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INSIGHT FROM CHILD LIFE SPECIALISTS WHO WORK IN THE FIELD OF DEATH, DYING, 
AND BEREAVEMENT
Statement of the Problem: In a society that deeply denies death, dying, and bereavement, life becomes intolerable when 
people are confronted with their own mortalities, or the mortalities of their loved ones. While this is true at any developmental 
stage of life, it is particularly palpable when children are chronically ill because of the faulty belief that death afflicts people 
exclusively during their elder years. This leaves chronically ill children, as well as their parents, families, and communities 
poorly equipped to handle the emotional, social, and pragmatic implications of their circumstances. The purpose of this study 
is to encourage people to recognize that death, dying and bereavement are inevitable transitions, which will assist them when 
they and their loved ones arrive at the end of their lives. Additionally, it will enable participants to extend themselves toward 
acquaintances, colleagues, and members in the community who care for chronically ill children, since this population runs the 
risk of feeling isolated and shunned. 

Methodology & Theoretical Orientation: A qualitative study was conducted in which108 individuals in the child life 
community who practice throughout the US were surveyed in order to glean insight about their experiences in working with 
chronically ill children and their families. 

Findings: The data found that the following themes emerged: Denial of death in general, as well as how denial manifests via 
language and support systems, the implications of death (e.g., family dynamics, lessons and perspectives), as well as strategies 
families utilize to move forward and initiate closure. 

Biography
Cynthia Vejar has done her PhD in Counselor Education from Virginia Tech, and has professional counseling experience in various settings, including Hospice. She has 
worked in academia for over ten years, and is currently the Assistant Coordinator of the Counseling Program at McDaniel College. Lisa Martinelli Beasley has a MPS 
from Pratt Institute in Art Therapy and Creativity Development. 

Lisa worked clinically as a certified child life specialist and board certified art therapist in children’s hospitals located in New York and Ohio. Lisa has worked in 
academia for over ten years, and is currently a Clinical Associate Professor in the department of Family Studies and Community Development at Towson University.

cvejar@mcdaniel.edu
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McDaniel College, USA
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INSIGHT FROM CHILD LIFE SPECIALISTS WHO WORK IN THE FIELD OF DEATH, DYING, 
AND BEREAVEMENT
Statement of the Problem: In a society that deeply denies death, dying, and bereavement, life becomes intolerable when 
people are confronted with their own mortalities, or the mortalities of their loved ones. While this is true at any developmental 
stage of life, it is particularly palpable when children are chronically ill because of the faulty belief that death afflicts people 
exclusively during their elder years. This leaves chronically ill children, as well as their parents, families, and communities 
poorly equipped to handle the emotional, social, and pragmatic implications of their circumstances. The purpose of this study 
is to encourage people to recognize that death, dying and bereavement are inevitable transitions, which will assist them when 
they and their loved ones arrive at the end of their lives. Additionally, it will enable participants to extend themselves toward 
acquaintances, colleagues, and members in the community who care for chronically ill children, since this population runs the 
risk of feeling isolated and shunned. 

Methodology & Theoretical Orientation: A qualitative study was conducted in which108 individuals in the child life 
community who practice throughout the US were surveyed in order to glean insight about their experiences in working with 
chronically ill children and their families. 

Findings: The data found that the following themes emerged: Denial of death in general, as well as how denial manifests via 
language and support systems, the implications of death (e.g., family dynamics, lessons and perspectives), as well as strategies 
families utilize to move forward and initiate closure. 

Biography
Cynthia Vejar has done her PhD in Counselor Education from Virginia Tech, and has professional counseling experience in various settings, including Hospice. She has 
worked in academia for over ten years, and is currently the Assistant Coordinator of the Counseling Program at McDaniel College. Lisa Martinelli Beasley has a MPS 
from Pratt Institute in Art Therapy and Creativity Development. 

