
PUBLISHERS

Open Journal

Palliative Medicine and 
Hospice Care

www.openventio.org

February, 2015 ● Volume 1, Issue 1

ISSN 2377-8393

Editor-in-Chief : Michael Silbermann, PhD

Associate Editors : Nathania Bush, DNP, APRN, BC

Karis Kin-Fong Cheng, RN, PhD, FHKAN

John Weru, MB, CHB, MPC

http://www.openventio.org


                                          palliative medicine and Hospice care

Open Journal

Palliat Med Hosp Care Open J

ISSN 2377-8393

Opinion

Opinion

– Manal Al-Zadjali and Michael Silbermann*

2. The Fight against the “Human Disaster” of Cancer in the Middle 
    Eastern Countries

3. Spirituality and Religiosity during the Perioperative Period for 
    Cancer Patients and their Family: An Integrative Systematic 
    Review

4. Palliative Care for Nephropathic Patients

5. The Challenge of Allocating Scarce Medical Resources during 
    a Disaster in a Low Income Country: A Case Study from the 
    2010 Haitian Earthquake

– Joann B. Hunsberger*, M. Jennifer Cheng and Rebecca A. Aslakson

– Gianluca Villa*, Sara Samoni, Paola Di Maggio, Alessandra Spinelli, Silvia De Rosa, 
Fabio O. Tartaglia, Iacopo Lanini, Claudio Ronco and A. Raffaele De Gaudio

– Annekathryn Goodman* and Lynn Black

Review

Review

Case report

1-3

4-7

8-15

16-23

24-29

Table of Contents

1. Importance of Psychological Research in Palliative Care: Barriers 
    in its Development

– Joaquín T. Limonero* and Francisco Gil-Moncayo

http://openventio.org/Volume1_Issue1/The_Fight_against_the_Human_Disaster_of_Cancer_in_the_Middle_Eastern_Countries_PMHCOJ_1_102.pdf
http://openventio.org/Volume1_Issue1/The_Fight_against_the_Human_Disaster_of_Cancer_in_the_Middle_Eastern_Countries_PMHCOJ_1_102.pdf
http://openventio.org/Volume1_Issue1/Spirituality_and_Religiosity_during_the_Perioperative_Period_for_Cancer_Patients_and_their_Family_An_Integrative_Systematic_Review_PMHCOJ_1_103.pdf
http://openventio.org/Volume1_Issue1/Spirituality_and_Religiosity_during_the_Perioperative_Period_for_Cancer_Patients_and_their_Family_An_Integrative_Systematic_Review_PMHCOJ_1_103.pdf
http://openventio.org/Volume1_Issue1/Spirituality_and_Religiosity_during_the_Perioperative_Period_for_Cancer_Patients_and_their_Family_An_Integrative_Systematic_Review_PMHCOJ_1_103.pdf
http://openventio.org/Volume1_Issue1/Palliative_Care_for_Nephropathic_Patients_PMHCOJ_1_104.pdf
http://openventio.org/Volume1_Issue1/The_Challenge_of_Allocating_Scarce_Medical_Resources_during_a_Disaster_in_a_Low_Income_Country_A_Case_Study_from_the_2010_Haitian_Earthquake_PMHCOJ_1_105.pdf
http://openventio.org/Volume1_Issue1/The_Challenge_of_Allocating_Scarce_Medical_Resources_during_a_Disaster_in_a_Low_Income_Country_A_Case_Study_from_the_2010_Haitian_Earthquake_PMHCOJ_1_105.pdf
http://openventio.org/Volume1_Issue1/The_Challenge_of_Allocating_Scarce_Medical_Resources_during_a_Disaster_in_a_Low_Income_Country_A_Case_Study_from_the_2010_Haitian_Earthquake_PMHCOJ_1_105.pdf
http://openventio.org/Volume1_Issue1/Importance_of_Psychological_Research_in_Palliative_Care_Barriers_in_its_Development_PMHCOJ_1_101.pdf
http://openventio.org/Volume1_Issue1/Importance_of_Psychological_Research_in_Palliative_Care_Barriers_in_its_Development_PMHCOJ_1_101.pdf


                                          palliative medicine and Hospice care

Open Journal
http://dx.doi.org/10.17140/PMHCOJ-1-101

Palliat Med Hosp Care Open J

ISSN 2377-8393

Importance of Psychological Research in 
Palliative Care: Barriers in its Development

Joaquín T. Limonero1* and Francisco Gil-Moncayo2

 

1Stress and Health Research Group, Faculty of Psychology, Universitat Autònoma de Barce-
lona, Spain
2Psycho-Oncology Unit, Hospital Duran i Reynals,  Institut Català d’Oncologia (ICO), 
L’Hospitalet de Llobregat, Spain

*Corresponding author
Joaquín T. Limonero, PhD 
Stress and Health Research Group 
Faculty of Psychology  
Universitat Autònoma de Barcelona 
Campus Universitari s/n 08193 
Bellaterra (Cerdanyola del Vallès) 
Barcelona, Spain 
Tel. +34 93 581 31 76 
Fax: +34 93 581 33 29 
E-mail: joaquin.limonero@uab.cat

Article History
Received: March 19th, 2014
Accepted: April 22nd, 2014
Published: April 23rd, 2014

Citation
Limonero JT, Gil-Moncayo F. Impor-
tance of Psychological Research in 
Palliative Care: Barriers in its Devel-
opment. Palliat Med Hosp Care Open 
J. 2014; 1(1): 1-3. doi: 10.17140/PM-
HCOJ-1-101

Copyright
©2014 Limonero JT. This is an 
open access article distributed un-
der the Creative Commons Attribu-
tion 4.0 International License (CC 
BY 4.0), which permits unrestricted 
use, distribution, and reproduction 
in any medium, provided the origi-
nal work is properly cited.

Volume 1 : Issue 1
Article Ref. #: 1000PMHCOJ1101

    Opinion

Page 1

 Diseases in general, and particularly those that threat the continuation of life, 
may affect the person in diverse manners causing suffering or emotional distress. At 
the end of life, suffering may be caused by different dimensions (physical, psychologi-
cal, social & spiritual), and these dimensions can contribute separately or in an accumula-
tive way to the experience of suffering. Consequently, the problems related to one dimen-
sion can cause or increase others leading to total suffering (in patients and their families).1 

	 In	palliative	care	the	unit	of	care	is	the	whole	person,	both	the	patient	and	significant	oth-
ers, with the well-being as the goal. To get this aim a multidisciplinary palliative health care team 
embraces the principles of holistic care with inclusion of psychosocial care as well as physical care.2

 Taking in mind the interactive effects of the integrated dimensions of suffer-
ing, research on the psychosocial aspects in palliative care (emotional reactions, inter-
active emotions, coping strategies, spirituality...) is a basic task for later apply this knowl-
edge in the care of the patient and his family to provide comfort or diminish suffering.3

 The analysis of the psychosocial aspects in patients with advanced illness or at end of life 
has	a	number	of	characteristics	that	difficult	the	study.	The	barriers	to	psychological	research	are	
related to the following aspects: (1) psychological issues are subjective, variables or constructs 
are	complex	and	difficult	to	operationalize,	(2)	psychological	variables	are	difficult	to	measure,	
(3) the patients are fragile, their condition (both physical and psychological state) is mediated by 
the progress of the disease and the presence of impending death, (4) health professionals had lim-
ited time to conduct assessments or research, (5) and there was a lack of validated clinical tools.3-6

 In psychological research, in many cases, the complexity of construct to study has 
been	conceptualized	 in	various	ways,	 aspect	 that	 difficult	 research.	 It	 is	 particularly	 impor-
tant	 to	provide	as	clear	a	definition	as	possible	for	what	 is	assessed.	For	example,	 the	com-
plexity	of	the	meaning	of	life	construct	or	the	well-being	construct	reflects	a	lack	of	consen-
sus among researchers as to what constitutes the essential dimensions of these constructs.7-9

 One of the crucial aspects of psychological assessment is related to the instruments of 
assessment or screening used. In this sense, it is necessary to have adequate tools to assess emotion-
al	distress	or	suffering	and	the	specific	emotional	reactions	that	occur	in	this	difficult	situation.10

	 These	inherent	aspects	at	the	end	of	life	situation	difficult	in	many	case	the	assessment	of	
psychological aspects and the effectiveness of psychological intervention. The causes of emotion-
al distress or suffering are multiple and changing in time and with the progress of disease, which 
implies the need to assess the patient’s condition holistically and continuously.9	These	difficul-
ties are evident, therefore, in the development of assessment instruments or screening measure.

	 Bearing	in	mind	the	specific	characteristic	of	patient	at	end	of	life,	the	ideal	assessment	
tool should meet the following criteria: 1) simplicity and ease of implementation; 2) language of 
questions adapted to patients; 3) avoid the iatrogenic with a excessive number of items; 4) to as-
sess relevant aspects for the patient in their situation; 5) short implementation time; 6) that allows
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monitor the evolution of emotional patient’ condition over 
time; and 7) to facilitate their derivation, if necessary, to a qual-
ified	professional	for	specific	assessment	and	intervention.5,6,11

 In addition to these characteristics, to facili-
tate clinical implementation, the assessment tools should 
be easy to use, without requiring extensive training.4

	 Given	 the	 above	 comments,	 we	 find	 that	 there	 are	
few	 tools	 developed	 to	 analyze	 psychological	 reactions	 of	
dying	 patient	 and	 his	 family,	 i.e,	 specific	 instruments	 to	 as-
sess psychological aspects in palliative care.6 However, this 
should not be an obstacle, but an opportunity to research and 
develop	specific	and	validated	clinical	tools.	For	example,	in	
the nineties we developed an easy screening tool to assess 
suffering in patients at the end of life based on the subjective 
patient perception of time. We asked the patients how long 
did yesterday (long, short or regular) and the reason of their 
answer. We obtained the subjective perception of time, as an 
indirect indicator of well-being or discomfort and the factors 
that positively or negatively may contribute to the same.12,13

	 In	this	field,	is	very	important	to	take	in	consideration	
a theoretical framework of reference to understand the emo-
tional reactions of dying patients or their caregivers as well 
to develop a screening tool.6	 For	 this,	we	 have	 to	 take	 time	
to	 reflect,	 search	 psychological	models	 to	 apply	 in	 this	field	
or built a new model based in previous models or in research 
finding,	 as	 for	 example	 the	Threat	 and	 Resources	Model	 of	
Bayés et al14	 or	 the	 Integrated	View	Model	of	Suffering.3 In 
this	 last	model,	 for	 example,	 suffering	 is	defined	as	a	multi-
dimensional and dynamic experience of severe stress that oc-
curs	when	 there’s	 a	 significant	 threat	 to	 the	person	and	cop-
ing	efforts	are	insufficient,	leading	to	perceived	loss	of	control	
and loss of balance or homeostasis. In the case of end of life, 
threat occurs both at a mind and body level; therefore suf-
fering entails cognitive, emotional, spiritual and physiologi-
cal changes and responses oriented to recover homeostasis.

 In this sense, at the beginning of palliative care, the 
focus on psychological aspects relied in the study of the phases 
of	 emotional	 reactions	 of	 dying	patients,	 e.g.	Kubler	Ross,15 
currently, the research are diverse and are related for example to 
the following topics: discrete or complex emotions, emotional 
distress and suffering, coping strategies, resilience, spirituality, 
dignity, psychological interventions…, both the patient and his 
family.	In	this	sense,	we	want	to	emphasize	Dignity	Therapy	
intervention developed by Chochinov16 to enhance dignity and 
the	sense	of	legacy	in	the	terminally	ill	and	the	Meaning-Cen-
tered Psychotherapy developed by Breitbart17 to help to the pa-
tients with cancer to live with sense, of a full way, keeping and 
expanding the sense of his life, living in peace and with an aim 
in the life. These two models appointed the need to structure the 
intervention, giving the possibility to replicate the same models 
in different contexts, and with different therapists. Also, they 
guide us in the objectives, the process and therapeutic techn

iques and the future results expected with our intervention.18

 Despite the achievements of the previous psy-
chological interventions, a recent review of psychological 
intervention	 in	 cancer	 highlights	 the	 difficulty	 of	 compar-
ing different psychological therapies, since the elements 
that compose or the mechanisms underlying them are not 
specified	 in	 many	 cases.	 This	 lack	 of	 clarity	 is	 a	 poten-
tial obstacle to the provision of a coherent evidence base if 
we compare with drug treatment that is more concrete.19

 The legacy of psychological research is not very big, 
but is a great help to better understand the emotional reac-
tions of dying people and help us to design the most effective 
psychological interventions. But isn’t enough, the challenge 
of psychological research in palliative care is enormous,20 
further	 research	 is	 needed,	 despite	 the	 difficulties,	 since	
the psychological care is the cornerstone of palliative care.
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 Cancer is considered to be one of the leading causes of death globally. With the in-
creasing prevalence of cancer, the World Health Organization (WHO) expects cancer cases to 
surge in the next two decades from 14 million in 2012 to 22 million in 2022.1 Tremendous ef-
forts are exerted world-wide to fight this “human disaster”. 

