reported in several 
studies (Carter et al., 2011; Neo et al., 2019). This phenomenon raises questions about the tool’s ability to 
discriminate between good and excellent care experiences, particularly in contexts where social desirability bias 
may influence responses. 

These limitations warrant consideration in both research and clinical applications. To address ceiling effects, 
several potential solutions have been proposed. Researchers suggest modifying response scales to increase 
sensitivity at the upper end, perhaps employing a 7-point or 10-point Likert scale instead of the standard 5-point 
format (Finstad, 2010; Furr, 2011). Another approach involves incorporating more discriminating items that  
can better differentiate between good and excellent care experiences (Musa et al., 2018). For clinical quality 
improvement, analyzing the distribution patterns of high scores rather than focusing solely on mean values may 
provide more nuanced insights (Richter et al., 2024). 
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Application of FAMCARE in Various Healthcare Settings 
 

Since its inception, FAMCARE has demonstrated remarkable versatility, finding applications across a wide 
spectrum of healthcare settings. This adaptability has contributed significantly to our understanding of family 
satisfaction with end-of-life care in diverse contexts, each with its unique challenges and characteristics. 

In the realm of hospice care, FAMCARE has been extensively utilized to assess and improve service quality. 
Studies conducted in hospice settings across multiple countries have consistently reported high levels of family 
satisfaction, with mean FAMCARE scores often ranging in the upper quartile of the scale (Aoun et al., 2010; 
Sia, 2019). These findings suggest that the hospice model, with its holistic approach to end-of-life care, generally 
aligns well with family expectations. However, the consistently high scores have also raised questions about 
potential ceiling effects and the tool’s sensitivity in this setting (Carter et al., 2011; Neo et al., 2019). 

Hospital-based palliative care units have also benefited from the application of FAMCARE. A notable multi-
center study spanning several hospitals found that the implementation of dedicated palliative care programs led to 
significant improvements in FAMCARE scores, particularly in the domains of information giving and availability 
of care (Aoun et al., 2010). This underscores the value of specialized palliative care services in achieving family 
needs and expectations. Interestingly, some studies have noted variations in satisfaction levels across different 
hospital departments, with dedicated palliative care units often scoring higher than homecare (Addington-Hall & 
O’Callaghan, 2009). 

The application of FAMCARE in home-based palliative care settings has yielded particularly insightful results. 
Comparative studies between home-based and inpatient palliative care services have generally found higher overall 
satisfaction in home-based care, especially in the domain of physical patient care (Biswas et al., 2022; Kadu  
et al., 2021). These findings align with the preference of many patients to receive end-of-life care at home and 
highlight the importance of supporting and enhancing home-based care options. However, home-based care 
satisfaction can be heavily influenced by the availability of support systems and resources, which FAMCARE may 
not fully capture. 

In oncology departments, FAMCARE has played a crucial role in evaluating the integration of palliative care 
into cancer treatment. Studies have shown that the presence of dedicated palliative care teams in oncology units  
is significantly associated with higher FAMCARE scores (Hannon et al., 2014). This has provided valuable 
evidence supporting the early integration of palliative care in cancer treatment trajectories, this has gained increasing 
recognition in the last decade. Consequently, the American Society of Clinical Oncology (ASCO) published  
the Integrate Palliative Care into Standard Oncology Care Guideline in 2012, 2016 and 2024 (Ferrell et al., 2017; 
Sanders et al., 2024; Smith et al., 2012). 

It’s important to note that while FAMCARE has been successfully applied across these diverse settings,  
its effectiveness can vary. Factors such as the timing of administration, the method of delivery (e.g., in-person 
vs. postal surveys), and the cultural context can all influence the results. Moreover, the retrospective nature of many 
FAMCARE applications (often administered after the patient’s death) has been both a strength, allowing for 
reflection on the entire care experience, and a limitation, potentially introducing recall bias (Ringdal et al., 2003). 
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FAMCARE as a Quality Improvement Tool 
 

FAMCARE’s role extends beyond mere measurement; it has emerged as a powerful catalyst for quality 
improvement in palliative care services. Its ability to provide structured feedback on family satisfaction has made 
it an invaluable tool for healthcare providers and administrators seeking to enhance the quality of end-of-life care. 

One of the most significant applications of FAMCARE in quality improvement has been in communication 
skills training for healthcare providers. Multiple studies have demonstrated that targeted communication training 
programs, informed by FAMCARE results, can lead to substantial improvements in family satisfaction scores 
(Ringdal et al., 2002). For instance, a notable study in an oncology palliative care unit found that after implementing 
a communication skills workshop for staff, FAMCARE scores increased significantly, particularly in domains 
related to information giving and emotional support (Lo et al., 2009). These findings underscore the critical role 
of effective communication in family satisfaction and have led many institutions to incorporate FAMCARE-based 
feedback into their staff development programs. 

In the realm of symptom management, the Thai translation of the FAMCARE-2 Scale has significantly 
enhanced our understanding of family satisfaction in care. Factor analysis of FAMCARE-2 revealed a four-factor 
structure that provides valuable insights into symptom management and related aspects of care. The factors 
identified include the management of physical symptoms and comfort, as well as the handling of symptoms and 
side effects, both of which are directly related to symptom control (Ooraikul et al., 2020). 

