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NEW BOOKS IN THE HEALTH SCIENCES LIBRARY – none this month
The Health Sciences Library has just completed adding the details of books held by the Macmillan team in Henbury House to the Library catalogue. This can be searched via the Trust intranet – click on Trust Library at the foot of the list on the home page and then look for the link to the Library catalogue. A paper list will be attached to a future bulletin.
INFORMATION ON THE WEB – don’t forget the Specialist Library for Palliative and Supportive Care on the National Library or Health.
Clinical Knowledge Summaries (Prodigy guidance)

Palliative cancer care - constipation
Health Management Specialist Library (NLH)

Survey of expenditure by primary care trusts on hospice/specialist palliative care services for the year 2006/07
By Health Management Specialist Library 

Lindsay Wilkinson, Deputy Director of Head of Cancer & End of Life Care Policy has written to PCT directors of finance and chief executives saying that information is required by the DH on PCT expenditure for hospice/specialist palliative care services for the year 2006/7 to identify the range of expenditure across PCTs. PCTs are required to complete a questionnaire.

JOURNAL ARTICLES AVAILABLE IN THE HEALTH SCIENCES LIBRARY

None this month
E-JOURNAL ARTICLES  IN FULL TEXT – ATHENS PASSWORD REQUIRED

(contact Library if you need an ATHENS password) If you are experiencing difficulty in opening the full text links directly, please go to www.library.nhs.uk, login with your Athens username and password, then select My Journals, from where you can choose from the A-Z list.
THE AUSTRALIAN JOURNAL OF RURAL HEALTH 

Dec 2007, vol. 15, no. 6

p. 389
Launch of new online training program to enhance palliative training in rural areas. 

Mc-Namara-Kevin. 

Publication type
Journal-Article.

BMC MEDICAL INFORMATICS AND DECISION MAKING
2007 (epub), vol. 7

p. 26
Developing a web-based information resource for palliative care: an action-research inspired approach. 

Full text available at BioMed Central  

Street-Annette-F, Swift-Kathleen, Annells-Merilyn, Woodruff-Roger, Gliddon-Terry, Oakley-Anne, Ottman-Goetz. 

Abstract
BACKGROUND: General Practitioners and community nurses rely on easily accessible, evidence-based online information to guide practice. To date, the methods that underpin the scoping of user-identified online information needs in palliative care have remained under-explored. This paper describes the benefits and challenges of a collaborative approach involving users and experts that informed the first stage of the development of a palliative care website 1. METHOD: The action research-inspired methodology included a panel assessment of an existing palliative care website based in Victoria, Australia; a pre- development survey (n = 197) scoping potential audiences and palliative care information needs; working parties conducting a needs analysis about necessary information content for a redeveloped website targeting health professionals and caregivers/patients; an iterative evaluation process involving users and experts; as well as a final evaluation survey (n = 166). RESULTS: Involving users in the identification of content and links for a palliative care website is time-consuming and requires initial resources, strong networking skills and commitment. However, user participation provided crucial information that led to the widened the scope of the website audience and guided the development and testing of the website. The needs analysis underpinning the project suggests that palliative care peak bodies need to address three distinct audiences (clinicians, allied health professionals as well as patients and their caregivers). CONCLUSION: Web developers should pay close attention to the content, language, and accessibility needs of these groups. Given the substantial cost associated with the maintenance of authoritative health information sites, the paper proposes a more collaborative development in which users can be engaged in the definition of content to ensure relevance and responsiveness, and to eliminate unnecessary detail. Access to volunteer networks forms an integral part of such an approach. 

Publication type
Evaluation-Studies, Journal-Article, Research-Support-Non-US-Govt.

CLINICS IN GERIATRIC MEDICINE 

Feb 2008, vol. 24, no. 1

p. 83-91
Sleep disturbance in palliative care. 

Hajjar-Ramzi-R. 

Abstract
Sleep disturbance in palliative medicine is a common and challenging condition that significantly adds to the burden of suffering experienced by patients with advanced stage diseases. Sleep disorders may be primary or, more commonly, a secondary symptom of the advancing disease process. The diverse nature of patients under palliative care makes management of sleep disorders particularly challenging and highly individualized. Multiple pharmacologic and non-pharmacologic interventions have been successfully used for the management of sleep disturbances in palliative medicine. Yet, despite these measures, many patients do not seek medical attention for sleep disturbances, and health care providers tend to under-diagnose this condition and under-treat it when diagnosed, thus missing an opportunity to improve the quality of life of patients already suffering from the burden of terminal disease. 

Publication type
Journal-Article, Review.

CRITICAL CARE MEDICINE
Web link to this journal
VOL 36(1):331-332, January 2008
Koogler, Tracy K. MD; Hoehn, K Sarah MD, MBe; 

Euthanasia, eye of the beholder?  [Editorial]

VOL 36(1):8-13, January 2008
Sprung, Charles L. MD; Ledoux, Didier MD; Bulow, Hans-Henrik MD; Lippert, Anne MD; Wennberg, Elisabet MD, PhD; Baras, Mario PhD; Ricou, Bara MD; Sjokvist, Peter MD +; Wallis, Charles MD; Maia, Paulo MD; Thijs, Lambertius G. MD; Duran, Jose Solsona MD; the ETHICUS Study Group; 

Relieving suffering or intentionally hastening death: Where do you draw the line? 
Abstract
Objective: End-of-life practices vary worldwide. The objective was to demonstrate that there is no clear-cut distinction between treatments administered to relieve pain and suffering and those intended to shorten the dying process.

Design: Secondary analysis of a prospective, observational study.

Setting: Thirty-seven intensive care units in 17 European countries.

Patients: Consecutive patients dying or with any limitation of therapy.

Interventions: Evaluation of the type of end-of-life category; dates and times of intensive care unit admission, death, or discharge; and decisions to limit therapy, medication, and doses used for active shortening of the dying process and the intent of the doctors prescribing the medication.

Measurements and Main Results: Limitation of life-sustaining therapy occurred in 3,086 (72.6%) of 4,248 patients, and 94 (2.2%) underwent active shortening of the dying process. Medication for active shortening of the dying process included administration of opiates (morphine to 71 patients) or benzodiazepines (diazepam to 54 patients) alone or in combination. The median dosage for morphine was 25.0 mg/hr and for diazepam 20.8 mg/hr. Doses of opiates and benzodiazepines were no higher than mean doses used with withdrawal in previous studies in 20 of 66 patients and were within the ranges of doses used in all but one patient. Doctors considered that medications for active shortening of the dying process definitely led to the patient's death in 72 patients (77%), probably led to the patient's death in 11 (12%), and were unlikely to have led to death in 11 (12%) patients.

Conclusions: There is a gray area in end-of-life care between treatments administered to relieve pain and suffering and those intended to shorten the dying process.


VOL 36(3):1003-1004, March 2008
Noninvasive ventilation for patients near the end of life: What do we know and what do we need to know? [Editorial]

Ehlenbach, William J. MD; Curtis, J Randall MD, MPH; 

VOL 36(3):953-963, March 2008.
Recommendations for end-of-life care in the intensive care unit: A consensus statement by the American Academy of Critical Care Medicine

Truog, Robert D. MD, MA; Campbell, Margaret L. PhD, RN, FAAN; Curtis, J Randall MD, MPH; Haas, Curtis E. PharmD, FCCP; Luce, John M. MD; Rubenfeld, Gordon D. MD, MSc; Rushton, Cynda Hylton PhD, RN, FAAN; Kaufman, David C. MD; 

Abstract
Background: These recommendations have been developed to improve the care of intensive care unit (ICU) patients during the dying process. The recommendations build on those published in 2003 and highlight recent developments in the field from a U.S. perspective. They do not use an evidence grading system because most of the recommendations are based on ethical and legal principles that are not derived from empirically based evidence.

Principal Findings: Family-centered care, which emphasizes the importance of the social structure within which patients are embedded, has emerged as a comprehensive ideal for managing end-of-life care in the ICU. ICU clinicians should be competent in all aspects of this care, including the practical and ethical aspects of withdrawing different modalities of life-sustaining treatment and the use of sedatives, analgesics, and nonpharmacologic approaches to easing the suffering of the dying process. Several key ethical concepts play a foundational role in guiding end-of-life care, including the distinctions between withholding and withdrawing treatments, between actions of killing and allowing to die, and between consequences that are intended vs. those that are merely foreseen (the doctrine of double effect). Improved communication with the family has been shown to improve patient care and family outcomes. Other knowledge unique to end-of-life care includes principles for notifying families of a patient's death and compassionate approaches to discussing options for organ donation. End-of-life care continues even after the death of the patient, and ICUs should consider developing comprehensive bereavement programs to support both families and the needs of the clinical staff. Finally, a comprehensive agenda for improving end-of-life care in the ICU has been developed to guide research, quality improvement efforts, and educational curricula.

Conclusions: End-of-life care is emerging as a comprehensive area of expertise in the ICU and demands the same high level of knowledge and competence as all other areas of ICU practice.
VOL 36(3):789-794, March 2008
Noninvasive ventilation for acute respiratory failure near the end of life 

Sinuff, Tasnim MD, PhD; Cook, Deborah J. MD, MSc; Keenan, Sean P. MD, MSc; Burns, Karen E. A. MD, MSc; Adhikari, Neill K. J. MDCM, MSc; Rocker, Graeme M. MHSc, DM, FRCP, FRCPC; Mehta, Sangeeta MD; Kacmarek, Robert PhD, RRT; Eva, Kevin PhD; Hill, Nicholas S. MD; 

Abstract
Rationale: For patients with acute respiratory failure who have declined intubation and resuscitation or have chosen comfort measures only, noninvasive ventilation (NIV) may help them achieve important health or personal goals, or merely prolong the dying process.

Objective: To determine clinicians' attitudes to and stated use of NIV for these patients.

Methods: We developed an instrument to assess the attitudes of intensivists, pulmonologists, and respiratory therapists (RTs) toward the use of NIV for patients with acute respiratory failure near or at the end of life. After assessing its psychometric properties, we mailed the survey to these clinicians at 18 Canadian and two U.S. hospitals. We analyzed factors associated with stated use of NIV for do-not-resuscitate and comfort-measures-only patients.

