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Background: Internationally, it is recognized that artists facilitate arts engagement with individuals with palliative care needs. There is a gap in the literature describing the range and scope of artists’ professional practices in palliative care. The aim of this study was to examine an international range of professional practices among artists who work in palliative care including key professionals’ perceptions of these practices.

Methods: An international, cross-sectional, online survey was conducted with health professionals, artists, and program coordinators with experience with artists working in palliative care. This survey was part of a larger mixed methods study. An instrument was systematically developed to examine artists’ professional practices. Descriptive statistics were reported for the total sample including frequencies, means and standard deviations and open-ended items were analyzed thematically.

Results: 101 valid surveys were analyzed. Findings outlined: (1) who delivers the arts; (2) where and with whom; (3) practice descriptors; and (4) perceptions of practice. Themes identified from open-ended items on benefits and risks of practice revealed impacts on patients and artists alike, including: (1) enhanced well-being; (2) vulnerabilities; and (3) facilitators and barriers.

Conclusion: Findings demonstrated a wide range of artists’ practices in palliative and end-of-life care, featuring notable consistencies in international practice worth further exploration. Ongoing and international efforts examining artists’ practices in palliative care contribute to the development of future research, policy and practice.
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INTRODUCTION

It is recognized that artists facilitate arts engagement with individuals with palliative care needs in a range of settings such as hospitals and hospice (Anderson et al., 2017; Peng et al., 2019; Lee et al., 2021). Individuals with palliative care needs experience distinct impacts to their quality of life and well-being as daily routines, social connection, and a sense of identity are significantly disrupted (Sepúlveda et al., 2002; Long, 2011; Knaul et al., 2018; Greer et al., 2020; Henson et al., 2020). In response, palliative care offers a range of modalities to address quality of life through life-affirming care with an emphasis on social support and a team approach (Meier and Brawley, 2011; World Health Organization, 2018). Evidence points to the benefits of supportive modalities such as the arts to address non-pharmacological symptom management, quality of life and meaning making (Charmaz, 2006; Long, 2011; Moss and O’Neill, 2014; Wilson et al., 2016; Peng et al., 2019). Arts engagement aligns with palliative care aims by engaging creativity and expression thereby enhancing well-being through discovery, agency, meaning, connection with others, and a sense of self beyond illness (Kennett, 2000; Charmaz, 2006; Long, 2011; Anderson et al., 2017; Peng et al., 2019). A vast body of evidence supports arts engagement for health and well-being, broadly (Staricoff, 2004; Macnaughton et al., 2005; Clift, 2012; Fancourt et al., 2014; Fancourt and Finn, 2019). A gap exists, however, in the evidence describing the range and scope of artists’ professional practices in palliative and end-of-life care.

Much of the evidence underpinning artists’ work in palliative care is drawn from broad health contexts such as bedside practice in hospitals or from creative arts therapies’ literature (Moss and O’Neill, 2009). Field-wide definitions of arts in health aim to distinguish the professional roles of artists from creative and expressive arts therapists as drawn from the National Organization for Arts in Health’s white paper (National Organization for Arts in Health, 2017), and yet these distinctions in role and scope frequently blur in practice. In this paper, the term arts in palliative care is inclusive of visual, literary, performing, and multi-disciplinary arts engagement provided by an artists with individuals with palliative care needs. Arts in palliative care is contextualized within the broader discipline of arts in health, which includes arts engagement delivered within a healthcare or clinical context, also commonly referred to as arts in medicine or arts in healthcare (Macnaughton et al., 2005; National Organization for Arts in Health, 2017; Sonke et al., 2018).

Evidence demonstrates the importance of skilled practice of artists working in healthcare (Moss and O’Neill, 2009, 2019; Sonke, 2015; Moss, 2016; Tan, 2018, 2020; Van Lith and Spooner, 2018). Delineation between the professional roles and practices of artists and creative arts therapists in palliative care serves to direct the scope of practice, education, and training needs of each (Moss and O’Neill, 2009; Van Lith and Spooner, 2018). Artists delivering the arts in healthcare settings must be skilled and knowledgeable to safely and effectively navigate within healthcare environments including following infection control protocols, documentation of practice, and interprofessional communication, for example (Moss and O’Neill, 2009; Jensen, 2014; Sonke, 2015). Tan (2018, 2020) offers a conceptual model for the practice of a “caring artist” in the context of a nursing home, pointing to the artist’s capacity to attune, assess, and adjust with consideration for participant well-being, the environment, and quality arts activities. Assessment and observation, project planning, collaboration, individual and group facilitation, research, and reflexivity were identified as key components of professional practice among artists working in healthcare (Moss and O’Neill, 2009; Jensen, 2014; Tan, 2018, 2020; Van Lith and Spooner, 2018). As arts in health is not widely formalized or systematically available, communication skills and a common vernacular are also invaluable in order to translate the values and aims of arts engagement with patients for effective interprofessional collaboration (Jensen, 2014; Sonke et al., 2017, 2019). Despite this growing body of literature, there are few published studies to date describing the mechanisms and nuances of professional practice among artists working in palliative or end-of-life care settings (Tan, 2020; Lee et al., 2021).

A lack of evidence exists to describe artists’ professional pathways into palliative care including training, preparation or resources to safeguard their well-being and resilience as a workforce (Moss and O’Neill, 2009; Van Lith and Spooner, 2018). This is a critical consideration and protective factor for any healthcare-based workforce (Mills et al., 2020). Therefore, there is a significant need for further conceptualization of professional practices of artists working in palliative care. This paper presents a critical examination of the international range and variation with artists’ practice in palliative care, as called for in the extant literature (Raw et al., 2012; Jensen, 2014; Tan, 2020). Critical analysis of patterns of consistency and variation in artists’ practice alongside facilitators and barriers reported by key professionals in arts in palliative care steers a more nuanced conceptualization of practice in an effort to inform future research, policy, and practice toward greater efforts to increase uptake of the arts in palliative care.