FAMCARE has also played a crucial role in enhancing psychosocial and spiritual care services (Aoun et al., 
2010). Institutions that have used FAMCARE data to inform the expansion of their psychosocial support services, 
including the integration of social workers and chaplains into palliative care teams, have reported improvements in 
family satisfaction, particularly in the psychosocial care domain (Ooraikul et al., 2020). 

However, it’s important to note that the use of FAMCARE as a quality improvement tool is not without 
challenges. The potential for ceiling effects, as mentioned earlier, can sometimes make it difficult to detect 
improvements in already high-performing units. Additionally, the retrospective nature of FAMCARE administration 
in many settings means that improvements based on feedback may not benefit the families who if feedback, raising 
ethical considerations as shown in Table 2. 
 

Table 2 Uses of FAMCARE in Different Settings 
Versions of 
FAMCARE 

Number  
of Items 

Setting of 
Application 

Domain of Assessment Advantage / Disadvantage 

FAMCARE 20 Advanced  
Cancer Care 

Information Giving, Availability 
of Care, Physical Patient Care, 

Psychosocial Care 

+ Cross-cultural Validity  
+ Comprehensive Coverage  
- Ceiling Effects 
- Retrospective Bias 

FAMCARE-2 17  Hospice 
Information Giving, Availability 
of Care, Physical Patient Care, 

Psychosocial Care 

+ Broader Applicability 
+ High Reliability 
+ Validated Across Systems  
- Ceiling Effects 
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Table 2 (Cont.) 
Versions of 
FAMCARE 

Number  
of Items 

Setting of 
Application Domain of Assessment Advantage / Disadvantage 

FAMCARE-6 6 

For Busy 
Healthcare 

Environments.  
Used in Different 

Countries 

Core Satisfaction Elements 

+ Time-Efficient 
+ Practical for Routine Use  
+ Adaptable 
- Less Comprehensive 

FAMCARE-P13 13  Outpatient Patient-centered Quality of Life 
Focused 

+ Direct Patient Feedback 
+ Outpatient Validated 
- Limited Setting 
- Absent of Family Aspects 

Remarks: (+) Indicate Advantage, (-) Indicate Disadvantage  
  

Discussion 
 

This comprehensive review of FAMCARE as a tool for measuring the effectiveness of end-of-life care reveals 
its significant contribution to the field of palliative care over the past three decades. The widespread adoption and 
adaptation of FAMCARE across various healthcare settings and cultural contexts underscore its value in assessing 
and improving the quality of end-of-life care from the family’s perspective. 

FAMCARE’s multidimensional structure, encompassing key aspects such as information provision, availability 
of care, physical patient care, and psychosocial support, has provided a holistic framework for evaluating care quality. 
This comprehensive approach aligns well with the evolving understanding of palliative care as a multifaceted 
discipline that extends beyond symptom management to include psychosocial and spiritual dimensions of care 
(Ooraikul et al., 2020; Ringdal et al., 2003). The tool’s ability to capture these diverse aspects of care has made 
it particularly valuable in identifying areas for improvement and guiding targeted interventions. 

FAMCARE’s strong psychometric properties support its credibility as both a research and quality improvement 
tool (Ooraikul et al., 2020). While high internal consistency and good construct validity confirm its reliability, 
factor structure variations across studies suggest cultural and contextual influences on care satisfaction dimensions 
(Chaumier et al., 2020; D’Angelo et al., 2017). This highlights the importance of careful consideration when 
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FAMCARE’s application across various healthcare settings, from hospices and hospital-based palliative care 
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and strengths of different care models. The generally high satisfaction scores in hospice settings, for instance, 
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As a quality improvement tool, FAMCARE has demonstrated its effectiveness in driving meaningful changes 
in care delivery. Its use in evaluating communication skills training programs, care coordination initiatives, and 
psychosocial support services has led to tangible improvements in family satisfaction (Ooraikul et al., 2020).  
This underscores FAMCARE’s potential not just as a measurement tool, but as a catalyst for enhancing the quality 
of end-of-life care. 

Despite its strengths, several limitations of FAMCARE have been identified. The potential for ceiling effects, 
particularly in settings where satisfaction scores are consistently high, raises questions about the tool’s sensitivity 
in discriminating between good and excellent care experiences (Carter et al., 2011; Neo et al., 2019). Additionally, 

FAMCARE as a Quality Improvement Tool 
 

FAMCARE’s role extends beyond mere measurement; it has emerged as a powerful catalyst for quality 
improvement in palliative care services. Its ability to provide structured feedback on family satisfaction has made 
it an invaluable tool for healthcare providers and administrators seeking to enhance the quality of end-of-life care. 

One of the most significant applications of FAMCARE in quality improvement has been in communication 
skills training for healthcare providers. Multiple studies have demonstrated that targeted communication training 
programs, informed by FAMCARE results, can lead to substantial improvements in family satisfaction scores 
(Ringdal et al., 2002). For instance, a notable study in an oncology palliative care unit found that after implementing 
a communication skills workshop for staff, FAMCARE scores increased significantly, particularly in domains 
related to information giving and emotional support (Lo et al., 2009). These findings underscore the critical role 
of effective communication in family satisfaction and have led many institutions to incorporate FAMCARE-based 
feedback into their staff development programs. 

In the realm of symptom management, the Thai translation of the FAMCARE-2 Scale has significantly 
enhanced our understanding of family satisfaction in care. Factor analysis of FAMCARE-2 revealed a four-factor 
structure that provides valuable insights into symptom management and related aspects of care. The factors 
identified include the management of physical symptoms and comfort, as well as the handling of symptoms and 
side effects, both of which are directly related to symptom control (Ooraikul et al., 2020). 