Results: Overall, 104 of 183 (57%) physicians and 290 of 473 (61%) RTs participated. Two thirds of physicians include NIV during life support discussions with do-not-resuscitate patients at least sometimes, and 87% of RTs stated that NIV should be included in such discussions. For patients choosing comfort measures only, almost half of physicians reported including NIV as an option in their discussions at least sometimes, while fewer than half of RTs stated that these discussions should be conducted. Most (>80%) physicians use NIV and most (>80%) RTs are asked to initiate NIV for do-not-resuscitate patients with chronic obstructive pulmonary disease or cardiogenic pulmonary edema. Fewer clinicians report using NIV for do-not-resuscitate patients with underlying malignancy (59% of physicians, 69% of RTs) or for patients choosing comfort measures only (40% of physicians, 51% of RTs; p < .001).

Conclusions: For patients with do-not-resuscitate orders, many physicians use NIV, and many RTs are asked to initiate NIV, most often to treat chronic obstructive pulmonary disease and cardiogenic pulmonary edema. Further study is needed on the goals of NIV near the end of life, whether these goals are understood by all stakeholders, and how well they are achieved in practice.
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	In - home palliative care increased patient satisfaction and reduced use and costs of medical services

	ISSUE:
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JOURNAL OF MEDICAL ETHICS

Jul 2007, vol. 33, no. 7

p. 400-3
Attitudes toward physician-assisted suicide among physicians in Vermont. 

Craig-Alexa, Cronin-Beth, Eward-William, Metz-James, Murray-Logan, Rose-Gail, Suess-Eric, Vergara-M. 

Abstract
BACKGROUND: Legislation on physician-assisted suicide (PAS) is being considered in a number of states since the passage of the Oregon Death With Dignity Act in 1994. Opinion assessment surveys have historically assessed particular subsets of physicians. OBJECTIVE: To determine variables predictive of physicians' opinions on PAS in a rural state, Vermont, USA. DESIGN: Cross-sectional mailing survey. PARTICIPANTS: 1052 (48% response rate) physicians licensed by the state of Vermont. RESULTS: Of the respondents, 38.2% believed PAS should be legalised, 16.0% believed it should be prohibited and 26.0% believed it should not be legislated. 15.7% were undecided. Males were more likely than females to favour legalisation (42% vs 34%). Physicians who did not care for patients through the end of life were significantly more likely to favour legalisation of PAS than physicians who do care for patients with terminal illness (48% vs 33%). 30% of the respondents had experienced a request for assistance with suicide. CONCLUSIONS: Vermont physicians' opinions on the legalisation of PAS is sharply polarised. Patient autonomy was a factor strongly associated with opinions in favour of legalisation, whereas the sanctity of the doctor-patient relationship was strongly associated with opinions in favour of not legislating PAS. Those in favour of making PAS illegal overwhelmingly cited moral and ethical beliefs as factors in their opinion. Although opinions on legalisation appear to be based on firmly held beliefs, approximately half of Vermont physicians who responded to the survey agree that there is a need for more education in palliative care and pain management. 

Publication type
Journal-Article.

JOURNAL OF CLINICAL NURSING

Dec 2007, vol. 16, no. 12

p. 2357-64 

The experiences of Chinese family members of terminally ill patients - a qualitative study. 

Full text available at Blackwell Publishing  

Wong-Ming-San, Chan-Sally-Wai-Chi. 

Abstract
AIM: To describe and understand the experiences of Chinese family members of terminally ill patients during the end of life process in a palliative care unit. BACKGROUND: Palliative care aims to provide care to dying patients and their family members. Skillful interventions are necessary to help family members cope with the impending death of the patient and maintain their emotional equilibrium. Hence, it is important to understand the experiences of family members of palliative care. DESIGN: A phenomenological study was conducted. Data were collected by semi-structured interviews. We interviewed a purposive sample of 20 family members of terminally ill patients in a palliative care unit in Hong Kong. The data were analysed following Colaizzi's phenomenological methodology. RESULTS: Family members experienced anticipatory grief, with reactions that included anger, unease, sadness and helplessness. This was particularly acute when the patient was first admitted to the palliative care unit. However, the family members quickly accepted the reality and committed themselves to the care of the patient, seeking informational and emotional support from the nurses. The families wanted to be assured that the patient had been offered good care and suffered no pain. It was considered important to be with the patient during the dying process. CONCLUSION: This study demonstrated that Chinese family members were committed to the care of the patients in the palliative care unit. Cultural beliefs played a part in influencing family emotions and concerns. RELEVANCE TO CLINICAL PRACTICE: This study offers a direction for family interventions that acknowledge the reactions of family members to the admission of a patient to a palliative care unit. It highlights that families need active informational and emotional support from nurses. 

Publication type
Journal-Article.

THE JOURNAL OF NUTRITION HEALTH & AGING

Nov- Dec 2007, vol. 11, no. 6

p. 495-501
Comparing the ethical challenges of forgoing tube feeding in American and Hong Kong patients with advanced dementia. 

Full text available at ProQuest  

Pang-M-C-S, Volicer-L, Chung-P-M-B, Chung-Y-M-I, Leung-W-K-A, White- P. 

Abstract
OBJECTIVES: To develop a cross-cultural dialogue for enriching our understanding of how an ethical environment can be constructed in fostering tube-feeding decisions in patients with advanced dementia (AD). DESIGN AND DATA SOURCE: Drawing on the findings of two prospective case studies conducted in Boston and Hong Kong, this paper compares the decision-making patterns of forgoing tube feeding for AD patients and their emergent ethical dilemmas typified in a special dementia care unit in Boston (BCU) and a long-term care unit in Hong Kong (HKCU). FINDINGS: Differences in forgoing tube feeding decision are delineated in the two places. No-tube-feeding practice was sustained in BCU in two ways: advance decision-making with respect paid to the patient's wishes and advance proxy decision- making focused on patient comfort. With life preservation as the prevailing value in the Hong Kong medical system, only strong family request coupled with medical evidence of patient's ability to continue hand-feeding that tube feeding would be discontinued. All patients died with some form of artificial feeding. CONCLUSION: A paradigm shift of values underpinning the practice of forgoing tube feeding in the context of palliative care is observed in three aspects. First, the emphasis on prognostication based on biomedical markers in predicting the length of survival is shifted to a focus on the diagnosis of dying. Second, the overriding concern in conventional medical practice with preserving life is shifting to an overriding concern of what is best for the patient. Third, in the last days of life, the conventional approach of trying to do everything for the patient had shifted from a technological to a relational one. Palliative measures for relieving discomfort and providing a peaceful and dignified environment in which the patient could die are the primary concern. Although the predominant medical culture in Hong Kong is biomedical, voices from the patients and family members challenge this conventional practice, and suggest that the alternative model may be a better choice. 

Publication type
Journal-Article, Research-Support-Non-US-Govt, Review.

p. 489-94,
Dignity and palliative care in dementia. 

Full text available at ProQuest  

Holmerova-I, Juraskova-B, Kalvach-Z, Rohanova-E, Rokosova-M, Vankova- H. 

Abstract
Care for patients with dementia poses multiple challenges to the caretaker, including issues concerning maintaining patient dignity. In this paper, we discuss dignity in the context of patient autonomy, self-respect and appreciation, and explore issues that relate to dignity of patients in dementia care. As patients become incapacitated by the disease, it becomes the caretaker's responsibility to assure that the patient continues to live with dignity. The uniform manifestation of dementia symptoms across individuals allows for implementation of patient-friendly activities to address their special needs and allow them to express the remaining autonomy. In advanced dementia, a beneficial long-term care outcome becomes secondary and should give way to strategies to maintain patient comfort and dignity. Although it may be challenging to stress dignity in a patient with advanced dementia, where multiple serious health problems are likely to co-exist, it remains important to realize that dignity can be, should be and must be supported, maintained and, in some situations, regained. 

Publication type
Journal-Article, Research-Support-Non-US-Govt, Review.

p. 484-8
Silent and invisible; nursing home residents with advanced dementia. 

Full text available at ProQuest  

Simard-J. 

Abstract
The Namaste Care Program is designed to provide meaningful activities through therapeutic touch, music and life review to nursing home residents with advanced dementia. This program has improved resident care, staff and family satisfaction while increasing census. Namaste Care is easy to initiate and does not require additional staff or expensive supplies. The experience of one long-term care company EPOCH Senior Living of Waltham Massachusetts USA which offers Namaste Care in their skilled nursing facilities is explained. Management has concluded that program has been an important addition to the services they provide for residents and their families from both a business prospective and a quality of care standpoint. 

Publication type
Journal-Article, Review.

p. 481
Goals of care in advanced dementia: quality of life, dignity and comfort. 

Full text available at ProQuest  

Volicer-L. 