The aim of this study was to examine an international range of professional practices among artists who work in palliative care including key professionals’ perceptions of these practices.

For the purpose of this study, key professionals included health professionals, artists, and program coordinators with direct experience with artists working with individuals with palliative or end-of-life care needs.



MATERIALS AND METHODS

An international, cross-sectional online survey was conducted to describe and examine key professionals’ perceptions of the range and scope of artists’ practices including education and training, art forms, settings and participant populations, and approaches to practice. This survey was part of a larger convergent parallel mixed methods study. It is underpinned by pragmatism in its intent to emphasize complementarity of quantitative and qualitative approaches toward shared meaning and joint action (Morgan, 2007, 2014; Shannon-Baker, 2016; Moseholm and Fetters, 2017). A 27-item survey instrument was designed in English using Qualtrics, a secure web-based survey platform. The survey was provided in English as this is a common language utilized by the identified international arts in health professional membership organizations through whom the survey was distributed. Ethical approvals and oversight were provided by the institutional review boards of both affiliate institutions (RG-0119 and IRB 201902947). A participant information sheet was provided at the outset of the survey and respondents provided informed consent in the survey itself prior to commencing completion of the instrument. Survey methods and findings were reported following Eysenbach’s Checklist for Reporting Findings of Internet Surveys (CHERRIES; Eysenbach, 2004).


Instrument Design and Development

As there was no existing validated survey instrument designed to systematically detail artists’ practice in healthcare generally, nor in palliative care specifically, an instrument was developed. This scoping survey was designed to examine the range of practice contexts, scope of practice, multiple key descriptors of levels of arts engagement, and professional structures such as the nature of professional collaboration, documentation of practice and treatment of publicly-engaged patient created art works by art form. The development of the survey instrument was iterative, inductive, and informed by both the literature and by conferring with subject-matter experts (Wilson et al., 2016; Eva and Morgan, 2018). Testing and piloting the instrument assisted with ensuring the clarity and sequencing of each item and the length of time to completion. The researcher (J.B.L.) consulted a statistician (J.M.) to ensure that the survey instrument was designed, and the quantitative data analyzed, in a systematic and rigorous manner.

The survey instrument included 27 items categorized by domain or topic and placed in a logical order. The first and second domains focused on range and scope of practice and included 14 closed-ended questions in which respondents selected from a pre-determined list from multiple choices or a ranking scale. The last domain included four open-ended questions on perceptions of practice. The survey instrument was divided into the following sections: (1) eligibility screening and demographics such as geographical location, employment, level of education and training specific to arts in health; (2) in-depth practice descriptors such as who delivers the arts, where and with whom, number of arts sessions facilitated per week with individuals or groups by health condition and art form as well as observable changes during and following arts engagement; and (3) key professionals’ perceptions of practice, including perceived benefits and risks of arts engagement in palliative care. See Table 1 for the survey instrument.


TABLE 1. Survey instrument.
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Inclusion Criteria

Inclusion criteria required respondents to have directly engaged professionally with the arts in palliative care as either an artist, a health professional, a program coordinator, or a researcher. As stated in the background, definitions were aligned with field publications in arts in health, which defines an artist working in healthcare as distinct from a credentialed creative arts therapist (Moss and O’Neill, 2009; Sonke, 2015; National Organization for Arts in Health, 2017; Sonke et al., 2018). The survey made this delineation explicit at the outset by clearly stating that creative arts therapists should participate in the survey in the role of health professional rather than artist. An open-ended text item invited respondents to expound on their role to account for professional role variation or multiple roles. The inclusion criterion, “direct professional experience working with artists delivering arts engagement” therefore included creative arts therapists who actively made patient referrals to, or otherwise collaborated with, artists in their respective palliative or end-of-life care programs.



Sampling and Recruitment

A purposive sample of key professionals with direct experience with artists’ work with individuals with palliative care needs was invited to complete a securely hosted, online survey in Qualtrics based on their specialized knowledge of the subject matter (Kalton, 1983; Ruel et al., 2015). The study was not designed to achieve statistical significance or to test a statistically representative sample. No published data was identified that articulated the number of artists working in palliative care worldwide or by region, hence the rationale for the present study. It was therefore not possible to state the confidence level and margin of error. Further, membership of the identified arts in health networks and organizations represent professionals across sectors including practitioners, health professionals, program coordinators, researchers and commissioners associated with arts in health broadly, therefore an unknown percentage of members work in palliative care.

An initial recruitment strategy included an email invitation from within each organization to the members of three international arts in health professional membership organizations: the United States-based National Organization for Arts in Health (n = 339 members; 2,011 newsletter subscribers); Culture, Health and Well-being Alliance in the United Kingdom (n = 4,395 members and newsletter subscribers); and Arts and Health Australia (n = NA). The administrators of the National Organization of Arts in Health and the Culture Health and Well-being Alliance included the invitation in their respective e-newsletters and posted on social media platforms such as Twitter and Facebook. Respondents were encouraged to distribute the survey among their own networks. To further expand the reach, additional professional membership organizations such as the European Association for Palliative Care, Medical and Health Humanities Africa, the British Association for Art Therapists (BAAT) and the BAAT special interest group in palliative and cancer care distributed the survey through their memberships and networks via email and on social media.



Data Collection

The online survey remained open from November 26, 2019 through January 15, 2020. Reminder emails and social media reminders were sent following initial invitations in weeks one, two, four and six to enhance response and the survey period was extended two weeks into January 2020 to account for the holiday period. The survey stated anticipated length of time to complete and aim of the study. Ethical considerations were provided in a linked participant information sheet including study aim and details, the voluntary nature of the study, potential risks and benefits, the data management plan, and study contacts. Informed consent was collected following the participant information sheet and prior to the eligibility screening question. No incentives were provided to survey respondents for their participation. To ensure that data remained anonymous, a separate, unlinked survey collected contact information of those respondents who wished to remain in contact for future study activities.