 An important example of such efforts is the International Palliative Care Confer-
ence sponsored by Turkey’s Health Ministry in Ankara during April 2-4, 2014, highlighting 
the Turkey’s 13th National Cancer Awareness Week. Organizing bodies were the Middle East 
Cancer Consortium (MECC), in collaboration with the Oncology Nursing Society (ONS), the 
National Cancer Institute (NCI), and the American Society of Clinical Oncology (ASCO).
More than 70 participants from the following countries attended the conference: United States 
of America, Egypt, Iran, Iraq, Israel, Jordan, Lebanon, Pakistan, Palestinian, Qatar, King-
dom of Saudi Arabia, Sudan, Sultanate of Oman, Turkey, United Arab Emirates and Yemen. 

PAlliAtivE CARE in MiDDlE EAStERn CountRiES

 The population in the Middle Eastern countries, as in all other countries world-
wide, is aging. Simultaneously, the risk of cancer and cancer prevalence is increasing, pre-
senting a major challenge to the healthcare system.2,3,4 Meeting this challenge requires 
the availability of planned and organized palliative care. Palliative care is a medical ser-
vice that is delivered to people with life-threatening disorders, aimed at improving quality 
of life for patients and their families. Palliative care services are provided by a multidisci-
plinary team to patients at any stage of life and illness.5 It is a relatively new field in the 
Middle Eastern countries; however, it is available in one form or another in almost all of 
these countries either as an individually established service unit or as an integrated service.6

MiDDlE EAStERn CultuRE AnD thE ChAllEngES FACED in tREAting CAnCER PAtiEntS

 The conference started with a presentation discussing the diversity of the Middle East-
ern culture that demands the provision of individualized, culturally relevant care to patients.2 
For example, in the Middle East, the code status is discussed at a terminal, end of life stage, and 
is usually decided by others, rather than by the patient, despite the patient’s cognitive ability to 
make decisions.2 Moreover, the identity of a person in this culture is determined by his/her affil-
iation to a group-usually a tribal group - on whom he/she depends when trying to cope with ill-
ness.2 Patients seek treatment in the presence of their extended family, with the family viewing 
their presence in this situation as an obligation. Bad news is conveyed first to the family, especial-
ly to the oldest son to the son’s spouse, who are often the family leaders. Females usually leave 
the decision- making to their husbands.2 Bad news is often delivered in stages. Families prefer 
not to reveal bad news to elder patients, and the truth is often hidden, or a less serious diagnosis 
is given to the patient to protect him/her emotionally.2 In order to accommodate these cultural 
norms when providing palliative care to Middle Eastern patients, healthcare institutions must 
surmount a series of barriers ranging from palliative care being focused at the tertiary care level, 
to the lack of trained personnel or resources; a lack of awareness of patients and professionals of 
geriatric specialty; and poor communication between professionals, patients and their families.2

Page 4
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 The issue of communication is a major one. It is a vi-
tal skill for healthcare professionals in caring for their patients. 
Since the Middle East is made up of multilingual and multi-
ethnic groups, people in diverse regions use language in dif-
ferent ways, with the result that many patients view language 
as a barrier to seeking healthcare in the health system. Health 
literacy, and deeply rooted ideas about health and death, can 
be major barriers in communicating with patients who have 
cancer. For example, some people believe that illness is a test 
of their faith, or that it can reduce the burden of their sins.7 
Such beliefs can hinder communication between the healthcare 
provider and the patient. This generates a deeper problem in 
the delivery of healthcare, namely the patients’ mistrust of the 
healthcare system, leading them to seek help from traditional 
healers and the use of alternative medicine.6,8 Consequently, 
such patients delay seeking help from medical personnel, with 
the result that cancer is diagnosed only at a late stage6 when the 
prognosis is poor, thus worsening the relationship of the patient 
and his family with the healthcare provider due to lack of trust. 

PAlliAtivE CARE nEEDS ASSESSMEnt in MiDDlE EAStERn 
CountRiES

 This year’s conference in Ankara was highlighted by 
the results of a survey of needs assessment carried out in Middle 
Eastern countries. The survey aimed to assess awareness, activ-
ity, and available resources related to palliative care in Middle 
Eastern health care settings; understand barriers, challenges, 
and satisfaction in organizing palliative care in the Middle East; 
and review topics of previous educational programs attended 
by respondents and their preferred learning methods. Some 16 
Middle Eastern countries took part in this survey, constituting a 
response rate of 78%. The results of the survey further validat-
ed the points discussed during the conference. The most often 
available palliative care services in the healthcare institutions in 
which the respondents worked were in descending order: pain 
management consultative team or service; discharge planning 
for patients with chronic illness; palliative care team or consul-
tative service; ethics committee; palliative care unit; interdis-
ciplinary care program for dying patients; nurses certified in 
hospice and palliative nursing; professional education program 
in palliative care; contractual relationship with one or more 
hospice programs; program to promote advanced care plan-
ning; and program for staff support in caring for dying patients. 
The least available service was the bereavement program.9 

 Middle Eastern healthcare professionals are aware 
of the lack of time, resources, and educational opportunities 
available. They are eager to learn more about palliative care 
and communication, with special attention to specific popu-
lation groups. They also recommend moving palliative care 
to home care.5 This motivation and readiness to provide im-
proved services is welcomed by several organizations that 
are ready to strengthen their international collaboration with 
the aim of advancing palliative care services worldwide. An 
excellent example of such an organization is the American 

Society of Clinical Oncology (ASCO),which works to improve 
quality of care delivered; enhanced research and innovation; 
and health care professionals’ support and development. In do-
ing so, ASCO provides an International Development and Edu-
cation Award (IDEA) in palliative care, pairing the recipient 
of the award with a mentor in palliative care who, after train-
ing, will return to his/her home country to serve as an agent of 
change in integrating palliative care into local services. ASCO 
also runs international workshops in palliative care and oncol-
ogy for non-oncologists consisting of short, 2-5 day courses in 
various aspects of palliative care and oncology. ASCO volun-
teers travel to different countries to deliver clinical instruction. 
These are just a few examples of the many services provided 
by ASCO to enhance global services provided to low-to-middle 
income countries that can be utilized in the fight against cancer.4 

ASSESSing Aging CAnCER PAtiEntS

 One of the main areas of focus for preparing profes-
sionals in caring for the aging population is training them in the 
skills necessary to assess this population. Several factors other 
than age can affect mortality and morbidity, namely functional 
status, comorbid medical conditions, cognition, nutritional 
status, psychological state, social support and medications 
(poly-pharmacy). Consequently, a comprehensive geriatric as-
sessment can be highly productive in predicting mortality and 
morbidity as well as the toxicity of cancer patients. This can 
result in better drug toxicity and survival prediction. It can also 
detect any further undetected co-morbidities, leading to better 
and more comprehensive care provision for these older adults, 
and improved pain control and quality of life.10 For instance, 
starting a comprehensive geriatric assessment, or assessing the 
functional status of a patient, is considered a valuable starting 
point in drawing up a care plan for the geriatric patient. A com-
prehensive geriatric assessment, however, can predict a better 
match of treatment and fitness than clinical judgment alone.11

 One of the methods to assess the aging cancer patient 
is by using an exploratory model that assists in planning better 
care for these geriatric patients. The model should consider in-
volving a geriatrician, and age bias, or ageism, should be con-
sidered. A functional assessment should be performed at the 
start of the provision of palliative services. Additionally, when 
treating a patient, his/her life expectancy should be considered. 
The decision-making norms in the patient’s family and their 
preferred communication style should also be assessed. Local 
resources, community agencies and available support should be 
sought. Technology should be used wisely and creatively. An 
interdisciplinary team should be on hand, involving community 
workers as well. Data should be collected and lessons should be 
learned from mistakes. The pain threshold is high in the older 
adult and their symp- -toms are often underreported. Pain man-
agement can face several barriers, including medical co-mor-
bidities, fear of causing delirium or presence of delirium, and 
age bias. In addition, culture can play a major role in pain ex-
pression, although this has not yet been studied systematically.3

Page 5
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ChAllEngES AnD oPPoRtunitiES in EStAbliShing PAlliA-
tivE CARE SERviCES in MiDDlE EAStERn CountRiES

 Palliative care faces many access and utilization bar-
riers in Middle Eastern countries, ranging from lack of time, 
lack of funding and resources, and lack of governmental sup-
port, to problems related to political instability in some of the 
countries. These challenges were also supported in a review 
earlier by Abu Zeinah, Al-Kindi and Hassan (2012).6 How-
ever, with these challenges come many available opportuni-
ties which can be utilized to address the challenges faced by 
the palliative care. The healthcare professionals in Middle 
Eastern countries are well aware of the obstacles encoun-
tered regarding palliative care. Persistence and advocacy are 
the key components in establishing palliative care services. 
Several Middle Eastern countries have established successful 
non-governmental agencies that provide palliative care. These 
efforts were exerted by individuals in these countries who 
were persistent in their demand for this service. An example 
of such an organization is AlSadeel, established in Palestine.12

 Several cultural barriers, as well as a lack of aware-
ness, regarding palliative care services persist among healthcare 
professionals, patients and their families. In order to advance 
palliative care in these communities, healthcare professionals 
need to be educated and their awareness of palliative care must 
be raised by offering them training programs that will enrich 
their knowledge and skills. This knowledge, in turn, can in-
fluence the public and heighten their awareness of the impor-
tance of quality of life in caring for terminally ill patients. It 
will encourage families to advocate and demand such services, 
rather than leaving the patient unaware of his/her diagnosis, or 
suffering pain due to a lack of availability of pain medication. 

 In order for palliative care to be widely accessible and 
acceptable, the approval of the healthcare organization, and 
support from larger organizations, is necessary.13 Many par-
ticipants in the conference agreed that the support of organiza-
tions such as MECC, ASCO and WHO can be very useful in 
establishing and running successful palliative care programs. 
For example, support by the government of the State of Qatar14 

and by the Republic of Yemen15 was clear, and, although at a 
tertiary care level, had nevertheless established large units for 
palliative care. In addition, the integration of palliative care 
in the health professionals’ education curriculum, such as in 
Oman, is thought to play a vital role both in raising aware-
ness and in heightening the understanding of palliative care 
among healthcare professionals and the organizations they 
serve.16 Consequently, these organizations can raise public 
aware ness to promote the acceptance of palliative services. 
Participants at the conference suggested several methods of 
heightening public awareness relating to palliative care, in-
cluding the use of media, information technology, celebrities, 
and interpersonal relationships with the larger community. 

 In discussions about the improvement of palliative 
care in the Middle Eastern countries, the conference participants 
suggested several plans that included raising the awareness of 
the public, the healthcare professionals and the health organi-
zations. They called for the creation of multidisciplinary teams 
that can provide care based on the best available evidence. These 
plans, however, were thought to be non-functional without the 
availability of proper funding and human resources. Notably, 
human resources referred to health professionals as well as lay 
people in order to raise public awareness. One of the main sug-
gestions that were discussed in this conference, as at several 
previous ones, was supporting the availability of treatment mo-
dalities-especially pain medication-in community settings, as 
well as moving palliative care from tertiary care settings to pri-
mary healthcare settings, namely, community and home care. 