Abstract
Prolongation of human lifespan is increasing the number of individuals suffering from Alzheimer's disease and other progressive dementia worldwide. There are about 5 million of these individuals in both United States and European Union and many more in other countries of the world (1). Because there is no curative treatment for these diseases, most individuals with dementia survive to an advanced stage of dementia at which time many of them require institutional care. Home care for individuals with advanced dementia and especially institutional care are very expensive and are becoming major public health problems. The cost of care for advanced dementia is often increased by the use of aggressive medical interventions that may not be in the best interest of the patient. Because advanced dementia is currently incurable, it should be considered a terminal illness, similar to terminal cancer. Therefore, palliative care may be the most appropriate strategy for management of advanced dementia (2). The goals of palliative care are maintenance of quality of life, dignity and comfort and the four articles in this special issue are addressing these goals. Enhancement of quality of life in dementia requires attention to three main domains: provision of meaningful activities, appropriate medical care, and treatment of behavioral symptoms (3). Individuals with advanced dementia may not be able to participate in many activity programs but they still may maintain some quality of life if they are provided care in a pleasant environment with constant presence of a caregiver. Simard describes a program, Namaste Care, which is specifically tailored for individuals with advanced dementia. This program requires neither major expenditure nor increased staffing and should be instituted in all facilities that care for individuals with advanced dementia. Maintaining functional status of individuals with advanced dementia is important because it improves their self esteem and facilitates provision of care. Van der Steen et al. present evidence that lower respiratory tract infection leads frequently but not always to functional decline. However, it is significant that the Dutch participants in this study were never hospitalized and always treated in a nursing home. Hospitalization leads to functional deterioration even in cognitively intact elderly individuals (4). In addition, treatment of lower respiratory infection is more effective when provided in a nursing home than when the resident is transferred to an acute care setting (5). It should also be considered that antibiotic treatment of lower respiratory tract infections in individuals with terminal dementia does not increase their comfort and lifespan (6). Dignity is an often invoked goal of care in dementia but it is often poorly defined and characterized. Holmerova et al. provide a detailed description of the concept of dignity and its application in dementia care. They also present two specific examples of problems encountered when individuals with advanced dementia are treated insensitively in an acute care setting. Dignity oriented care should treat everybody as an individual and provide care according to the goals of care determined before any crisis situation (7). Namaste Care is an example of care setting that respects individual's dignity until death; respecting the spirit within. Tube feeding in individuals with advanced progressive dementia does not promote quality of life, dignity or comfort. Tube feeding deprives individuals from contact with the caregiver during hand feeding and from enjoyment of the taste of food. Tube feeding often requires use of restraints that decreases an individual's dignity and comfort. Despite the lack of beneficial effects and the burdens that the tube feeding imposes (8), it is still widely used in individuals with advanced dementia. Pang et al. compare the use of tube feeding in two different settings of dementia care, one in which tube feeding is not used and one in which everybody dies with some form of artificial feeding. She documents that the main reason for this difference is varying attitudes of medical staff and not different perceptions of best interest of the patient as expressed by the patient's relatives. It is hoped that this special issue will increase awareness of the medical community about appropriateness of palliative care for individuals with advanced dementia. Such care may not only provide better care for individuals with dementia and their families but may also save some health care resources (9). Palliative care is well accepted by many relatives of individuals with advanced dementia but not promoted by many health care professionals. We need to provide more education and research results for health care professionals to increase the use of palliative care in advanced dementia. 

Publication type
Introductory-Journal-Article.
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JPEN. JOURNAL OF PARENTERAL AND ENTERAL NUTRITION

Nov-Dec 2007, vol. 31, no. 6

p. 508-10
Parenteral nutrition prolongs the survival of patients associated with malignant gastrointestinal obstruction. 

Full text available at ProQuest  

Fan-Bo-Guang. 

Abstract
BACKGROUND: Many patients with advanced cancers have associated gastrointestinal (GI) obstruction. Parenteral nutrition (PN) is indicated in patients with a dysfunctional GI tract, but the role of PN in patients' survival is still controversial. The present study was retrospectively conducted to verify if there are any long-term survivors living for more than 1 year after initiation of PN without food or drink in patients with malignant GI tract obstruction resulting from advanced cancers. METHODS: One hundred fifteen adult patients with malignant GI obstruction were identified over a 6-year period at a palliative-care setting. Their median age was 51 years (range, 31-74 years), and 62 (54%) were women and 53 men (46%). All selected patients had malignant GI tract obstruction and started PN treatment after cessation of energy intake to time of death. Survival expectancy as a criterion was analyzed in all patients. RESULTS: The median time from initiation of PN to death was 6.5 months. Eleven patients survived >or=1 year and 2 patients have been alive for almost 4 years later after cessation of energy intake. CONCLUSIONS: PN can be expected to obtain a longer survival for the patient with GI tract obstruction caused by advanced cancer. 

Publication type
Journal-Article.

ONCOLOGY
vol. 72, no. 3-4

p. 162-3
A need to document a role for palliative chemotherapy in the management of progressive malignant disease. 

Markman-Maurie. 

Publication type
Comment, Editorial.
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ACTA ANAESTHESIOLOGICA SCANDINAVICA 

Jan 2008 (epub: 13 Nov 2007), vol. 52, no. 1

p. 143-8
Chronic non-malignant pain patients report as poor health-related quality of life as palliative cancer patients. 

Fredheim-O-M-S, Kaasa-S, Fayers-P, Saltnes-T, Jordhoey-M, Borchgrevink-P-C. 

Abstract
BACKGROUND: Patients with chronic non-malignant pain (CNMP) conditions are known to report reduced health-related quality of life (HRQoL). The objective of this exploratory study was to compare HRQoL between patients admitted to a multidisciplinary pain centre, palliative cancer (PC) patients and national norms. METHODS: HRQoL data from 288 patients with CNMP admitted to the multidisciplinary pain centre at Trondheim University Hospital were compared with 434 patients with advanced cancer included in a trial of comprehensive palliative care in the hospital palliative medicine unit and national norms. HRQoL was assessed using the EORTC QLQ-C30. Age- and gender- adjusted norm data were calculated and compared between the two groups. RESULTS: Scores from both groups deviated from adjusted norm data on all scales, with poorer functioning and more symptoms. Compared with PC patients, CNMP patients reported a larger deviation (worse scores) on global quality of life, cognitive functioning, pain, sleep disturbances and financial difficulties. Deviations from norm data were similar for physical, social and emotional functioning, diarrhoea, dyspnoea and fatigue. PC patients reported worse scores on role functioning, nausea/vomiting, loss of appetite and constipation. CONCLUSION: CNMP patients admitted to multidisciplinary pain centres report significantly reduced HRQoL, in addition to severe pain. They consider their HRQoL to be as poor as HRQoL reported from dying cancer patients and substantially poorer than national norms. Factors other than the biological severity of the disease seem to be of major importance for self-reported HRQoL. 

Publication type
Comparative-Study, Journal-Article.

AGE AND AGEING
Sep 2007 (epub: 25 Apr 2007), vol. 36, no. 5,

p. 584-7
Do we really need palliative care for severe dementia patients? 

Rozzini-Renzo, Sabatini-Tony, Ranhoff-Anette, Trabucchi-Marco. 

Publication type
Journal-Article.

Nov 2007, vol. 36, no. 6, p. 704; author reply 704-5
Palliative care ward for the elderly. 

Vardon-V-M, Efthimiou-Caroline. 

Publication type
Comment, Letter.

Comment
Comment on: Age Ageing. 2007 Jul; 36(4):462-4.
AMERICAN JOURNAL OF HEALTH-SYSTEM PHARMACY
15 Jan 2008, vol. 65, no. 2

p. 123-31

Role of sunitinib and sorafenib in the treatment of metastatic renal cell carcinoma. 

Hiles-Jon-J, Kolesar-Jill-M. 

Abstract
PURPOSE: The role of sunitinib and sorafenib in the treatment of metastatic renal cell carcinoma (mRCC) is reviewed. SUMMARY: Sunitinib malate is a potent inhibitor of vascular endothelial growth factor (VEGF) receptors, FMS-like tyrosine kinase 3 (FLT3), c-KIT, and platelet-derived growth factor (PDGF), which give the drug its direct antitumor and antiangiogenic properties. Sunitinib is currently approved as a second-line treatment of mRCC in patients who have either not responded to or who are not eligible to receive interleukin-2. Clinical trials of sunitinib have found similar rates of partial response, disease stabilization, and progression-free survival. Sorafenib inhibits VEGF receptors, PDGF receptors, FLT3, RAF-1, and BRAF in vitro and has been shown to prevent the growth of tumors but not to reduce tumor size. Sorafenib has been proven to improve survival in a novel randomized discontinuation trial and a Phase III randomized, placebo-controlled trial. No studies have directly compared the effectiveness of sunitinib to sorafenib in the treatment of advanced renal cell carcinoma. Sunitinib and sorafenib share a similar mechanism of action and primarily target tumor angiogenesis by inhibiting a variety of tyrosine kinases; the agents have similar toxicity, with the exception of an increased risk of hypertension associated with the use of sorafenib. Sorafenib does not result in tumor shrinkage, but sunitinib significantly reduces tumor size. CONCLUSION: The tyrosine kinase inhibitors sorafenib and sunitinib offer improved outcomes for patients with mRCC, but they are far short of a cure. Despite the introduction of sorafenib and sunitinib, palliative care is still an acceptable treatment option for mRCC because of the disease's extremely poor prognosis. 

Publication type
Journal-Article, Review.

AMERICAN JOURNAL OF SURGERY
Feb 2008, vol. 195, no. 2

p. 221-8
Factors influencing survival after bypass procedures in patients with advanced pancreatic adenocarcinomas. 

Mueller-Michael-W, Friess-Helmut, Koeninger-Joerg, Martin-David, Wente-Moritz-N, Hinz-Ulf, Ceyhan-Gueralp-O, Blaha-Pavel, Kleeff- Joerg, Buechler-Markus-W. 

Abstract
BACKGROUND: Patients with occult metastasis or locally nonresectable pancreatic cancer found during surgical exploration have a limited life expectancy. We sought to define markers in these patients that could predict survival and thus aid decision making for selection of the most appropriate therapeutic palliative option. METHODS: In a prospective 4-year single-center study, 136 consecutive patients with obstructive pancreatic cancer and intraoperative diagnosis of nonresectable or disseminated pancreatic cancer underwent a palliative surgical bypass procedure. Potential factors predicting survival were evaluated. RESULTS: Ninety-eight patients had metastatic disease and 38 locally advanced disease. Surgical morbidity rate was 16 %, re-operation rate 1%, and overall in- hospital mortality 4%. Univariate analysis showed American Society of Anesthesiologists (ASA) score, pain, operation time, presence of metastasis, and levels of leukocytes, albumin, C-reactive protein (CRP), carcinoembryonic antigen (CEA), and carbohydrate antigen (CA) 19-9 were associated significantly with survival. The multivariate analysis identified ASA score, presence of liver metastasis, pain, CA 19-9, and CEA levels as independent indicators for poor survival. Patients with none or 1 of these risk factors had a median survival of 13.5 months, whereas patients with 4 or 5 risk factors had a median survival of 3.5 months. CONCLUSIONS: The clinical markers identified predict poor outcome for patients with palliative bypass surgery and therefore aid the appropriate selection of either surgical bypass or endoscopic stenting in these patients. 

Publication type
Journal-Article.

ANNALS OF INTERNAL MEDICINE 

15 Jan 2008, vol. 148, no. 2

p. 147-59
Evidence for improving palliative care at the end of life: a systematic review. 