Data Analysis

Data were analyzed by members of the research team (J.B.L. and J.M.) using descriptive statistical analysis and thematic analysis (Braun and Clarke, 2006, 2014) and informed by a pragmatic approach (Morgan, 2007, 2014; Creswell and Creswell, 2017; Miles et al., 2018). Initial reports of the raw data were reviewed using Qualtrics, a secure web-based survey management and analysis platform. SAS 9.4 software (SAS Institute Inc., Cary, NC, United States) was used to further analyze quantitative data and generate descriptive statistics to identify characteristics of the sample and inferential statistics to determine statistical significance. As the primary objective of this project was to describe the range and scope of artists’ practices with individuals with palliative care needs, descriptive statistics were reported for the total sample (frequencies, means and standard deviations). Beyond this, three variables were used for further stratification: current professional role (coded as artist, health professional, or program coordinator), country of residence (coded as United States versus non-United States), and current place of employment (coded as arts organization, hospital/inpatient, university, or other). For each stratified analysis, chi-square and Fisher’s exact test statistics were reported for categorical variables.

Qualitative responses to open-ended items were coded and thematic analysis conducted in MaxQDA using six stages identified by Braun and Clarke (2006; 2014): (1) data familiarization; (2) initial coding; (3) theming; (4) review themes; (5) define themes; and (6) writing. The first author undertook line-by-line open coding to develop an initial set of codes. Codes and sub-codes aimed to capture both semantic and conceptual or latent meaning (Braun and Clarke, 2006). The codes were then organized categorically and re-coded to develop primary and secondary categories from which a set of themes were developed by the principal investigator. Discussion and verification were then undertaken by the research team to review, refine, combine, or discard themes and to ensure they were firmly grounded in the data (Lincoln and Guba, 1985, 1986). Once verified, each theme was organized into a table to display data in relation to the research question in order to facilitate theme generation. Qualitative data introduced unique insights into the perceptions of respondents as reported and discussed below.




FINDINGS

A total of 151 responses were received. After cleaning the data, removing tests (4) and duplicates (6) and accounting for those with greater than 50% missing items (40), 101 valid survey responses were analyzed in full.


Respondent Characteristics

Of the 101 surveys analyzed in full, forty-nine respondents identified willingness to participate in an interview in a subsequent study phase. For the purposes of the article, those who completed surveys reported herein were referenced as respondents. The term participants is reserved to identify individuals who participated in arts engagement such as patients, service users, or other individuals with palliative care needs.

Among the survey respondents (n = 101), 38% identify as artists, 34% health professionals, 24% program coordinators, 4% researchers representing relatively equal distribution across roles. Geographically, 57% of respondents were US-based whilst 35% were non-US based including 16% from the United Kingdom, 7% from Ireland, 4% from Australia and Denmark, respectively, 2% from Canada, and less than 1% from Mexico and South Africa. As there were no forced responses to any survey item with the exception of consent and screening for inclusion, 8% of responses to country of residence were missing. See Figure 1 for survey respondents’ country of residence.
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FIGURE 1. Respondents’ country of residence.


Regarding qualifications, a majority of those who responded held graduate or master’s degrees (47%) whilst 30% held undergraduate degrees (bachelor’s or associate’s) and 17% held doctoral or professional degrees such as a medical degree (MD). Approximately 67% had received training specific to arts in health practice. Respondent characteristics are detailed in Table 2.


TABLE 2. Respondent characteristics.
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Practice Descriptors

Practice descriptors included reporting consistencies and variation in the range and scope of artists’ practices including: (1) who delivers the arts; (2) where and with whom; (3) range of practices and observable changes related to practice.

Who delivers the arts included descriptors such as education, training specific to arts in health, current professional role, years of experience, professional collaboration in arts engagement, and the flow of patient referrals. Where and with whom included contexts and settings, patient populations, age range of participants, and whether arts engagement took place one-to-one or in a group setting. A range of approaches to practice – or how the arts are engaged – described the range of practices delivered by artists included the following items: art forms, average number and length of sessions, and whether and how arts engagement was documented. Respondents described public-facing art work created by participants such as performance or exhibition. Observable changes included any observable or participant-reported impacts such as change in symptoms, the environment, or participant-verbalized change, as reported by respondents. See Table 3 below for practice descriptors indicating a range of approaches to practice and observable changes.


TABLE 3. Practice descriptors.
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Who Delivers the Arts

Responses to current professional role yielded a description of multiple roles played by many survey respondents, such as both program coordinator and artist-in-residence. A wide range of professional collaborations were documented with a prevalence of collaborations occurring between artists and health professionals (44%) followed by artists of varying disciplines (40%) and artists of the same discipline (28%). Referrals were primarily provided by health professionals (43% of referrals) followed by patient self-referral (12%), program coordinator (10%), artist self-referral (9%), and a family member (6%).



Where and With Whom

Settings and participant or patient populations were described in the findings. Hospitals were the primary setting in which arts engagement was reported among respondents followed by hospice, community settings, outpatient healthcare settings, and finally, long-term care. Significant variation was noted between where respondents were employed and where artists were observed practicing. Respondents reported current employment ranging from hospitals/hospice (33%), arts organizations (16%), self-employment (10%), university settings (10%) and other (12%). That said, respondents reported that artists practiced and collaborate widely in all of the settings listed above and more.

Cancer and blood disorders were the most prevalent populations served with older adults with dementia reported second. Neurological conditions, frailty, cardiovascular disease and strokes, organ disease and chronic pain were also noted. A majority of respondents (75%) worked with adult populations ages 19 and older with 42% of those working with participants who were 65 years of age and older. See Figure 2 for prevalence of participant populations.
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FIGURE 2. Prevalence of participant populations served.




