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NEW BOOKS IN THE HEALTH SCIENCES LIBRARY 
Continuity in palliative care : key issues and perspectives

Edited by Dan Munday and Cathy Shipman

Royal College of General Practitioners, 2007                          Shelved at 616.994 MUN

End of life : the facts : a booklet for terminally ill people and their families

Cancerbackup and Marie Curie Cancer Care, 2007   
       Shelved at 616.994 CAN

INFORMATION ON THE WEB – don’t forget the Specialist Library for Palliative and Supportive Care on the National Library or Health.
DO ONCE AND SHARE PROJECT

The 'Do Once and Share' project on Pain Assessment now has an email discussion list available and members are currently being added. To join it, simply send an email direct to:  

r.j.stevens@sheffield.ac.uk 

Alternatively, you can register yourself online here:

http://www.mailtalk.ac.uk/lists/PAIN-ASSESSMENT.html 

The main project website is here:

http://www.library.nhs.uk/palliative/Page.aspx?pagename=DOAS 

JOURNAL ARTICLES AVAILABLE IN THE HEALTH SCIENCES LIBRARY

THE BRITISH JOURNAL OF GENERAL PRACTICE
Jun 2007, vol. 57, no. 539

p.503
Palliative care: a task for everyone. 

Forrest-Sarah, Barclay-Stephen. 

Comment
Comment on: Br J Gen Pract. 2007 Mar; 57(536):247.

p.494-6

The New Millennium Palliative Care Project (2000-2003): the impact of specialised GP advisors. 

van-Heest-Florien, Finlay-Ilora, Otter-Renee, Jong-Betty-Meyboom-de. 

Abstract
This study describes a novel type of support for GPs caring for patients dying at home: the establishment and evaluation of a telephone advisory service for GPs, run by GPs with a special interest in palliative care (GPwSIs) in the Netherlands 2000-2003. A growing number of GPs called for advice, 10% during out of hours. Prognosis of the patients was generally short (days to weeks in 70% of cases). Most advice sought by GPs concerned symptom management and on evaluation, 85% of the GPs followed the advice. 

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.
AUSTRALIAN JOURNAL OF ADVANCED NURSING

Jun- Aug 2007, vol. 24, no. 4

p. 29-36
Patient advocacy and advance care planning in the acute hospital setting. 

Full text available at ProQuest  

Seal-Marion. 

Abstract
OBJECTIVE: The aim of this study was to explain the role of patient advocacy in the Advance Care Planning (ACP-ing) process. Nurses rate prolonging the dying process with inappropriate measures as their most disturbing ethical issue and protecting patients' rights to be of great concern (Johnston et al 2002). Paradoxically ethical codes assume nurses have the autonomy to uphold patients' health-care choices. Advance Directives (AD) designed to improve end-of-life care are poorly taken up and acute hospitals are generally not geared for the few they receive. The Respecting Patient Choices Program (RPCP) improves AD utilisation through providing a supportive framework for ACP-ing and primarily equipping nurses as RPC consultants. Assisting patients with this process requires attributes consistent with patient advocacy arising out of nursing's most basic tenet, the care of others. DESIGN: Likert Scales survey administered pre and six months post-intervention to pilot and control groups, with coinciding focus groups. SETTING: Selected wards in an acute care public hospital in South Australia. SUBJECTS: Nurses on the palliative care, respiratory, renal and colo-rectal pilot wards and the haem-oncology, coronary care, cardiology and neurology/geriatric control wards. INTERVENTION: The RPCP during the 2004-2005 South Australian pilot of the (RPCP). MAIN OUTCOMES: The organisational endorsement of ACP-ing gave nurses the autonomy to be patient advocates with respect to end- of-life care, reconciling clinical practice to their code of ethics and easing distress about prolonging the dying process inappropriately. RESULTS: Statistically significant survey results in the post-intervention group showed nurses experienced: encouragement to ensure patients could make informed choices about their end-of- life treatment (84%); the ability to uphold these wishes in practice (73%); and job satisfaction from delivering appropriate end-of-life care (67%); compared to approximately half (42-55%) of respondents in the pre-intervention and control groups. Focus group participants shared that it used to be hard to advocate for patients, but now they could act legitimately and felt ethically comfortable about ensuing end-of-life-care. CONCLUSION: Findings suggested patient advocacy, fostered by the supportive RPC environment, effectuates the ACP-ing process. It is recommended that the RPCP should be recognised and developed as integral to promoting quality end-of-life assurance and associated job satisfaction. 

JAMA - Journal of the American Medical Association
12 Sep 2007, vol. 298, no. 10

p.1196-207
Management of intractable nausea and vomiting in patients at the end of life: I was feeling nauseous all of the time . . . nothing was working. 

Wood-Gordon-J, Shega-Joseph-W, Lynch-Beth, Von-Roenn-Jamie-H. 

Abstract
Nausea and vomiting, symptoms that occur commonly near the end of life, represent a substantial source of physical and psychological distress for patients and families. In the context of the case of Mr Q, a 50-year-old man with metastatic esophageal cancer admitted to the hospital with intractable nausea and vomiting, we review the evaluation and treatment of this symptom complex. A thorough history and physical examination are essential first steps in the management of these patients because they define the severity of the symptoms and clues to their underlying etiology. Once the most likely cause is determined, the clinician discerns the mechanism, specific transmitters, and receptors by which this etiology is triggering nausea and vomiting. Subsequent pharmacological management focuses on prescribing the appropriate antagonist to the implicated receptors. If symptoms are refractory despite adequate dosage and around-the- clock prophylactic administration, an empirical trial combining several therapies to block multiple emetic pathways should be attempted. Less traditional agents are also discussed, although evidence for their use is limited. Often, oral administration of medication is not feasible and alternate routes such as rectal suppositories, subcutaneous infusions, and orally dissolvable tablets should be considered. Using this step-wise approach, nausea and vomiting can be successfully managed in most patients at the end of life. 

VOL 298 ; PART 11  19 September 2007
p.1263-1265

Hospitals Embrace Palliative Care
Bridget M . Kuehn
JOURNAL OF MEDICAL ETHICS
Apr 2007, vol. 33, no. 4, 

p. 187-8
Terminal sedation: source of a restless ethical debate. 

Full text available at BMJ Publishing Group for NHS  

van-Delden-Johannes-J-M. 

PALLIATIVE MEDICINE
VOL 21 PART 6  SEPTEMBER 2007 

	Article Title: 
	Humpty - Dumpty Syndrome

	Author(s):
	Charles F . von Gunten

	Access: 
	From Proquest NHS     (01/1998 - 06/2007) 

	Page:
	461 - 462




	Article Title: 
	Facts and indicators on palliative care development in 52 countries of the WHO European region : results of an EAPC task force

	Author(s):
	Carlos Centeno

	Access: 
	From Proquest NHS     (01/1998 - 06/2007) 

	Page:
	463 - 471




	Article Title: 
	The use of long - term low - molecular weight heparin for the treatment of venous thromboembolism in palliative care patients with advanced cancer : a case series of sixty two patients

	Author(s):
	S . I . R . Noble

	Access: 
	From Proquest NHS     (01/1998 - 06/2007) 

	Page:
	473 - 476




	Article Title: 
	How can occupational therapists measure outcomes in palliative care ?

	Author(s):
	Elizabeth JM Pearson

	Access: 
	From Proquest NHS     (01/1998 - 06/2007) 

	Page:
	477 - 485




	Article Title: 
	What determines referral of UK patients with haematological malignancies to palliative care services ? An exploratory study using hospital records

	Author(s):
	Pat Ansell

	Access: 
	From Proquest NHS     (01/1998 - 06/2007) 

	Page:
	487 - 492




	Article Title: 
	Palliative care provision for people with intellectual disabilities : interviews with specialist palliative care professionals in London

	Author(s):
	I . Tuffrey - Wijne

	Access: 
	From Proquest NHS     (01/1998 - 06/2007) 

	Page:
	493 - 499




	Article Title: 
	A randomized , controlled trial of physician postures when breaking bad news to cancer patients

	Author(s):
	Eduardo Bruera

	Access: 
	From Proquest NHS     (01/1998 - 06/2007) 

	Page:
	501 - 505




	Article Title: 
	Truth - telling in discussing prognosis in advanced life - limiting illnesses : a systematic review

	Author(s):
	Karen Hancock

	Access: 
	From Proquest NHS     (01/1998 - 06/2007) 

	Page:
	507 - 517




	Article Title: 
	An evidence base for a palliative care chaplaincy service in Northern Ireland

	Author(s):
	W George Kernohan

	Access: 
	From Proquest NHS     (01/1998 - 06/2007) 

	Page:
	519 - 525




	Article Title: 
	Community palliative care development : evaluating the role and impact of a general practitioner with a special interest in palliative medicine

	Author(s):
	Eleanor Wilson

	Access: 
	From Proquest NHS     (01/1998 - 06/2007) 

	Page:
	527 - 535




	Article Title: 
	Taking care of terminally - ill patients at home - the economic perspective revisited

	Author(s):
	Oren Tamir

	Access: 
	From Proquest NHS     (01/1998 - 06/2007) 

	Page:
	537 - 541




	Article Title: 
	Cervical intrathecal analgesia for head and neck / upper limb cancer pain : six case reports

	Author(s):
	Lisa Baker

	Access: 
	From Proquest NHS     (01/1998 - 06/2007) 

	Page:
	543 - 545


JOURNAL ARTICLES NOT AVAILABLE TO YOU IN FULL TEXT

(The Library can obtain these for you from other libraries)

AARC TIMES

VOL 31 NUMB 6 JUNE 2007

p.22-

Helping ease patient concerns about the end of life

Giordano-M.
ACTA ONCOLOGICA

2007, vol. 46, no. 5

p.659-63
Barriers to palliative radiotherapy referral: a Canadian perspective. 