FAMCARE has also played a crucial role in enhancing psychosocial and spiritual care services (Aoun et al., 
2010). Institutions that have used FAMCARE data to inform the expansion of their psychosocial support services, 
including the integration of social workers and chaplains into palliative care teams, have reported improvements in 
family satisfaction, particularly in the psychosocial care domain (Ooraikul et al., 2020). 

However, it’s important to note that the use of FAMCARE as a quality improvement tool is not without 
challenges. The potential for ceiling effects, as mentioned earlier, can sometimes make it difficult to detect 
improvements in already high-performing units. Additionally, the retrospective nature of FAMCARE administration 
in many settings means that improvements based on feedback may not benefit the families who if feedback, raising 
ethical considerations as shown in Table 2. 
 

Table 2 Uses of FAMCARE in Different Settings 
Versions of 
FAMCARE 

Number  
of Items 

Setting of 
Application 

Domain of Assessment Advantage / Disadvantage 

FAMCARE 20 Advanced  
Cancer Care 

Information Giving, Availability 
of Care, Physical Patient Care, 

Psychosocial Care 

+ Cross-cultural Validity  
+ Comprehensive Coverage  
- Ceiling Effects 
- Retrospective Bias 

FAMCARE-2 17  Hospice 
Information Giving, Availability 
of Care, Physical Patient Care, 

Psychosocial Care 

+ Broader Applicability 
+ High Reliability 
+ Validated Across Systems  
- Ceiling Effects 
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the retrospective nature of FAMCARE administration in many studies introduces the possibility of recall bias, 
which may affect the accuracy of satisfaction ratings (Ringdal et al., 2003). 
 

Conclusion and Suggestions 
 

This narrative review of FAMCARE has demonstrated its significant contribution to the measurement and 
improvement of end-of-life care quality over the past three decades. As a psychometrically robust and widely 
adopted tool, FAMCARE offers valuable insights into family satisfaction across various healthcare settings, from 
hospices and hospitals to home-based care environments. Its multidimensional structure effectively captures crucial 
aspects of end-of-life care, including information provision, availability of care, physical patient care, and 
psychosocial support, enabling a holistic assessment of care quality from the family’s perspective. 

FAMCARE’s strength is not only in its measurement capabilities but also in its proven utility as a quality 
improvement tool. Numerous studies have shown how FAMCARE data can drive meaningful improvements in 
care delivery, particularly in areas such as communication, care coordination, and psychosocial support. This dual 
function as both a research instrument and a practical tool for healthcare providers underscores FAMCARE’s value 
in bridging the gap between evidence and practice in palliative care. The evidence reviewed suggests that 
FAMCARE should be considered as a gold standard for measuring family satisfaction with end-of-life care, 
particularly in oncology and hospice settings. Its robust psychometric properties, cross-cultural adaptability, and 
proven utility across diverse healthcare environments establish it as a leading instrument in this field. 

Despite its many strengths, FAMCARE has few limitations. The potential for ceiling effects in some settings 
and the challenges associated with retrospective assessment highlight areas for future refinement. Additionally,  
the evolving landscape of healthcare delivery, with increasing emphasis on person-centered care and integrated care 
models, suggests a need for ongoing development of FAMCARE to ensure its continued relevance and effectiveness. 

Suggestions 
Based on the findings of this review, we propose the following suggestions for future research and application 

of FAMCARE: 
1. Systematic Follow-up Assessment: Develop and validate methods for systematic post-care administration 

of FAMCARE at appropriate time intervals (e.g., following equipment return or within a specified period after 
patient death). This could involve integrating FAMCARE into healthcare documentation systems to ensure consistent 
and timely evaluations. Such approaches could provide valuable insights into family satisfaction while memories 
of care experiences are still fresh, allowing for more accurate assessment and meaningful quality improvement. 

2. Integration with Other Measures: Investigate the potential for combining FAMCARE with other quality 
indicators, such as patient-reported outcomes, clinical quality measures, or cost-effectiveness assessments.  
This integrated approach could provide a more comprehensive evaluation of end-of-life care quality. 

3. Cultural Adaptations: Further develop and validate culturally specific versions of FAMCARE, including 
the potential addition of culture-specific items or modules. This could improve the tool’s global applicability and 
ensure culturally sensitive care quality assessment. 

4. Technology Integration and Digital Enhancement: Future developments should explore digital versions of 
FAMCARE designed for mobile applications or web platforms, enabling real-time data collection and immediate 
analysis. Digital verification systems could streamline the consent process and ensure data integrity. More innovative 
applications could include AI-powered virtual assistants providing 24-hour support to families while simultaneously 
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gathering satisfaction data during these interactions. This approach would offer both continuous support beyond 
traditional care hours and capture authentic feedback in context rather than retrospectively. Such digital adaptations 
would increase accessibility, reduce administrative burden, and potentially improve response rates. Additionally, 
artificial intelligence and machine learning techniques could analyze FAMCARE data more comprehensively, 
identifying patterns that might not be apparent through conventional methods and predicting areas requiring 
intervention before satisfaction levels decline. 

5. Policy Integration: Investigate ways to integrate FAMCARE or similar family satisfaction measures into 
national healthcare quality metrics and policy frameworks. This could elevate the importance of family perspectives 
in healthcare quality assessment at a systemic level. 