Range of Practices

Art forms including visual art (18%), literary arts (1%), performing arts (26%) and multidisciplinary arts (48%) were reported and the distribution represented by respondents in the study. An average number and length of sessions, and whether and how arts engagement was documented were reported. Describing practice specifically, an average of 12 sessions were offered per week by a single artist with the majority of sessions lasting between 45 min and an hour. Among respondents, nearly half represented that multidisciplinary, or multiple, art forms (48%) such as music, dance, creative writing and/or visual art were available to patients or service users in their setting.

Professional structures were described including flow of communication, collaboration, documentation, and presentation of public-facing work. Wider variation was described in aims of documentation of arts engagement, however, only 11% of respondents did not document their practice at all, so practice was consistently documented for a range of professional purposes as exemplified by respondent quotations in Table 4. Also, a majority of respondents (60%) publicly exhibited or performed the art work that was created by patients, such as in art exhibition, a gallery space, or a public performance. Approaches to public-facing work such as exhibits, performances and readings of participant-created art work were consistently reported as requiring participant consent as well as discipline-specific artistic proficiencies and resources to execute well. See Table 4 for examples featuring rich descriptions representing a range of contexts and mechanisms at play in artists’ professional practices presenting public-facing work and documenting arts engagement. In this table, the sets of quotations are, respectively, categorized by text exemplifying what is occurring, how it occurs, and to what end under the themes of public-facing work and documentation of practice.


TABLE 4. Respondent quotations on public-facing work and documentation of practice*.
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Observable Changes

Observable changes were reported numerically as this survey item was designed to select all that apply. These included participant’s health or symptoms (n = 68), changes in participant’s immediate environment (n = 21), verbalized by participants or group members (n = 70), and any other observable change (n = 24). Of the respondents, 68 wrote additional comments describing observable changes categorized in analysis as ranging from physical states (i.e., symptom reduction, relaxation, changes in breathing, blood pressure or heart rate as evidenced by monitors, reduced pain medication in one instance), emotional states [i.e., uplift, positive affect, reduced fear or anxiety, well-being scale (WEMWBS) measure improvements in well-being in one instance], mental states (i.e., increased focus, attention, orientation or alertness), and social states (i.e., increased communication, engagement, socialization).




THEMATIC ANALYSIS OF BENEFITS AND RISKS

A total of four open-ended items invited respondents to comment on their perceptions of practice including: (1) Briefly, what does the term palliative care mean to you in the context of your professional work?; (2) In your view, what are the primary benefits, if any, of engaging the arts with patients in palliative care?; (3) In your view, what are the primary risks, if any, of engaging the arts with patients in palliative care?; and (4) What else would you like to share about your professional experience engaging the arts in palliative care?

Themes and sub-themes were generated through thematic analysis of codes developed from the qualitative data (Braun and Clarke, 2006, 2014), which centered on perceived benefits and risks of arts engagement with those receiving palliative care and also considered respondents’ definitions of the term palliative care. Respondents defined palliative care as “comfort care” and as care for “chronic conditions”, “serious illness” and “care at end-of-life”. Characteristics frequently used to describe palliative care include collaborative, holistic and centered around quality of life using terms such as “comfort care” with “psychosocial” and “spiritual” emphasis. “Meaning making”, “legacy”, “purpose” and “support for family” were also indicated.

For the purposes of this article, three overarching themes were generated focused upon perceived benefits and risks of practice including: (1) enhanced well-being and quality of life of both participants and artists; (2) vulnerabilities and safety concerns for both participants and artists; and (3) perceived facilitators of and barriers to practice. Respondent quotations and associated themes related to benefits and risks were generated and provided in Table 5.


TABLE 5. Themes and sub-themes with respondent quotations.
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Perceptions of Benefits of Practice

Respondents identified benefits of the arts as addressing an overarching theme of quality of life followed by subthemes physical mental, emotional, and social well-being. Respondents described “meaning making”, “social engagement”, “symptom relief” and “personal growth and achievement” for participants. Respondents also described artistic growth and development, “rewarding” and “meaningful work”, and social well-being through “professional collaboration” and participant, family and healthcare staff “gratitude” for their work.



Perceptions of Risks of Practice

With regard to perceived risks, respondents indicated a range of views on vulnerabilities with consideration for participants, artists themselves, and the systems within which artists practice, referenced as the “environment of care” in one instance. Vulnerabilities of participants included examples such as “emotional discomfort of participant”, “emotional safety”, and the term “vulnerability” specifically. Vulnerability of artists featured examples such as “burnout and vicarious or secondary trauma”, “proper training of artists”, value of “collaboration with mental health professionals” and of “navigating environment of care safely”. Notably indicated, though with lesser frequency, was the importance of artists’ assessment and observation skills in order to adeptly navigate the finding that arts engagement can both alleviate anxiety and introduce it. Another finding, however, was that emotions, and even distress, is normal, healthy human experience and as long as health professionals are on hand and working in collaboration, it is natural and even positive for some emotional expression to occur during arts engagement, specifically music.

General perceptions of practice were derived from the final open-ended question and yielded perceived barriers and facilitators as a primary theme. Sub-themes of perceived facilitators of practice included: person-centered and participant-led practice, communication and collaboration, and training and resources for artists. Sub-themes associated with perceived barriers of practice included: resources and funding, lack of support or development opportunities for artists and emotional safety for all involved.




DISCUSSION

The findings of the study described a prevalence of artists delivering the arts in oncology, and in hospital, hospice, and community settings. A majority of artists have both formal education (92% of artists who responded held a university degree) and additional training in arts in health (60% of artists reported arts in health training). Artists described consistency in practices of professional collaborations, flow of information such as documentation or receiving and making referrals, and public-facing patient-created art work. Variation in practice worth further exploration included adapting specific art forms across a wide range of participants and settings as well as a wide range of administrative structures such as purposes of documentation of practice, and referral sources including health professionals, family members, or family members’ referral. Three overarching themes included: enhanced well-being and quality of life of both participants and artists; vulnerabilities and safety concerns for both participants and artists; and perceived facilitators of and barriers to practice.