Lorenz-Karl-A, Lynn-Joanne, Dy-Sydney-M, Shugarman-Lisa-R, Wilkinson- Anne, Mularski-Richard-A et al
Abstract
BACKGROUND: Many persons and their families are burdened by serious chronic illness in late life. How to best support quality of life is an important consideration for care. PURPOSE: To assess evidence about interventions to improve palliative and end-of-life care. DATA SOURCES: English-language citations (January 1990 to November 2005) from MEDLINE, the Database of Abstracts of Reviews of Effects, the National Consensus Project for Quality Palliative Care bibliography, and November 2005 to January 2007 updates from expert reviews and literature surveillance. STUDY SELECTION: Systematic reviews that addressed end of life, including terminal illness (for example, advanced cancer) and chronic, eventually fatal illness with ambiguous prognosis (for example, advanced dementia), and intervention studies (randomized and nonrandomized designs) that addressed pain, dyspnea, depression, advance care planning, continuity, and caregiving. DATA EXTRACTION: Single reviewers screened 24,423 titles to find 6381 relevant abstracts and reviewed 1274 articles in detail to identify 33 high-quality systematic reviews and 89 relevant intervention studies. They synthesized the evidence by using the Grading of Recommendations, Assessment, Development, and Evaluation (GRADE) classification. DATA SYNTHESIS: Strong evidence supports treating cancer pain with opioids, nonsteroidals, radionuclides, and radiotherapy; dyspnea from chronic lung disease with short-term opioids; and cancer-associated depression with psychotherapy, tricyclics, and selective serotonin reuptake inhibitors. Strong evidence supports multi component interventions to improve continuity in heart failure. Moderate evidence supports advance care planning led by skilled facilitators who engage key decision makers and interventions to alleviate caregiver burden. Weak evidence addresses cancer-related dyspnea management, and no evidence addresses noncancer pain, symptomatic dyspnea management in advanced heart failure, or short-acting antidepressants in terminal illness. No direct evidence addresses improving continuity for patients with dementia. Evidence was weak for improving caregiver burdens in cancer and was absent for heart failure. LIMITATIONS: Variable literature indexing for advanced chronic illness and end of life limited the comprehensiveness of searches, and heterogeneity was too great to do meta-analysis. CONCLUSION: Strong to moderate evidence supports interventions to improve important aspects of end-of-life care. Future research should quantify these effects and address the generalizability of insights across the conditions and settings of the last part of life. Many critical issues lack high-quality evidence. Grant ID: 290-02-0003, Agency: United States PHS Grant ID: K07-CA096 783, Acronym: CA, Agency: United States NCI. 

Publication type
Journal-Article

Comment
Comment in: Ann Intern Med. 2008 Jan 15; 148(2):I42.

p. 141-6

Evidence-based interventions to improve the palliative care of pain, dyspnea, and depression at the end of life: a clinical practice guideline from the American College of Physicians. 

Qaseem-Amir, Snow-Vincenza, Shekelle-Paul, Casey-Donald-E-Jr, Cross- J-Thomas-Jr, Owens-Douglas-K, Dallas-Paul, Dolan-Nancy-C, Forciea- Mary-Ann, Halasyamani-Lakshmi, Hopkins-Robert-H-Jr, Shekelle-Paul
Abstract
RECOMMENDATION 1: In patients with serious illness at the end of life, clinicians should regularly assess patients for pain, dyspnea, and depression. (Grade: strong recommendation, moderate quality of evidence.) RECOMMENDATION 2: In patients with serious illness at the end of life, clinicians should use therapies of proven effectiveness to manage pain. For patients with cancer, this includes nonsteroidal anti-inflammatory drugs, opioids, and bisphosphonates. (Grade: strong recommendation, moderate quality of evidence.) RECOMMENDATION 3: In patients with serious illness at the end of life, clinicians should use therapies of proven effectiveness to manage dyspnea, which include opioids in patients with unrelieved dyspnea and oxygen for short-term relief of hypoxemia. (Grade: strong recommendation, moderate quality of evidence.) RECOMMENDATION 4: In patients with serious illness at the end of life, clinicians should use therapies of proven effectiveness to manage depression. For patients with cancer, this includes tricyclic antidepressants, selective serotonin reuptake inhibitors, or psychosocial intervention. (Grade: strong recommendation, moderate quality of evidence.) RECOMMENDATION 5: Clinicians should ensure that advance care planning, including completion of advance directives, occurs for all patients with serious illness. (Grade: strong recommendation, low quality of evidence.). 

Publication type
Journal-Article, Practice-Guideline, Research-Support-Non-US-Govt.

Comment
Comment in: Ann Intern Med. 2008 Jan 15; 148(2):I42.

p. 135-40
Update in palliative medicine. 

Goldstein-Nathan-E, Fischberg-Daniel. 

Publication type
Journal-Article.

p. I42
Summaries for patients. Treatment of seriously ill patients who are near the end of life: recommendations from the American College of Physicians. 

Publication type
Comment, Patient-Education-Handout.

Comment
Comment on: Ann Intern Med. 2008 Jan 15; 148(2):141-6

Comment on: Ann Intern Med. 2008 Jan 15; 148(2):147-59.

ANNALS OF SURGICAL ONCOLOGY

Sep 2007 (epub: 31 May 2007), vol. 14, no. 9

p. 2567-76
Palliative resection of colorectal cancer: does it prolong survival? 

Costi-Renato, Mazzeo-Antonio, Di-Mauro-Davide, Veronesi-Licia, Sansebastiano-Giuliano, Violi-Vincenzo, Roncoroni-Luigi, Sarli- Leopoldo. 

Abstract
BACKGROUND: It is still a matter of debate as to whether resective surgery of the primary tumor may prolong the survival of patients affected by incurable colorectal cancer (CRC). The main goal of this retrospective study, carried out on patients not undergoing any therapy other than surgery, was to quantify the benefit of primary tumor removal in patients with differently presenting incurable CRC. METHODS: One hundred and thirty consecutive patients were operated on for incurable CRC (83 undergoing resective and 47 non-resective procedures). With the purpose of comparing homogenous populations and of identifying patients who may benefit from primary tumor resection, the patients were classified according to classes of disease, based on the metastatic pattern and the resectability of primary tumor. RESULTS: In patients with resectable primary tumors, resective procedures are associated with longer median survival than after non- resective ones (9 months vs 3). Only patients with distant spread without neoplastic ascites/carcinosis benefit from primary tumor removal (median survival: 9 months vs 3). Morbidity and mortality of resective procedures is not significantly different from that of non- resective surgery, either in the population studied or in any of the groups considered. CONCLUSIONS: Palliative resection of primary CRC should be pursued in patients with unresectable distant metastasis (without carcinomatosis), and, intraoperatively, whenever the primary tumor is technically resectable. 

Publication type
Journal-Article, Research-Support-Non-US-Govt.
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CLINICAL CHILD PSYCHOLOGY AND PSYCHIATRY
Oct 2007, vol. 12, no. 4

p. 549-65

A qualitative investigation of fathers' experiences of looking after a child with a life-limiting illness, in process and in retrospect
Ware-Jane, Raval-Hitesh. 

Abstract
Child life-limiting illnesses are those from which there is no reasonable hope of cure and from which children will die. Only recently have these illnesses been recognized as a discrete category and thus relatively little research has focused specifically upon this group of children and their families. This study utilized qualitative methods to investigate the experience of fathers, a group who are often under-represented in child illness research. The research aim was to gain an understanding of fathers' experiences of having a child with a life-limiting illness, its impact upon them, and their perceptions of service provision. The data from eight interviews was analysed using Interpretative Phenomenological Analysis. Four main themes emerged highlighting the fathers' feeling that their world had been turned upside down, how they lived with the knowledge their child would die, how men perceive themselves as different from women, and the fathers' wish to contribute to changing and improving how other fathers might cope with a child with a life- limiting illness. The results are discussed particularly in relation to gender issues. Various implications for clinical practice and service provision are considered. Suggestions are also made for future research. 

Publication type
Journal-Article.
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GASTROINTESTINAL ENDOSCOPY
Nov 2007, vol. 66, no. 5

p. 928-30
Self-expanding metal stents as nonsurgical palliative therapy for malignant colonic obstruction: time to change the standard of care? 

Bittinger-Maximilian, Messmann-Helmut. 

Publication type
Editorial.
GASTROINTESTINAL ENDOSCOPY CLINICS OF NORTH AMERICA
Oct 2007, vol. 17, no. 4

p. 795-803
Palliative use of percutaneous endoscopic gastrostomy and percutaneous endoscopic cecostomy tubes. 

Holm-Adrian-N, Baron-Todd-H. 

Abstract
Percutaneous endoscopic gastrostomy (PEG) tubes are most commonly placed for feeding purposes with the intention of maintenance or improvement in nutritional status; however, they may also be used in a palliative role in patients who have terminal illnesses for feeding or decompression. Percutaneous endoscopic cecostomy (PEC) tubes can be used to decompress malignant and functional bowel disorders with accepted morbidity and mortality. This article reviews the use of PEG and PEC tubes for palliative use. 

Publication type
Journal-Article, Review.

INTERNATIONAL JOURNAL OF PALLIATIVE NURSING
Sep 2007, vol. 13, no. 9

p. 451-9
Hope in terminal illness: an evolutionary concept analysis. 

Johnson-Sarah. 

Abstract
AIMS: to clarify the concept of hope as perceived by patients with a terminal illness, to develop hope as an evidence-based nursing concept, to contribute new knowledge and insights about hope to the relatively new field of palliative care; endeavouring to maximize the quality of life of terminally ill patients in the future. METHOD: utilizing Rodgers' (2000a) evolutionary concept analysis methodology and thematic content analysis, 17 pieces of research-based literature on hope as perceived by adult patients with any terminal illness pathology, from the disciplines of nursing and medicine have been reviewed and analyzed. An exemplary case of the concept in action is presented along with the evolution of the concept hope in terminal illness. RESULTS: Ten essential attributes of the concept were identified: positive expectation; personal qualities; spirituality; goals; comfort; help/caring; interpersonal relationships; control; legacy; and life review. Patients' hopes and goals are scaled down and refocused in order to live in the present and enjoy the time they have left with loved ones. CONCLUSION: By completing all the steps to Rodgers' (2000a) evolutionary view of concept analysis, a working definition and clarification of the concept in its current use has been achieved. This provides a solid conceptual foundation for further study. 