By addressing these areas, future research can build upon the strong foundation laid by FAMCARE, further 
enhancing our ability to measure and improve the quality of end-of-life care from the crucial perspective of the 
family. As palliative care continues to evolve and expand globally, tools like FAMCARE will be instrumental in 
ensuring that care remains centered on the needs and experiences of patients and their families. 
 

Acknowledgments 
 

The authors gratefully acknowledge the financial support provided by the National Health Commission Office 
(NHCO) of Thailand for this research. The study enabled us to conduct a comprehensive analysis of the economic 
implications of Advance Care Planning and Article 12 implementation in Thailand. The views expressed in this 
article are those of the authors and do not necessarily reflect the official policy or position of the NHCO. 
 

References 
 

Abbaspour, H., & Heydari, A. (2022). Concept Analysis of End-of-Life Care. Journal of Caring Sciences, 
11(3), 172-177. https://doi.org/10.34172/jcs.2022.037 
 

Addington-Hall, J. (1998). VOICES (Views of Informal Carers–evaluation of Services). London: King’s College 
School of Medicine and Dentistry.  
 

Addington-Hall, J., & O’Callaghan, A. (2009). A Comparison of the Quality of Care Provided to Cancer Patients 
in the UK in the Last Three Months of Life in In-patient Hospices Compared with Hospitals, from the Perspective 
of Bereaved Relatives: Results from a Survey Using the VOICES Questionnaire. Palliative Medicine, 23(3), 
190-197. https://doi.org/10.1177/0269216309102525 
 

Aoun, S., Bird, S., Kristjanson, L. J., & Currow, D. (2010). Reliability Testing of the FAMCARE-2 Scale: 
Measuring Family Carer Satisfaction with Palliative Care. Palliative Medicine, 24(7), 674-681. https://doi.org/ 
10.1177/0269216310373166 
 

Arafat, S. M. Y., Chowdhury, H. R., Qusar, M. M. A. S., & Hafez, M. A. (2016). Cross-cultural Adaptation 
and Psychometric Validation of Research Instruments: A Methodological Review. Journal of Behavioral Health, 
5(3), 129-136.  
 

the retrospective nature of FAMCARE administration in many studies introduces the possibility of recall bias, 
which may affect the accuracy of satisfaction ratings (Ringdal et al., 2003). 
 

Conclusion and Suggestions 
 

This narrative review of FAMCARE has demonstrated its significant contribution to the measurement and 
improvement of end-of-life care quality over the past three decades. As a psychometrically robust and widely 
adopted tool, FAMCARE offers valuable insights into family satisfaction across various healthcare settings, from 
hospices and hospitals to home-based care environments. Its multidimensional structure effectively captures crucial 
aspects of end-of-life care, including information provision, availability of care, physical patient care, and 
psychosocial support, enabling a holistic assessment of care quality from the family’s perspective. 

FAMCARE’s strength is not only in its measurement capabilities but also in its proven utility as a quality 
improvement tool. Numerous studies have shown how FAMCARE data can drive meaningful improvements in 
care delivery, particularly in areas such as communication, care coordination, and psychosocial support. This dual 
function as both a research instrument and a practical tool for healthcare providers underscores FAMCARE’s value 
in bridging the gap between evidence and practice in palliative care. The evidence reviewed suggests that 
FAMCARE should be considered as a gold standard for measuring family satisfaction with end-of-life care, 
particularly in oncology and hospice settings. Its robust psychometric properties, cross-cultural adaptability, and 
proven utility across diverse healthcare environments establish it as a leading instrument in this field. 

Despite its many strengths, FAMCARE has few limitations. The potential for ceiling effects in some settings 
and the challenges associated with retrospective assessment highlight areas for future refinement. Additionally,  
the evolving landscape of healthcare delivery, with increasing emphasis on person-centered care and integrated care 
models, suggests a need for ongoing development of FAMCARE to ensure its continued relevance and effectiveness. 

Suggestions 
Based on the findings of this review, we propose the following suggestions for future research and application 

of FAMCARE: 
1. Systematic Follow-up Assessment: Develop and validate methods for systematic post-care administration 

of FAMCARE at appropriate time intervals (e.g., following equipment return or within a specified period after 
patient death). This could involve integrating FAMCARE into healthcare documentation systems to ensure consistent 
and timely evaluations. Such approaches could provide valuable insights into family satisfaction while memories 
of care experiences are still fresh, allowing for more accurate assessment and meaningful quality improvement. 

2. Integration with Other Measures: Investigate the potential for combining FAMCARE with other quality 
indicators, such as patient-reported outcomes, clinical quality measures, or cost-effectiveness assessments.  
This integrated approach could provide a more comprehensive evaluation of end-of-life care quality. 

3. Cultural Adaptations: Further develop and validate culturally specific versions of FAMCARE, including 
the potential addition of culture-specific items or modules. This could improve the tool’s global applicability and 
ensure culturally sensitive care quality assessment. 