 In conclusion, while Middle Eastern culture is diverse 
in its characteristics, including languages and religions, the aim 
of the healthcare professionals is one and the same: to improve 
the quality of life and the care delivered to all patients regard-
less of color, language, religion and origin. This can be accom-
plished if people, organizations and policies are put in place to 
strengthen the base of palliative care in Middle Eastern countries. 
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ABSTRACT

Background: Religion and Spirituality (R/S) may influence cancer patient’s emotional distress, 
mental health and healing throughout their diagnosis and treatment. 
Objective: This systematic review examines studies exploring R/S of cancer patients and their 
family in the perioperative period.
Design: We completed a systematic review of the databases MEDLINE, EMBASE, CINAHL, 
SCOPUS, the Web of Science, and Cochrane library concerning the terms “religion and spiri-
tuality” and “cancer surgery”. Inclusion criteria included qualitative or quantitative studies 
evaluating R/S of cancer patients or their family members within the perioperative period (one 
month pre- and post-surgery). Exclusion criteria included review articles, grey literature, edito-
rials, case studies and studies evaluating R/S of healthcare providers.
Results: Seven publications met criteria for analysis. Five studies described cross-sectional 
surveys, one used a focus-group approach, and one utilized in-person interviews. Studied popu-
lations predominantly were female breast cancer patients. There were considerable heterogene-
ity in survey instruments, variables, and outcomes. Based on these studies: 
1) Faith and religious beliefs were used as coping mechanisms during the perioperative pe-
riod; 
2) Evangelical Christians tended to differ in religious coping compared to Catholics; 
3) R/S correlated with coping styles and distress; 
4) There was increased religious coping and religious involvement during the perioperative 
period; 
Conclusions: Studies evaluating R/S of cancer patients and their families in the perioperative 
period are few and heterogeneous in design. Direct comparison is difficult, but data suggests 
that R/S during the perioperative period may increase as compared to R/S during other stages 
of cancer diagnosis and treatment. 
 
KEYWORDS: Religion; Spirituality; Religiosity; Cancer; Tumor; Surgery; Perioperative.

ABBREVIATIONS: R/S: Religion and Spirituality; HADS: Hospital Anxiety Depression Scale; 
NORA: Non-Organized Religious Activity; MOS-SSS: Medical Outcomes Study Social Sup-
port Survey; PSS: Perceived Stress Scale; IES: Impact of Event Scale; BSI-18: Brief Symptom 
Inventory-18; RCOPE: Religious COPE; FACT-B: Functional Assessment of Cancer Treat-
ment-Breast; MADRS: Montgomery-Asberg Depression Rating Scale; DRI: Duke Religious.

http://openventio.org/Volume1_Issue1/Spirituality_and_Religiosity_during_the_Perioperative_Period_for_Cancer_Patients_and_their_Family_An_Integrative_Systematic_Review_PMHCOJ_1_103.pdf
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Index; HADS: Hospital Anxiety Depression Scale.

INTRODUCTION

 Many people use religion for comfort and support 
when faced with a life-threatening illness such as cancer.1,2 Pa-
tients who had previously disregarded religion and spirituality 
may search it out when faced with illness.1,3 Carver found that 
all forms of coping, including religious coping, peaked early 
around the time of surgery for breast cancer patients and then de-
clined over time.4 Emerging literature also describes the positive 
benefits of Religion and Spirituality (R/S) in helping patients 
cope with distress, pain and anxiety.2,5 For cancer patients, R/S 
has been associated with positive attributes, specifically with en-
hanced well-being, decreased depression and anxiety, increased 
meaning and feelings of hope, increased optimism and inner 
peace and preventing end of life despair.2 However, Cohen de-
scribed a positive correlation between R/S coping and increased 
pain reporting and post-operative analgesic use amongst women 
undergoing major abdominal surgery. Though this study was not 
specific to oncologic patients, it does suggest that increased R/S 
may not necessarily relate to what medical providers consider 
“improved outcomes”.6

 Religion and spirituality have traditionally been com-
bined in the literature; however they are two separate concepts.7 

Religion refers to an organized system of faith beliefs within the 
context of structured practices and ways of worship (e.g. Ca-
tholicism, Islam, Judaism) and codified beliefs.8,7 Religion is a 
social institution, often culturally based and a way to express 
spirituality.7 The concept of spirituality is broader than the con-
cept of religion and refers to a personal connection with some-
thing that provides meaning to one’s life.8,9 Spirituality does not 
require specific rituals, practices or even a belief in God but en-
compasses the transcendent and non-worldly quality of relating 
to other persons, a God-being or material nature.8 Spirituality 
does not have the boundaries of the religious institution but in-
stead is a dynamic concept that refers to the ongoing search to 
discover meaning.9 However, for this systematic review, religion 
and spirituality are combined as a single concept because this is 
how it is presented in the literature and we are unable to separate 
the two concepts from the available data.

 Many studies examine R/S but only do so several 
months after initial diagnosis and/or after months of treatment, 
when coping and adjustment mechanism are already in place. 
Yet, for many cancers, a first and major treatment option is sur-
gery and this may be a time when R/S needs are high. The peri-
operative physicians, including anesthesiologists, surgeons and 
hospitalists, care for patients during this stressful time period, 
yet have very little guidance on how to manage the patient’s 
heighted stress of the day of surgery and the time period immedi-
ately adjacent to it. As an example of a type of cancer surgery for 
which there is which there is a major perioperative adjustment 
for both the patient and family member, Grandstaff outlines four 
crucial periods of adjustment to mastectomy: 1) the days sur-
rounding surgery as the patient has fear and apprehension about 

the surgery, 2) immediately after the surgery when the patient 
realizes the post-operative physical changes, 3) 2-3 weeks af-
ter surgery when the patient’s partner responds to the surgical 
incision and 4) 4 weeks post operatively when the patient and 
partner resolve issues of intimacy and acceptance of physical 
changes from mastectomy.10

  As Grandstaff notes, there is an exaggeration of stress 
immediately prior to surgery, due to apprehension about the sur-
gery, and then for the next several weeks after surgery, but with-
in one month of surgical treatment. This is the time period that 
the perioperative physician provides care. In order to summarize 
the studies exploring cancer patient’s perioperative R/S experi-
ence and needs, we completed this systematic review, with the 
intention of laying the ground work for future studies that will 
guide development of interventions for perioperative spiritual 
support. 

MATERIALS AND METHODS

Data Sources and Searches
 
 This systematic review includes published studies us-
ing interview, survey or questionnaire studies that examined the 
spiritual or religious experiences of patients during the periop-
erative period. We searched MEDLINE, EMBASE, CINAHL, 
SCOPUS, the Web of Science, and Cochrane library as of July 
27, 2012. A Johns Hopkins Medical Institution Clinical Infor-
mation’s assisted in defining the search terms and strategy. The 
terms used to define each concept included a combination of 
controlled vocabulary and key word terms and phrases such as 
“religion” or “religion and medicine” “spirituality” and “sur-
gery” or “resection” or “carcinoma” or “tumor” or “cancer.” 

Study Selection

 Inclusion criteria included studies: exploring religious 
or spiritual experiences, in the English-language, and which in-
volved adults (greater than 18 years of age) with cancer or a po-
tential diagnosis of cancer and which were conducted during the 
perioperative period. The perioperative period was defined as 
one month prior to or after surgery. We excluded review articles, 
studies that did not have data reported and unpublished grey lit-
erature. Dual, independent investigators completed title/abstract 
and then full article screens. Disagreements about article inclu-
sion and exclusion were resolved through discussion between 
the reviewers.

Data Extraction and Analysis

 Formal abstraction sheets were used to extract infor-
mation from included articles. Abstracted data included study 
population demographics, type of study, perioperative timing 
and outcome. For analysis, the data was divided between pre-
surgery and  post-surgery outcomes. We characterized outcomes 
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Table 1: Summary of studies included in the review

Figure 1: Flow diagram showing inclusion and exclusion of articles

based on their relevance to religion or spirituality, including 
support from church or church groups, comparison between re-
ligious groups, religious coping and religious practices. Emo-
tional coping and support was also abstracted and analyzed. 
If applicable, comparison between family member and patient 
coping was made. Data abstraction and analysis was completed 
concurrently by two independent reviewers and any discrepancy 
between reviewers was clarified through discussion.

RESULTS

 The search strategy returned 1499 articles and de-du-
plication yielded 972 articles for title/abstract screen. Of this, 53 
studies were included for full article review which yielded a final 
seven articles (see Figure 1).1-3,5,11-13

 Of  the seven included studies, six enrolled women with 
breast cancer and one study enrolled men with urologic cancers, 
primarily prostate cancer. The study populations were ethnically 
and geographically diverse with one study conducted in Turkey, 
one in South Korea, one in Canada, one in the United Kingdom. 
Of the three studies conducted in the United States, one study 
specifically focused on Hispanic women while the other two 
studies did not have an ethnic focus. Sample sizes were small 
and ranged from 20 to 284. One study about breast cancer pa-
tients also included the patient’s spouses.

 

 

 
 Six of the studies were prospective while one included 
a retrospective section requiring patients to recall information 
about them one year prior to the study.11 All studies except for 
two used a questionnaire or survey for assessing outcomes. Six-
teen different outcome measures were used (see Table 1 and 
Table 2), such as: religiosity/spirituality, patient stress coping,

Publication Study Population Faith Tradition Type of 
Study Perioperative timing Outcome measures

Alferi SM et 
al, J Health 
Psychol19991

N=49 Hispanic women (FL) lower socio-
economic status  Average age= 56.37 
yrsEarly stage (stage 0/I/II) breast CA 
47% married, 12% separated, 18% 
divorced, 16% widowed

72.5 % Catholic 
Evangelical group: 
Jehovah’s Witness, 
Evangelist, Pentecos-
tal, Baptist, non-
denominational

Prospective 
study, single 
arm, single 
center

Initial interview, post-
surgery interview 7-10 
days after surgery, follow 
-up interview 3,6, and 12 
months after surgery 

•	 Religious involvement 
•	 COPE
•	 POMS

Biegler K et al, 
Integr Cancer 
Ther 20112

N=115 men (TX);  Average age= 58.3 
yrs89% prostate cancer, 10% renal cancer, 
1% bladder cancer,71% some college 
education,75% Caucasian,90% Married or 
living with partner

93% Christian 
(Catholic or Protestant)

One time, cross 
sectional survey

Pre-op visit, about 7 days 
prior (range 1-29 days)

•	 Intrinsic religiosity
•	 ORA, NORA 
•	 Brief COPE
•	 MOS-SSS
•	 Distress: PSS, IES, BSI-18, POMS

Demir F et al. 
J Clin Nurs 
200613

N=20, women (Turkey) with excisional 
breast biopsy, returned one week later for 
monitoring. 

Not noted Phenomenologi-
cal approach 

1 week post-op office 
follow-up visit.   One hour 
interview.

Patients were invited to talk about their ex-
periences. Allowing patients’ own practical 
worlds and concerns to be revealed. 

Gall TL et al, 
Psycho-Oncol-
ogy 20093

N=93 breast cancer  N=160 benign 
diagnosis,women(Canada)Average 
Age=60.9/52.7 yrs, 96.8/93.8% Euro-
Canadian 66.7/70.6% Married or Common 
law, 14/6.2% Single, divorced

44.1/42.7% Catholic
36.6/42.0% Protestant
11.8/11.5% No religion

Prospective 
study, single 
arm, single 
center 

Pre-diagnosis, 1 week pre-
surgery, and 1 month, 6 mo, 
1 yr, and 2 yrs post-surgery

•	 Religious involvement (pre-diagnosis)
•	 Modified RCOPE 10 subscales 
•	 POMS
•	 FACT-B: only emotional well-being 

Jang, Ji-Eun et 
al, Psycho-On-
cology 20125

N=284; women, breast cancer patients pre 
surgery (South Korea)  Mean Age= 49.8 
yrs, mean years education:  11.0

35.2% Protestant
26.4% No religion
22.2% Buddhists
16.2% Catholics

Prospective 
Study, ques-
tionnaire and 
interview

Baseline (within 5 days of 
surgery) and 1 year post-
surgery

•	 DRI 
•	 MADRS
•	 HADS
•	 EORTC QLQ-C30 

Northouse, 
L. L., Cancer 
Nurs198912

N= 50; Women, post mastectomy and hus-
bands (Southwestern Michigan)  Mean age: 
50.4 yrs patients, 52.3 yrs husbands
Ave yrs education= 13-14

None noted Prospective, 
qualitative study, 
two phase, mul-
tiple centers.