Publication type
Journal-Article, Review.

p. 445-9
Artificial rehydration in the last days of life: is it beneficial? 

Bavin-Lyn. 

Abstract
Dehydration is a common concern in palliative care, and can be an emotive issue for patients and their families (Patchett, 1998). Family members instinctively wish to continue caring for a dying relative, and no more so than by giving nourishment. When the time comes that food cannot be tolerated, giving fluid can seem to be the last way of providing the patient with comfort and nurture. Dehydration may be perceived as the reason for death, rather than a natural part of the dying process. Is it therefore reasonable to give patients fluid by an alternative method? Hypodermoclysis (HDC), or subcutaneous hydration, is sometimes used to administer fluids in the last days of life in a palliative care setting. This article aims to consider the benefits and problems associated with artificial rehydration in these circumstances. 

Publication type
Journal-Article.

p. 438-44
Macmillan nurse facilitators: establishing a palliative resource nurse network in primary care. 

Byron-Shirley, Moriarty-Deirdre, O-Hara-Annette. 

Author affiliation
Greater Glasgow NHS, Primary Care Division, Glasgow, UK. shirley.byron@glacomen.scot.nhs.uk. 

Abstract
AIM: to describe how a link nurse system for palliative care was established in primary care and report on an evaluation of the system undertaken as part of a larger evaluation of newly established Macmillan nurse facilitator posts. METHOD: a range of data collection techniques was used to collect information relating to the link nurse system including interview, questionnaire and observation. Various sampling strategies were adopted for the different data collection methods. This paper reports on the findings of semi structured interviews with groups of district nurses and link nurses, a questionnaire to district nurses, telephone interviews with a sample of questionnaire respondents and site observations. FINDINGS: the Macmillan nurse facilitators have established, supported and maintained a robust palliative resource nurse (PRN) group within primary care. The majority of practising clinical district nursing staff have used this important resource for a variety of reasons over the past four years. The model developed provides an opportunity for professional development for the PRNs. This initiative has been viewed as a very positive development and has been utilised for disseminating information, research and audit purposes from clinicians both within and out-with primary care. CONCLUSIONS: The establishment of a palliative resource network within primary care has been successful. It has provided an effective and efficient means of disseminating information across a large workforce and extensive geographical area. The development of a clear structured model benefits both the PRNs and the organisation by providing clear expectations of the role while offering a framework for professional development. 

Publication type
Journal-Article, Research-Support-Non-US-Govt.

p. 430-5
Palliative care and intellectual disabilities: individual roles, collective responsibilities. 

Read-Sue, Jackson-Sue, Cartlidge-Deborah. 

Author affiliation
School of Nursing and Midwifery, Keele University, Clinical Education Centre, University Hospital of North Staffordshire, NHS Trust, City General Hospital, Newcaslte Road, Staffs, UK. s.c.read @nur.keele.ac.uk. 

Abstract
Palliative care should be fully accessible to all those who need it. However, some individuals may be disadvantaged from a palliative care perspective, for a variety of different reasons. This paper brings together three practitioners working in different professional roles who all have a similar interest: palliative care for people with intellectual disabilities. Each practitioner will describe how they are developing local, practice-based initiatives in an effort to improve palliative care for this marginalised group in North Staffordshire, congruent with local and national policies. 

Publication type
Journal-Article.

p. 426-9
Development of a pathway to facilitate gastrostomy insertion for patients with MND. 

Oliver-David, Bell-Jenny, Gallagher-Donal, Newton-Jenny, Rackham- Claire, Swannick-Jackie, Thompson-Sheila. 

Author affiliation
Kent Institute of Medicine and Health Sciences, University of Kent, UK. david.oliver@medwaypct.nhs.uk. 

Abstract
A pathway has been developed using a multidisciplinary group from within specialist palliative care to ensure a comprehensive approach to the insertion of gastromy tubes for patients with motor neurone disease (MND) with swallowing difficulties. The pathway has ensured that there is a coordinated approach and the professionals involved are clear as to their responsibilities in the discussion and planning of the insertion, ensuring the best support for the patient and family. 

Publication type
Journal-Article.

p. 418-25
Aboriginal cultural practices on caring for the deceased person: findings and recommendations. 

McGrath-Pam. 

Abstract
AIM: to describe Aboriginal peoples' post-death cultural practices in the Northern Territory. METHODS: the data were collected from 72 qualitative interviews conducted throughout the regional, rural and remote areas of the Northern Territory, Australia, with Aboriginal patients and carers and the health professionals who cared for them. RESULTS: the findings indicated the importance to Aboriginal peoples of viewing the body, and post-death bereavement practices of group wailing, which can be coupled with physical expressions of self- mutilation and removal of clothing. Special ceremonies are reported for times when the body is returned home and there are strong relationship-based practices about which persons are able to handle the body. CONCLUSION: The findings provide useful information for palliative care nurses working with Aboriginal peoples to ensure appropriate cultural understanding and an informed response to practice. 

Publication type
Journal-Article, Research-Support-Non-US-Govt.

INTERNATIONAL JOURNAL OF PALLIATIVE NURSING

Oct 2007, vol. 13, no. 10

p. 502-5
Interprofessional working: communication, collaboration... perspiration!
Dawson-Sheila. 

Author affiliation
Manchester PCT, Moss Side Health Centre, Manchester, UK. sheila.dawson@manchester.nhs.uk. 

Abstract
Palliative care is rarely delivered by one provider; for most patients their care will be managed by community and one or more hospital teams at the least. This can be problematic for patients, their family and friends, and health professionals. Evidence suggests that, in general, providers work in isolation from each other. Although formal processes are in place for transfer of information between the sectors on discharge between acute and community sectors, there is a de facto lack of communication and therefore a lack of appreciation of the working practices within each environment. This resulting lack of collaboration between teams can lead to disruptive care that detracts from the holistic philosophy purported to be the basis of supportive and palliative care (National Institute for Health and Clinical Excellence (NICE) 2004; Department of Health (DH) 2000). In October 2005, 20% of a clinical nurse specialist's (CNS) full-time post was dedicated to working between the palliative care teams of Central Manchester and Manchester Children's NHS Trust (CMMC) and Central Manchester PCT (CMPCT). The aim was to improve communication and dialogue to promote more effective integrated working between the two sites and develop effective interprofessional working. This article will evaluate the impact of this new post, after 18 months, on collaboration between the teams, their practices and their patients. Finally, it will offer recommendations for future development. 

Publication type
Evaluation-Studies, Journal-Article.

p. 495-501
Sleep disturbance in family caregivers of patients with advanced cancer. 

Hearson-Brenda, McClement-Susan. 

Abstract
Sleep is a complex process known to be essential for health, well- being, and optimal physical and psychological functioning. Therefore, sleep disturbance may lead to serious consequences. Advanced cancer patients are known to experience a complex constellation of symptoms requiring round-the-clock care. This reality, coupled with the current demographic, social, economic and health policy trends which are shifting palliative care from the hospital to the community setting, will see family members increasingly assuming responsibility for the provision of this care at home. Despite the positive aspects of caregiving, studies report that families experience stress and exhaustion. Given that patient and family constitute the unit of care in palliative care, this area warrants our attention. This article reviews the literature related to family caregivers' disturbed sleep while caring for someone with advanced cancer. What is known and directions for future research will be addressed. 

Publication type
Journal-Article, Review.

p. 490-3
Thinking about nursing practice and culture: syringe drivers. 

Shaw-Susan, Meek-Fraser. 

Author affiliation
St Richard's Hospice, Worcester, UK. 

Abstract
We recently set up a new inpatient unit and this involved making various decisions about our philosophy and approach to nursing practice (Shaw et al, 2007). One of the clinical issues we had to deal with was how to manage syringe drivers. Syringe drivers had been used within the community for many years, and local guidelines about their use along with various policies and procedures existed. We considered all of this information and asked some critical questions about it. One of the most practical issues we explored was the volume (or length) of infusions. This single issue and our response to it caused a significant amount of reaction among colleagues. We have written this article in an attempt to explain some of the issues relating to nursing practice and culture as we perceive them and to raise questions about why and how professionals sometimes respond to changes in practice. 

Publication type
Journal-Article, Review.

p. 486-8
Treatment options in end-of-life care: the role of palliative chemotherapy. 

McCall-Kathyrn, Johnston-Bridget. 

Author affiliation
Cancer Care Research Centre, University of Stirling, UK. bridget.johnston@stir.ac.uk. 

Abstract
Advances in medical science and technology, combined with the primary goal of medical care to restore or maintain health as far as possible, often result in the transition from active to palliative care being blurred. Treatment choices are limited in advanced disease; but paradoxically, which therapy to choose is becoming an increasingly complex decision (Weissman, 2004). The role of chemotherapy in this phase remains a controversial subject, but data are emerging to show that an increasing number of patients nearing the end of life are receiving chemotherapy (Matsuyama et al, 2006), and there is a mounting body of evidence for its use in symptom palliation (Cullen, 2003; Bowcock et al, 2004; Davis, 2005). Therefore, the traditional view that medical oncology and palliative care are two distinct disciplines may need to be modified. 

Publication type
Journal-Article, Review.

p. 478-85
Children's needs when facing the death of a parent from cancer: part one. 

Macpherson-Catriona, Emeleus-Martha. 

Author affiliation
Fife Palliative Care Service, Cedar House, Whyteman's Brae, Kirkcaldy, Scotland, UK. catrionamacpherson@fife-pct.scot.nhs.uk. 

Abstract
A small exploratory study was conducted to identify the psychosocial needs of children facing the death and subsequent bereavement of a parent from cancer. The focus was on the palliative phase of care through the bereavement period with the aim of identifying the best way forward in further developing a community-based service for children in Fife. This paper selectively reviews the literature related to children's and families' needs when facing and dealing with the death of a parent, bringing into focus some of the work available to inform thinking and planning in this area. It then describes the methods used to conduct this exploratory study and reports the issues which will be considered as a basis for future service development. 