Samant-Rajiv-S, Fitzgibbon-Edward, Meng-Joanne, Graham-Ian-D. 

Abstract
Radiotherapy is an effective but underutilized treatment modality for cancer patients. We decided to investigate the factors influencing radiotherapy referral among family physicians in our region. A 30- item survey was developed to determine palliative radiotherapy knowledge and factors influencing referral. It was sent to 400 physicians in eastern Ontario (Canada) and the completed surveys were evaluated. The overall response rate was 50% with almost all physicians seeing cancer patients recently (97%) and the majority (80%) providing palliative care. Approximately 56% had referred patients for radiotherapy previously and 59% were aware of the regional community oncology program. Factors influencing radiotherapy referral included the following: waiting times for radiotherapy consultation and treatment, uncertainty about the benefits of radiotherapy, patient age, and perceived patient inconvenience. Physicians who referred patients for radiotherapy were more than likely to provide palliative care, work outside of urban centres, have hospital privileges and had sought advice from a radiation oncologist in the past. A variety of factors influence the referral of cancer patients for radiotherapy by family physicians and addressing issues such as long waiting times, lack of palliative radiotherapy knowledge and awareness of Cancer Centre services could increase the rate of appropriate radiotherapy patient referral. 

ANNALS OF INTERNAL MEDICINE
2007 Jul 3, vol. 147, no. 1

p.51-57
Perspective. Controlling death: the false promise of advance directives
Perkins-HS.

Abstract
Advance directives promise patients a say in their future care but actually have had little effect. Many experts blame problems with completion and implementation, but the advance directive concept itself may be fundamentally flawed. Advance directives simply presuppose more control over future care than is realistic. Medical crises cannot be predicted in detail, making most prior instructions difficult to adapt, irrelevant, or even misleading. Furthermore, many proxies either do not know patients' wishes or do not pursue those wishes effectively. Thus, unexpected problems arise often to defeat advance directives, as the case in this paper illustrates. Because advance directives offer only limited benefit, advance care planning should emphasize not the completion of directives but the emotional preparation of patients and families for future crises. The existentialist Albert Camus might suggest that physicians should warn patients and families that momentous, unforeseeable decisions lie ahead. Then, when the crisis hits, physicians should provide guidance; should help make decisions despite the inevitable uncertainties; should share responsibility for those decisions; and, above all, should courageously see patients and families through the fearsome experience of dying.
ANNALS OF SURGICAL ONCOLOGY
Apr 2007 (epub: 18 Jan 2007), vol. 14, no. 4

p. 1264-71
Surgery as a bridge to palliative chemotherapy in patients with malignant bowel obstruction from colorectal cancer
Helyer-Lucy-K, Law-Calvin-H-L, Butler-Mathew, Last-Linda-D, Smith- Andrew-J, Wright-Frances-C. 

Abstract
BACKGROUND: Malignant bowel obstruction (MBO) is a feature of the clinical course of 10-28% of colorectal cancer (CRC) patients and is associated with a poor prognosis. Recent advancements in palliative chemotherapy regimens have prolonged survival in patients with stage IV CRC. Few reports exist that describe outcomes in patients who have had surgery for MBO and subsequent chemotherapy as part of their treatment. The objective of this study was to review surgical outcomes in patients with MBO for CRC and to evaluate the extent to which surgery can serve as a bridge to palliative chemotherapy. METHODS: Patients who presented with MBO and had surgical treatment were identified from a prospectively kept database at a single tertiary care center between 09/99 and 08/04. Charts were retrospectively reviewed and clinical and outcomes data were abstracted. RESULTS: Forty-seven patients were identified who had surgery as part of the treatment for MBO from CRC. Operations included resections, bypasses and stoma creation. Overall, 80% of patients were able to tolerate solid food post-operatively and return home. The median survival for the entire cohort was 3.5 months. Seven patients died within 30 days of surgery. Of the remainder, 24 patients were palliated with surgery alone and 16 patients ultimately received palliative chemotherapy. Survival in the final cohort was significantly prolonged (P < 0.001). CONCLUSION: Surgery can adequately palliate a substantial proportion of patients with MBO from CRC with acceptable morbidity and mortality. In addition, in a subset of patients it can facilitate palliative chemotherapy that is associated with improved overall survival. 

vol. 14, no. 4

p. 1245-6

When a cure isn't possible... Do all roads lead to palliation? 

Wong-Sandra-L. 

Publication type
Editorial.

vol. 14, no. 4, 

p. 1257-63

The surgeon and palliative care. 

Podnos-Yale-D, Wagman-Lawrence-D. 

Abstract
The incidence of cancer will continue to rise in the United States as the population ages. Despite the many advances in cancer prevention, detection, and treatment of neoplastic diseases, the number of people succumbing to their cancers will similarly increase. As these patients encounter symptoms toward the end of life, palliative means, both surgical and nonsurgical, must be employed to alleviate pain and suffering. This article reviews the definitions of palliative care, methods for evaluating quality of life and effect of interventions, unique aspects of surgical palliation, attitudes of surgeons concerning palliative surgery, and data from palliative surgery studies. 

ANTICANCER RESEARCH
Jul-Aug 2007, vol. 27, no. 4C, 

p. 2705-14
Palliative chemotherapy for recurrent and metastatic esophageal cancer. 

Gruenberger-Birgit, Raderer-Markus, Schmidinger-Manuela, Hejna- Michael. 

Abstract
More than two-thirds of patients diagnosed with esophageal cancer will have unresectable disease. The objective of this article is to review the clinical trials utilizing cytotoxic chemotherapy in patients with recurrent and metastatic esophageal cancer. A computerized (MEDLINE) search was performed to identify papers published on this topic between 1966 and 2007. A total of 96 trials were subsequently identified. Two randomized trials compared palliative chemotherapy with best supportive care in 180 patients with advanced esophageal cancer. Effectiveness and side-effects were evaluated in 49 phase II studies and 3 randomized phase III trials. Combination chemotherapy as compared to monochemotherapy is associated with significantly higher response rates but nevertheless results in similar survival. CF (cisplatin and 5-fluorouracil) currently represents one of the most effective regimens for advanced esophageal cancer, while among the newer combinations, irinotecan or taxane-based regimens have also given promising results. Prognosis for the majority of patients, however, remains poor as increases in survival were moderate at best. 

CANCER CONTROL : JOURNAL OF THE MOFFITT CANCER CENTER
Jan-Feb 2004, vol. 11, no. 1

p. 39-45
Palliative care in pancreatic cancer. 

Brescia-Frank-J. 

Abstract
BACKGROUND: Pancreatic cancer is a formidable health problem, representing the 10th most common malignancy in the United States and the 4th most common cause of all cancer deaths. The overall 5-year survival rate is 4%, making this disease a model tumor in which to address the specialized care issues of palliative medicine. METHODS: General considerations in both medical decision-making and symptom management are reviewed. Treatment of patients with locally unresectable, recurrent, or metastatic disease is individualized, based on considerations that include patient age, patient wishes, family influence, insurance constraints, and geographic practice variations. RESULTS: Success in managing progressive symptoms is needed to palliate patients with advanced pancreatic cancer. Common problems include biliary obstruction, depression, pain, intestinal obstruction, and fatigue. CONCLUSIONS: Relief of pain and suffering associated with critical illness is required in managing patients with cancer. Pancreatic cancer is a model illness that mandates this need. 

CANCER NURSING
Jul-Aug 2007, vol. 30, no. 4

p.278-84
Grief reactions in family caregivers of advanced cancer patients in Taiwan: relationship to place of death
Hsieh-Mao-Chih, Huang-Mei-Chu, Lai-Yuen-Liang, Lin-Chia-Chin. 

Abstract
Home death has a special cultural meaning for Taiwanese patients who are dying and their family members. However, very limited evidence has been presented on the impact of home death on caregiver bereavement outcomes. The purpose of this study was to explore the preference for place of death by Taiwanese patients dying of cancer and the actual place of death and to investigate the relationship between place of death of a patient and grief reactions of the family caregivers. This study consisted of 46 dying patients and 46 matched family caregivers (N = 92). The grief reaction was measured using the Texas Revised Inventory of Grief. Statistical analyses included descriptive statistics, t tests, logistic regression, and multiple regression. Most of the patients (74%) preferred to die at home; however, only 33% of family caregivers preferred the patient to die at home, and only 17% of patients actually died at home. Of these patients, 43% of their preferences were congruent with the actual place of death, whereas 79% of the family caregivers' preferences were congruent with the patients' actual place of death. Finally, the place of death was not a significant predictor of caregivers' grief reactions immediately after the loss of a loved one or at 1 month after the death occurred. This study provides important implications for future studies and clinical practice. 