4. Technology Integration and Digital Enhancement: Future developments should explore digital versions of 
FAMCARE designed for mobile applications or web platforms, enabling real-time data collection and immediate 
analysis. Digital verification systems could streamline the consent process and ensure data integrity. More innovative 
applications could include AI-powered virtual assistants providing 24-hour support to families while simultaneously 



Journal of Community Development Research (Humanities and Social Sciences) 2025; 18(2)

96

Biswas, J., Faruque, M., Banik, P. C., Ahmad, N., & Mashreky, S. R. (2022). Satisfaction with Care Provided 
by Home-based Palliative Care Service to the Cancer Patients in Dhaka City of Bangladesh: A Cross-sectional 
Study. Health Science Reports, 5(6), e908. https://doi.org/10.1002/hsr2.908 
 

Can, G., Akin, S., Aydiner, A., Ozdilli, K., Oskay, U., & Durna, Z. (2011). A Psychometric Validation Study 
of the Quality of Life and FAMCARE Scales in Turkish Cancer Family Caregivers. Quality of Life Research, 20, 
1319-1329. https://doi.org/10.1007/s11136-011-9867-x 
 

Carter, G. L., Lewin, T. J., Gianacas, L., Clover, K., & Adams, C. (2011). Caregiver Satisfaction with Out-
patient Oncology Services: Utility of the FAMCARE Instrument and Development of the FAMCARE-6. Support 
Care Cancer, 19, 565-572. https://doi.org/10.1007/s00520-010-0858-1 
 

Chattat, R., Ottoboni, G., Zeneli, A., Berardi, M. A., Cossu, V., & Maltoni, M. (2016). The Italian Version of 
the FAMCARE Scale: A Validation Study. Support Care Cancer, 24(9), 3821-3830. https://doi.org/10.1007/ 
s00520-016-3187-1 
 

Chaumier, F., Flament, T., Lecomte, T., Vegas, H., Stacoffe, M., Pichon, E., ... Hardouin, J.-B. (2020). Cross-
cultural Adaptation and Psychometric Validation of the French Version of the FAMCARE-Patient (FFP-16) 
Questionnaire for Outpatients with Advanced-stage Cancer. Journal of Pain and Symptom Management, 60(1), 
94-100. https://doi.org/10.1016/j.jpainsymman.2020.02.007 
 

Curtis, J. R., Patrick, D. L., Engelberg, R. A., Norris, K., Asp, C., & Byock, I. (2002). A Measure of the 
Quality of Dying and Death: Initial Validation Using After-death Interviews with Family Members. Journal of 
Pain and Symptom Management, 24(1), 17-31. https://doi.org/10.1016/s0885-3924(02)00419-0 
 

Dale, B., & Frivold, G. (2018). Psychometric Testing of the Norwegian Version of the Questionnaire Family 
Satisfaction in the Intensive Care Unit (FS-ICU-24). Journal of Multidisciplinary Healthcare, 11, 653-659. 
https://doi.org/10.2147/JMDH.S184003 
 

D’Angelo, D., Punziano, A. C., Mastroianni, C., Marzi, A., Latina, R., Ghezzi, V., ... De Marinis, M. G. (2017). 
Translation and Testing of the Italian Version of FAMCARE-2: Measuring Family Caregivers’ Satisfaction with 
Palliative Care. Journal of Family Nursing, 23(2), 252-272. https://doi.org/10.1177/1074840717697538 
 

Downey, L., Curtis, J. R., Lafferty, W. E., Herting, J. R., & Engelberg, R. A. (2010). The Quality of Dying 
and Death Questionnaire (QODD): Empirical Domains and Theoretical Perspectives. Journal of Pain and Symptom 
Management, 39(1), 9-22. https://doi.org/10.1016/j.jpainsymman.2009.05.012 
 

Dust, G., Schippel, N., Stock, S., Strupp, J., Voltz, R., Rietz, C., & On behalf of the CoRe-Net Co-applicants 
(2022). Quality of Care in the Last Year of Life: Adaptation and Validation of the German “Views of Informal 
Carers’ Evaluation of Services–Last Year of Life–Cologne”. BMC Health Services Research, 22, 1433. 
https://doi.org/10.1186/s12913-022-08700-0 
 



Journal of Community Development Research (Humanities and Social Sciences) 2025; 18(2)

97

Ferrell, B. R., Temel, J. S., Temin, S., Alesi, E. R., Balboni, T. A., Basch, E. M., ... Smith, T. J. (2017). 
Integration of Palliative Care Into Standard Oncology Care: American Society of Clinical Oncology Clinical Practice 
Guideline Update. Journal of Clinical Oncology, 35(1), 96-112. https://doi.org/10.1200/JCO.2016.70.1474 
 

Finstad, K. (2010). Response Interpolation and Scale Sensitivity: Evidence Against 5-Point Scales. Journal of 
Usability Studies, 5(3), 104-110. Retrieved from https://www.researchgate.net/publication/265929744 
 

Furr, R. M. (2011). Scale Construction and Psychometrics for Social and Personality Psychology. London: Sage 
Publications. https://doi.org/10.4135/9781446287866 
 

Hannon, B., Lo, C., & Zimmermann, C. (2014). FAMCARE-Patient Scale and Oncology Palliative Care.  
In A. C. Michalos (Ed.), Encyclopedia of Quality of Life and Well-being Research (pp. 2154-2158). Dordrecht: 
Springer. https://doi.org/10.1007/978-94-007-0753-5_3866 
 

Hansen, M. I. T., Haugen, D. F., Sigurdardottir, K. R., Kvikstad, A., Mayland, C. R., & Schaufel, M. A. (2020). 
Factors Affecting Quality of End-of-Life Hospital Care-A Qualitative Analysis of Free Text Comments from the 
i-CODE Survey in Norway. BMC Palliative Care, 19, 98. https://doi.org/10.1186/s12904-020-00609-x 
 