Baseline (1 to 6 days post 
surgery) and 30 days 
post surgery.  Interviews 
conducted separately with 
patient and husband

Structured interview developed by investi-
gator.  Patients describedgreatest concerns 
about illness and reaction to seeing the 
mastectomy site; identified most stressful 
phase of illness and factors that helped 
them to cope 

Thune-Boyle, 
I.C.V. et al, J 
Relig Health 
201111

N= 202  Newly diagnosed breast cancer, 
women (UK) N=110healthy, matched, con-
trol subjects.  81/84% Caucasian, 44/49% 
Married, 15/16% Single, Mean yrs educa-
tion: 14.4/14

42/44% Protestant
23/22% Catholic
18/27% No religion 
8/1% Jewish

Retrospective, 
between-subject 
design and 
within subject 
design

Post surgery(average=3 
days)Retrospectively 
compared newly diagnosed 
patient’s current religious/
spiritual beliefs with beliefs 
in year prior 

•	 Single item questions to evaluate R/S 
beliefs

•	 ORA and NORA

Coping Responses  (COPE, Brief-COPE), Profile of Mood States (POMS), Organized religious activity (ORA): Nonorganized religious activity (NORA),Medical Outcomes Study Social Support Sur-
vey (MOS-SSS), Perceived Stress Scale  (PSS) , Impact of Event Scale  (IES), Brief Symptom Inventory-18 (BSI-18), Religious COPE (RCOPE), Functional Assessment of Cancer Treatment-Breast 
(FACT-B), Montgomery-Asberg Depression Rating Scale (MADRS), Duke Religious Index (DRI), Hospital Anxiety Depression Scale (HADS), European Organization for the Research and Treatment 
of Cancer Quality of Life Questionnaire Core 30 (EORTC QLQ-C30) 
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Table 2: Descriptions of outcome measurement instruments used in studies included in review

 
Outcome instruments

Studies Description
Religious Involvement
Alferi1

•	 Items from General Social Survey
•	 Importance of religion, frequency of church attendance, frequency of prayer, extent to which she turned to religion for comfort, extent to which she 

considers herself spiritual
•	 Frequency of doubts about faith, and degree to which religious beliefs influenced treatment decisions

Coping Responses (COPE, Brief-
COPE)
Alferi, Biegler1,2

•	 Alferi used religious coping portion of COPE:Religious coping (Emotional support from the people in my church;  going to church or prayer meet-
ings; talking with my priest or minister;  trying to find comfort in my religion or spiritual beliefs); Behavioral disengagement (I’ve been giving up 
trying to deal with it); Denial ( I’ve been saying to myself ‘this isn’t real’)

•	 Biegler separated coping responses into two categories:Engagement coping: active coping, planning, acceptance, and positive reframing; Avoidant 
coping: denial and behavioral disengagement

Profile of Mood States(POMS, POMS-
SF)
Alferi, Biegler, Gall 1,2,3

•	 Check list of mood-descriptive adjectives
•	 Participants indicate the degree to which they have experienced the emotion in the past week
•	 6 subscales: tension-anxiety, depression-dejection, anger-hostility, vigor, fatigue, and confusion-bewilderment

Intrinsic religiosity (IR)
Biegler 2

•	 Statements about religious beliefs or experience

Multidimensional measurement of reli-
gious/spirituality (ORA, NORA)Biegler, 
Thune-Boyle2,11

•	 Organized religious activity (ORA): 2 item subscale
•	 Nonorganized religious activity (NORA): 3 item subscale 

Perceived Stress Scale(PSS)  Biegler2 •	 14 items measuring perceptions of ongoing stress

Impact of Event Scale (IES)  
Biegler2

•	 Measures intrusive thoughts or the tendency to ruminate on or avoid thoughts about stressors

Brief Symptom Inventory-18 (BSI-
18)Biegler2

•	 Assess different aspects of psychological distress
•	 Depression, anxiety, somatization

Religious involvement
Gall3

•	 Frequency of religious service attendance
•	 Perceived importance of religion in one’s life
•	 Perceived importance of spirituality in one’s life

Religious coping(modified RCOPE)
Gall3

•	 10 Subscales of RCOPE: Benevolent Religious Reappraisal (redefining stressful event as part of God’s plan); Collaborative Religious coping 
(working together with God); Active Surrender (willingly giving control of events to God); Passive Religious Deferral (passively relinquishing the 
event to God); Pleading for Direct Intercession (asking for a miracle); Seeking Spiritual Support; Religious Focus (using religious activities as a 
distraction) Spiritual discontent (disappointment with God); Religious Helping (providing spiritual support to others); Seeking Religious Direction 
(looking to religion for new meaning and purpose)

Functional Assessment of Cancer 
Treatment-Breast (FACT-B) 
Gall3

•	 only emotional well-being dimension was assessed and addressed in Gall’s study

Duke Religious Index (DRI)  
Jang5

•	 Religious activity (RA): organized religious activity + private religious activity
•	 Intrinsic religiosity (IR)

Montgomery-Asberg Depression Rating 
Scale (MADRS) 
Jang5

•	 10 item instrument measuring depression

Hospital Anxiety Depression Scale 
(HADS) 
Jang5

•	 HADS-A: 7 item anxiety subscale
•	 HADS-D: 7 item depression scale

European Organization for the Research 
and Treatment of Cancer Quality of Life 
Questionnaire Core 30
(EORTC QLQ-C30) 
Jang5

•	 Global QOL
•	 Different dimensions of functioning
•	 Symptom subscale

Single item questions 
Thune-Boyle11

•	 Current belief: “I feel certain that God in some form exists.”
•	 To what extent they considered themselves R/S
•	 Strength of faith

Coping Responses  (COPE, Brief-COPE), Profile of Mood States (POMS),Profile of Mood States-Short Form (POMS-SF), Intrinsic religiosity (IR),Organized religious activity (ORA): Nonorganized reli-
gious activity (NORA), Perceived Stress Scale  (PSS) , Impact of Event Scale  (IES), Brief Symptom Inventory-18 (BSI-18), Functional Assessment of Cancer Treatment-Breast (FACT-B), Montgomery-
Asberg Depression Rating Scale (MADRS), Duke Religious Index (DRI), Hospital Anxiety Depression Scale (HADS), European Organization for the Research and Treatment of Cancer Quality of Life 
Questionnaire Core 30 (EORTC QLQ-C30), Quality of Life (QOL)

depression, anxiety, Non Organized Religious Activity (NORA), 
Organized Religious Activity (ORA), POMS (Profile of Mood 
States) and the COPE Inventory.14 One study used a phenom-
enological approach to explore the patient’s perioperative ex-
perience.13

 All studies, including the study with the retrospec-
tive section, completed at least one interview or questionnaire 
in the month prior to or after surgery. None of the studies used 
the same timeframe for interview/survey completion. Three of 
the studies compared pre and post-surgery outcomes from one 
month prior to one month post-surgery.1,3,12 One study included 
only post-surgery outcomes and three measured only pre-surgery 
outcomes.13,2,5,11 If the studies included time point data outside of 
the timeline of our systematic review, that data was not included 
in our review. See table 3 for study conclusions pre- and post-
surgery.
 In the study of US Hispanic women with early stage 
breast cancer, Alferi examined differences between the effects of 

religious involvement of Evangelical Christians versus Catho-
lics, showing that religiosity and religious coping were higher 
for Evangelicals and that for Catholic women, getting sup-
port from Church members predicted higher levels of distress 
post-surgery. For both groups, distress decreased post-surgery.1 
The second study of US patients used structured interviews of 
patients and their husbands, and showed that survival was the 
greatest concern for both groups and that the uncertainty of the 
diagnostic phase before surgery was the most stressful for 80% 
of women and 53% of men. Patients also expressed stress during 
the time while they waited for the mastectomy, knowing that the 
cancer was still present in their bodies, and 44% of husbands re-
ported the day of surgery as the most stressful point.15 The study 
of men with urologic cancers was completed at the preoperative 
visit and showed that men reporting low R/S and greater edu-
cation had greater perceived stress while those with no college 
education engaged in more avoidant coping. Overall, Religion/
Spirituality (R/S) positively correlated with engagement cop-
ing.2 
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Alferi1

•	 Compared to Catholics, Evangelical women:  reported higher religiosity, levels of all types of 
religious coping and  talking to a minister related inversely to distress

•	 Distress fell pre- to post-surgery (p=.01)
•	 Religiosity correlated withobtaining emotional support from church, attending church or prayer 

meetings, taking comfort in religion
•	 Compared to Catholics, Evangelical women:  reported higher levels of talking to their ministers 

and less denial
•	 Higher religiosity correlated with emotional support from church member and  attending church 

or prayer meetings
•	 Catholics:  getting support from church members at pre-surgery predicted higher levels of 

distress post-surgery
•	 Evangelical: pre-surgical distress predicted lower attendance of church or prayer meeting 

post-surgery 

Increased religiosity had different effects depending on the religious 
denomination of the patients.

Biegler4

•	 Religion/Spirituality (R/S) positively correlated with engagement coping
•	 Social support inversely correlated with POMS/PSS, positively correlated with engagement 

coping
•	 Engagement coping positively correlated with IES, BSI, avoidant coping was positively associ-

ated with all measures of distress.
•	 Those with lower R/S scores, greater engagement coping associated with greater distress
•	 For men who scored high on R/S, there is inverse association between social support and PSS 

and POMS
•	 Non Caucasian, no college education engage in more avoidant coping
•	 Men reporting low R/S and greater education associated with greater perceived stress

The relationship between R/S with coping mechanism s is complex and 
simplistic correlations may not be sufficient to describe these relationships.

Demir13
•	 Fear:  that the lump was cancer;  of surgery ;  their breast would be removed
•	 Spiritual needs:  prayed that it would not be something bad; “I prayed even though I’m an 

unbeliever.”

Three major themes emerged from this study including patient’s need for 
information, fear and spiritual needs. 

Gall3

•       Religious coping at pre-diagnosis to 1 wk pre-surgery: Increase in active surrender coping;           
         religious helping; use of religious direction; use of religious focus.           
Religious coping as a predictor of concurrent adjustment
•	 Active surrender and  collaborative coping predicted less distress
•	 Religious direction coping and pleading predicted  greater distress 
•	 Better well-being correlated with less pleading and spiritual discontent coping and greater use 

of religious helping
Concomitant change between religious coping and adjustment across time
•	 From pre-diagnosis to 1 wk pre-surgery 
•	 Increased spiritual discontent and pleading coping predicted increase in emotional distress
•	 decreased spiritual discontent and increased religious helping predicted increase in emotional
        well-being
•	 From 1 wk pre-surgery to 1 mo post-surgery, a decrease in pleading and increase in use of 

religious focus coping predicted an increase in well-being 
Religious coping as a predictor of concurrent adjustment at 1 mo post-surgery
•	 Greater use of spiritual discontent predicted greater distress (p=.0001)
•	 Greater use of collaborative and passive deferral coping and lesser use of spiritual discontent 

contributed to better well-being (p=.0001)
Concomitant change between religious coping and adjustment across time
•	 From 1 wkpre-surgery to 1 mo post-surgery: increase in spiritual discontent and pleading cop-

ing predicted increased  emotional distress 
•	 From 1 wk pre-surgery to 1 mo post-surgery: decrease in pleading and increase in the use of 

religious focus coping predicted increase in well-being 

At the time of diagnosis with breast cancer, women used religious cop-
ing.  At the time of surgery, use of support and comfort-related strategies 
peaked.  

Jang5

•	 Scores on RA were significantly higher in Protestant than Catholic, Buddhist, and no-religious 
groups, in that order

•	 In all the groups with high intrinsic religiosity (IR), IR was negatively associated with depression
•	 Buddhist group: scores on the RA subscale negatively correlated with the HADS-D scores
•	 Catholic group: scores on the RA subscale were positively correlated with HADS-A scores
•	 Protestant group: scores on the RA subscale were positively correlated with the global subscale 

of the QLQ-C30
•	 No religious preference: scores on the IR subscale were negatively correlated with HADS-D

Intrinsic religiosity was higher among Protestant and Catholics than for Bud-
dhists or those with no religious preference, and increased intrinsic religios-
ity correlated to decreased HADS scores implying that it is not the religion 
but the intensity of religion that corresponds to decreased depression.

Nort-
house12

•	 83% of women and 50% of husbands describe the diagnostic phase before surgery as the 
most stressful time:   uncertainty about whether they had cancer;  waiting for the mastectomy

•	 44% of the husbands reported the day of surgery as the most stressful
Factors that helped patients and husbands cope
•	 Religious belief identified more frequently during the hospital period than at home 1 month later 
       for women, 21% during hospitalization, 9% at home; for husbands, 13% during hospitalization 
and 4% at home
•	 Emotional support for patients, 87% during hospitalization, 72% at home; for husbands, 64% 

during hospitalization, 49% at home

Patients and their husbands had different concerns around the time of 
surgery, with patients being concerned about the extent of disease and 
recurrence, while husbands worried about the survival of their wives.  