CANCER TREATMENT AND RESEARCH
2007, vol. 134, 

p. 459-67
Medical and palliative management of malignant ascites. 

Becker-Gerhild. 

	
	Palliative Care in Lung Cancer : ACCP Evidence - Based Clinical Practice Guidelines ( 2nd Edition )

	Author(s):
	Paul A . Kvale

	Journal Title:
	CHEST  2007 ; VOL 132 ; PART 90030  

	Page:
	368S - 403S




	Article Title: 
	Palliative Care Consultation , Quality - of - Life Measurements , and Bereavement for End - of - Life Care in Patients With Lung Cancer : ACCP Evidence - Based Clinical Practice Guidelines ( 2nd Edition )

	Author(s):
	John P . Griffin

	Journal Title: 
	CHEST  2007 ; VOL 132 ; PART 90030  

	Page:
	404S - 422S


CLINICAL NUTRITION
Jun 2007 (epub: 21 Mar 2007), vol. 26, no. 3

p. 289-301

Nutritional intervention and quality of life in adult oncology patients. 

Marin-Caro-Monica-Maria, Laviano-Alessandro, Pichard-Claude. 

Abstract
The evaluation of quality of life (QoL) assesses patients' well-being by taking into account physical, psychological and social conditions. Cancer and its treatment result in severe biochemical and physiological alterations associated with a deterioration of QoL. These metabolic changes lead to decreased food intake and promote wasting. Cancer-related malnutrition can evolve to cancer cachexia due to complex interactions between pro-inflammatory cytokines and host metabolism. Beside and beyond the physical and the metabolic effects of cancer, patients often suffer as well from psychological distress, including depression. Depending on the type of cancer treatment (either curative or palliative) and on patients' clinical conditions and nutritional status, adequate and patient-tailored nutritional intervention should be prescribed (diet counselling, oral supplementation, enteral or total parenteral nutrition). Such an approach, which should be started as early as possible, can reduce or even reverse their poor nutritional status, improve their performance status and consequently their QoL. Nutritional intervention accompanying curative treatment has an additional and specific role, which is to increase the tolerance and response to the oncology treatment, decrease the rate of complications and possibly reduce morbidity by optimizing the balance between energy expenditure and food intake. In palliative care, nutritional support aims at improving patient's QoL by controlling symptoms such as nausea, vomiting and pain related to food intake and postponing loss of autonomy. The literature review supports that nutritional care should be integrated into the global oncology care because of its significant contribution to QoL. Furthermore, the assessment of QoL should be part of the evaluation of any nutritional support to optimize its adequacy to the patient's needs and expectations. 

DEATH STUDIES

Sep 2007, vol. 31, no. 8

p.713-726
End-of-life and palliative care issues in medical and nursing schools in the United States. 

Dickinson-George-E. 

Abstract
Medical and nursing schools in the United States have traditionally had a limited emphasis on end-of-life care. The present study is a comparison of these 2 professional programs' current offerings on death education. Data were gathered via a mailed survey from the 122 medical schools in 2005 and the 580 baccalaureate nursing programs in 2006. Return rates of 81% and 71%, respectively, were received. All medical schools and 99% of nursing schools reported offering something on death and dying, with over 90 % of students in these programs participating. The average number of hours offered in both professional programs is less than 15. Over 87% in both programs have offerings in palliative care. Whereas nursing programs rely almost solely on nurses for end-of-life course provisions, medical schools are more interdisciplinary by faculty. End-of-life issues are presented in both medical and nursing curricula, though on a limited basis. This emphasis exposes students to the issues, though not in an in-depth way. 

Aug 2007, vol. 31, no. 7
p.619-631

Imagining the alternatives to life prolonging treatments: elders' beliefs about the dying experience. 

Winter-Laraine, Parker-Barbara, Schneider-Melissa. 

Abstract
Deciding for or against a life-prolonging treatment represents a choice between prolonged life and death. When the death alternative is not described, individuals must supply their own assumptions. How do people imagine the experience of dying? We asked 40 elderly people open-ended questions about dying without 4 common life-prolonging treatments, eliciting beliefs about pain, length of time, loneliness, and palliative care. Beliefs were diverse, loneliness was commonly assumed, and palliation was rarely mentioned spontaneously. Results underscore needs for improved understanding of the dying process and palliative care and for fuller communication between patients and healthcare providers. 

EUROPEAN JOURNAL OF CANCER CARE
Dec 2006, vol. 15, no. 5
p.504-13                                                                                                                                
Effective integration of complementary therapies in cancer and palliative care. 

Hills-H. 

Author affiliation
East Lancashire Hospice, UK. helen.hills2@eastlancspct.nhs.uk. 

p. 476-80
Improving cancer patients' pain: the impact of the hospital specialist palliative care team. 

Jack-B, Hillier-V, Williams-A, Oldham-J. 

Author affiliation
Edge Hill - Faculty of Health, Aintree complex, University Hospital Aintree, Longmoor Lane, Liverpool, Merseyside, UK. jackb @edgehill.ac.uk. 

Abstract
Pain is reported to occur in the majority of patients with advanced cancer and is one of the main reasons for referral to a hospital specialist palliative care team. Yet despite this, there is a paucity of research into the impact the hospital specialist palliative care team has on pain control in patients. A non-equivalent control group design using a quota sample investigated 100 cancer patients who had been admitted to hospital for symptom control. Fifty patients received specialist hospital palliative care team intervention compared with 50 patients receiving traditional care. Outcome was assessed using the Palliative Care Assessment (PACA) tool on three occasions. There was no difference between the groups on the initial assessment and the results indicated that all cancer patients admitted to hospital had a significant improvement in their pain control. However, the patients who had the additional input of the palliative care team demonstrated a statistically significant greater improvement than the control group (P<0.001). Potential explanations are made for the results including the enhanced knowledge and skills of the hospital specialist palliative care team. 
p. 440-7
Social objectives in cancer care: the example of palliative day care. 

Payne-M. 

Author affiliation
Manchester Metropolitan University, and Psycho-social and Spiritual Care, St. Christopher's Hospice, Sydenham, London, UK. m.payne @stchristophers.org.uk. 

Abstract
Social objectives are poorly specified and evaluated in cancer care. Palliative day care is an example where social objectives are often identified but research has focused on health-care outcomes. A literature review identifies four types of social objective: emotional and spiritual care, general social care, services for families and carers and creative arts. Social objectives include: distinguishing between therapeutic work and leisure and supportive interventions, promoting service continuity, reducing social isolation, increasing social interaction, reassuring introduction to palliative care, rehearsal of reactions to illness with a sympathetic audience, integration of families and carers into care services, respite for carers and creative work for three separable objectives. It is argued that interventions to achieve social objectives may be defined and evaluated in a measurable way. Similarly, social objectives and interventions can be specified at other stages in the cancer journey. 

FAMILY PRACTICE

Jun 2007  vol. 24, no. 3
p.263-8
Depression in terminal illness: the need for primary care-specific research. 

Reeve-Joanne, Lloyd-Williams-Mari, Dowrick-Chris. 

Author affiliation
Division of Primary Care, University of Liverpool, Whelan Building, Brownlow Hill, Liverpool L69 3GB, UK. joanne.reeve@liv.ac.uk. 

Abstract
BACKGROUND: Palliative care research highlights depression as a common, treatable condition in patients with terminal cancer. Guidance from the European Association for Palliative Care calls for proactive screening and treatment of the disease. However, prevalence of depression among primary care patients with advanced cancer is unknown and it remains uncertain whether existing guidance is appropriate for use by GPs. OBJECTIVE: To estimate the prevalence of depression in a primary care population with terminal cancer. METHODS: A two-stage community prevalence survey conducted in primary care practices in Merseyside, UK. Adult patients with advanced metastatic cancer were invited to join the study. In phase 1, a depression screening tool (the Edinburgh Depression Scale (EDS)) was used to categorize patients as being high or low risk of depression. In phase 2, samples from each group underwent a diagnostic assessment using the revised Clinical Interview Schedule. Weighted prevalence estimates were calculated. RESULTS: In a final sample of 70 (response rate 47.9%), the prevalence of depression was 4.1% (95% confidence interval 0-8.8%). The sensitivity and specificity of the EDS were poorer than predicted. CONCLUSION: The prevalence of depression in our sample was lower than expected given findings from previous studies. Screening tools also performed differently in this population. The limitations in our study are discussed; however, our findings raise questions about whether depression guidance from palliative care studies can be directly applied to a primary care setting. We propose the need for development of a primary palliative care evidence base to underpin appropriate clinical care. 

GASTROENTEROLOGY CLINICS OF NORTH AMERICA

Jun 2007, vol. 36, no. 2
p. 455-76
Endoscopic palliation of pancreatic cancer. 

Sanders-Michael, Papachristou-Georgios-I, McGrath-Kevin-M, Slivka- Adam. 

Abstract
Endoscopic approaches have revolutionized the palliation of advanced pancreatic cancer. The ideal management consists of a multidisciplinary approach involving surgeons, endoscopists, radiologists, and oncologists. Concurrent advances in the fields of interventional radiology and laparoscopic surgical oncology should be readdressed and directly compared with endoscopic approaches in randomized controlled trials. Exciting novel endoscopic techniques are being developed and evaluated; however, these approaches require further validation with randomized clinical trials to determine the safety and efficacy when compared with more traditional approaches. 