Significance of Examining “for Whom”

The findings have significance for participants, for artists, for arts in health as a discipline, and for culture, health and well-being sectors, broadly. Critical analysis of patterns of consistency and variation in international artists’ practice advances efforts to recognize, value, and provide infrastructure in support of meaningful and effective interactions during arts engagement for artists and participants alike. Examination of professional perceptions of facilitators and barriers in arts in palliative care informs research and policy aimed at providing access to the arts.

Building upon existing literature, it is valuable to scope key professionals’ perceptions of practice, namely those professionals who have direct experience delivering the arts in palliative care, where outcomes studies rightly focus on patients’ perceptions and self-report (Fancourt and Finn, 2019). Secondly, it is also of use to reach internationally, across palliative and end-of-life care settings, and across patient populations in an effort to document the range and craft a continuum of artists’ professional practices (Anderson et al., 2017; Fancourt and Finn, 2019). Finally, this study offers a survey instrument that may be adapted or built upon to describe artists’ practices and to examine professional perceptions of arts engagement in specific healthcare settings or patient populations.

Key professionals who responded to the survey described benefits to well-being and quality of life for participants based on observation and underpinned by participant self-report. Risks were also reported, such as managing difficult emotions that arise during a session. Emotional expression of participants elicited by arts engagement was met with mixed findings among respondents. This finding is consistent with the literature in which processing emotional expression through arts engagement is frequently associated as an aim and within scope of practice of the creative arts therapies given their mental health education and training. Some respondents cautioned against eliciting emotional expression advocating for additional skills, training, supervision, and in a few instances, creative arts therapies’ credentialing in order to navigate and process difficult emotion, which is consistent with existing recommendations by authors in music and art therapy (Moss, 2016; Van Lith and Spooner, 2018). Others described emotional expression as healthy, normal human experience, and even positive, when navigated in a skilled manner by the artist and re-directed toward the aim of art making. In some instances, an aim of the arts engagement was legacy making or public-facing performance or exhibition, for example. Anxiety was noted to be both correlated with art making, such as when a participant is not confident in their skill or lacks self-esteem, and to be alleviated by art making, such as when the challenge of the art activity is suited to the participant’s skill level. Future research might continue to examine and explore the roles and limits of artists’ practices with consideration for the vulnerabilities present for artists and participants alike in creative processes.



Significance of Examining “by Whom”

One consistent finding that bears further exploration is the multiple professional roles artists play across patient populations or healthcare settings. In some instances, artists reported working for more than one organization and/or in more than one role such as coordinating arts programs and facilitating arts engagement. This is highlighted by the contrast in findings in “current place of employment” and “settings in which arts engagement occurs”, which points to a divergence of professional pathways for an artist seeking to work in palliative or end-of-life care and leads to questions of a central entry point for an artist seeking to gain employment. A range of respondents described their work in arts in health as merely one aspect of their professional identity regardless of their professional role. For example, some respondents stated that they manage multiple roles and income streams including creating and selling their own artwork professionally whilst also working in other socially-engaged forms of arts practices such as arts education, arts and disability or arts in prison settings.

While artists reported working widely across contexts (i.e., in multiple settings), it was rare that artists were engaged in informing or conducting research, as only four respondents reported doing so in the survey. It may be of use to consider ways to address artists’ professional risks and to support artists’ collective well-being by deepening understanding of the economic, intellectual and cultural components comprising professional work in arts in health broadly, and in arts in palliative care specifically. Artist-led research initiatives are recommended in order to explore these vital elements of practice to ensure workforce well-being and resilience. The findings suggest there is value in considering what skills, structures, resources, and training may best equip artists to promote practices that increase benefits and ameliorate risks for participants, artists, and the wider healthcare and arts organizations and sectors, within which they operate.

An additional finding of significance was the vulnerabilities artists face while working in palliative care. Perceived facilitators and barriers might be more directly explored in future study to better understand and inform these aspects of practice and implement policy to address them. Further, it would be valuable to investigate variables impacting artists such as: job/economic security, training/professional pathways, and organizational structures and resources as relates with workforce resilience.



Significance of Key Professionals’ Perceptions

Rich description of perceptions of benefits, risks, and overall practice were provided. The volume of written response in open-text items indicated investment in the subject matter by key professionals including artists, health professionals and program coordinators. As demonstrated in the three primary themes, six sub-themes and corresponding respondent quotations in Table 5, participant well-being was impacted in myriad ways and risks outlined that may be ameliorated with specific recommendations made by respondents. Perceived risks in particular indicated future directions for research to inform practice such as training in arts in palliative and end-of-life care, awareness for healthcare staff, art form-specific considerations including adaptations for specific conditions and patient populations and finally, taking steps to ensure the well-being of both the participants and the artists delivering arts engagement.



Implications

This is the first international survey effort to describe, and further examine, the range and scope of literary, visual, performing and multidisciplinary arts practices delivered by artists with patients in palliative or end-of-life care. The introduction of a survey instrument is a contribution to further conceptualizing mechanisms of practice in an effort to advance the evidence base. Arts in health professional membership organizations were receptive to supporting recruitment for the study, which enhanced the response rate and demonstrated interest in the study topic. As the field of arts in health is evolving, expanding, and professionalizing, it was difficult to ascertain definitively the number of artists working in the clinical subspeciality of palliative care. Given this challenge, the number of respondents (N = 101) was significant in itself. Respondents represented international reach, including the four continents of North America, South America, Europe and Africa and thirteen individual nations, even in those instances in which only one response was received from a region such as South Africa, Mexico, or Spain.