Harrison, D. A., Ferrando-Vivas, P., Wright, S. E., McColl, E., Rowan, K. M., & FREE Study Investigators. 
(2015). Psychometric Assessment of the Family Satisfaction in the Intensive Care Unit (FS-ICU-24) Questionnaire 
Among Family Members of Patients Admitted to Adult General Icus in the United Kingdom. Intensive Care 
Medicine Experimental, 3(Suppl 1), A152. https://doi.org/10.1186/2197-425X-3-S1-A152 
 

Kadu, M., Mondor, L., Hsu, A., Webber, C., Howard, M., & Tanuseputro, P. (2021). Does Inpatient Palliative 
Care Facilitate Home-based Palliative Care Postdischarge? A Retrospective Cohort Study. Palliative Medicine 
Reports, 2(1), 25-33. https://doi.org/10.1089/pmr.2020.0095 
 

Kristjanson, L. J. (1993). Validity and Reliability Testing of the FAMCARE Scale: Measuring Family Satisfaction 
with Advanced Cancer Care. Social Science & Medicine, 36(5), 693-701. https://doi.org/10.1016/0277-
9536(93)90066-D 
 

Ljungberg, A. K., Fossum, B., Fürst, C. J., & Hagelin, C. L. (2015). Translation and Cultural Adaptation of 
Research Instruments–Guidelines and Challenges: An Example in FAMCARE-2 for Use in Sweden. Informatics 
for Health and Social Care, 40(1), 67-78. https://doi.org/10.3109/17538157.2013.872111 
 

Lo, C., Burman, D., Hales, S., Swami, N., Rodin, G., & Zimmermann, C. (2009). The FAMCARE-Patient 
Scale: Measuring Satisfaction with Care of Outpatients with Advanced Cancer. European Journal of Cancer, 
45(18), 3182-3188. https://doi.org/10.1016/j.ejca.2009.09.003 
 

Miyashita, M., Aoyama, M., Nakahata, M., Yamada, Y., Abe, M., Yanagihara, K., ... Morita, T. (2017). 
Development the Care Evaluation Scale Version 2.0: A Modified Version of a Measure for Bereaved Family 
Members to Evaluate the Structure and Process of Palliative Care for Cancer Patient. BMC Palliative Care, 16, 8. 
https://doi.org/10.1186/s12904-017-0183-2 

Biswas, J., Faruque, M., Banik, P. C., Ahmad, N., & Mashreky, S. R. (2022). Satisfaction with Care Provided 
by Home-based Palliative Care Service to the Cancer Patients in Dhaka City of Bangladesh: A Cross-sectional 
Study. Health Science Reports, 5(6), e908. https://doi.org/10.1002/hsr2.908 
 

Can, G., Akin, S., Aydiner, A., Ozdilli, K., Oskay, U., & Durna, Z. (2011). A Psychometric Validation Study 
of the Quality of Life and FAMCARE Scales in Turkish Cancer Family Caregivers. Quality of Life Research, 20, 
1319-1329. https://doi.org/10.1007/s11136-011-9867-x 
 

Carter, G. L., Lewin, T. J., Gianacas, L., Clover, K., & Adams, C. (2011). Caregiver Satisfaction with Out-
patient Oncology Services: Utility of the FAMCARE Instrument and Development of the FAMCARE-6. Support 
Care Cancer, 19, 565-572. https://doi.org/10.1007/s00520-010-0858-1 
 

Chattat, R., Ottoboni, G., Zeneli, A., Berardi, M. A., Cossu, V., & Maltoni, M. (2016). The Italian Version of 
the FAMCARE Scale: A Validation Study. Support Care Cancer, 24(9), 3821-3830. https://doi.org/10.1007/ 
s00520-016-3187-1 
 

Chaumier, F., Flament, T., Lecomte, T., Vegas, H., Stacoffe, M., Pichon, E., ... Hardouin, J.-B. (2020). Cross-
cultural Adaptation and Psychometric Validation of the French Version of the FAMCARE-Patient (FFP-16) 
Questionnaire for Outpatients with Advanced-stage Cancer. Journal of Pain and Symptom Management, 60(1), 
94-100. https://doi.org/10.1016/j.jpainsymman.2020.02.007 
 

Curtis, J. R., Patrick, D. L., Engelberg, R. A., Norris, K., Asp, C., & Byock, I. (2002). A Measure of the 
Quality of Dying and Death: Initial Validation Using After-death Interviews with Family Members. Journal of 
Pain and Symptom Management, 24(1), 17-31. https://doi.org/10.1016/s0885-3924(02)00419-0 
 

Dale, B., & Frivold, G. (2018). Psychometric Testing of the Norwegian Version of the Questionnaire Family 
Satisfaction in the Intensive Care Unit (FS-ICU-24). Journal of Multidisciplinary Healthcare, 11, 653-659. 
https://doi.org/10.2147/JMDH.S184003 
 

D’Angelo, D., Punziano, A. C., Mastroianni, C., Marzi, A., Latina, R., Ghezzi, V., ... De Marinis, M. G. (2017). 
Translation and Testing of the Italian Version of FAMCARE-2: Measuring Family Caregivers’ Satisfaction with 
Palliative Care. Journal of Family Nursing, 23(2), 252-272. https://doi.org/10.1177/1074840717697538 
 

Downey, L., Curtis, J. R., Lafferty, W. E., Herting, J. R., & Engelberg, R. A. (2010). The Quality of Dying 
and Death Questionnaire (QODD): Empirical Domains and Theoretical Perspectives. Journal of Pain and Symptom 
Management, 39(1), 9-22. https://doi.org/10.1016/j.jpainsymman.2009.05.012 
 