HEALTH SERVICES RESEARCH (USA)
Aug 2007, vol. 42, no. 4
p.1672-90
Hospice care: what services do patients and their families receive? 

Carlson-Melissa-D-A, Morrison-R-Sean, Holford-Theodore-R, Bradley- Elizabeth-H. 

Abstract
OBJECTIVE: To determine the degree to which patients and families enrolled with hospice received services across key categories of palliative care, the extent of hospice-level variability in services delivered, and changes over time in services delivered. DATA SOURCE: Nationally representative sample of 9,409 discharged patients from 2,066 hospices in the National Home and Hospice Care Survey. STUDY DESIGN: Observational, cross-sectional study conducted from 1992 to 2000. The primary outcome is the receipt of services across five key categories of palliative care: nursing care, physician care, medication management, psychosocial care, and caregiver support. DATA COLLECTION: Data were obtained via interview with the hospice staff member most familiar with the patient's care, in conjunction with medical record review. PRINCIPLE FINDINGS: In 2000, 22 percent of patients enrolled with hospice received services across five key categories of palliative care. There was marked variation across hospices in service delivery. One-third of hospices provided patients and families services in one or two of the five key categories of palliative care, whereas 14 percent of hospices provided services across five key categories of palliative care. In multivariable analysis, the odds of receiving any additional hospice service was significantly greater in later compared with earlier years (odds ratio=1.10, 95 percent confidence interval 1.01-1.20). Nevertheless, the percentages of patients in 2000 receiving medication management (59 percent), respite care (7 percent), and physician services (30 percent) remained low. CONCLUSIONS: Hospice care for patients and families varies substantially across hospices. Whereas some hospices provide services across the key categories of palliative care, other hospices do not provide this breadth of services. Greater understanding of the causes of variation in service delivery as well as its impact on patient and family outcomes and satisfaction with end-of-life care is a critical subject for future research. Changes in Medicare's reimbursement policies may help hospices increase the range of services provided to patients and families. Grant ID: K24 AG022345, 

HONG KONG JOURNAL OF PSYCHIATRY
2006 Mar, vol. 16, no. 1

p. 7-13
Perception of doctors and nurses on the care and bereavement support for relatives of terminally ill patients in an acute setting.
Tse-DM, Wu-KK, Suen-MH, Ko-FY, Yung-GL.
Abstract
Objective: To study the perception of doctors and nurses on the care and bereavement support for relatives of critically ill and dying patients in an acute medical care setting. Participants and Methods: A self-administered questionnaire survey was completed by 169 nurses and 20 doctors at the Department of Medicine and Geriatrics, Caritas Medical Centre, Hong Kong. Results: When handling the reactions of bereaved relatives, the reported confidence of respondents did not agree with their ability to take the initiative. Nurses who perceived themselves as having no confidence would proceed to manage relatives' emotions. Familiarity with the procedures related to the death of a patient was not associated with staff initiative. Non-acceptance by relatives of a patient's death and strong emotions were reported to be most difficult factors to manage. The needs of the staff were identified for improvement of care. Conclusion: When encountering the death of a patient, one-third of staff would not be confident and one-third would not take the initiative when managing relatives' emotions. Enhancement of knowledge and skills for doctors and nurses for providing support for bereaved relatives in an acute medical setting is indicated.
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Using Nominal Group Technique to investigate the views of people with intellectual disabilities on end-of-life care provision. 

Tuffrey-Wijne-Irene, Bernal-Jane, Butler-Gary, Hollins-Sheila, Curfs- Leopold. 

Author affiliation
Division of Mental Health, St George's University of London, London, UK. ituffrey@sgul.ac.uk. 

Abstract
AIM: This paper is a report of a study using the Nominal Group Technique as a method to elicit the views of people with intellectual disabilities on sensitive issues, in this example end-of-life care provision. BACKGROUND: Establishing consumer views is essential in providing appropriate end-of-life care, yet people with intellectual disabilities have historically been excluded from giving their opinion and participating in research. METHODS: Nominal Group Technique was used in three groups, with a total of 14 participants who had mild and moderate intellectual disabilities. This technique involves four steps: (1) silent generation of ideas, (2) round robin recording of ideas; (3) clarification of ideas and (4) ranking of ideas (voting). Participants were presented with an image of a terminally ill woman (Veronica), and were asked: 'What do you think people could do to help Veronica?' FINDINGS: Participants generated a mean of nine individual responses. The highest rankings were given to issues around involvement in one's own care, presence of family and friends, offering activities to the ill person, and physical comfort measures. CONCLUSION: People with mild and moderate intellectual disabilities are capable of expressing their views on end-of-life care provision, and should be asked to do so. The Nominal Group Technique presents an effective and acceptable methodology in enabling people with intellectual disabilities to generate their views. 
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The national agenda for quality palliative care: the National Consensus Project and the National Quality Forum. 

Ferrell-Betty, Connor-Stephen-R, Cordes-Anne, Dahlin-Constance-M, Fine-Perry-G, Hutton-Nancy, Leenay-Mark, Lentz-Judy, Person-Judi- Lund, Meier-Diane-E, Zuroski-Ken. 

National  Consensus  Project  for  Quality Palliative Care Task Force Members.

Abstract
The release in 2007 of the National Quality Forum (NQF) preferred practices is a significant advance in the field of palliative care. These NQF preferred practices build on the clinical practice guidelines for palliative care developed by the National Consensus Project (NCP). The NQF is dedicated to improving the quality of American health care, and their focus on palliative care recognizes its growing place within the broader scope of health care. This article reviews the work of both the NCP and NQF and presents the domains and preferred practices that should guide quality improvement efforts in hospice and palliative care. 
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Hospice and palliative care development in Africa: a multi-method review of services and experiences
Clark-David, Wright-Michael, Hunt-Jennifer, Lynch-Thomas. 

Author affiliation
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Abstract
There is a paucity of information on hospice and palliative care provision in Africa and only a weak evidence base upon which to build policy and practice development. We set out to assess the current state of provision across the continent, mapping the existence of services country by country and exploring the perspectives and experiences of those involved. A multi-method review was conducted involving a synthesis of evidence from published and gray literature, ethnographic field visits to seven countries, qualitative interviews with 94 individuals from 14 countries, and the collation of existing public health data. Forty-seven African countries were reviewed, involving the assistance of numerous hospice and palliative care activists, including clinicians, managers, volunteers, policy makers, and staff of donor organizations. The 47 countries of Africa could be grouped into four categories: no identified hospice or palliative care activity (21 countries); capacity building activity is underway to promote hospice and palliative care delivery (11 countries); localized provision of hospice and palliative care is in place, often heavily supported by external donors (11 countries); and hospice and palliative care services are approaching some measure of integration with mainstream service providers and gaining wider policy recognition (four countries). Overall, services remain scattered and piecemeal in most African countries, and coverage is poor. Nongovernmental organizations are the predominant source of provision. Major difficulties relate to opioid availability, workforce development, and achieving sustainable critical mass. Models exist in Uganda, Kenya, South Africa, and Zimbabwe for the development of affordable, sustainable community-based hospice and palliative care services, but sensitivity is required in adopting Western models of hospice and palliative care for implementation in the African cultural context. Overall, interest in the development of hospice and palliative care in Africa has never been greater. 

p. 661-75
The desire for hastened death in patients with metastatic cancer. 

Rodin-Gary, Zimmermann-Camilla, Rydall-Anne, Jones-Jennifer, Shepherd-Frances-A, Moore-Malcolm, Fruh-Martin, Donner-Allan, Gagliese-Lucia. 

Abstract
A substantial minority of patients in palliative care settings report a high desire for hastened death (DHD), in association with physical and emotional distress, low social support, and impaired spiritual well being. To clarify to what extent DHD emerges in association with suffering prior to the end of life, we determined its prevalence and correlates in ambulatory patients with metastatic cancer, the majority of whom had an expected survival of >6 months. We hypothesized that DHD in this sample would be directly linked to physical and psychological distress, and inversely related to perceived social support, self-esteem, and spiritual well being. Three hundred twenty-six outpatients completed the Schedule of Attitudes Toward Hastened Death (SAHD), Brief Pain Inventory, Memorial Symptom Assessment Scale, Beck Depression Inventory-II (BDI- II), Beck Hopelessness Scale (BHS), Medical Outcomes Study Social Support Survey, FACIT-Spiritual Well-Being Scale, Rosenberg Self- Esteem Scale, and Karnofsky Performance Status. Over 50% of participants reported pain, >20% reported elevated levels of depression (BDI-II> or =15) and hopelessness (BHS> or =8), but <2% had a high DHD (SAHD> or =10). DHD was correlated positively with hopelessness, depression, and physical distress, and negatively with physical functioning, spiritual well being, social support, and self- esteem; it was not associated with treatment status or proximity to death. Over 34% of the variance in predicting SAHD scores was accounted for by hopelessness, depression, and functional status. The relative absence of a strong DHD in this sample suggests that the will to live tends to be preserved in cancer patients prior to the end of life, in spite of significant emotional and physical suffering. 
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Physician-reported practice of the use of methylphenidate in Japanese palliative care units. 

Matsuo-Naoki, Morita-Tatsuya. 