Limitations

Several factors impact the generalizability of findings in the study. The survey was distributed via professional membership organizations and networks and therefore had limited reach among those who were not affiliated with formal networks. Further, it was conducted in the English language and therefore limits respondents who do not speak English, as there was not funding to translate the survey for wider reach. These study limitations impacted demographic representation of respondents. More respondents represented the United States and the United Kingdom than other geographical locations represented including Ireland, Australia, Canada, Europe, Mexico, and South Africa. The overall response rate to the survey was not calculated as there was no available data that documented the number of artists working worldwide in palliative and end-of-life care. In the future, it would be beneficial to consider whether forcing responses or amending the tool to fewer items might yield additional data. Finally, while it is beyond the scope of the present study, it is vital to consider the valuable roles of volunteers play in delivering the arts in palliative and end-of-life care settings and is worthwhile to articulate and examine these contributions in their own light.




CONCLUSION

Findings demonstrated a wide range of artists’ practices in palliative and end-of-life care, featuring both consistencies in international practice as well as variation. Education and training, key steps in professional preparation, for example, vary widely raising question as to professional pathways for artists. This study highlights a need to further conceptualize and potentially standardize aspects of practice in order to increase uptake of the arts in palliative care and support safe, meaningful and effective implementation for participants and artists alike. Consideration of safe and effective practice for both participants, and equally artists’, well-being is paramount. A primary goal of the survey was to describe key professionals’ perceptions of the range and scope of artists’ practices in the delivery of visual, performing, literary, or multidisciplinary arts with individuals living with life-limiting illness and/or receiving palliative or end-of-life care.

As previously established, evidence supports engaging the arts for health and well-being, pointing to the unique benefits of the arts in palliative care including non-pharmacological symptom management, quality of life and meaning making. An ongoing and international effort to deepen understanding of practice may contribute to an uptake of the arts delivered by artists in palliative and end-of-life care. As practice continues to evolve, clear understanding of aims, approaches, benefits and limits of arts engagement ultimately enhances patients’ experiences of the arts whilst advancing evidenced links between the arts and well-being.
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Perceptions of benefits for participants

Theme 1a: Quality of life and well-being of participants due to arts engagement

Subtheme 1: Physical
well-being

“.. .increased ability to sleep following dance sessions”
“reduce symptom burden”

Subtheme 2: Mental
well-being

“fuller self-expression”

“[participant] comments suggesting a redefinition of self as ‘creative
“Arts ... support the person to continue living and discovering, even in the context of serious illness.”

“Art works created by service users are installed in their clinical environment thus making clinical spaces more welcoming and less fearful.”

Subtheme 3: Emotional
well-being

“expressing the inexpressible” and “You made my day!”

“They report gratitude for the opportunity to take their mind to a more positive place.”
“expressions of gratitude”

“giving families a tangible item is. . . priceless”

Subtheme 4: Social well-being

“increased levels of patients coming together in a circle to participate thus supporting increased levels of social interaction.”
“Healthcare professionals experience benefits when art is provided to patients with an end-stage illness. It can improve communication with patients.”

Perceptions of benefits for artists

Theme 1b: Quality of life and well-being of artists due to arts practice located in palliative care

Subtheme 1: Artistic growth
and personal development

“Artistically rigorous place to locate one’s practice”
“larts in palliative care] gives great insight into the human condition and | am better equipped to work with more people at this stage of life.”

Subtheme 2: Meaningful
employment

“Satisfying and meaningful employment”; “a deep sense of meaning and purpose”
“...rich, varied and valuable”

“a very rewarding practice”

“...can be life changing”

“It’s the most meaningful work | have ever done”

“These practices are also hugely rewarding to the practitioner.”

Subtheme 3: Professional
collaboration

“it is important to have artists as part of the multidisciplinary team to work in collaboration with client, carers and other team members for a wholistic
approach”

“Kindness, gratefulness and open-heartedness of patients, overall”

“People - patients, family members, and staff - are very grateful for our service.”

Subtheme 1: Art form-specific
considerations

Perceptions of risks for participants
Theme 2a: Vulnerabilities and safety issues for participants or patients

“resident with dementia sampled paintbrush in their mouth.”

“Art and music can provoke strong emotions, and the hospital is already a place for emotional landmines.”

“Assuming that all music is a universal good to all people all the time is a huge risk . . . choice, control, music selection, tempo, key, register and
volume control [are key].”

Subtheme 2: Adapting for
participant population

“Arts can induce . . . anxiety in patients that have limited experience, and if this is not .. . managed correctly by the artist then patients may focus on
their short comings”

“Inappropriate choice of art form can cause distress to a patient.”

“overstimulation. That can cause great restlessness and sometimes anger.”

“Overexertion, bringing up too much emotion, frustration or difficulty with materials due to condition”

Subtheme 3: Emotional safety

“Emotional safety is a priority .. ."

“can bring up painful memories and provoke tears”

“patient may feel a social obligation [to say yes] to the artist...”

“ensuring that the arts facilitation will not cause a high level of emotional risk and distress for the patient or their families.”

“art can de-stabilize and disorganize someone versus stabilizing and fortifying their experience. Collaborate [with health professionals and] creative
arts therapists to prevent distress. . .”

Perceptions of risks for artists

Subtheme 1: Training and
orientation to healthcare
environment or
population-specific needs

Subtheme 2: Awareness
among, or collaboration with,
healthcare staff

Subtheme 3: Materials or
discipline-specific
considerations

Subtheme 4: Emotional safety

Subtheme 1: Perceived
facilitators of practice

Subtheme 2: Perceived
barriers and limits to
practice

Theme 2b: Vulnerabilities and safety issues of artists

“The closer to the bedside, the more training needed.”