Publication type
Journal-Article.

p. 470-7
Intercultural palliative care: do we need cultural competence? 

Gunaratnam-Yasmin. 

Author affiliation
Department of Ethnicity and Health, University of Central Lancashire, Preston, UK. YGunaratnam@uclan.ac.uk. 

Abstract
Recognition of the importance of 'cultural competence' is now central to health care policy and to nurse education and training across the international spectrum. Detailed engagement with models of cultural competence is comparatively recent in palliative care nursing. This article presents the findings from a development project on elders and carers from 'minority ethnic' groups, funded by the Department of Health, to increase awareness of palliative care and to improve understanding of the needs of these groups of service users. The article describes the experiences of nurses involved in the delivery of palliative care who were interviewed in focus groups as a part of the project. It draws attention to the complicated relationships between cultural knowledge and practice and to the non-rational and visceral dimensions of intercultural care. These aspects of nursing are marginalised in current approaches to cultural competence, which emphasise the rational acquisition and application of cultural knowledge and skills by practitioners. It is suggested that recognition of these marginalised experiences can contribute to the development of new approaches to intercultural nursing that are also more attuned to the ethos and values of palliative care. 

Publication type
Journal-Article.

JOURNAL OF PAIN & PALLIATIVE CARE PHARMACOTHERAPY

2007, vol. 21, no. 4
p. 69-76
Role of corticosteroids in palliative care. 

Shih-Allen, Jackson-Kenneth-C-2nd. 

Abstract
Corticosteroids have been used extensively since cortisone was first synthesized in the 1950s. Glucocorticoids are derived from cortisone and are used in treatments for inflammation, dermatitis, allergic reactions, asthma, hepatitis, lupus erythematosus, nausea, vomiting and inflammatory bowel diseases. In the setting of palliative care, glucocorticoids have many uses, including many symptoms of malignancy, nausea, vomiting, depression, fatigue, anorexia and cachexia. 

Publication type
Journal-Article, Review.

p. 55-7
Position statement on physician-assisted death. 

Abstract
In the past year, the American Academy of Hospice and Palliative Medicine (AAHPM) Board of Directors charged the Academy's Ethics Committee with updating our positions on a number of topics, and the board recently approved and published position statements on artificial hydration and nutrition, palliative sedation, and physician-assisted death, as well as statements on palliative care research, quality palliative care, and palliative care accreditation. AAHPM supports intense efforts to alleviate suffering and to reduce any perceived need for physician assisted death (PAD). The Board of Directors respects the beliefs and opinions of all members and does not suggest that physicians or healthcare providers be forced to deliver care they see as harmful or wrong. We want all patients to continue to receive the best possible palliative care, whatever decisions are made regarding PAD. Situations in which patients or their surrogates request physician assisted death (PAD) are particularly challenging for physicians and other healthcare providers because they raise significant clinical, ethical, and legal issues. Deep disagreement persists about the morality of PAD, and sincere, compassionate, and morally conscientious individuals stand on both sides of this debate. Rather than take a position of one side or the other, the Board's position of studied neutrality is intended to stimulate thinking and discussion about how best to respond to the urgent needs of the few dying patients who continue to suffer despite expert palliative care. 
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p. 51-3
Half of European cancer patients have moderate to severe pain: one in five patients does not receive treatment. 

Corporate author(s)
European  Pain  in  Cancer Survey, European Association of Palliative Care.

Abstract
Interim results from the European Pain in Cancer (EPIC) survey that were presented at the 2007 European Association of Palliative Care (EAPC) Congress in Budapest, Hungary, last May are described. 

p. 41-4
Pain management and palliative care systematic reviews in issue two for 2007 of The Cochrane Library. 

Wiffen-Philip-J. 

Author affiliation
Oxford Regional Pain Relief Unit, Churchill Hospital, Oxford, OX3 7LJ, UK. phil.wiffen@pain-relief-unit.oxford.ac.uk. 

Abstract
The Cochrane Library of Systematic Reviews is published quarterly. It now contains 3094 complete reviews, 1707 protocols for reviews in production and 6817 one page summaries of systematic reviews published in the general medical literature. In addition there are citations of 495,000 randomized controlled trials, and 9458 cited papers in the Cochrane methodology register. The health technology assessment database contains 6817 citations. This edition of the Library contains 97 new reviews of which 9 have potential relevance for practitioners in pain and palliative medicine. 
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Dec 2007 (epub: 26 Jul 2007), vol. 34, no. 6

p. 579-89
Terminal delirium: recommendations from bereaved families' experiences. 

Morita-Tatsuya, Akechi-Tatsuo, Ikenaga-Masayuki, Inoue-Shinichi, Kohara-Hiroyuki, Matsubara-Tatsuhiro, Matsuo-Naoki, Namba-Miki, Shinjo-Takuya, Tani-Kazuhiko, Uchitomi-Yosuke. 

Abstract
Although delirium is a common complication in terminally ill cancer patients and can cause considerable distress for family members, little is known about effective care strategies for terminal delirium. The primary aims of this study were 1) to clarify the distress levels of bereaved families and their perceived necessity of care; and 2) to explore the association between these levels and family-reported professional care practice, family-reported patient behavior, and their interpretation of the causes of delirium. A multicenter questionnaire survey was conducted on 560 bereaved family members of cancer patients who developed delirium during their final two weeks in eight certified palliative care units across Japan. We obtained 402 effective responses (response rate, 72%) and, as 160 families denied delirium episodes, 242 responses were analyzed. The bereaved family members reported that they were very distressed (32%) and distressed (22%) about the experience of terminal delirium. On the other hand, 5.8% reported that considerable or much improvement was necessary, and 31% reported some improvement was necessary in the professional care they had received. More than half of the respondents had ambivalent wishes, guilt and self-blame, and worries about staying with the patient. One-fourth to one-third reported that they felt a burden concerning proxy judgments, burden to others, acceptance, and helplessness. High-level emotional distress and family-perceived necessity of improvement were associated with a younger family age; male gender; their experience of agitation and incoherent speech; their interpretation of the causes of delirium as pain/physical discomfort, medication effects, or mental weakness /death anxiety; and their perception that medical staff were not present with the family, not respecting the patient's subjective world, not explaining the expected course with daily changes, and not relieving family care burden. In terminal delirium, a considerable number of families experienced high levels of emotional distress and felt some need for improvement of the specialized palliative care service. Control of agitation symptoms with careful consideration of ambivalent family wishes, providing information about the pathology of delirium, being present with the family, respecting the patient's subjective world, explaining the expected course with daily changes, and relieving family care burden can be useful care strategies. 
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p. 666-70
A national guideline for palliative sedation in the Netherlands. 

Verkerk-Marian, van-Wijlick-Eric, Legemaate-Johan, de-Graeff- Alexander. 

Abstract
The first national guideline on palliative sedation in The Netherlands has been adopted by the General Board of the Royal Dutch Medical Association. By law, the physician is obliged to take this guideline into consideration. In this paper, we present the main principles of the guideline. Palliative sedation is defined as the intentional lowering of consciousness of a patient in the last phase of his or her life. The aim of palliative sedation is to relieve suffering, and lowering consciousness is a means to achieve this. The indication for palliative sedation is the presence of one or more refractory symptoms that lead to unbearable suffering for the patient. Palliative sedation is given to improve patient comfort. It is the degree of symptom control, not the level to which consciousness is lowered, which determines the dose and the combinations of the sedatives used and duration of treatment. Palliative sedation is normal medical practice and must be clearly distinguished from the termination of life. 

JOURNAL OF THE AMERICAN GERIATRICS SOCIETY 

Jan 2008 (epub: 20 Nov 2007), vol. 56, no. 1

p. 91-8
Symptom experience of dying long-term care residents. 

Hanson-Laura-C, Eckert-J-Kevin, Dobbs-Debra, Williams-Christianna-S, Caprio-Anthony-J, Sloane-Philip-D

Abstract
OBJECTIVES: To describe the end-of-life symptoms of nursing home (NH) and residential care/assisted living (RC/AL) residents, compare staff and family symptom ratings, and compare how staff assess pain and dyspnea for cognitively impaired and cognitively intact residents. DESIGN: After-death interviews. SETTING: Stratified random sample of 230 long-term care facilities in four states. PARTICIPANTS: Staff (n =674) and family (n=446) caregivers for dying residents. MEASUREMENTS: Interview items measured frequency and severity of physical symptoms, effectiveness of treatment, recommendations to improve care, and staff report of assessment. RESULTS: Decedents' median age was 85, 89% were white, and 77% were cognitively impaired. In their last month of life, 47% had pain, 48% dyspnea, 90% problems with cleanliness, and 72% symptoms affecting intake. Problems with cleanliness, intake, and overall symptom burden were worse for decedents in NHs than for those in RC/AL. Treatment for pain and dyspnea was rated very effective for only half of decedents. For a subset of residents with both staff and family interviews (n=331), overall ratings of care were similar, although agreement in paired analyses was modest (kappa=-0.043-0.425). Staff relied on nonverbal expressions to assess dyspnea but not pain. Both groups of caregivers recommended improved application of treatment and increased staffing to improve care. CONCLUSION: In NHs and RC/AL, dying residents have high rates of physical symptoms and need for more-effective palliation of symptoms near the end of life. Grant ID: K02 AG00970, Acronym: AG, Agency: United States NIA Grant ID: R01 AG13863, Acronym: AG, Agency: United States NIA. 
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A systematic review of satisfaction with care at the end of life. 

Dy-Sydney-Morss, Shugarman-Lisa-R, Lorenz-Karl-A, Mularski-Richard-A, Lynn-Joanne. 