Publication type
Letter.
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Objective physical activity and self-reported quality of life in patients receiving palliative chemotherapy
Dahele-Max, Skipworth-Richard-J-E, Wall-Lucy, Voss-Anne, Preston-Tom, Fearon-Kenneth-C-H. 

Abstract
There is little objective data on how cancer and its therapy affect physical activity. The main aims of this pilot study were 1) to compare physical activity in patients receiving palliative chemotherapy and healthy controls, and 2) to explore the relationship between patients' activity, quality of life (QoL), and clinical performance status. A miniaturized electronic meter objectively recorded activity for one week in 20 patients with upper gastrointestinal cancer receiving palliative chemotherapy and in 13 age-matched healthy controls. Patients also completed the European Organization for Research and Treatment of Cancer (EORTC) QLQ-C30, Functional Assessment of Chronic Illness Therapy-Fatigue (FACIT-F; fatigue), and Functional Assessment of Anorexia and Cachexia Therapy (FAACT; anorexia/cachexia) quality-of-life questionnaires. The patients' median estimated total energy expenditure was 8% lower (P=0.0003), median time spent upright was approximately two hours/day less (P=0.0002), and median steps taken/day was 43% lower (P=0.002) than that of the control group. Neither estimated energy expenditure nor average steps taken/day correlated significantly with EORTC QLQ- C30 physical functioning, fatigue, or global health status/QoL. There was no correlation with the FAACT Trial Outcome Index (TOI), but the FACIT-F TOI and both estimated energy expenditure and the average steps taken/day correlated significantly (r=0.59, P=0.009 and r=0.59, P=0.008). It is concluded that patients receiving palliative chemotherapy were less active than healthy controls; however, the relationship between physical activity and QoL requires further characterization. 
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A system for interactive assessment and management in palliative care. 

Chang-Chih-Hung, Boni-Saenz-Alexander-A, Durazo-Arvizu-Ramon-A, Des Harnais-Susan, Lau-Denys-T, Emanuel-Linda-L. 

Abstract
The availability of psychometrically sound and clinically relevant screening, diagnosis, and outcome evaluation tools is essential to high-quality palliative care assessment and management. Such data will enable us to improve patient evaluations, prognoses, and treatment selections, and to increase patient satisfaction and quality of life. To accomplish these goals, medical care needs more precise, efficient, and comprehensive tools for data acquisition, analysis, interpretation, and management. We describe a system for interactive assessment and management in palliative care (SIAM-PC), which is patient centered, model driven, database derived, evidence based, and technology assisted. The SIAM-PC is designed to reliably measure the multiple dimensions of patients' needs for palliative care, and then to provide information to clinicians, patients, and the patients' families to achieve optimal patient care, while improving our capacity for doing palliative care research. This system is innovative in its application of the state-of-the-science approaches, such as item response theory and computerized adaptive testing, to many of the significant clinical problems related to palliative care. 
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A randomized, double-blind, multi-site, crossover, placebo-controlled equivalence study of morning versus evening once-daily sustained- release morphine sulfate in people with pain from advanced cancer. 

Currow-David-C, Plummer-John-L, Cooney-Neil-J, Gorman-David, Glare- Paul-A. 

Abstract
Diurnal variation in pain perception is recognized. The question of whether opioid prescribing should be adjusted to account for diurnal variation can be tested with the advent of once-daily sustained- release morphine. The study recruited 45 people with opioid- responsive pain on stable doses of analgesics and advanced cancer from five regional palliative care programs in Australia. Each participant took one placebo and a 24-hourly dose of sustained- release morphine daily, 12 hours apart-active dose in the morning for one week and in the evening for the other week. The order of the weeks was randomized in a double-blind manner. The primary outcome from the last two days (steady state) on both arms was averaged four- hourly pain scores while awake on a 100 mm visual analogue scale (VAS). Secondary outcomes included VAS and categorical scales for other pain parameters, quality of sleep, nausea, vomiting, constipation, confusion, and somnolence. Twenty-six of 42 participants completed the study and provided adequate power for analysis. Mean VAS was 16 mm for morning dosing and 14 mm for evening dosing (P=0.76, difference of adjusted means 2 mm, 95% confidence interval: -2, 6). No differences were found in pain control, pain during the day, pain disturbing sleep, or with breakthrough medication use. This study suggests that any difference between morning and evening dosing of once-daily sustained-release morphine in people with significant opioid-responsive pain and advanced cancer is small and unlikely to be clinically significant for most people. 
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The end of life: a qualitative study of the perceptions of people over the age of 80 on issues surrounding death and dying. 

Lloyd-Williams-Mari, Kennedy-Vida, Sixsmith-Andrew, Sixsmith-Judith. 

Author affiliation
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Abstract
This study explored how elderly people living in the community perceive issues around death, dying, and the end of life using a qualitative grounded theory approach. Forty individuals aged between 80 and 89 years who were living alone in the community were interviewed and were identified through purposive and random sampling. The results revealed that issues associated with end of life included fear of how they would die, fear of becoming a burden to others, wanting to prepare for and have a choice with regard to where and when they die, and issues relating to assisted dying. The study demonstrated that issues relating to the end of life are a major concern for older people, but are seldom addressed by professionals. Listening to and understanding the views and experiences of the older age group regarding end-of-life care is needed if adequate person-centered care is to be delivered to this ever-growing population group. 

p. 7-16

Hospice care for patients with dementia. 

Mitchell-Susan-L, Kiely-Dan-K, Miller-Susan-C, Connor-Stephen-R, Spence-Carol, Teno-Joan-M. 

Abstract
Dementia is a leading cause of death in the USA. Although guidelines exist to determine hospice eligibility for dementia, only a small percentage of patients dying with this condition receive hospice care. Hospice recipients with dementia have not been well characterized, and little is known about the quality of care they receive. The Family Evaluation of Hospice Care (FEHC) survey was adopted by the National Hospice and Palliative Care Organization (NHPCO) in 2003 as a standard benchmarking tool. The FEHC collects data from bereaved families regarding the quality of hospice care. An online repository of 2005 FEHC data was used to describe hospice recipients over 65 years of age who died with dementia and to examine their families' evaluation of hospice care. Decedents with cancer and chronic terminal conditions were also analyzed for comparison purposes. A total of 77,123 surveys submitted by 796 hospices nationwide met the study's eligibility criteria. Decedent diagnoses were as follows: dementia, n=8,686 (11.3%); cancer, n=35,693 (46.3%); and other chronic diseases, n=32,744 (42.4%). Decedents with dementia were more likely to be >85 years, female, and have length of stays >180 days. Evaluation of care in all FEHC domains did not significantly differ between groups. Approximately three-quarters of bereaved family members of decedents in all groups perceived the overall quality of care as excellent; however, opportunities to improve care were also identified. These data suggest that the evaluation of hospice care for older patients is generally high, and does not vary with respect to terminal diagnoses. 

p. 94-104

Symptom prevalence in patients with incurable cancer: a systematic review. 

Teunissen-Saskia-C-C-M, Wesker-Wendy, Kruitwagen-Cas, de-Haes- Hanneke-C-J-M, Voest-Emile-E, de-Graeff-Alexander. 

Abstract
The suffering of patients with incurable cancer is determined to a large degree by the presence and intensity of the symptoms of their disease. Knowledge of symptom prevalence is important for clinical practice. The main aim of this study was to obtain a reliable estimation of symptom prevalence in patients with incurable cancer by performing a systematic review of studies assessing this topic. We included 44 studies (including 25,074 patients) on overall symptom prevalence (Group 1) and six studies (including 2,219 patients) on symptom prevalence during the last one to two weeks of life (Group 2) . In these studies, symptom prevalence was assessed by a questionnaire, a standardized interview, or the medical record. We identified 37 symptoms assessed in at least five studies. Almost all symptoms occurred in more than 10% of the patients. Five symptoms (fatigue, pain, lack of energy, weakness, and appetite loss) occurred in more than 50% of the patients of Group 1. Weight loss occurred significantly more often in Group 2 compared to Group 1, and pain, nausea, and urinary symptoms occurred significantly less often. Generally, symptom prevalence was highest if assessed by a questionnaire. The results of this study should be used to guide doctors and nurses in symptom management. Proper attention to symptom burden and suffering should be the basis for individually tailored treatment aimed at improving or maintaining quality of life of patients in their last period of life. 

Suppl, p. S1-6

The international conference on malignant bowel obstruction: a meeting of the minds to advance palliative care research. 

Krouse-Robert-S. 

Abstract
There is a dearth of well-designed clinical research focusing on palliative care in cancer patients, especially those who are near the end of life. Reasons for this include ethical dilemmas in conducting such trials, communication barriers between specialties, and unclear standards for best care practices. To ensure that patients with incurable illnesses are offered the best available care, it is essential to develop and disseminate research methodologies well suited to this population. Given the multidimensional and culture- dependent nature of the end-of-life experience, it is necessary to adopt an interdisciplinary approach to developing research methods. As a means of initiating the process of palliative clinical research methodology development, malignant bowel obstruction (MBO) was used as a model to develop a research protocol. Although many treatment options for MBO have been proposed, existing literature offers little guidance with regard to algorithms for optimal management. To this end, an international leaders in quality-of-life research, ethnocultural variability, palliative medicine, surgical oncology, gastroenterology, major consortium research, medical ethics, and patient advocacy/cancer survivors was convened in Pasadena, California, on November 12-13, 2004. Participants also represented the broad ethnic and racial perspectives required to develop culturally sensitive research methods. Consensus on methodological approaches was attained through vigorous debate. Using the conference-developed MBO model to implement trials will advance palliative care research. 