Thune-
Boyle11

Patients both increased and decreased their R/S beliefs and practices at the time of surgery com-
pared to the year prior
•	 26% of patients have increased private R/S practices 
•	 21% perceived their strength of faith increased
•	 5-12% reported decreases in beliefs
•	 Belief in God was significantly higher at surgery
•	 Strength of faith increased at surgery
•	 Perceived levels of R/S and public R/S practices remained stable. 

In UK study, the patients perceived that they had an increased belief in 
God and strength of faith at the time of surgery, but no change in belief or 
practices.  For most patients, there was an increase in beliefs and religious 
practices at the time of surgery.

Profile of Mood States (POMS),Perceived Stress Scale  (PSS), Impact of Event Scale  (IES), Brief Symptom Inventory (BSI),Hospital Anxiety Depression Scale-Anxiety(HADS-A), Hospital Anxiety 
Depression Scale-Depression(HADS-D) ,Quality of Life Questionnaire Core 30 (QLQ-C30) , Religious Activity (RA) 
Abbreviations:  Week (wk), month (mo)

Table 3: Major study conculusions and key study summary

Page 12
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 The phenomenological study of Turkish women who 
had excisional breast biopsies established three main themes: 
fear (that the lump was cancer, fear of surgery, fear breast would 
be removed); the need for information (about surgery and ill-
ness); and spiritual needs (prayer that the lump was not some-
thing bad).13 Baseline results of Jang’s study of South Korean 
breast cancer patients showed that Religious Activity (RA) was 
higher for Protestants than Catholics, Buddhists and those as-
sociated with no religion. In all groups with high Intrinsic Reli-
giosity (IR), IR was negatively associated with depression.5 The 
study of Canadian breast cancer patients included several data 
points, but the data pertinent to this review showed that from one 
week before surgery to one month after surgery, a decrease in 
pleading and increase in use of religious focus coping predicted 
an increase in well-being. Improved well-being correlated with 
lesser use of pleading and spiritual discontent coping and a great-
er use of religious helping.3 The patient population of the breast 
cancer patients from the United Kingdom (Protestant, Catholic, 
Jewish, no religion) was religiously diverse similar to the patient 
population from the South Korean study (Protestant, Catholic, 
Buddhist, no religion). The UK patients answered R/S questions 
post-surgery and recalled their beliefs in the year prior. Results 
showed that R/S beliefs both increased and decreased from the 
year prior to surgery to the immediate post-operative period, but 
overall, it showed that belief in God was significantly higher at 
surgery and that patients’ belief in God was significantly higher 
at surgery.11

DISCUSSION

 As identified in this systematic review, the current lit-
erature is limited in its evaluation of R/S of the cancer patient in 
the perioperative period. Existing studies are almost exclusively 
in women with stage I and II breast cancer. Even though the 
studies evaluate patients of different cultures, the studies do not 
expand on the effect of ethnicity and culture on religious and 
spiritual needs.

 
 Studies examined the stress response and coping, and 
their interplay with religiosity and spirituality, including the type 
of religious coping employed by the patient. Based on these 
studies, patients with higher religiosity/spirituality have better 
engagement or active coping but that simplistic associations be-
tween R/S and coping are inadequate to explain R/S needs of 
patients for coping and responding to stress. The data stating 
that R/S have a positive effect on patient outlook, physical and 
mental well-being is variable and this is identified not only when 
comparing US to UK cancer patients, but also when comparing 
patients of different faiths and different denominations of the 
same faith. One consistent theme from several of the studies is 
that the perioperative period is a time of exaggerated stress for 
patients and their families but the reason for the stressful nature 
of the time period is different for patient as compared to fam-
ily member. During the perioperative period, patients expressed 
fear of the cancer and fear of the surgery, while the spouse of 

the breast cancer patient expressed increased stress during both 
the pre-surgery diagnostic phase and the post-surgical treatment 
period.12

 Factors of ethnicity and culture, which intrinsically 
are linked to religion and religious practices, likely contribute 
to variability in how R/S affect patient coping. When compar-
ing US populations with other populations, the Gallup Daily 
tracking survey from 2011 reports that the US population is pre-
dominantly a Christian nation with 78% adults identifying with 
Christianity, 82.5% have some form of religious identity and 
92% of Americans say that they believe in God.16 In comparison, 
12% of the UK population attends church regularly, 51% with 
some belief in God and 12% without doubt of God’s existence.17 

Thune-Boyle et al argue that since most studies on the topic of 
R/S and patient coping have been completed in the US, their 
conclusion about R/S are difficult to transfer outside of North 
America,11 even to other English-speaking patient populations. 
Pertinent to the three studies examining North American popula-
tions, Koenig finds that African Americans are more likely than 
other ethnic groups to use religion for coping.18 Within the US 
Latino population, patients come from a geographic background 
as large at the US itself and the religious and cultural practices 
vary even within populations from similar geography with pa-
tients mostly associating with either a Christian evangelical de-
nomination church or Catholicism.1 Even if direct comparison 
of the studies completed in the US cannot be made with non-US 
studies, Demir’s phenomenological study made a clear argu-
ment that the female patients studied in Turkey needing exci-
sional biopsies have spiritual needs in the perioperative period.13 
R/S needs may vary by culture, but across cultures patients have 
unique R/S needs in the perioperative period.

STUDY LIMITATIONS

 One limitation of this review is that these studies fo-
cused on cancer patients with good prognosis: female breast 
cancer patients with early stage disease and men with prostate 
cancer. Early stage breast cancer (stages I and II) has a 5 year 
survival rate of 93%.19 Similarly, the 5 year survival rate is over 
99% for all stages of prostate cancer.20 Many patients turn to R/S 
when faced with a life-threatening illness such as cancer17,3 but 
the aggressive nature of the cancer may affect a patient’s emo-
tional, spiritual and religious needs. For patients with advanced 
or incurable cancer, R/S may take on a different meaning as they 
face the inevitability of death. This is in contrast to patients with 
cancers of generally good prognosis who face the uncertain fu-
ture of cancer survival.3 Another potential limitation is that these 
studies were geographically diverse and thus, generalizability to 
specific populations is unclear. Also, we included only English 
language studies and thus, may have missed important non-Eng-
lish studies.
 
 In addition, the Mesh search terms for religion and
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spirituality are still immature and current literature could have 
been misclassified and not captured in this search. Other impor-
tant key words related to religion and spirituality such as sense 
of peace, meaning and purpose of life were not used as part of 
the search strategy and thus articles relevant to religion and 
spirituality through connection with these terms may have been 
missed in the systematic review.

FURTHER RESEARCH

 Though inferences can be made from other studies that 
are broader in their time frame, more studies are needed that 
explore the religious and spiritual needs of perioperative patients 
and clinicians. The effect of R/S for oncologic surgical patients 
can be variable, having either a beneficial or negative effect on 
their outlook and sense of well-being.11 In Nelson’s study on re-
ligion and spirituality in prostate cancer patients, patients were 
found to have less depression when they had a sense of mean-
ing and peace but not necessarily more religious involvement.21 
Given the variable effect of R/S, future studies could focus more 
on spirituality and explore what gives the perioperative patient a 
sense of meaning and peace. Further research is needed to iden-
tify factors that make the perioperative time period a uniquely 
stressful experience for patients and their families and how re-
ligion and spirituality may affect perioperative coping. Under-
standing more specifically what causes stress for patients during 
the perioperative time period may help perioperative providers 
better understand the R/S needs of their patients and give more 
complete care during the time before and after their oncologic 
surgeries.

CONCLUSION

 

 In the past, spirituality had a recognized role in health 
care, but during the 20th century, spirituality and health care 
were separated as health care became more scientific and tech-
nological.22 Physicians and other health care providers have 
received limited education in their role in caring for the spiri-
tual and religious needs of the oncologic surgical patient, even 
though there are currently efforts to bring spirituality back to 
medical school education.22 Hospital chaplains should be part of 
inter disciplinary teams caring for the oncologic patient and phy-
sicians and other care providers should understand the uniquely 
stressful time of the perioperative time frame so that the patients 
can receive treatment of their whole person, not just treatment of 
their cancer.23 The perioperative time frame is a stressful period 
for cancer patients and their family members as they encoun-
ter a diagnosis of cancer, experience the loss of control during 
surgery, and face uncertain recovery. Understanding that unique 
religious and spiritual needs of the oncologic patient requires 
an understanding of the exaggerated stress of the perioperative 
period and further research is needed to better understand how 
better incorporation of religious and spirituality practices can 

improve the perioperative experience for patients, their families, 
and their providers
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ABSTRACT

 A new light has recently been shed on palliative care, especially, on its multidisci-
plinary approach developed to improve the Quality of life of seriously ill patients and their 
families. However, palliative care is still often mistakenly referred to as an end-of-life care and 
wrongly interchanged with hospice care. Nephropathic patients usually present a decrease in 
expectancy and Quality of life and may benefit from palliative care as opposed to hospice care. 
Palliative care requires a tight collaboration among different health care professionals, patients 
and their families, to share diagnosis, prognosis, realistic goals of treatment and therapeutic 
decisions. Several approaches may be attempted to improve the Quality of life of chronic neph-
ropathic patients, such as palliative dialysis, conservative management and peritoneal dialysis. 
For example, personalized goals and a wider concept of adequacy of extracorporeal treatment 
are the bases of palliative dialysis. In specific subgroups of frail patients, the pharmacological 
conservative management could be more appropriate than extracorporeal treatment, as the for-
mer reduces the burdens derived from invasive procedures. Finally, peritoneal dialysis could 
be an important option for frail patients to avoid an aggressive extracorporeal treatment while 
maintaining a gentle solute and fluid control. However, only limited evidences are available 
on palliative and hospice care performed on patients with Acute Kidney Injury (AKI). Herein, 
the main variables affecting the medical decision-making on palliative care in nephropathic 
patients are described, and the different approaches available to improve quality of palliative 
care during Chronic and Acute Kidney Injury are analyzed.

KEYWORDS: Palliative care; Hospice care; Chronic Kidney Disease; End-Stage Renal Disease; 
Acute Kidney Injury; Renal Replacement Therapy.
 
ABBREVIATIONS: AKI: Acute kidney Injury; CKD: Chronic Kidney Disease; ESRD: End-
Stage Renal Disease; RRT: Renal Replacement Therapy; ERA-EDTA: European Renal Associ-
ation-European Dialysis and Transplant Association; MCM: Maximum Conservative Manage-
ment; PD: Peritoneal Dialysis; ICU: Intensive Care Unit.

INTRODUCTION

 Palliative care has recently been reconsidered as a multidisciplinary approach to care 
which has been developed to support clinicians in the management of patients with serious 

http://openventio.org/Volume1_Issue1/Palliative_Care_for_Nephropathic_Patients_PMHCOJ_1_104.pdf
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illness.1 This innovative perspective is aimed to improve the 
Quality of life of patients and their families through a multidi-
mensional analysis involving: 1) identification and management 
of patients’ physical, psychological and spiritual symptoms; 2) 
evaluation of patients’ clinical condition and prognosis to estab-
lish realistic and appropriate treatment goals; 3) arrangement of 
individualized therapeutic plans according to patients’ wishes; 
4) attention to families’ needs and 5) support for health care pro-
viders.1 

 Currently, the specialty palliative care is mainly offered 
in patients within hospices or hospitals only when life-prolong-
ing treatment has failed;2 as a consequence, most of health care 
professionals perceive palliative care as a synonymous of End-
of-life care.2 However, limiting palliative care only to these situ-
ations may exclude the majority of serious conditions, such as 
advanced cancer or end-stage organ dysfunction, which severely 
affect patients’ physical and psychological symptoms.2,3 For 
these reasons, palliative care should be provided together with 
life-sustaining treatments and considered as an integral compo-
nent of comprehensive therapy for critical and non-critical care 
patients. Therefore, palliative care is neither a mutually exclu-
sive alternative to intensive care, nor a sequel to failed attempts 
with life-prolonging care,1 in fact, according to the definition de-
veloped by the Center to Advance Palliative Care and the Ameri-
can Cancer Society, “Palliative care is appropriate at any age, at 
any stage in a serious illness, and can be provided together with 
curative treatment”.2 On the other hand, hospice care is strongly 
recommended for patients who have a physician-estimated life 
expectancy of 6 months or less and who are undergoing restor-
ative treatments and foregoing curative therapy.2 

 Despite the improvements in therapeutic options, pa-
tients with AKI as well as those with Chronic Kidney Disease 
(CKD), especially those with End-Stage Renal Disease (ESRD), 
have a shorter life expectancy compared to patients without 
nephropathies. Extracorporeal replacement therapies may in-
crease survival rates of these patients; however, for a specific 
subgroup of acute critically ill patients, these procedures are of-
ten unable to improve outcomes and prolong the physiological 
process of death, worsening the quality of the End-of-life stage 
of these patients.