Abstract
The objective of this study was to systematically review the literature to better understand the conceptualization of satisfaction with end-of-life care and the effectiveness of palliative care interventions on this outcome. Data sources included Medline and the Database of Reviews of Effects. The review included relevant qualitative studies and intervention studies using satisfaction as an outcome from 1990 to 2005. Reviewing 24,423 citations yielded 21 relevant qualitative studies, four systematic reviews, and eight additional intervention studies. The qualitative literature described the domains of accessibility and coordination; competence, including symptom management; communication and education; emotional support and personalization of care; and support of patients' decision- making. For collaboration and consultation interventions, eight of 13 studies showed a significant effect on satisfaction. A meta-analysis found that palliative care and hospice teams improved satisfaction, although most studies did not include satisfaction as an outcome. For other types of interventions, only two of six showed a significant effect. For heart failure coordination of care, only seven of 32 studies addressed this as an outcome; two of the three that compared satisfaction between groups showed a significant difference. Evaluations used many different measures, only one of which was designed for the end of life. In conclusion, researchers have conceptualized satisfaction in palliative care, and different types of palliative care interventions can improve satisfaction, but it is often not included as an outcome. More focus on these satisfaction elements might improve the effectiveness of end-of-life interventions and their evaluation. Grant ID: 290-02-0003, Agency: United States PHS. 
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Comment in: J Am Geriatr Soc. 2008 Jan; 56(1):160-2.

JOURNAL OF SOCIAL WORK IN END-OF-LIFE & PALLIATIVE CARE 

2007, vol. 3, no. 2

p. 3-17
Home and hospital; hospice and palliative care: how the environment impacts the social work role. 

Lawson-Robin. 

Abstract
Social workers play key roles on interdisciplinary hospice teams and in hospitals on oncology or palliative care teams. Though palliative care settings include both home hospice and hospital-based consultation services, the different environments and scope of practice impact the role of the social worker. The purpose of this article is to examine the similarities and differences in coordination of care, teamwork, and collaboration in these two fields in order to highlight opportunities for enhancing clinical skills and developing our confidence and presence in asserting social work expertise with our transdisciplinary colleagues. 
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p. 39-58

Comfort and confidence levels of health care professionals providing pediatric palliative care in the intensive care unit. 

Jones-Barbara-L, Sampson-McClain, Greathouse-Julie, Legett-Sarah, Higgerson-Renee-A, Christie-LeeAnn. 

Abstract
Most childhood deaths that occur in the hospital happen in the pediatric intensive care unit. Providing pediatric palliative care in the intensive care unit comes with unique challenges due to the acute care, curative and often medically aggressive focus of these settings. In this study, 190 PICU health care professionals reported on their comfort and confidence in providing palliative care. Findings indicate that professionals report only a moderate level of comfort and confidence in this type of care in the pediatric ICU. For physicians and nurses, comfort and confidence was significantly higher for those who had practiced 8 years or more. Practitioners reported less comfort in providing psychosocial care. Implications for the social work role on the interdisciplinary team and suggestions for future research are discussed. 
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p. 1133-5
Palliative radiation for lung cancer metastases to the breast: two case reports. 

Rimner-Andreas, Rosenzweig-Kenneth-E. 

Abstract
Metastases from non-small cell lung cancer to the breast represent an unusual diagnosis. We present two cases of metastatic lung cancer to the breast that were treated with palliative radiation with achievement of good local control and symptom relief. We suggest the use of palliative radiation therapy as an effective and simple treatment modality for metastatic disease to the breast. 
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Dec 2007, vol. 107, no. 12 Suppl 7

p. ES9-14
Optimizing quality of life through palliative care
Desai-Mehul-J, Kim-Ann, Fall-Patrick-C, Wang-Dajie. 

Abstract
Many developments have occurred in prevention and treatment of cancer, but death from this disease is still common. Of the 58 million people who died worldwide in 2005, 7.6 million died of cancer (http://www.who.int/cancer/en/). For dying patients, it is most important to improve quality of life and relieve suffering. Palliative care is the active total care of patients whose medical condition is not responsive to curative treatment. It encompasses all therapeutic modalities designed to enhance quality of life rather than eliminating disease. Each patient's definition of quality of life is unique, and therefore, it is important to treat each as an individual and holistically. Controlling cancer-related symptoms can ameliorate the limited remaining time patients have with family and friends. Palliative chemotherapy, rehabilitation, radiation therapy, surgery, and interventional pain management can help to achieve this objective. In this online update of an article published in a 2005 series on pain management, a case presentation describes the typical course of a patient with cancer who receives palliative care to reduce pain. 
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Out-patient high-dose-rate endobronchial brachytherapy for palliation of lung cancer: an observational study. 

Scarda-A, Confalonieri-M, Baghiris-C, Binato-S, Mazzarotto-R, Palamidese-A, Zuin-R, Fantoni-U. 

Abstract
BACKGROUND AND AIM: Out-patient high-dose-rate endobronchial brachytherapy (HDREB) is a possible option in the palliation of symptoms in patients with advanced lung cancer, but literature data is limited and the technique is still under development in Italy. Our aim was to evaluate safety and effectiveness of out-patient HDREB for palliation of malignant endobronchial tumours in the context of a multidisciplinary approach. METHODS: Out-patient HDREB sessions were scheduled at weekly intervals (500-1000 cGy per session) with prior Diodi-laser resection in some cases. Response was assessed bronchoscopically, clinically and functionally at the end of treatment and one month after the last HDREB session. Inclusion criteria was: histological evidence of malignant tumour not susceptible to surgical treatment for extension or co-morbidity. RESULTS: 150 outpatient HDREB sessions were carried out on consecutive 35 patients (mean age 69 yrs, M/F 29/6) with symptoms due to central airway obstruction. A shortterm endoscopic response was observed in 15/28 patients. After delivering 2000 cGy dyspnoea decreased significantly. After one month cough decreased and haemoptysis disappeared. Palliation was obtained in all patients except one during. Lung function tests did not significantly improve after HDREB. No fatal complication occurred. A temporary radiation bronchitis was observed in six patients. CONCLUSIONS: This non- comparative, prospective observational study showed a palliative response of HDREB in most of patients with advanced endoluminal lung cancer. The safety of the procedure was good and the rate of non- fatal serious complications was very low. 
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Dec 2007, vol. 5, no. 4

p. 397-404
Bereaved spouses' adjustment after the patients' death in palliative care. 

Carlsson-Maria-E, Nilsson-Ingrid-M. 

Abstract
OBJECTIVES: To improve the support to bereaved spouses during the year after the patient's death, a project was started consisting of three visits by a nurse (after 1, 3, and 13 months) with conversations about the patient's death and the spouse's life situation. The aim of this study was to describe the bereaved spouse's situation and adaptation during the first year after the loss. METHODS: Spouses of patients cared for by The Advanced Home Care Team (APHCT) in Uppsala, Sweden, were invited to participate in the project. Each participant was encouraged to talk freely about his or her situation, but enough direction was given to ensure that all items listed on a standardized questionnaire were covered. RESULTS: Fifty-one spouses met the inclusion criteria and were invited to participate and 45 accepted. The subjects felt quite healthy but were tired and suffered from sleep disturbance. The grief reactions had initially been high but showed a significant decline from 1 to 13 months (p < .01). Forty-nine percent had experienced postbereavement hallucinations. SIGNIFICANCE OF RESULTS: This study showed that the bereaved spouses felt quite healthy and adjusted quite well to their new life situation, after the patient's death in a palliative care setting. The grief reactions had initially been high but showed a significant decline during the year. 
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Family caregiver's experiences in caring for a patient with terminal cancer at home in Japan. 

Sano-Tomomi, Maeyama-Etsuko, Kawa-Masako, Shirai-Yuki, Miyashita- Mitsunori, Kazuma-Keiko et al
Abstract
OBJECTIVES: The aim of the study was to clarify the care experience of primary caregivers when caring for a terminal cancer patient in the home with the assistance of a home palliative care service. Participants were asked to provide background data and to evaluate their experience of caregiving and of the patient's response throughout the period of home palliative care, up to the time of death. METHODS: One hundred twelve primary family caregivers were a mailed self-report questionnaire, and 74 valid questionnaires were returned (response rate 66%). RESULTS: Ninety percent felt that the patient's condition of mind and body was reasonably stable, and 75% felt that the death was peaceful. About 90% reported a deepening of their bond with the patient and that the bond of other family members deepened also. Sixty percent reported that the burden of caregiving was not too great or not felt at all. Approximately 90% judged that the patient retained his or her own personal qualities to the end. Ninety percent also felt that they had done their best in their caregiving and judged that home care had been beneficial for the deceased, for the primary caregiver him/herself, and for other family members. These primary caregivers' evaluations of caring for a terminally ill patient at home in conjunction with a home palliative care service were both high and positive. SIGNIFICANCE OF RESULTS: Our findings suggest that it is important to maintain the patient's personal qualities up to the time of death through appropriate symptom management, to respect the family bond of the household, and to provide professional support in order to reduce the load on the family. If appropriate care is provided, peaceful home death will be possible, resulting in significant benefits for patients and their families in Japan. 
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To what extent does meaning mediate adaptation to cancer? The relationship between physical suffering, meaning in life, and connection to others in adjustment to cancer
Lethborg-Carrie, Aranda-Sanchia, Cox-Shelley, Kissane-David. 

Abstract
OBJECTIVES: This study builds on previous work that explored the lived experience of meaning in advanced cancer. The aims were to explore the associations of suffering (physical and existential distress) and coping (via social support) with psychological distress and global meaning using a battery of instruments among adults attending an Australian metropolitan cancer service (n=100). METHODS: The contribution of suffering and coping via social support to psychological distress and meaning were examined using a variety of statistical methods. Multiple regression analyses were conducted to further examine relative contributions to both psychological distress and global meaning. RESULTS: Physical and existential distress were found to be positively associated with psychological distress whereas high social support and personal meaning are related to lower levels of psychological distress. Social support was the strongest correlate of global meaning whereas high levels of existential distress were related to lower levels of global meaning. On the basis of this study, it is concluded that the factors related to suffering clearly promote psychological distress, and the reverse is true for global meaning for those living with cancer. SIGNIFICANCE OF RESULTS: This study speaks to the clinical complexity of the dynamic experience of suffering and meaning in cancer. We need to better understand the impact of physical suffering and meaning in the lives of this population and to actively work toward the enhancement of social support and connection with others for this group. Optimal palliative and family-centered care blended with therapies that promote a sense of meaning of life lived appear crucial to ameliorate suffering. 
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Facing uncertainty: the lived experience of palliative care. 

McKechnie-Roz, MacLeod-Rod, Keeling-Sally. 