Suppl, p. S60-1

Lessons learned from a collaborative meeting to construct a palliative care protocol. 

Krouse-Robert-S. 

Abstract
As the treatment of advanced illness necessitates a multidimensional and culturally sensitive approach, a conference of international leaders in affected disciplines (quality of life research, ethno- cultural variability, palliative medicine, surgical oncology, gastroenterology, major consortium research, medical ethics, and patient advocacy/cancer survivors) was organized to provide the necessary expertise and broad ethnic and racial perspectives. During the course of the two-day conference, participants first deliberated in small groups focused on specific areas of concern to palliative care research: outcome measures, ethical dilemmas, barriers, and solutions, cross-cultural issues, palliative care study implementation, and protocol development. Each group presented the results of their meetings, and the conference as a whole worked out the final details of a research protocol for malignant bowel obstruction. Lessons learned in the process of conceiving and organizing the meetings, implementing, and disseminating the results of the conference provide insight into the usefulness of this method for developing workable palliative care research methodologies. 

Suppl, p. S40-8

Implementing palliative care studies. 

Whalen-Giles-F, Kutner-Jean, Byock-Ira, Gerard-Dava, Stovall-Ellen, Sieverding-Pauline, Ganz-Patricia-A, Krouse-Robert-S. 

Abstract
This session focused on issues related to implementation of randomized clinical trials in palliative care studies. Topics discussed included what kinds of clinical sites and patient populations were suitable, what types of clinical investigators (clinical specialty) should be involved in or lead the studies, what multisite mechanisms could be used to conduct the trials, and what funding issues were related to these studies. A trial of operative versus nonoperative management for small bowel obstruction caused by recurrent intra-abdominal cancer was considered. The feasibility of such a trial was examined in terms of whether there was equipoise for a majority of likely investigators in the field around the trial question, what other issues might impact accrual to the trial, and how many patients would be required to answer which of these two treatment arms was better. This last question is related to selection of a primary endpoint for the trial and was a modestly contentious issue for the trial design group. Both sensible compromises in endpoint selection and the education of the community of investigators for a particular randomized trial in palliative care are crucial steps for successful implementation. A major conclusion of this session is that implementation considerations are intimately related to the architecture of a specific trial and should be addressed practically and early in the design phase of any randomized trial addressing a palliative care question. In this respect, randomized trials in palliative care are no different than in other fields. 

Suppl, p. S49-59
Report of the clinical protocol committee: development of randomized trials for malignant bowel obstruction. 

Anthony-Thomas, Baron-Todd, Mercadante-Sebastiano, Green-Sylvan, Chi- Dennis, Cunningham-John, Herbst-Anne, Smart-Elizabeth, Krouse-Robert- S. 

Abstract
Malignant bowel obstruction (MBO) is a commonly encountered palliative care problem. There have been very few comparative trials in this area, and consequently there is very little clinical evidence upon which therapy can be rationally based. The purpose of this paper is to highlight the discussion and decision-making process that was undertaken by the Clinical Protocol Subcommittee during the development of a proposed clinical trial of best medical care versus surgical or endoscopic treatment for MBO. The development of the proposed clinical trials followed an orderly process. The first step taken was a discussion of a specific definition for MBO. Once agreed upon, this definition helped identify inclusion and exclusion criteria for the proposed trial. This was followed by an extensive literature review, which helped define both surgical and endoscopic approaches to MBO as well as what constituted best medical care. An extensive discussion was then undertaken concerning the best outcome measure of success for medical, surgical, and endoscopic interventions. All of the above steps culminated in two proposed protocols, one for MBO of the small intestine distal to the ligament of Treitz and a second for colonic obstructions. The small intestinal trial is designed to compare surgical intervention versus best medical care, whereas the colonic trial seeks to compare surgery with endoscopically-placed intraluminal stents coupled with best medical care. 

Suppl, p. S7-S19

Measuring outcomes in randomized prospective trials in palliative care. 

Mularski-Richard-A, Rosenfeld-Kenneth, Coons-Stephen-Joel, Dueck- Amylou, Cella-David, Feuer-David-J, Lipscomb-Joseph, Karpeh-Martin-S- Jr, Mosich-Tom, Sloan-Jeff-A, Krouse-Robert-S. 

Abstract
Palliative care aims to improve the quality of life of patients and their families and reduce suffering from life-threatening illness. In assessing palliative care efficacy, researchers must consider a broad range of potential outcomes, including those experienced by the patient's family/caregivers, clinicians, and the health care system. The purpose of this article is to summarize the discussions and recommendations of an Outcomes Working Group convened to advance the palliative care research agenda, particularly in the context of randomized controlled trials. These recommendations address the conceptualization of palliative care outcomes, sources of outcomes data, application of outcome measures in clinical trials, and the methodological challenges to outcome measurement in palliative care populations. As other fields have developed and refined methodological approaches that address their particular research needs, palliative care researchers must do the same to answer important clinical questions in rigorous and credible ways. 
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Ethical issues in research to improve the management of malignant bowel obstruction: challenges and recommendations. 

Laneader-Alice, Angelos-Peter, Ferrell-Betty-R, Kolker-Ann, Miner- Thomas, Padilla-Geraldine, Swaney-Julie, Krouse-Robert-S, Casarett- David. 

Abstract
Research to improve the care of patients with malignant bowel obstruction (MBO) is urgently needed. In particular, there is an urgent need for high-quality descriptive research, including prospective cohort studies, as well as randomized controlled trials to define optimal management strategies. However, investigators and clinicians face numerous barriers in conducting high-quality research in this patient population. These barriers include lack of funding, difficulties in identifying eligible patients, and a variety of practical and methodological challenges of designing these studies. In addition, there are a variety of ethical challenges that arise in the design and conduct of studies of MBO and particularly in the conduct of clinical trials. In this article, we address four categories of ethical issues: study design, recruitment, informed consent, and Institutional Review Board review. For each, we outline salient issues and suggest recommendations for enhancing the ethics of MBO studies, including interventional trials. 
Suppl, p. S28-39
Prospective integration of cultural consideration in biomedical research for patients with advanced cancer: recommendations from an international conference on malignant bowel obstruction in palliative care 
Fineberg-Iris-Cohen, Grant-Marcia, Aziz-Noreen-M, Payne-Richard, Kagawa-Singer-Marjorie, Dunn-Geoffrey-P, Kinzbrunner-Barry-M, Palos- Guadalupe, Shinagawa-Susan-Matsuko, Krouse-Robert-S. 

Author affiliation
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Abstract
In the setting of an international conference on malignant bowel obstruction as a model for randomized controlled trials (RCTs) in palliative care, we discuss the importance of incorporating prospective cultural considerations into research design. The approach commonly used in biomedical research has traditionally valued the RCT as the ultimate way of knowing about how to best treat a medical condition. The foremost limitation of this approach is the lack of recognition of the impact of cultural viewpoints on research outcomes. We propose that interest relevant to cultural viewpoints should be emphasized in conceptualizing and interpreting research questions, designs, and results. In addition to recognizing our cultural biases as individuals and researchers, we recommend two major shifts in designing and implementing RCTs: 1) inclusion of a multidisciplinary team of researchers to inform the diversity of perspectives and expertise brought to the research, and 2) use of mixed methods of inquiry, reflecting both deductive and inductive modes of inference. 
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Intractable pain: intoxication or undermedication? 

El-Osta-Badi, Elsayem-Ahmed, Yennurajalingam-Sriram, Bruera-Eduardo. 
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Prognosis in end-stage chronic obstructive pulmonary disease #141. 

Childers-Julie-W, Arnold-Robert-M, Curtis-J-Randall. 
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Intravenous lidocaine: an outdated or underutilized treatment for pain? 

McCleane-Gary. 

Abstract
BACKGROUND: Conventional analgesic treatment involves the use of oral and transdermal formulations of drugs that require repetitive administration for sustained pain relief to be achieved. Along with the potential of analgesia, the risk of ongoing side effects consequent on the use of these analgesics also exists and this may have a detrimental effect on the patient's quality of life. In contrast, an intriguing body of evidence suggests that short-term administration of intravenous lidocaine may produce pain relief that far exceeds both the duration of infusion and the half-life of the drug. When pain relief is produced, concomitant analgesic medication can be reduced, side effects from pain relieving medication minimized with a potential for very real improvement in the quality of life of the patient. OBJECTIVE: To ascertain whether literature evidence supports the use of intravenous lidocaine in clinical practice. DESIGN: A review of the currently available published evidence. RESULTS: A reasonable body of evidence, along with extensive clinical experience, suggests that intravenous lidocaine can have a useful pain-relieving effect and is worth consideration in palliative care patients. CONCLUSION: While this form of therapy is not commonplace in the terminally ill patient, it could be argued that its use has much merit in that field and should be considered. 
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Advanced chronic obstructive pulmonary disease: innovative approaches to palliation. 

