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Abstract
Most quality improvement in end-of-life care has been related to symptom management, goals of care, cost-effectiveness, and adhering to patient preferences. The patient and family’s ex-perience of care, the environment of care, support for surrogate decision-makers, and public engagement related to end-of-life care receive less attention. We describe three new quality improvement models to improve the patient and family experience of care: 1) involvement of the primary care providers (PCP’s) throughout the patient’s disease course, 2) modeling of decision-making behavior for surrogates using narratives, and 3) increasing engagement with end-of-life care among the public at large. We advocate for the continued development and evaluation of new care models to improve the quality of end-of-life care and the widespread sharing of best practices.


Discussion

The therapeutic goals of hospice and palliative care include maintaining dignity, fostering respect, honoring privacy, and helping the patient and family to find spiritual comfort and meaning (Table 2). Care that focuses on these goals enhance the patient and family’s experience during a difficult journey, which family survivors will always remember.

Table 2. Therapeutic Implications of Hospice and Palliative Care. - Maintaining dignity - Fostering respect - Honoring privacy - Helping find spiritual comfort and meaning

A comprehensive assessment for hospice and palliative care includes the following domains: 1) social and caregiving, 2) existential and spiritual, 3) physical, 4) psychological, and 5) patient-centered goals of care (Table 3). Quality improvement in end-of-life care is appropriately focused on all of these domains. The three models presented touch primarily on three of these domains: social and caregiving, existential and spiritual, and psychological.

Figure 1. Bereaved Family Survey (BFS) - Elements Referable to Primary Care. Categories of care referable to the patient and family experience of care as defined by the BFS.

Table 3. Comprehensive Patient Assessment. - Social and caregiving - Existential and spiritual - Physical - Psychological - Goals of care

The BFS is a quality assessment tool that helps to measure what matters most: to identify factors important to the patient and family experience of care. There are number of elements in the BFS which overlap with primary care concerns including kindness, caring and respect, willingness to listen, personal care, and emotional support before and following death.3 These elements of care are addressed in the care plans of hospice and palliative care programs which seek and value PCP input. They correspond to potential islands of excellence in healthcare delivery. These “bright spots” which exist are associated with improved outcomes and improved patient and family experience of care. While they do not prove causation, in quality improvement efforts these activities may be worthy of emulation and adoption as best practices by other providers. Involvement of the PCP, and discussions with patients and families relating to PCP contacts could positively impact the patient and family experience of care (Figure 1).

10 Practices which address these elements of care are important to patients and families, and may be worthy of dissemination for further evaluation. Involvement of PCPs in hospice care could serve as a best practice to be emulated by other hospice programs.

The sharing of ICU narratives with online availability harnesses the power of storytelling to help support other caregivers in their time of need. The shared experiences of family survivors as well as the perspective of caring hospice and palliative care providers helps support families during and after their experience and addresses concerns common to all. Narratives can help provide modeling for decision-making. Narratives are rich source of values and goals and they provide a context of life experiences that shape and support the surrogate family member’s experience.12 Additional topics included are the Five Wishes (Table 4)13 and helping families talk to their loved ones about the things that matter most: 1) please forgive me, 2) I forgive you, 3) thank you, and 4) I love you.14

Table 4. Five Wishes. - Who you want to make healthcare decisions for you when you can’t make them. - The kind of medical treatment you want or don’t want. - How comfortable you want to be. - How you want people to treat you.

- What you want your loved ones to know.

The need to de-medicalize advance care planning and to disseminate information on advance directives to the public is urgent. With whom is it more important to address these issues than with other family members who often serve as surrogate decision-makers? Developing an advance directive is all about personal choice, but it is also about preparing loved ones to make it easier for them to make healthcare decisions when the patient cannot.

Receiving care that is consistent with individual values and having the opportunity to talk and make informed decisions about end-of-life care depends on the recording and sharing of these documents with families and others. The Honoring ® Choices® Tennessee website provides a link to the State Health Department advance care planning documents. Educating all healthcare workers about the benefits of advance directives is also important so they can also educate patients and their families about end-of-life care.