 Several clinical trials have shown the benefits derived 
from the early application of palliative care in subgroups of seri-
ously ill patients, such as those with advanced cancer,4 multiple 
sclerosis5  or congestive heart failure.6,7 However, the provision 
of palliative care to nephropathic patients with CKD or AKI is 
heterogeneous across different countries and often mistakenly 
identified with hospice care. Currently, the use of palliative care 
in the nephrophatic population is inadequate; it is recognized in 
the UK, USA, Italy and Canada mainly for ESRD patients8-12 and 
is usually limited to the last phase of life. Finally, an adequate 
approach for palliative care is still largely lacking for patients 
with AKI.

 The aim of this review is to describe the main vari-
ables affecting the medical decision-making on palliative care 
in nephropathic patients and to analyze the different approaches 
to improve quality of palliative care during Chronic and Acute 
Kidney Injury. 

PALLIATIVE CARE FOR CKD PATIENTS

 Demand for dialysis is constantly increasing all over 
the world, especially in the elderly population.13,14 As clearly 
demonstrated by the European Renal Association-European Di-
alysis and Transplant Association (ERA-EDTA), the European 
incidence of ESRD requiring dialysis procedures among patients 
aged > 65 years increased from 22% in 1980 to 55% in 2005.15 
The recent technological advancements observed with the Renal 
Replacement Therapy (RRT) have increased feasibility of these 
techniques and have improved survival for a large number of 
patients with ESRD. 

 Despite the increased survival, an annual mortality rate 
of about 23% has been reported for ESRD patients undergoing 
RRT16 which mainly depended on the high prevalence of other 
chronic comorbidities, such as diabetes, hypertension and car-
diovascular diseases.17 A reduction in the overall functional sta-
tus during the first 12 months after initiation of RRT has been 
reported for patients with CKD and, specifically, for a subgroup 
of nursing home residents.18 Finally, an increasing burden of so-
matic and psychological symptoms as well as a worsening of so-
cial conditions have been often observed among ESRD patients 
undergoing RRT.19 These symptoms, whose prevalence is com-
parable to those observed in cancer patients,20 severely affect the 
patient’s Quality of life.19 In these conditions, a high proportion 
of elderly patients regrets the decision to start dialysis and thus, 
after agreeing with caregivers, prefers a conservative manage-
ment for ESRD.21 

 Training, information and support for patients, their 
family and caregivers are pivotal for planning the management 
of care of ESRD patients. In particular, other therapeutic options 
such as, extracorporeal treatment, Peritoneal Dialysis (PD) or 
Conservative therapy should be discussed and comprehensively 
shared among patients, family and health care providers. Both 
for patients undergoing RRT and for those managed with con-
servative therapy, palliative medicine should be taken into con-
sideration in order to improve the Quality of life.

EXTRACORPOREAL RRT

 Extracorporeal therapy is the most utilized treatment to 
replace renal function in ESRD patients.22 Adequacy of extra-
corporeal treatment is often identified with the concept of solute 
clearance, which is usually quantified through Kt/V measure-
ment. However, the strong effort in treatment personalization 
has recently encouraged to carefully evaluating the specific tar-
get of therapy, which has to aim not only at the solute removal 
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but rather at the improvement of the whole patient’s clinical pic-
ture. Although reasonable and attractive, this concept is still far 
from being applied in most dialysis centers in the daily clinical 
practice.

 Indeed, following analysis of data on treatment targets 
in CKD patients from 12 countries, the Dialysis Outcomes and 
Practice Patterns Study (DOPPS) showed no difference in dialy-
sis prescription across subgroups of patients with different clini-
cal requirements. For instance, the same treatment time, normal-
ized by body weight, was prescribed both for patients aged < 45 
years and frail elderly patients.23 Targeting the normalization of 
dry weight, Kt/V and serum phosphorus, may not be the primary 
treatment objective for all patients.15 Apart from these specific 
clinical issues, the concept of adequacy of RRT should also take 
into account the ability to achieve other treatment goals, such 
as the improvement of the Quality of life of patients and their 
families, the prevention and relief from suffering, the identifica-
tion and treatment of pain and other physical and psychosocial 
conditions. 

 In a recent paper, Romano and Palomba proposed the 
concept of palliative dialysis as a change in perspective for the 
treatment goals achievable by using either ultrafiltration or dialy-
sis alone, depending on the clinical objectives.15 In this scenario, 
an individualized RRT prescription overlaps with the require-
ment of palliative care and it may improve the physical, emotive 
and autonomy-related issues (Figure 1). 

 As such, the delivery of palliative care should be started 
not during the last moments of patients’ lives but, concomitantly 
with RRT.15 

 The quality of care given to the patients may be eval-

uated through the PEACE score: a simple tool addressing six 
domains on physical, emotive, autonomy-related symptoms; 
communication and completion of life issues; economic burden 
and religious beliefs.24 However, although this tool may be of 
help for clinicians, the most important factor to consider when 
making a clinical decision is the autonomy of the patient who 
faces ESRD and of the relatives who provide support.15 In par-
ticular, Parlevliet et al. showed that caregivers are often forced 
to change their routine and professional schedules, and 84% of 
them feel overburdened by the situation.20 

 Among the most frequent symptoms observed in ESRD 
patients, such as lack of energy, drowsiness, dry mouth, pain, sleep 
disturbance, restless legs, pruritus, dry skin and constipation,25 
dyspnea may be the most manageable with palliative dialysis.15 
Indeed, although other symptoms can be treated with medica-
tions, fluid overload and acidosis are rarely controlled in ESRD 
patients conservatively managed.15 

CONSERVATIVE MANAGEMENT

 Conservative management should be taken into account 
for patients who are not eligible for extracorporeal treatment or 
who refuse it. It is based on a pharmacological and behavioral 
approach used to prevent the major complications of ESRD, 
such as hydro-electrolytic unbalance, acid-base disorders, hy-
perazotemia and anemia. This option is usually limited to pa-
tients with severe comorbidities and geriatric conditions, such as 
dementia and frailty.15 

 Frailty, in particular, is a multidimensional construct 
reflecting the decline in health and organ function observed in 
elderly; it occurs in approximately 67% of dialysis patients.26 

Frailty is correlated with an increased risk for disability, hospi-

Figure 1: “Adequacy” of Extracorporeal treatment and the role of Palliative dialysis.

Graph of a chronic extracorporeal renal substitution for CKD patient (panel A) and graph of palliative dialysis for “CKD end-of-life” patient (panel B). Each graph takes into consider-
ation several variables differently affected by the treatments (0: the variable is minimally influenced; 10: the variable is strongly improved). 

The adequacy of the treatment may be identified by the area within the graph: during an ideal therapy, the inner area covers 100% of the graph. For a treatment to be “adequate”, 
other parameters than solute clearance or fluid balances should be considered for end of life patients; in this scenario, an individualized RRT prescription should improve the physi-
cal, emotive and autonomy-related issues.
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talization, institutionalization and death27 and it is clinically di-
agnosable through recognition of unintentional weight loss, slow 
walking speed, weakness, exhaustion and low level of physical 
activity.28 The use of conservative management is recommended 
in patients with this clinical picture.

 In line with this view, Maximum Conservative Man-
agement (MCM) is a European proposal based on a multidis-
ciplinary approach with nutritionists, social workers, psycholo-
gists and other health professionals aimed at improving the 
Quality of life of frailty patients with ESRD.29 Despite patients 
who received RRT showed a higher survival rate than those who 
received MCM, they had higher rates of hospitalization and in-
hospital death.30 

 Although necessitating the lowest institutionaliza-
tion requirement, the conservative management requires close 
monitoring and treatment adjustment by several professional 
figures in order to avoid treatment failure. In particular, a con-
stant sharing of achievable therapeutic goals should be encour-
aged between general practitioners or specialists on one side and 
patients and their families on the other. This procedure aims to 
reduce accesses in emergency department and thus invasive pro-
cedures and hospitalizations. Nevertheless, a multidisciplinary 
approach is required to limit patient’s symptoms and suffering 
from a home delivery palliative care system. 

PERITONEAL DIALYSIS 

 Another type of management available is Peritoneal 
Dialysis (PD); its use is suggested in frail patients as, in this 
specific subgroup of nephropathic patients, PD may offer ad-
vantages with respect to both extracorporeal RRT and conserva-
tive management. Indeed, hemodynamic instability and severe 
hypotension may affect extracorporeal RRT, further worsening 
frail patients’ clinical conditions. PD is considered a less inva-
sive treatment, which guarantees a slow, continuous dialysis and 
ultra filtration; it is usually more tolerated by patients and it may 
preserve better renal function, hence allowing a less restricted 
and more patient-friendly diet. As well as extracorporeal RRT, 
PD is able to compensate metabolic acidosis and fluid overload 
that may cause exacerbation of patients’ condition in conserva-
tive management. However, similarly to conservative therapy, 
PD may be managed through home care and occasionally sched-
uled ambulatory visits, making it an effective choice for patients 
requiring palliative or hospice care.31 

 In 2008 ERA-EDTA pointed out some criteria that may 
be used to recommend PD.32 In particular, clinical conditions that 
may be usually identified in frail patients, such as aging compli-
cations, severe Cardiac Disease or Peripheral Vascular Disease, 
have been recognized as potential indicators for PD prescription. 
However, ERA-EDTA also identified factors with which use of 
PD may be contraindicated; these factors include inadequate 
patient’s physical ability and lack of familiar or social support. 
In fact, the family involvement in the patient’s disease is more 

demanding in PD than in extracorporeal RRT and conservative 
management, considering that a technical training of the patient 
and/or caregiver to the peritoneal dialytic procedure is manda-
tory. 

 Despite a close cooperation between patients, their 
families, general practitioner, nurses and nephrologists is re-
quired, PD may guarantee a better quality of life, becoming thus 
the therapy of choice in a selected population requiring pallia-
tive or hospice care.

PALLIATIVE CARE FOR AKI PATIENTS

 AKI frequently occurs in critically ill patients in the 
Intensive Care Unit (ICU), with an estimated global preva-
lence of 36%-67%;33 it exhibits different etiologies and several 
pathophysiological mechanisms, and is correlated with a high 
mortality rate.34-38 

 Despite the poor prognosis associated with AKI, the 
concepts of palliative and hospice care are still underdeveloped 
for this specific subgroup of patients. Indeed, despite a grow-
ing interest in the literature on palliative care for critically ill 
patients in the ICU, only few papers have been focused on the 
withdrawal or withholding of invasive treatments in acute neph-
ropathic patients. In particular, a systematic search of the pub-
lished literature, performed on Pub Med using the following key 
words “Acute Kidney Injury” AND (“Palliative care” OR “Palli-
ative medicine”) and related MeSH terms, revealed 87 citations . 
Among them, 10 are specifically focused on “acute-on-chronic” 
conditions and advanced planning for ESRD patients; 32 couple 
AKI with other life-threatening conditions (e.g. heart failure or 
cancer) and underline the importance of palliative care medicine 
in these diseases; 39 are not relevant for this particular topic. 
Only 11 papers are specifically focused on palliative care for 
nephropathic patients with AKI. Among these, 5 reviews the eth-
ical issues.39-43 and 3 specifically describe the epidemiology and 
clinical factors associated with End-of-life in AKI patients.44-46 

 For these reasons, while palliative and hospice care 
management is globally applied in CKD patients, even general 
indications are still lacking in AKI patients. Nowadays, clini-
cians are often faced with critically ill patients who meet the 
criteria for initiating RRT, however, there are uncertainties on 
whether the patient would likely benefit from these procedures.47 
In fact, although critically ill patients are often subjected to ad-
vanced and invasive diagnostic and therapeutic interventions, 
mortality in the ICU remains very high.48 Therefore, in these 
settings, advanced life support procedures and systems, such as 
RRT, may only unreasonably postpone the time of death.49 

 Scarce literature is available to guide clinicians in 
the decision to discontinue RRT in patients who will no lon-
ger benefit.47 Although an evidence-based guideline on this use 
has been already produced by the Renal Physicians Association 
and the American Society of Nephrology,42 only a small number 
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of nephrologists and intensivists are aware of it.11 As a conse-
quence, clinical practice on withholding or withdrawal of RRT 
is variable and based primarily on the local institutional prac-
tice, physicians’ clinical judgment, available resources and local 
management.36,38,50-52 

 Several factors should be taken into consideration dur-
ing the decision-making process regarding the withholding or 
withdrawal of RRT in patients with AKI, including feasibility, 
survival prediction, renal functional recovery prediction and 
quality of life. 