Rocker-Graeme-M, Sinuff-Tasnim, Horton-Robert, Hernandez-Paul. 

Abstract
By the year 2020, chronic obstructive pulmonary disease (COPD) will be the third leading cause of death globally. While there have been consistent calls for increased palliative care involvement in the care of patients with advanced COPD, these calls should be based on empirical evidence that such an approach improves the symptom burden and poor quality of life associated with advanced COPD. Rather than reviewing the traditional treatments of airflow obstruction and palliative measures familiar to the palliative care community, we will focus on some novel approaches to the management of patients with advanced COPD from the perspective of clinicians involved in end of life care provision and research. By combining the clinical and research skills of pulmonologists and palliative medicine specialists we can advance the care of patients with this progressive and incurable disease. 

Comment
Comment in: J Palliat Med. 2007 Jun; 10(3):781-2.
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Cognitive functioning under stress: evidence from informal caregivers of palliative patients. 

Mackenzie-Corey-S, Smith-Marilyn-C, Hasher-Lynn, Leach-Larry, Behl- Pearl. 

Abstract
BACKGROUND: Caring for a terminally ill family member can be extremely stressful, and stress is known to have a negative influence on aspects of cognition. In contrast to the well-known physical and mental health risks associated with caregiving, little is known about its impact on cognitive functioning. OBJECTIVE: The primary objective of this study was to explore cognition among caregivers of palliative family members with a battery of neuropsychological tests. A secondary objective was to examine changes in cognition following caregiving by retesting a subset of participants at least 6 months after the death of their care recipient. METHOD: While caregiving, 27 participants completed an assessment battery measuring attention, learning, and memory, as well as intelligence, mood, and general health; 22 participants completed this battery again post-caregiving. We compared caregivers' cognitive performance to healthy normative samples. RESULTS: Participants who were caring for palliative relatives exhibited significant impairments in attention, including difficulty monitoring their performance and regulating their attentional resources. In contrast, participants' episodic and working memory performance was not impaired while caregiving. A mixed pattern of improvement and worsening of cognitive functioning was evident among caregivers retested after their family member's death. CONCLUSIONS: In addition to the well-documented physical and mental health risks associated with caregiving, this study adds to a small body of literature demonstrating impaired cognitive functioning among family members providing end-of-life care. Secondary findings of both improvement and deterioration of cognition post caregiving provide tentative support for the possibility of reversing certain cognitive deficits by reducing caregiver stress. 
p. 686-95

Potentially inappropriate medication use by Medicaid+Choice beneficiaries in the last year of life. 

Fahlman-Cheryl, Lynn-Joanne, Finch-Mike, Doberman-Danielle, Gabel- Jon. 

Abstract
BACKGROUND: Regardless of the payer and the period studied the prevalence of potentially inappropriate medication use in the elderly ranged from 21% to 40%. OBJECTIVE: To look at potentially inappropriate prescribing in a group of Medicare+Choice beneficiaries in their last year of life (LYOL) in a large national managed care organization. RESEARCH DESIGN: Retrospective review of Medicare +Choice decedents' drug claims and enrollment data collected between January 1998 and December 2000, supplemented by the Medicare denominator file and 1990 Census data. SUBJECTS: Four thousand six hundred two beneficiaries in a large national managed care organization. MEASURES: We analyzed the relationship between disagreement with the Beers' criteria and sociodemographic descriptors, insurance characteristics, and cause of death. We used logistic regression techniques to estimate factors associated with the disagreement. RESULTS: Two thousand thirty-one beneficiaries (44%) had at least one claim in the LYOL that disagreed with a Beers' criterion, 15% experienced more than one unique Beers' disagreement. The most common disagreements were for the use of propoxyphene (15.0%), followed by zolpidem (3.8%), and amitriptyline (2.8%). Based on total claims, cancer patients were most likely to receive propoxyphene (35.3%) followed by patients with a heart condition (29.6%). A large proportion of the potentially inappropriate prescribing involves psychoactive drugs. The logistic model showed fewer Beers' criteria breaches associated with being male and being non-white. Beers' breaches were more common if the beneficiary has increasing prescription use or died from cancer. CONCLUSION: This study showed that many beneficiaries have prescriptions that contravene the Beers' criteria. 

p. 677-85

Palliation and liver failure: palliative medications dosage guidelines. 

Rhee-Charles, Broadbent-Andrew-Mark. 

Abstract
Palliation of symptoms is important in a variety of conditions, both malignant and nonmalignant. These symptoms may be present in patients with chronic or acute liver failure. However, to date there is a notable lack of reliable information on the use of medications that are commonly required in the palliative care of these patients. To facilitate care, a literature review was conducted with extensive searches of MEDLINE and Micromedex as well as reviews of the major textbooks of pharmacology, palliative care, gastroenterology and hepatology. A table is presented that includes medications organized in groupings of functional importance in palliative medicine such as opioids, antiarrhythmics, antidepressants, aperients, and other medications as selected for use at a Sydney palliative care unit. Data have been collected on the pharmacologic half-life in normal liver function and in cirrhosis. The latter, where suitable data could be obtained, were divided into three subgroups, using the Child-Pugh criteria. The further development of this information may help limit difficulties in choice of medication and reduce potential complications and improve palliation. 
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Survey of palliative care concepts among medical interns in India. 

Bharadwaj-Parag, Vidyasagar-M-S, Kakria-Anjali, Tanvir-Alam-U-A. 

Abstract
BACKGROUND: Medical knowledge, if theoretical, will fade away if not reinforced especially if not clinically implemented. We conducted a survey study amongst interns to assess awareness and confidence of common palliative care issues. Undergraduate medical education in India is a 4(1/2) -year course. This is followed by a 1-year internship before the new physician can practice independently. AIM: To compare the level of awareness in palliative care concepts among interns to that of final-year medical students at Kasturba Medical College, Manipal, India. MATERIALS AND METHODS: Forty-four interns participated in a survey study. The data were collected after the survey and the responses were analyzed. We compared these data with those obtained from conducting the same survey among medical students. RESULTS: The reported theoretical knowledge of palliative care concepts was better than the level of confidence in performing practical aspects of palliative care. The interns, overall, did not out-perform the students. CONCLUSION: Before this survey, we hypothesized that interns in India would have low levels of self- reported understanding of palliative care and its components. We were hoping to see an improvement in knowledge and confidence with training. In contrast, there was not much of an improvement but rather a decline in some areas. From this, we conclude that when medical students become interns, they need reinforcement of knowledge and more hands-on experience. 
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Survey of palliative care concepts among medical students in India. 

Bharadwaj-Parag, Vidyasagar-M-S, Kakria-Anjali, Tanvir-Alam-U-A. 

Abstract
BACKGROUND: Students must develop a tension for change before new material is learned. Therefore, a needs assessment generally precedes curriculum change in order to identify what the target population thinks they already know about a subject. Undergraduate medical education in India is a 4(1/2) -year course. This is followed by a 1- year internship before the new physician can practice independently. AIM: To assess the level of awareness in palliative care concepts among final-year students at Kasturba Medical College, Manipal, India. MATERIALS AND METHODS: One hundred eleven final-year students participated in a survey study 6 months before graduation. The data were collected after the survey and the responses were analyzed. RESULTS: The reported theoretical knowledge of palliative care concepts was better than the level of confidence in performing practical aspects of palliative care. CONCLUSION: Before this survey, we hypothesized that medical students in India would have low levels of self-reported understanding of palliative care and its components. In contrast, they reported a high level of understanding of palliative care but very little understanding and confidence in performing the associated skills. From this, we conclude that these medical students are ready for instruction in the practical skills of palliative care. 
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Formal, informal, and hidden curriculum in the clinical years: where is the problem? 
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Fast response is key to partnering with the emergency department. 

Meier-Diane-E, Beresford-Larry. 
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Response to Carlson/Morrison guest editorial: evaluating palliative care programs: let's do it right. 

Cuny-Joanne, Cassel-J-Brian, Maxwell-Terri-L, Coyne-Patrick-J, Usher- Barbara-M, Amin-Alpesh, Twaddle-Martha-L. 
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Increased satisfaction with care and lower costs: results of a randomized trial of in-home palliative care. 

Brumley-Richard, Enguidanos-Susan, Jamison-Paula, Seitz-Rae, Morgenstern-Nora, Saito-Sherry, McIlwane-Jan, Hillary-Kristine, Gonzalez-Jorge. 

Abstract
OBJECTIVES: To determine whether an in-home palliative care intervention for terminally ill patients can improve patient satisfaction, reduce medical care costs, and increase the proportion of patients dying at home. DESIGN: A randomized, controlled trial. SETTING: Two health maintenance organizations in two states. PARTICIPANTS: Homebound, terminally ill patients (N=298) with a prognosis of approximately 1 year or less to live plus one or more hospital or emergency department visits in the previous 12 months. INTERVENTION: Usual versus in-home palliative care plus usual care delivered by an interdisciplinary team providing pain and symptom relief, patient and family education and training, and an array of medical and social support services. MEASUREMENTS: Measured outcomes were satisfaction with care, use of medical services, site of death, and costs of care. RESULTS: Patients randomized to in-home palliative care reported greater improvement in satisfaction with care at 30 and 90 days after enrollment (P<.05) and were more likely to die at home than those receiving usual care (P<.001). In addition, in-home palliative care subjects were less likely to visit the emergency department (P=.01) or be admitted to the hospital than those receiving usual care (P<.001), resulting in significantly lower costs of care for intervention patients (P=.03). CONCLUSION: In-home palliative care significantly increased patient satisfaction while reducing use of medical services and costs of medical care at the end of life. This study, although modest in scope, presents strong evidence for reforming end-of-life care. 
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Continuous deep sedation in home palliative care units: case studies in the Florence area in 2000 and in 2003-2004. 