Abstract
OBJECTIVE: This qualitative research study listens to the narratives of people experiencing the dying process who attended the Otago Community Hospice, Dunedin, New Zealand. METHODS: Ten people, aged between 51 and 65, were approached; two declined and one died sooner than expected. All were women (although this was not part of the original design) and all had carcinoma. Data for the study was sought through qualitative research interviews, considering the development of each participant's illness in relation to her perception of her embodiment in the palliative care setting, and concluding with questions about what she wants the people who care for and about her to learn from her experience. Consistent with this phenomenological approach, the method of analysis was thematic and interpretive. RESULTS: The main theme was the uncertainty that all participants felt throughout the diagnostic process and during treatment. Uncertainty, too, was a factor in how they managed their day, whether they would be able to sustain an outing or an activity or not and whether they would be pain free. None were afraid of dying but hoped that when they did die, they would do so comfortably. The relationship with their general practitioners varied. Where fatigue or the effects of medication were not an issue, they could think clearly, but their bodies were experienced as letting them down and limiting their activities. The ideal of living until you die was not able to be fulfilled. The increasing approach of social death as they withdrew from their employment and social responsibilities affected them. SIGNIFICANCE OF RESULTS: Whether one has a good death or not is determined not only by the progression and management of the disease process by health professionals, but also by the way in which one is perceived, by self and others. There are no guidelines for the dying role; everybody dies differently and individually. 
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Parent and child perspectives on physician communication in pediatric palliative care. 

Hsiao-Jennifer-L, Evan-Elana-E, Zeltzer-Lonnie-K. 

Abstract
OBJECTIVE: Despite growing recognition of the importance of communication with children with life-limiting illnesses and their families, there has been limited research that includes the child's perspective. The purpose of the current study was to identify the aspects of physician communication that children with life-limiting illnesses and their parents perceived to be facilitative or obstructive in pediatric palliative care. METHODS: This qualitative study reports on the first 20 parent and child pairs of pediatric oncology and cardiology patients (mean age 14.25 years, range 9-21 years) with a poor prognosis (physician reported likely < 20% chance of survival beyond 3 years) from two children's hospitals and one pediatric hospice in Los Angeles, California. Perspectives on physician communication were elicited from children's and parents' individual narratives, recorded, coded, and analyzed using qualitative grounded theory methodology. RESULTS: Both children and parents identified five domains of physician communication deemed to be highly salient and influential in quality of care. These included relationship building, demonstration of effort and competence, information exchange, availability, and appropriate level of child and parent involvement. Parents identified coordination of care as another important communication domain. The characteristics of physicians that were deemed most harmful to satisfying communication included having a disrespectful or arrogant attitude, not establishing a relationship with the family, breaking bad news in an insensitive manner, withholding information from parents and losing their trust, and changing a treatment course without preparing the patient and family. SIGNIFICANCE OF RESULTS: The six positive communication domains are areas for clinicians to recognize and monitor in communicating with children and families in the pediatric palliative care setting. Knowledge of the qualities of communication that are satisfying to and valued by children and their parents have the potential to lead to more effective communication around the difficult decisions faced by physicians, parents, and children with life-threatening conditions. 
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Upright and whole: an approach to suffering in the face of death. 

Breitbart-William. 
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Barriers to palliative care for children: perceptions of pediatric health care providers. 

Davies-Betty, Sehring-Sally-A, Partridge-J-Colin, Cooper-Bruce-A, Hughes-Anne, Philp-Julie-C et al
Abstract
OBJECTIVE: The goal was to explore barriers to palliative care experienced by pediatric health care providers caring for seriously ill children. METHODS: This study explored pediatric provider perceptions of end-of-life care in an academic children's hospital, with the goal of describing perceived barriers to end-of-life care for children and their families. The report focuses on the responses of nurses (n = 117) and physicians (n = 81). RESULTS: Approximately one half of the respondents reported 4 of 26 barriers listed in the study questionnaire as frequently or almost always occurring, that is, uncertain prognosis (55%), family not ready to acknowledge incurable condition (51%), language barriers (47%), and time constraints (47%). Approximately one third of respondents cited another 8 barriers frequently arising from problems with communication and from insufficient education in pain and palliative care. Fourteen barriers were perceived by >75% of staff members as occasionally or never interfering with pediatric end-of-life care. Comparisons between physicians and nurses and between ICU and non-ICU staff members revealed several significant differences between these groups. CONCLUSIONS: Perceived barriers to pediatric end-of-life care differed from those impeding adult end-of-life care. The most- commonly perceived factors that interfered with optimal pediatric end-of-life care involved uncertainties in prognosis and discrepancies in treatment goals between staff members and family members, followed by barriers to communication. Improved staff education in communication skills and palliative care for children may help overcome some of these obstacles, but pediatric providers must realize that uncertainty may be unavoidable and inherent in the care of seriously ill children. An uncertain prognosis should be a signal to initiate, rather than to delay, palliative care. 
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Professional carers' experiences of providing a pediatric palliative care service in Ireland. 

Clarke-Jean, Quin-Suzanne. 

Abstract
In this article the authors present findings on professional carers' experience of providing pediatric palliative care to children with life-limiting conditions. For this qualitative study, part of a national pediatric palliative care needs analysis, the authors engaged in 15 focus group interviews and drew on the responses of open-ended questions to give voice to the experiences of professional carers and to situate the humanity of their caring reality. This humanity is articulated through three themes: clarity of definition and complexity of engagement, seeking to deliver a palliative care service, and the emotional cost of providing palliative care. Further analysis of these themes points to a work-life experience of skilled and emotional engagement with children, and their parents, in complex processes of caregiving and decision making. Pediatric palliative care occurs in an environment where parents shoulder a large burden of the care and professionals find themselves working in underresourced services. 
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Multidetector CT in patients with esophageal stent as a palliative treatment for stenosing esophageal cancer: a feasibility study. 

Maneglia-Veronique, Ben-Soussan-Emmanuel, Savoye-Guillaume, Ducrotte- Philippe, Di-Fiore-Frederic et al
Abstract
OBJECTIVE: The self-expanding metallic stent (SEMS) is widely used in the palliative treatment of stenosing esophageal cancer. Multidetector computed tomography (MDCT) allows volumetric investigation including virtual endoscopy. The aim of this study was to determine the feasibility of MDCT follow-up of esophageal SEMS and to describe the imaging patterns encountered as well as correlating them with fibroscopic evaluation. MATERIAL AND METHODS: Thirteen consecutive patients (10 M, mean age 64 years) with esophageal SEMS as a palliative treatment underwent MDCT for recurrent dysphagia (n =7), chest pain and fever (n = 1) or follow-up without symptoms (n = 5). Patency and esophageal wall patterns were studied and compared with diagnosis by fibroscopy. RESULTS: No metallic artefact related to the SEMS was observed. At the SEMS level, MDCT revealed a tissular lump (n = 1), a thin recurrent layer of tissue (n = 1), extrinsic compression (n = 1), fluid stasis (n =7) and intussusception of the gastric wall into the SEMS (n =4). The esophageal wall was analyzed by MDCT (peripheral thickening around the stent (n = 8), tumor overgrowth under or above the SEMS level (n = 8)) and showed tracheal compression (n = 3). At the level of the SEMS, fibroscopy showed tumor recurrence (n = 2), a thin recurrent layer of tissue (n = 1), a distorted SEMS (n = 1) and a tumor overgrowth under or above the SEMS level (n = 6). In comparison with fibroscopy, MDCT satisfactorily diagnosed the SEMS patency in 92% of cases and the esophageal wall in 73%. CONCLUSIONS: Morphology, patency of the SEMS and analysis of the esophageal wall can be performed by MDCT with a good degree of accuracy as compared to fibroscopy. In such patients in palliative care, a non-invasive investigation is worth promoting as a first-line procedure. 
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Decreases in pain at rest and movement-related pain during zoledronic acid treatment in patients with bone metastases due to breast or prostate cancer: a pilot study. 

Ripamonti-Carla, Fagnoni-Elena, Campa-Tiziana, Giardina-Vincenzo, Brunelli-Cinzia, Pigni-Alessandra et al
Abstract
BACKGROUND: In patients with bone metastases, pain may be absent or moderate at rest, but may be exacerbated by different movements or positions. No study has evaluated separately pain at rest and on movement in patients with bone metastases undergoing treatment with zoledronic acid (ZA). AIM: The aim of this prospective observational study was to evaluate the reduction in intensity of pain at rest and in movement-related pain after treatment with up to six infusions of ZA 4 mg every 28 days in patients with painful bone metastases due to breast or prostate cancer cared for at the Oncological Units and Pain Therapy and Palliative Care Unit of the NCI of Milano. MATERIALS AND METHODS: Pain was assessed by a six-level verbal rating scale (0-5 score) at baseline and on each infusion as well as at follow-up visits (2 weeks after every infusion). The two main endpoints (estimated reduction in pain and movement-related pain) were defined as the difference between the baseline score and the average of all the post-treatment scores for each patient. To allow for the potential confounding effect of analgesic consumption, patients without any increase in analgesic consumption during zoledronic acid treatment were also analyzed as a separate subgroup. RESULTS: Forty- eight patients with breast (34) or prostate cancer (14) were enrolled. At baseline, 100% of the patients had pain on movement, in 65% of them, the intensity ranged from moderate to very severe, in 61% of the patients, the intensity of pain on movement was higher than the intensity of pain at rest (average difference 0.89; 95% CI, 0.5-1.30). The estimated mean intensity reduction of pain at rest and on movement was: (a) 0.62 (95% CI, 0.28-0.98) and 0.79 (95% CI, 0.43-1.14), respectively, during the first 90 days of ZA treatment; (b) 0.59 (95% CI, 0.23-0.96) and 0.86 (95% CI, 0.49-1.23), respectively, during the entire treatment and follow-up period. Analgesic consumption decreased or was stable on average in 31 and 27%, respectively, of available follow-up data. In the 14 patients with decreased or stable analgesic consumption, pain reduction was 0.61 and 1.01, respectively. CONCLUSIONS: In this study, at baseline, all the patients with painful bone metastases experience movement- related pain, and during zoledronic acid treatment, a decrease for both pain at rest and on movement was obtained. 
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