“not training people to recognize signs of physical distress in patients is a risk”

“adapting arts with symptom burden, disease progression, or disability in mind”

“vital to be able to assess abilities of participants - physiological changes that prohibit capacities”

“...due care must be taken with properly trained staff who understand the impact and power of arts in health.”

“Arisk is when staff assume that all the arts are good for everyone-No!”

“...advocate strongly for collaboration between arts in health and creative arts therapists. There are specific roles that each can play.”
“there is some risk of distraction for healthcare providers...”

“It is a priority that the artist is integrated into the palliative care process and is given support as required.”

“...in United Kingdom generally there is still a great need for education of healthcare professionals about the benefits of arts in health.”

“sterilization of [visual art] materials”

“follows infection control precautions with arts materials or props ”

“with dance, there is a risk of falling”

“physical safety [of participants] if they are on pain meds or attending an outpatient class”

“music is deeply connected with emotions. ..”

“Facilitator burnout, vicarious trauma, and compassion fatigue.”

“...both incredibly hard and incredibly rewarding. The care and well-being of the artists that work directly with these patients should be a vital
consideration for any organization overseeing arts in palliative care.”

“...over involvement, secondary traumatization or burnout because of the existential burden of the work or processes witnessed.”
“oversharing by patient or artist”

“difficult communications”

General perceptions of practice
Theme 3: Facilitators and barriers

“Person-centered, patient-led and patient-directed”

“A process-based approach is so effective in achieving a meaningful act or a series of acts that gather meaning. A deeper
understanding of relational autonomy supports our work. It keeps the person we are supporting at the fore.”
“Communication and collaboration with palliative care team, families and participants/patients themselves”

“standardize aspects of practice”

(such as Practice Descriptors presented in Table 3)

Training that emphasizes “communication”, “collaboration”, “safety measures such as materials use or fall prevention”, risk
assessment and observation skills, facilitation skills, adapting practice for accessibility

“We. Need. More. Funding. Simple.”

“...save healthcare costs in the long-run.”

“benefits dramatic, risks minimal, costs modest. ..”

“Short-term nature of engagements due to project funds”

“The arts have tremendous value in healthcare. This potential is currently largely untapped. Patients could be FAR happier, relaxed,
self-aware with regular arts provision. This would reduce NHS bills into the bargain.”

“Potential lack of artist resources, support, supervision, training and development opportunities to address skills stated above”
“Emotional expression and emotional safety outlined as a risk for both participants and artists above”
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Public-facing, participant-created
work

Documentation of practice

What?

“Artwork is sometimes shared publicly,
usually work by patients with whom we
have cultivated a deep artistic relationship,
and only with proper record of signed
consent”

“periodically”

“infrequently”

“sporadic byproduct”

“rarely a driving force”

“in the community”

“Artists provide written report to share with
team or supervisors.”

“Creative arts therapists documents in
electronic health record.”

How?

“Consent is essential.”
“voluntary”

“optional”

“Patient directed”

“patient led”
“collaboratively created for
installation”

“community partnership”

“incident reporting”
“personal reflection on arts practice
... journaling”

To what end?

“making special”,

“special occasion”,
“celebration”

“exhibitions, performances,
readings, presentations”
“teaching seminars or annual
conferences”

“fundraisers or grant writing”
“for print publication”

“public relations, media,
promotions, social media and
fundraising”

“funder’s reports, annual reports”
“academic research to publish”
“program evaluation and tracking”

*The table above presents respondent quotations, which exemplify perceptions of what is occurring, how it occurs, and to what end with regard to artists’ professional
practices presenting public-facing, participant-created work and documenting arts engagement.
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22.

[Screening] Have you engaged professionally with the arts in palliative care? Yes (1) No (2)

[Current professional role] Select one answer below that best describes your current professional role with the arts in palliative care.
[Branching Logic-Change of role] If you have had a change of professional role, such as you are retired from practice, or are not currently working with this
population, your work and knowledge is vital. Please describe your work in arts in palliative care below.

[Muitiple roles] If you have had multiple professional roles related to the arts in palliative care, please describe in the space below.
[Demographics: Country of residence] In which country do you currently reside?

[Demographics: Education level] What is the highest level of school you have completed?

[Training in arts in health] Have you received training specific to delivering the arts in healthcare? Yes (1) No (2)

[Training in arts in health] Please briefly describe your training in delivering the arts in healthcare.

[Current place of employment] Which one of the following best describes your current place of employment?

[Years of employment] How many years have you been in your current professional role? 0-30 years slider

. [Arts engagement by setting] In which of the following settings have you engaged with the arts? (Select all that apply.)

. [Years of professional engagement in arts in palliative care] How many years have you been professionally involved with the arts in palliative care? 0-30 slider
. [Artistic discipline/s] Which art forms are engaged with patients in your practice or program? Please specify in the space below.

. [Profession of arts facilitator] Who delivers the arts with patients in your practice or program? Select all that apply.

. [Professional collaborations to deliver the arts] Who collaborates professionally to deliver the arts in your practice or program? Select all that apply.

. [Common health conditions among arts participants] What are some common health conditions among patients who participate? Select all that apply.

. [# of sessions per week] Over the past year, what is the average number of arts sessions provided per week with patients in your practice or program?

. [Average length of session] What is the average length of an arts session in your practice or program?

. [Percentage of time spent by participant/group] Approximately what percentage of time is spent with individuals and groups in your practice or program?

With individuals on a one-to-one basis: (1)

With groups of individuals who have a similar health condition: 2)

With groups of individuals with varying health conditions: (©)]

With groups of individuals who have health conditions and their family members: 4)
With groups of individuals who have health conditions and healthcare professionals: 5)
Other — (please describe): 8)

Total:

. [Age range of participants] Approximately what percentage of patients in the following age ranges engage in the arts in your practice or program?