Bulli-F, Miccinesi-G, Biancalani-E, Fallai-M, Mannocci-M, Paci-E, Piazza-M, Tempestini-C, Morino-P. 

Abstract
AIM: The aim of this paper was to describe the frequency and the characteristics of continuous deep sedation in terminally ill patients. METHODS: All patients who died in home palliative care units in the Florence area between March 1-December 31, 2000 and July 1, 2003-June 30, 2004 were prospectively analysed with regard to social, demographic, and clinical characteristics. RESULTS: The data presented refer to 1075 patients (331 in 2000 and 744 in 2003-2004). Continuous deep sedation was applied in 14.2% and in 12% of patients, respectively. At baseline, patients who were sedated during the final stages of their life were more likely to be younger in age, to have poorer quality of life and better performance status. Such characteristics did not differ between the two periods. Hydration was not performed in 65% of all patients who finally received sedation in the period 2003-2004 versus 33% in those who did in 2000. In 2003-2004, the decision to use sedation was discussed with patients in 39% of those who were sedated. In 2003-2004, we noticed an increase in the use of benzodiazepines for continuous deep sedation from 43% to 87%. The increase in opioid average dosage from the onset of sedation until the last 24 h of their life was about seven-fold in 2000 and almost twice that amount in 2003-2004 in those patients who were not undergoing treatment with opioids when sedation started. CONCLUSION: The monitoring of end-of-life decision making and of medical practices involved in continuous deep sedation contributes to an enhancement in the quality of caring for terminally ill patients. 

PEDIATRIC BLOOD & CANCER
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Evaluation of a pediatric palliative care educational workshop for oncology fellows. 

Baughcum-Amy-E, Gerhardt-Cynthia-A, Young-Saleme-Tammi, Stefanik- Regina, Klopfenstein-Kathryn-J. 

Abstract
BACKGROUND: Recent efforts have focused on improving pediatric palliative care to relieve physical and psychological suffering throughout the course of illness, as well as to improve care at the end-of-life (EOL). One area of attention has been medical training, as healthcare providers have often reported feeling ill-equipped to manage EOL issues. As a pilot study, we developed and evaluated a daylong educational workshop on pediatric palliative care for oncology fellows. PROCEDURE: Fellows (N = 32) from 20 hospitals participated in one of two workshops covering palliative care topics, such as pain/symptom management, communication, ethics, and bereavement. Training, knowledge, behavior, and attitudes regarding pediatric palliative care were assessed before the workshop, and knowledge was re-assessed immediately afterwards. RESULTS: Fellows reported a general lack of training in EOL care, and only 41% rated their education as at least somewhat adequate. Colleagues and personal experience were more often sources on EOL care, rather than formal classes or textbooks. Although fellows reported open attitudes toward palliative care, such as involving adolescents in decision- making, only half felt comfortable in the presence of a dying person. Fewer than half felt comfortable providing EOL care, managing families' expectations, or knowledgeable enough to discuss hospice with patients/families. Following the workshop, knowledge of palliative care increased significantly from 75 to 85% correct. CONCLUSIONS: Fellows reported open beliefs about palliative care, but acknowledged weaknesses in their training and level of competence. The workshop showed efficacy in improving knowledge, but additional research is needed to evaluate larger educational initiatives and their long-term impact on clinical services and family satisfaction. 
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Symptoms in the palliative phase of children with cancer. 

Theunissen-J-M-J, Hoogerbrugge-P-M, van-Achterberg-T, Prins-J-B, Vernooij-Dassen-M-J-F-J, van-den-Ende-C-H-M. 

Abstract
BACKGROUND: The aim of the study was to make a comprehensive inventory of the physical, psychological, and social symptoms of children with cancer and their parents during the palliative phase and the extent to which health professionals address those symptoms. PROCEDURE: Forty parents of children who died 1-3 years prior to data collection (structured questionnaire) were invited to participate in the study. RESULTS: The response rate was 32 out of 40 parents (80%). Most frequently mentioned physical symptoms were pain, poor appetite, and fatigue. The children's most mentioned psychological symptoms were sadness, difficulty in talking to their parents about their feelings regarding illness and death and fear of being alone. The symptoms of fear of death of the child and fear of physical symptoms were most frequently mentioned parents' psychological symptoms. Health professionals addressed 82% of the children's physical symptoms, 43% of the children's psychological symptoms, and 56% of the parents' psychological symptoms. Parents indicated that after professional attention the proportion of children's physical symptoms that were completely or partially resolved was 18 and 26%, respectively. For children's psychological symptoms the figures were 9 and 25%, respectively, and for parents' psychological symptoms 2 and 23%, respectively. CONCLUSIONS: The burden of symptoms of the child with cancer during the palliative phase and their parents is high. Health professionals focus mainly on the physical symptoms of the child. Relief of symptoms could not be achieved for a large proportion of symptoms. Further prospective research is necessary to investigate the kind, frequency and intensity of symptoms in order to tailor optimal palliative care to the needs of both child and parent. 
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Mar- Apr 2007, vol. 15, no. 2 
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Palliative care to the cancer patient: reflections according to Paterson and Zderad's view. 

Lavinas-Santos-Miria-Conceicao, Freitag-Pagliuca-Lorita-Marlena, Carvalho-Fernandes-Ana-Fatima. 

Abstract
This reflective study presents the approach of the Nursing Palliative Care to the cancer patient without therapeutic possibility according to the Paterson and Zderad's Humanistic Nursing Theory. The palliative care aims to provide the patient without therapeutic possibility and his family better quality of life. When the nurse, in addition to delivering palliative care to the cancer patient, uses the Humanistic Theory, (s)he starts to recognize each person as a singular existence. This recognition permits one to understand the person's meaning in the process of his(er) disease. 

THESCIENTIFICWORLDJOURNAL

2006 (epub), vol. 6, p. 2158-69
Therapeutical intervention, relaxation, mental images, and spirituality (RIME) for spiritual pain in terminal patients. A training program. 

de-Araujo-Elias-Ana-Catarina, Giglio-Joel-Sales, de-Mattos-Pimenta- Cibele-Andrucioli, El-Dash-Linda-Gentry. 

Abstract
Therapeutic intervention involving the technique of Relaxation, Mental Images, and Spirituality (RIME) can foster the redefinition of spiritual pain in terminal patients. A training course was developed to instruct health care professionals in its use, and the results were followed up by evaluating reactions of professionals to its use in intervention with patients. Six subjects (a nurse, a doctor, three psychologists, and an alternative therapist), all skilled in palliative care, were invited to take part in the experience. They worked with 11 terminal patients in public hospitals of the cities of Campinas, Piracicaba, and Sao Paulo, located in Brazil. The theoretical basis for the study involves action research and phenomenology, and the results were analyzed using both qualitative and quantitative methods. The analysis of the experience of the professionals revealed 5 categories and 15 subcategories. The analysis of the nature of spiritual pain revealed 6 categories and 11 subcategories. The administration of RIME revealed statistically significant differences (p < 0.0001), i.e., patients reported a greater level of well-being at the end than at the beginning of sessions, which suggests that RIME led to the redefinition of spiritual pain for these terminal patients. The training program proposed has shown itself to be effective in preparing health care professionals for the use of RIME intervention. 

SURGICAL ENDOSCOPY
Management of acute malignant large-bowel obstruction with self- expanding metal stent. 

Jul 2007 (epub: 14 Mar 2007), vol. 21, no. 7

p. 1101-3
Mucci-Hennekinne-S, Kervegant-A-G, Regenet-N, Beaulieu-A, Barbieux-J- P, Dehni-N, Casa-C, Arnaud-J-P. 

Abstract
BACKGROUND: Colorectal stents are being used for palliation and as a bridge to surgery in obstructing colorectal carcinoma. The purpose of this study was to review our experience with self-expanding metal stents (SEMS) as the initial interventional approach in the management of acute malignant large bowel obstruction. METHODS: Between February 2002 and May 2006, 67 patients underwent the insertion of a SEMS for an obstructing malignant lesion of the left- sided colon or rectum. RESULTS: In 55 patients, the stents were placed for palliation, whereas in 12 they were placed as a bridge to surgery. Stent placement was technically successful in 92.5% (n = 62) , with a clinical success rate of 88% (n = 59). Two perforations that occurred during stent placement we retreated by an emergency Hartmann operation. In intention-to-treat by stent, the peri-interventional mortality was 6% (4/67). Stent migration was reported in 3 cases (5%) , and stent obstruction occurred in 8 cases (13.5%). Of the nine patients with stents successfully placed as a bridge to surgery, all underwent elective single-stage operations with no death or anastomotic complication. CONCLUSIONS: Stent insertion provided an effective outcome in patients with malignant colonic obstruction as a palliative and preoperative therapy. 
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