 Clinical feasibility is certainly an important limiting 
factor. Although several patients’ clinical conditions (e.g., se-
vere hypotension) might negatively affect the technical feasi-
bility, new techniques such as continuous Renal Replacement 
Therapies have allowed performing RRT in the vast majority of 
patients.47 

 An adequate medical judgment and an informed patient 
and family consent cannot ignore survival prediction as an im-
portant factor to be considered when deciding to continue, with-
hold or withdraw RRT. Despite several organ dysfunction scor-
ing systems53 and outcome prediction models available to help 
clinicians identify severely ill patients, none of them actually 
provide physicians with enough information on the suitability of 
intensive care treatments for the individual patient.49 Short and 
long term mortality of critically ill patients who developed AKI 
and required RRT is globally high (46-75%).54 The Study to Un-
derstand Prognoses and Preferences for Outcomes and Risks of 
Treatments (SUPPORT), the largest prospective study investi-
gating survival in critically ill patients, has shown that the mean 
survival time in patients who required dialysis was of approxi-
mately 30 days and that only 27% of patients were alive after 5 
months.55 

 Prediction of renal functional recovery after AKI should 
be considered as another important factor in determining long-
term renal and non-renal outcomes56-59 in the decision-making 
process.47 

 The Quality of life of patients and their families may 
be severely affected if ESRD occurs and chronic extracorporeal 
RRT is required after an episode of AKI. However, long-term 
outcomes and Quality of Life of critically ill patients requiring 
RRT have been examined only in few studies.47 For instance, in 
the SUPPORT study, AKI patients who survived to the critically 
ill stage showed a median of one dependence in activities of dai-
ly living;55 however, different results are shown in the published 
literature.43,60,61 

 Unlike in CKD patients, in critically ill AKI patients 
the time frame window to discuss the decision to initiate or stop 
RRT is often unavailable. Therefore, not knowing the patient’s 
own wishes make the clinical judgment even harder,62 and hence 

pressure to make a decision builds up among family and the 
health care team.47 

 According to the Renal Physicians Association/Ameri-
can Society of Nephrology guidelines of shared decision making 
in dialysis, a time-limited trial of RRT could be considered for 
patients with uncertain prognosis.63 In particular, it may result 
useful when a disagreement in management occurs between 
physicians and nurses or patients’ families.47 End-points, goals 
and duration of this time-limited trial should be exactly defined 
in advance. In particular, specific criteria, their magnitude of 
change accepted as evidence for improvement and the time point 
of their evaluation should be established and agreed between 
physicians, nurses, patients and their families.47 Notably, the de-
cision making regarding the withholding or withdrawal of RRT 
in patients with AKI during a time-limited trial is an ongoing 
process: clinical outcomes as well as patients’ prognoses should 
be revaluated as needed.47 

 In all cases in which RRT is withheld or withdrawn, 
physician should provide adequate End-of-life comfort care 
through non-dialytic therapy even for critically ill patients in the 
ICU.64 For patients with a death prognosis, different approaches 
other than integrating palliative care with intensive care treat-
ment should be adopted. Indeed, in these conditions, palliative 
care may be replaced by hospice care.1 In patients with terminal 
prognosis, the strategies to ensure a good death often involve 
more than effective analgesia and, ideally, should aim at opti-
mizing comfort and dignity for the patient and at offering the 
opportunity of a close support from the family. Allowing pa-
tients to die in their own homes is a way of providing this.65 Un-
fortunately, many patients suffer prolonged dying in hospitals, 
receiving unwanted, expensive and invasive treatments which 
may cause additional discomforts, such as pain, dyspnea, thirst 
and anxiety.66 

 New developed technologies, such as wearable artifi-
cial kidney, should be taken into consideration for hospice care 
in nephropathic patients. Although this concept may be hardly 
applied in daily clinical practice, it may be potentially useful in 
home care management even for patients with AKI. This minia-
turized, wearable technology may allow the maintenance of me-
chanical support, mainly through continuous ultra filtration. By 
improving fluid overload and reducing dyspnea, the wearable 
artificial kidney may provide human basic needs in end-of-life 
care60 even, with adequate support, at patient home. 

CONCLUSIONS

 Palliative care is usually limited to seriously ill patients 
at the end-of-life phase and is often wrongly interchanged with 
hospice care. An earlier utilization of palliative care for all seri-
ously ill patients may improve the quality of life of the patients 
and their families. Nephropathic patients usually present a de-
crease in life expectancy and may benefit from palliative care. 
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Although limited to end stages of the renal disease, the concept 
of palliative care is still better defined for CKD than AKI pa-
tients. Indeed, several therapeutic strategies may be attempted 
to improve Quality of life of chronic nephropathic patients, such 
as palliative dialysis, conservative management and PD. All 
these approaches require a tight collaboration between different 
healthcare professional figures, patients and their families. Prog-
nosis, realistic treatment goals and therapeutic decisions should 
be shared among all subjects involved in the management of 
CKD. On the other hand, poor literature data are available on 
the effects of palliative and hospice care in patients with AKI. 
A methodological, ethical and clinical effort needs to be made 
to improve knowledge and awareness on palliative care in acute 
nephropathic patients.
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ABSTRACT

 Scarce medical resources during a natural disaster challenge the existing protocols for 
medical intervention. Triage decisions about which patient to care for can be extremely stress-
ful for a medical team. This case analysis describes the experience of one mobile field hospital 
in Haiti in the aftermath of the January 12, 2010 earthquake. The medical team was confronted 
with the need to choose which of three critically ill patients should receive the remaining, dwin-
dling oxygen supply. The ethical framework around these decisions is discussed. The develop-
ment of an onsite ethics committee from team members is suggested to help lighten the burden 
of decision making off of the individual care provider.

KEYWORDS: Haiti earthquake; Disaster; Resources; Crisis; Palliative care.

ABBREVIATIONS: NDMS: National Disaster Management System; CIC: Commander-in-
Chief; IOM: Institute of Medicine.

INTRODUCTION

 Natural disasters in low income countries rapidly deplete available medical and social 
resources. Rescue teams are confronted with the challenge of medical triage of critically ill 
patients when there are not enough supplies to treat everyone. The complex and challenging 
decision to shift from active to palliative care in the disaster setting is rarely straight forward. 
The experience of one disaster team during their deployment after the 2010 Haiti earthquake is 
described and analyzed.

 The National Disaster Management System (NDMS) of the United States recruits 
volunteer health professionals who train for disasters and are called up when the United States 
government declares a national or international disaster.1 When on deployment, the disaster 
team members are federal employees. The command structure of NDMS follows the incident 
command system of the military. In Haiti, our team received our orders from our Commander-
in-Chief (CIC) in Washington. On the ground, a direct commander in chief was selected. The 
organization structure of the team followed the incident command structure set by our CIC. 
Our CIC was an EMT fireman. He organized the 63 team members into modules based on our 
work assignments. Because we were working in an unsafe environment physically (there were 
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daily aftershocks and unstable buildings) and politically (there 
was no effective government in Haiti and there were riots, loot-
ing, and gang violence), safety and security was the first prior-
ity of the CIC. One of the modules in our group was logistics. 
They were involved in obtaining supplies to keep our hospital 
running. All supplies including medicines, medical equipment, 
food, and shelter were brought in from the United States. The 
team did not use any local resources so as to not deplete locally 
scarce supplies.

 A chief medical officer was assigned to coordinate the 
medical efforts of the group. Daily briefings were held by the 
CIC about safety reports, supplies, team safety. The sign-out 
among the nurses and doctors occurred every 12 hours in their 
particular tent

 This report describes three patients who required oxy-
gen when oxygen supplies were running out. The dilemma of 
triage is discussed and ethical questions are raised. How does 
one decide whom to give a limited resource to? How is this deci-
sion made? Who is responsible for making this decision? What 
is the impact on the medical team of rationing or withdrawing 
resources? One solution, to develop an embedded ethics pres-
ence within the team to guide and validate these difficult deci-
sions, is discussed.

CASE REPORT

 United States Health and Human Services sent Medical 
Disaster Teams into Haiti after the January 12, 2010 earthquake. 
Our team of 63 people (including 11 physicians, 29 nurses, 3 
pharmacists, 2 respiratory therapists, and 18 logistics and securi-
ty people) arrived in Haiti forty-eight hours after the earthquake. 
A perimeter and a mobile hospital unit were set up in a devas-
tated region of Port Au Prince on the grounds of a destroyed 
hospital called Gheskio. There were two general medicine tents, 
a minor procedures tent for dressings and debridements, an oper-
ating room, “ICU”, and children’s ward. We were able to shelter 
35 souls at a time and tried to triage, treat, and discharge patients 
quickly. From the time the hospital was set up, we worked at full 
capacity and sheltered an additional twenty to thirty patients on 
army cots covered by mosquito netting on the grass perimeter.

 We were surrounded by a tent city of survivors, rubble 
from buildings, and the constant shifting ground of aftershocks. 
Because the airport had been severely damaged and transport 
resources were devoted to a constant stream of people being 
airlifted out of Haiti, there was limited delivery of medicines, 
supplies, and food into Haiti during the first two weeks after the 
earthquake.

 Supplies were initially insufficient. For instance, while 
the most common injury was compound fractures of the arms, 
legs, and hips, external fixators were not available until our sec-
ond week. Creative solutions included tying pieces of stone from 
the rubble to ropes swung over the poles of the army cots to use 

traction to realign the fractures.

 One week after the earthquake, three critically ill pa-
tients arrived simultaneously to the Gheskio Field Hospital. N.S. 
was a 38-year-old woman who had decompensated congestive 
heart failure. She had been an inpatient at the University Hos-
pital before the earthquake destroyed parts of the hospital. Her 
family had all died when their house crushed them. She was 
brought to us in severe respiratory distress. She received diuret-
ics and oxygen.

 J.P., the second patient, was a 25-year-old man who had 
survived under the rubble for three days until his family was able 
to dig him out. His severe crush injuries led to renal failure and 
then acute respiratory distress syndrome. He was emergently in-
tubated and put on the respirator in the ICU tent.

 The third patient was an infant with pneumonia who 
was intubated and ventilated manually as there was only one 
mechanical respirator at the field hospital.

 On the morning that the three patients arrived, the chief 
logistics officer informed us that we were getting low on oxygen 
and gasoline. He was concerned that we would run out of gaso-
line used to run our generators. Requests for these supplies had 
been made but because of the precarious situation at the airport, 
it was uncertain when we would receive the needed supplies. 
Other medical supplies such as pain medication, antibiotics, and 
cardiac medications were adequate.

 By that evening, it was clear that oxygen supplies were 
low; however there was no group meeting called to discuss how 
to manage the crisis. By midnight, oxygen supplies were run-
ning out. In the medical tent where N.S. was being treated, the 
medical officer made the decision to turn down the flow rate of 
her oxygen tank to try to ration it. She was treated with more di-
uretics and morphine to alleviate her panic from respiratory dis-
tress. The nurse taking care of N.S. spent the night trying to keep 
her comfortable. By morning, when the communications liaison 
identified another facility with resources, N.S. was transported 
without oxygen by a pickup truck to University Hospital in Port 
au Prince where oxygen was available. A doctor from our team 
transported her and tried to palliate her discomfort with inhalers. 
N.S. survived and was discharged after treatment.