0-3 years of age: (1)
4-12 years of age: 2
13-18 years of age:
19-35 years of age:
36-64 years of age:
65 years of age or older: 6)
Total:

[

4

S
N
S

Gl

. [Source of referrals] Approximately what percentage of the following provide patient referrals to the arts in your practice or program?

Artist: (8)

Program coordinator: 5)

Family members or loved ones: 2)
Patient self-referral: (1)

Health professional — (please specify): 3)
Total:

. [Outcomes] What if any, changes do you observe during, or immediately following, an arts session in your practice or program? Select all that apply.

Change observed in patient health or symptoms — please specify. (1)
Change observed in patient’s environment such as lighting, sound, seating arrangement, etc. — please specify. (2)

Change as verbalized by patient or group — please specify. (5)
Other (6)
[Documentation of practices] Do artists (or those who deliver the arts) document their experience working with patients in your practice or program? Select

all that apply.

24.
25.
26.
27.

Artists document arts sessions in a medical record. (1)

Artists document arts sessions to share with their supervisor and/or colleagues. (2)

Artists document arts sessions for professional purposes such as record of time spent, grant reporting, annual reporting, etc. (3)
Artists document arts sessions for research and/or evaluation purposes. (7)

Artists document arts session for other purposes. — (please describe) (6)

Artists do not formally document arts sessions. (4)

. [Use of artworks] When a patient engages in an arts session with your program, is the artwork produced shared publicly in any form, such as an exhibit or

performance?

Yes — (please describe) (1)
No — (please describe) (2)
[Meaning of palliative care in professional context] Briefly, what does the term “palliative care” mean to you in the context of your professional work?
[Benefits] In your view, what are the primary benefits, if any, of engaging the arts with patients in palliative care?

[Risks] In your view, what are the primary risks, if any, of engaging the arts with patients in palliative care?

[Open-ended] What else would you like to share about your professional experience engaging the arts in palliative care?W3510






OPS/images/cross.jpg
3,

i





OPS/xhtml/Nav.xhtml




Contents





		Cover



		Examining the Range and Scope of Artists’ Professional Practices With Individuals With Palliative Care Needs: An International, Cross-Sectional Online Survey



		INTRODUCTION



		MATERIALS AND METHODS



		Instrument Design and Development



		Inclusion Criteria



		Sampling and Recruitment



		Data Collection



		Data Analysis







		FINDINGS



		Respondent Characteristics



		Practice Descriptors







		Who Delivers the Arts



		Where and With Whom



		Range of Practices



		Observable Changes







		THEMATIC ANALYSIS OF BENEFITS AND RISKS



		Perceptions of Benefits of Practice



		Perceptions of Risks of Practice







		DISCUSSION



		Significance of Examining “for Whom”



		Significance of Examining “by Whom”



		Significance of Key Professionals’ Perceptions



		Implications



		Limitations







		CONCLUSION



		DATA AVAILABILITY STATEMENT



		ETHICS STATEMENT



		AUTHOR CONTRIBUTIONS



		FUNDING



		ACKNOWLEDGMENTS



		References

















OPS/images/cover.jpg
’ frontiers
in Psychology






OPS/images/fpsyg-12-773451-t003a.jpg
Who delivers the arts

Who delivers the arts with patients (select all that apply)

Artists 77 (76.2)
Health professionals 48 (47.5)
Program coordinator or project lead 27 (26.7)
Volunteers 46 (45.5)
Other 5 (5.0)
Professional collaborations for arts delivery (select all that apply)

Artists of same discipline 29 (28.7)
Artists of varying discipline 40 (39.6)
Artists and health professionals 44 (43.6)
Limited to no collaboration 13 (12.9)
Wide range of collaborations 47 (46.5)
Current place of employment (Categories)

Arts organization 16 (15.8)
Hospital/Inpatient palliative care unit 33 (32.7)
University 10 (9.9
Other: Community, hospice, long-term care/outpatient, self-employed, other 34 (33.7)
Missing 8(7.9)
Years in current professional role, mean (SD), n = 92 11.26 (9.21)
Years professionally involved with arts in PC, mean (SD), n = 87 9.99 (8.46)
Range: (0-30)

Where and with whom

Settings of arts engagement (select all that apply)

Community setting 60 (59.4)
Day hospice 18 (17.8)
Residential hospice 32 (31.7)
Hospital 70 (69.3)
Inpatient palliative care unit 41 (40.6)
In home care 25 (24.8)
Long-term care facility 36 (35.6)
Short-term rehab facility 18 (17.8)
Outpatient treatment center or clinic 41 (40.6)
Other 12 (11.9)
Common health conditions among patients (select all that apply)

Cancer or blood disorders 74 (73.3)
Cardiovascular disease or stroke 55 (54.5)
Dementia 59 (68.4)
Frailty 50 (49.5)
Kidney disease 38 (37.6)
Liver disease 33 (32.7)
Respiratory disease 50 (49.5)
Neurological conditions 58 (57.4)
Chronic pain 51 (50.5)
A wide range of unknown or unspecified health conditions 51 (60.5)
Other 11 (10.9)

% of time spent with 1:1 or in groups, mean (SD)

With individuals on a one-to-one basis, n = 92

With groups of individuals who have a similar health condition, n = 92
With groups of individuals with varying health conditions, n = 91

With groups of individuals who have health conditions and their family
members, n = 91

With groups of individuals who have health conditions and health
professionals, n = 90

Other, n =94

% of patients in the following age ranges, mean (SD), n = 95
0-3 years

4-12 years

13-18 years

19-35 years

36-64 years

65 years or older

37.51 (36.77)
17.18 (23.98)
8.00 (18.50)
14.51 (22.56)

6.80 (17.80)

3.43(17.70)

1.87 (6.44)
5.50 (12.00)
5.22 (10.61)
7.77 9.74)

25.87 (20.39)

41.49 (31.25)
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