Conclusion

Involvement of the primary care physician, modeling of decision-making behavior using narratives, and public education to promote engagement and discourse regarding end-of-life care may improve the patient and family experience of hospice and palliative care. We advocate for continued development of new quality improvement measures and the widespread sharing of best practices to enhance end-of-life care.

References

	American Academy of Hospice and Palliative Medicine. Number of certified hospice and palliative medicine physicians by cosponsoring specialty board. Web site. http://aahpm.org/ hpm/number-certified. Accessed June 7, 2017

	QuillTEAbernathyAP. Generalist plus specialist palliative care–creating a more sustainable model. N Eng J Med. 2013; 368: 1173-1175. doi: 10.1056/NEJMp121562010.1056/nejmp1215620 https://doi.org/10.1056/nejmp1215620

	StephensGG. Stain connected to hospice patients. J Am Board Fam Pract. 2003; 16: 265-266. doi: 10.3122/jabfm.16.3.26510.3122/jabfm.16.3.265 https://doi.org/10.3122/jabfm.16.3.265

	MorssSKileyKBAstK. Measuring what matters: Top–ranked quality indicators for hospice and palliative care from the American Academy of hospice and palliative medicine and hospice and palliative nurses Association. J Pain Symptom Manage. 2015; 49: 773-781. doi: 10.1016/j.jpainsymman.2015.01.01210.1016/j.jpainsymman.2015.01.012 https://doi.org/10.1016/j.jpainsymman.2015.01.012

	TulskyJA. Beyond advance directives: Importance of communication skills at the end of life. JAMA. 2005; 294(3): 359- 365. doi: 10.1001/jama.294.3.35910.1001/jama.294.3.359 https://doi.org/10.1001/jama.294.3.359

	RaoJKAndersonLALinFCLauxJP. Completion of advance directives among US consumers. Am J Prev Med. 2014; 46: 65-70. doi: 10.1016/j.amepre.2013.09.00810.1016/j.amepre.2013.09.008 https://doi.org/10.1016/j.amepre.2013.09.008

	The Bereaved Family Survey. Web site. https://www.cherp. research.va.gov/PROMISE/ENG_MALE_2013_Survey_Bereavement_Veterans_Affair_HR_May3.pdf. Accessed June 20, 2017

	DavidsonJEJonesCBienvenuOJ. Family response to critical illness: Postintensive care syndrome–family. Crit Care Med. 2012; 40(2): 618-624. doi: 10.1097/CCM.0b013e318236ebf910.1097/ccm.0b013e318236ebf9 https://doi.org/10.1097/ccm.0b013e318236ebf9

	The conversation project. Web site. http://theconversationproject.org/. Accessed June 21, 2017

	EmanuelLLLibrachSL. Palliative Care–Course Skills and nd Clinical Competencies. 2 ed. St. Louis Missouri, MO, USA: Elsevier Saunders; 2011

	KaplanGS. The urgent need to shine a bright light on healthcare.Becker’s Hospital Review. ASC Communications. 2017. Web site. http://www.beckershospitalreview.com/hospitalmanagement-administration/the-urgent-need-to-shine-a-brightlight-on-healthcare.html. Accessed June 21, 2017

	YoungAJRodriguezK. The role of narrative and discussing end of life care: At eliciting values and goals from text, context, and subtext. Health Communication. 2006; 19: 49-59

	Five Wishes. Web site. https://www.agingwithdignity.org/. Accessed June 21, 2017

	ByockI. The Things That Matter Most: A Book About Living. New York, USA: Free Press; 2004




OEBPS/nav.xhtml
Contents

		Emerging Quality Improvement Concepts to Enhance the Patient and Family Experience in Hospice and Palliative Care

		Discussion

		Conclusion

		References