Dust, G., Schippel, N., Stock, S., Strupp, J., Voltz, R., Rietz, C., & On behalf of the CoRe-Net Co-applicants 
(2022). Quality of Care in the Last Year of Life: Adaptation and Validation of the German “Views of Informal 
Carers’ Evaluation of Services–Last Year of Life–Cologne”. BMC Health Services Research, 22, 1433. 
https://doi.org/10.1186/s12913-022-08700-0 
 



Journal of Community Development Research (Humanities and Social Sciences) 2025; 18(2)

98

Musa, A., Shaheen, S., Elmardi, A., & Ahmed, A. (2018). Item Difficulty & Item Discrimination as Quality 
Indicators of Physiology MCQ Examinations at the Faculty of Medicine Khartoum University. Khartoum Medical 
Journal, 11(2), 1477-1486. https://doi.org/10.53332/kmj.v11i2.610 
 

Nadin, S., Miandad, M. A., Kelley, M. L., Marcella, J., & Heyland, D. K. (2017). Measuring Family Members’ 
Satisfaction with End-of-Life Care in Long-term Care: Adaptation of the CANHELP Lite Questionnaire. BioMed 
Research International, (1), 4621592. https://doi.org/10.1155/2017/4621592 
 

National Academies of Sciences, Engineering, and Medicine. (2016a). Families Caring for an Aging America. 
Washington, DC: The National Academies Press. https://doi.org/10.17226/23606 
 

National Academies of Sciences, Engineering, and Medicine. (2016b). Family Caregiving Roles and Impacts.  
In Families Caring for an Aging America. Washington, DC: The National Academies Press. 
 

Neo, S. H.-S., Yang, G. M.-J., Kanesvaran, R., & Cheung, Y. B. (2019). Translation and Validation of the 
10-Item FAMCARE Scale to Assess Satisfaction of Family Caregivers with Care Given to Cancer Patients. Journal 
of Pain and Symptom Management, 58(5), 878-885. https://doi.org/10.1016/j.jpainsymman.2019.07.018 
 

Ooraikul, L., Wirojratana, V., Phuackchantuck, R., Chompukeaw, P., & Khaisuwan, C. (2020). Reliability and 
Validity Testing of the FAMCARE-2 Scale: Thai Translation. Asia-Pacific Journal of Oncology Nursing, 7(3), 
280-286. https://doi.org/10.4103/apjon.apjon_5_20 
 

Ornstein, K. A., Teresi, J. A., Ocepek-Welikson, K., Ramirez, M., Meier, D. E., Morrison, R. S., & Siu, A. L. 
(2015). Use of an Item Bank to Develop Two Short-form FAMCARE Scales to Measure Family Satisfaction 
with Care in the Setting of Serious Illness. Journal of Pain and Symptom Management, 49(5), 894-903. 
https://doi.org/10.1016/j.jpainsymman.2014.10.017 
 

Richter, F., Thiébaut, C., & Safra, L. (2024). Not Just by Means Alone: Why the Evolution of Distribution 
Shapes Matters for Understanding Opinion Dynamics. The Case of the French Reaction to the War in Ukraine. 
Frontiers in Political Science, 6, 1327662. https://doi.org/10.3389/fpos.2024.1327662 
 

Ringdal, G. I., Jordhøy, M. S., & Kaasa, S. (2002). Family Satisfaction with End-of-Life Care for Cancer 
Patients in a Cluster Randomized Trial. Journal of Pain and Symptom Management, 24(1), 53-63. https://doi.org/ 
10.1016/S0885-3924(02)00417-7 
 

Ringdal, G. I., Jordhøy, M. S., & Kaasa, S. (2003). Measuring Quality of Palliative Care: Psychometric 
Properties of the FAMCARE Scale. Quality of Life Research, 12(2), 167-176. https://doi.org/10.1023/ 
a:1022236430131 
 

Rodriguez, K. L., Bayliss, N. K., Jaffe, E., Zickmund, S., & Sevick, M. A. (2010). Factor Analysis and Internal 
Consistency Evaluation of the FAMCARE Scale for Use in the Long-term Care Setting. Palliative & Supportive 
Care, 8(2), 169-176. https://doi.org/10.1017/S1478951509990927 
 



Journal of Community Development Research (Humanities and Social Sciences) 2025; 18(2)

99

Sanders, J. J., Temin, S., Ghoshal, A., Alesi, E. R., Ali, Z. V., Chauhan, C., ... Ferrell, B. R. (2024). Palliative 
Care for Patients with Cancer: ASCO Guideline Update. Journal of Clinical Oncology, 42(19), 2336-2357. 
https://doi.org/10.1200/JCO.24.00542 
 

Sia, S. N. (2019). Hospice Patients’ Comfort Level and Family Members’ Self-reported Satisfaction. Clarion, 
PA: Clarion University of Pennsylvania.  
 