 J.P. and the infant were being managed in the ICU tent. 
The baby was hand ventilated using room air when her oxygen 
tank ran dry. The two respiratory therapists and the one pedia-
trician took turns squeezing the Ambu bag for 24 hours. The 
pediatrician who was ventilating the infant suggested that J.P. 
should not be intubated when he developed respiratory distress 
and be allowed to die. The other physician in the tent refused and 
intubated him. J.P. was given the last remaining tank of oxygen. 
The baby and J.P. were transported by helicopter to the USNS 
Comfort Hospital Ship that was docked in the harbor. J.P. died 
en route. The baby survived.
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DISCUSSION

Triage in a Disaster Setting

 Disaster triage includes assessing survivors for types 
of injuries and survivability from injuries. Triage categories are 
described based on the need for immediate versus delayed care, 
and scoring systems or universal color coding are used for quick 
communication of triage assessments.2 For instance, an immedi-
ate triage category (color red) signals a group needing imme-
diate attention to survive. The delayed category victim (color 
yellow) has wounds that can be treated after the red group. The 
minimal category victim (color green) does not have life threat-
ening injuries and can be managed at a later time. The expectant 
category (color black) will not survive and the focus should be 
on palliative care with a goal of alleviating suffering.

 At the Gheskio Field Hospital, both the infant and J.P. 
had category red medical conditions. N.S, chronically ill for 
years was initially thought to be category yellow but actively 
decompensated when oxygen was withdrawn. All three patients 
were believed to have life-threatening conditions that could be 
reversed with the right therapeutic interventions.

Resource Availability

 Resource availability is categorized as Normal, Good, 
Fair, and Poor.3 With normal resources (categorized as “con-
ventional” by the Institute of Medicine (IOM)), normal care is 
provided. For good resource availability (categorized as “con-
tingency” by IOM), the functional equivalent level of care can 
be maintained by substituting and conserving resources. Fair 
resources are considered in the “crisis” category by IOM and 
triage is needed to prioritize those with moderate life threaten-
ing injuries. The rational for this is that those with more severe 
life-threatening injuries will have higher resource requirements 
and worse prognosis even with treatment. For poor resource 
availability (also categorized as “crisis” by IOM), moderate 
life-threatening injuries are prioritized but resources can be in-
adequate to treat even this group. Severe causalities are triaged 
to the expectant category.

 Resources at Gheskio Filed Hospital were temporarily 
poor and in the “crisis” category for resource availability after 
a week of continuous disaster work in Haiti. The team hoped 
to keep the category red patients alive until more resources ar-
rived. However, oxygen ran out before the camp could be resup-
plied. Using the IOM analysis, the survivability of these three 
patients should have been reconsidered. While J.P. was young 
and healthy, he had sustained a devastating injury and was de-
veloping multi-organ system failure. Realistically, the likelihood 
of his survival was low. However, it was emotionally impos-
sible for the staff caring for him to disengage. This led to con-
flict among team members. A strong leadership presence with a 
“group huddle” to discuss events would have been helpful. In 
addition to these three patients, there were multiple other medi-

cal crises going on including a woman with a dysfunctional la-
bor, five small children with amputations, and four people in the 
“expectant” category which included a woman dying of tubercu-
losis and AIDS, a woman with a severe crush injury, a pregnant 
woman with a broken neck, and a boy with tetanus. The CIC was 
chosen because of his strong logistics and security background, 
however because of his expertise in these areas, there was less 
leadership guidance on the challenges of medical management.
Using the same analysis, while in an environment with normal 
and “conventional” resources, N.S. would have been fitted with 
a home oxygen tank. She also might have been on a heart trans-
plant list. In Haiti, a country without a single functioning hos-
pital in Port Au Prince, it was only a matter of time before her 
chronic condition would deplete available resources. Given the 
huge need of other people who did not have chronic conditions 
and who could survive, one might argue that oxygen should be 
saved for them. The staff caring for N.S. could not make that 
decision and continued to give her the remaining oxygen.

Team Dynamics, Psychological & Behavioral Responses to Di-
saster Care

 Our team and NDMS teams in general are required to 
participate in trainings through the year. Drills with volunteer 
victims to learn how to triage casualties and allocate scarce re-
sources are routinely performed. Yet in the heat of real crisis, 
the primary role as patient advocates collided with the intellec-
tual knowledge of triage developed from drills. Therefore, it is 
important that part of leadership in the disaster setting involves 
constant guidance and discussion when these distressing deci-
sions arise about whom to treat and whom not to treat. Studies 
of emergency responders show that they have a powerful sense 
of duty and deep commitment to help.4 Despite adequate pre-di-
saster training, dysfunctional behavior can occur when respond-
ers are vastly overwhelmed and severely under-resourced. Ad-
ditionally, dysfunction occurs when there are threats to personal 
safety and limited information about what is happening globally. 
In our team, we were physically uncomfortable due to the aus-
tere environment and heat. The air was filled with smoke from 
fires in buildings, from burning of bodies, and from burning of 
tires during riots. There was wide spread frustration at the lack 
of adequate supplies. There was limited communication with the 
outside world and with other rescue sites on the ground because 
of a lack of cell phone function and destruction of land line com-
munications.

 In the setting of severe stress, decision-making can be 
adversely affected. During Hurricane Katrina, thirty-four pa-
tients died at Memorial Medical Center. The staffs, who were 
not trained in disaster management, made decisions about pa-
tient care and triage that were later questioned. One editorial 
concluded that training and community discussions about what 
care should be provided when there are crisis category resources 
after a disaster.5 Our experience in Haiti suggests that training is 
not enough.
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Ethical Resources for Disaster Work

 Theoretical ethical analyses of disasters offer ethical 
frameworks to help professionals identify the obligation to pre-
serve life, name crises in resources, and even to consider eutha-
nasia in settings of irresolvable suffering.6 Pre-disaster training 
is important. Other tools include Edwards and Robey’s “Virtual 
Mentor”.7 They discuss three strategies for approaching ethical 
issues: 1 - anticipate and practice; 2 - use pre-existing ethical 
frameworks; 3 - build a scaffolding within which to place is-
sues.

 Hunt discusses the importance of establishing “moral 
bearings” in humanitarian work.8 He identifies specific challeng-
es that impact the uncertainty of the ethical decision-making in 
acute emergencies that include 1- the level of achievable care is 
much lower than health care providers are used to; 2 - in contexts 
of resource scarcity, increased instability, and widespread health 
needs, population health concerns abound; 3 - in humanitarian 
settings the volume and urgency of needs of the local popula-
tion are elevated and providers often work extremely long shifts 
causing exhaustion and have limited opportunity to debrief.; 
4 - important differences exist between cultural frameworks in 
how health, wellness, disease and disability are understood and 
experienced; 5 - imbalances of power occur between providers 
and patients; and 6 - there is less regulatory oversight and pro-
fessional accountability in the field than at home. Hunt suggests 
asking several focused questions to help understand the appro-
priate action.

 These questions listed here in italics could have guided 
decision making during our dilemma of managing the three pa-
tients who required the diminishing supply of oxygen:

1. Identify/clarify the ethical issue

a) What is the issue that we are experiencing? 
Who should receive the limited oxygen resource?
b) What is at stake and for whom? 
All three patients are at risk of dying without the oxygen.
c) How is this issue experienced/understood from different per-
spectives? 
All of the team is aware of the consequences of withdrawing 
oxygen from the three patients. There was disagreement about 
who should receive oxygen based on differing assessments of 
survivability.

2. Data gathering and attention to context

a) Who can contribute to helping us understand this issue bet-
ter?
Information about when more supplies could be obtained would 
have been helpful. Understanding what resources other NGO 
tent hospitals in the area had available would have allowed ear-
lier transfer of patients that we could not have taken care of.

b) How do organizational features influence the issue?
There was no embedded ethics committee within the organiza-
tion of our team on the ground. It would have defused the tension 
to have an ethics subgroup of the team assigned to support team 
members about the dilemma of choice of who would receive 
oxygen. An ethics presence could have also weighed-in on who 
was the most appropriate recipient of our scarce resource.
c) What is the impact of the professional and social norms of our 
home countries on how we understand this issue? 
The professional norms of the team heavily impacted the choic-
es they made. The physician who decided to intubate J.P was an 
emergency room physician who could not watch the young man 
die when she knew she could prevent his death by intubation. 
The nurse, who worked in an intensive care unit in her home 
hospital, was traumatized by watching N.S. gasp for air all night 
long because of inadequate oxygen.
d) What is the impact of this issue on collaboration and trust 
among the team?
The team works because of collaboration and an acceptance of 
command decisions. When a situation such as running out of 
oxygen occurs, this stresses the trust relationship between team 
members. Trust between team members requires that there is 
open communication and collaborative problem solving.
e) How are imbalances of power relevant to the issue? 
The command structure prevented a flexible problem-solving 
approach in this situation of crisis. The command focus was on 
the safety of the team members and did not allow problem solv-
ing about ethical issues. The choice of a logistics and security 
expert understandably occurred because of the unstable nature 
of the country. However, greater thought to structuring a medical 
leadership should have also occurred.

3. Exploration of ethics resources

a)What ethics resources and approaches can assist us in evalu-
ating this issue?
The most important resource would have been an a priori estab-
lishment of an in-team ethics group. It would have been impor-
tant to give the ethics group authority to weigh-in on contentious 
issues. The values and norms continue to be the observance of 
triage of victims by severity of injury plus an acknowledgement 
of the scarcity of resources. Group discussion of these limitations 
and emotional support to team members in distress is vital.

The Ethical Landscape of a Disaster

 Disaster responders have a moral compulsion to help 
in a disaster. They come into the disaster environment with a 
developed sense of ethical justice. Justice in this setting includes 
a sense of obligation to the victims. In the field, the lack of re-
sources and the overwhelming number of injuries and victims 
can lead to despair and post-traumatic stress on the part of the 
providers. Providing an ethical framework and a moral land-
scape can lighten the burden of these providers, reduce tension 
between colleagues, and help with difficult decisions. Edwards 
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and Robbey7 review the four ethical skills of:

1. Recognition: What is the ethics issue in this case?Reasoning: 
What options are there, and what are the potential harms and 
benefits of each? What is at stake in this decision?

2. Responsibility: What are my professional obligations?

3. Respond: What will I do, and why?

 This simple articulation frames the most terrible of di-
lemmas. Additionally, the need for a disaster ethics committee 
takes the burden of these “Sophie’s Choices” off the individual 
providers. There is a need for training of selected individuals 
on the disaster team in ethics. The most workable model for 
an ethicist(s) on a disaster team is ethicist as a team member.9 
The wisdom of who should decide life and death decisions in a 
non-disaster setting is useful to support a similar practice in the 
disaster setting. Decisions should reflect the various segments 
of the community and no decisions can be made in isolation of 
that community.10 Disaster medicine occurs within the fabric of 
a community that has been damaged or destroyed. One of the 
challenges of a disaster team is to identify local cultural leaders 
to help guide decisions. The ethics subgroup within the team 
should be tasked to explore community resources.

 The United States National disaster team is, by its na-
ture, a team that is trained to accept the authority of its com-
manders. The addition of an ethicist as an authority would be 
well received. The nature of authority per se and for an ethics 
consultant has been explored.11 The two components to authority 
are epistemic and competence. Additionally, authority in action 
solidifies the status of the ethicist. This would definitely occur 
in the disaster field. Finally, the disaster team ethicist can help 
open up a moral space for discussion among team members. 
Having such a resource on the team emphasizes the importance 
of these issues in both decision-making and in the support of the 
team members. There is a need to find some existential meaning 
to the outcomes of disasters. Disaster responders feel that their 
participation in the alleviation of suffering gives meaning to the 
chaos and misery. The available ethical tools should be deployed 
to help bring clarity to impossible situations and prevent team 
members from feeling isolated when tough decisions need to be 
made.

Communication as Part of Ethics Work in Disasters

 Decision making in disasters should use five domains 
to help guide responders: triage and allocation, ethical concerns 
of patients and families, ethical responsibilities to providers, 
conduct of research, and international concerns.12 This report 
focuses on the dilemmas providers confront in the first domain: 
triage and allocation.
 
 Disaster management communication is vitally impor-
tant during disasters.13 Developing a language of quick sign-outs 

to identity ethical issues will help teams work efficiently and 
reduce conflict. Research is needed into responders’ choices and 
how to best develop guidelines.14 Additional training with real 
life scenarios, development of triage plans, and the use of ethics 
consults can minimize the burden of emotional and cognitive 
dissonance on providers in the field.15
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