Smith, T. J., Temin, S., Alesi, E. R., Abernethy, A. P., Balboni, T. A., Basch, E. M., ... Von Roenn, J. H. (2012). 
American Society of Clinical Oncology Provisional Clinical Opinion: The Integration of Palliative Care into Standard 
Oncology Care. Journal of Clinical Oncology, 30(8), 880-887. https://doi.org/10.1200/JCO.2011.38.5161 
 

Teresi, J. A., Ocepek-Welikson, K., Ramirez, M., Kleinman, M., Ornstein, K., Siu, A., & Luchsinger, J. 
(2020). Evaluation of Measurement Equivalence of the Family Satisfaction with the End-of-Life Care 
(FAMCARE): Tests of Differential Item Functioning between Hispanic and non-Hispanic White Caregivers. 
Palliative & Supportive Care, 18(5), 544-556. https://doi.org/10.1017/S1478951520000152 
 

Teresi, J. A., Ornstein, K., Ocepek-Welikson, K., Ramirez, M., & Siu, A. (2014). Performance of the Family 
Satisfaction with the End-of-Life Care (FAMCARE) Measure in an Ethnically Diverse Cohort: Psychometric 
Analyses Using Item Response Theory. Support Care Cancer, 22, 399-408. https://doi.org/10.1007/s00520-
013-1988-z 
 

Wall, R. J., Engelberg, R. A., Downey, L., Heyland, D. K., & Curtis, R. J. (2007). Refinement, Scoring, and 
Validation of the Family Satisfaction in the Intensive Care Unit (FS-ICU) Survey. Critical Care Medicine, 35(1), 
271-279. https://doi.org/10.1097/01.CCM.0000251122.15053.50 
 

Wang, D., Tankumpuan, T., Utriyaprasit, K., & Davidson, P. M. (2023). Reliability and Validity of the Chinese 
Version of the Perceived Access to Health Care Questionnaire. Journal of Nursing and Midwifery Sciences, 10(3), 
e139931. https://doi.org/10.5812/jnms-139931 
 

World Health Organization. (2020, August 5). Palliative Care. Retrieved from https://www.who.int/news-
room/fact-sheets/detail/palliative-care 
 

Musa, A., Shaheen, S., Elmardi, A., & Ahmed, A. (2018). Item Difficulty & Item Discrimination as Quality 
Indicators of Physiology MCQ Examinations at the Faculty of Medicine Khartoum University. Khartoum Medical 
Journal, 11(2), 1477-1486. https://doi.org/10.53332/kmj.v11i2.610 
 

Nadin, S., Miandad, M. A., Kelley, M. L., Marcella, J., & Heyland, D. K. (2017). Measuring Family Members’ 
Satisfaction with End-of-Life Care in Long-term Care: Adaptation of the CANHELP Lite Questionnaire. BioMed 
Research International, (1), 4621592. https://doi.org/10.1155/2017/4621592 
 

National Academies of Sciences, Engineering, and Medicine. (2016a). Families Caring for an Aging America. 
Washington, DC: The National Academies Press. https://doi.org/10.17226/23606 
 

National Academies of Sciences, Engineering, and Medicine. (2016b). Family Caregiving Roles and Impacts.  
In Families Caring for an Aging America. Washington, DC: The National Academies Press. 
 

Neo, S. H.-S., Yang, G. M.-J., Kanesvaran, R., & Cheung, Y. B. (2019). Translation and Validation of the 
10-Item FAMCARE Scale to Assess Satisfaction of Family Caregivers with Care Given to Cancer Patients. Journal 
of Pain and Symptom Management, 58(5), 878-885. https://doi.org/10.1016/j.jpainsymman.2019.07.018 
 

Ooraikul, L., Wirojratana, V., Phuackchantuck, R., Chompukeaw, P., & Khaisuwan, C. (2020). Reliability and 
Validity Testing of the FAMCARE-2 Scale: Thai Translation. Asia-Pacific Journal of Oncology Nursing, 7(3), 
280-286. https://doi.org/10.4103/apjon.apjon_5_20 
 

Ornstein, K. A., Teresi, J. A., Ocepek-Welikson, K., Ramirez, M., Meier, D. E., Morrison, R. S., & Siu, A. L. 
(2015). Use of an Item Bank to Develop Two Short-form FAMCARE Scales to Measure Family Satisfaction 
with Care in the Setting of Serious Illness. Journal of Pain and Symptom Management, 49(5), 894-903. 
https://doi.org/10.1016/j.jpainsymman.2014.10.017 
 

Richter, F., Thiébaut, C., & Safra, L. (2024). Not Just by Means Alone: Why the Evolution of Distribution 
Shapes Matters for Understanding Opinion Dynamics. The Case of the French Reaction to the War in Ukraine. 
Frontiers in Political Science, 6, 1327662. https://doi.org/10.3389/fpos.2024.1327662 
 

Ringdal, G. I., Jordhøy, M. S., & Kaasa, S. (2002). Family Satisfaction with End-of-Life Care for Cancer 
Patients in a Cluster Randomized Trial. Journal of Pain and Symptom Management, 24(1), 53-63. https://doi.org/ 
10.1016/S0885-3924(02)00417-7 
 

Ringdal, G. I., Jordhøy, M. S., & Kaasa, S. (2003). Measuring Quality of Palliative Care: Psychometric 
Properties of the FAMCARE Scale. Quality of Life Research, 12(2), 167-176. https://doi.org/10.1023/ 
a:1022236430131 
 

Rodriguez, K. L., Bayliss, N. K., Jaffe, E., Zickmund, S., & Sevick, M. A. (2010). Factor Analysis and Internal 
Consistency Evaluation of the FAMCARE Scale for Use in the Long-term Care Setting. Palliative & Supportive 
Care, 8(2), 169-176. https://doi.org/10.1017/S1478951509990927 
 