Lisa worked clinically as a certified child life specialist and board certified art therapist in children’s hospitals located in New York and Ohio. Lisa has worked in 
academia for over ten years, and is currently a Clinical Associate Professor in the department of Family Studies and Community Development at Towson University.

cvejar@mcdaniel.edu
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McDaniel College, USA
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Major Scientific Sessions

Palliative Care | Paediatrics  | End of Life Care  | Spiritual Care | Chronic Diseases
Session Chair
M Sara Rosenthal
University of Kentucky | USA

Session Co-Chair
Joanne Reid
Queen’s University Belfast | Ireland

Session Introduction

Title: Transferring dying patients home from critical care units: families’ stories of making the 
decision
Yanxia Lin | University of Southampton | UK

Title: Patient’s attitudes towards advance care planning: Comparison of high income economies 
versus low income economies
Esther Nafula Wekesa | Oxford Brookes University | USA

Title: Clinical and socio-demographic predictors of home hospice patients dying at home: A 
retrospective analysis of Hospice Care Association’s database in Singapore
Yee Song Lee | National University Health System | Singapore

Title: Tropical Spastic Paraparesis and End of Life Care
Hala Sheikh-Mohamed | University of Central Florida | USA

Title: McGuire Group Palliative Care Program
Barbara Z Johnson | McGuire Group | USA

Title: Medication prescribing errors in the medical intensive care unit of Tikur Anbesa specialized 
hospital, Addis Ababa, Ethiopia
Oumer Sada | Addis Ababa University | Ethiopia
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TRANSFERRING DYING PATIENTS HOME FROM CRITICAL CARE UNITS: FAMILIES’ STORIES 
OF MAKING THE DECISION
Yanxia Lina, Michelle Myalla and Nikki Jarretta
aUniversity of Southampton, UK

Statement of the Problem: Evidence suggests many people prefer to die at home rather than in hospitals. However, an integrative 
literature review showed it is rare to transfer patients home to die from critical care units in the West but anecdotal evidence suggests 
it is more common in mainland China. Yet no published research was found about families’ experiences of this event and the practice 
of transfer in mainland China.

Methodology & Theoretical Orientation: A qualitative study was carried out which comprised a 12-month retrospective audit 
and narrative interviews with family members of patients who were transferred home to die. In China, a general intensive care unit 
in a southeast tertiary hospital was selected to conduct the audit and recruit family members. First the audit reviewed number and 
characteristics of patients who were transferred home to die between 1st September 2015 and 31st August 2016. Second, narratives of 
families’ transfer experiences were collected through narrative interviews.

Findings: The audit identified that of 187 dying patients, nearly half (49%) of them were transferred home to die. Thirteen participants 
contributed to in-depth narratives about ten patient transfers. Their relationship to the patient were son (n=6), daughter (n=2), 
grandson (n=2), spouse (n=1), cousin (n=1) and daughter-in-law (n=1). Narrative analysis has revealed four themes (See Figure 1) 
of family, custom, unsupported decision-making and unmet information needs. The decision of transferring home, as a customary 
requirement was made mainly by families with little support and information from healthcare staff.

Conclusion & Significance: It is usual practice to transfer dying patients home from critical care in China. However, the decision-
making was not always an easy and smooth event for families. Policies to raise awareness of healthcare professionals to support 
families’ decision-making around transfer and guidance for this clinical practice should be established in China.

Biography
Yanxia Lin is doing her PhD study of exploring and understanding the practice of transferring dying patient’s home from critical care units. She had worked as a 
nurse in a hospital of China for seven years, of which two years were in intensive care unit. The experiences of caring for dying patients and witnessing their families 
making the challenging decisions of taking the patients home motivated her to conduct the research. A literature review derived from this study is currently under 
revision for an international nursing journal. Yanxia carried out several studies in clinical context of China and had published eight papers before her PhD study. 
Beyond research, she also has experience of teaching in the School of Medicine at Xiamen University, and training hospital nurses in regard with clinical nursing 
as well as conducting research.

yl8g14@soton.ac.uk 
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PATIENT’S ATTITUDES TOWARDS ADVANCE CARE PLANNING: COMPARISON OF HIGH 
INCOME ECONOMIES VERSUS LOW INCOME ECONOMIES
Esther Nafula Wekesaa

aUniversity Of Nairobi, Kenya

Statement of the Problem: Palliative care involves understanding individual and cultural preferences of patients. Patient autonomy 
is paramount and this involves making decisions concerning treatment, place of care, as well as, end of life care. Evidence suggests 
that advance care planning improves communication between patients, families and health care providers, which reduces anxiety and 
improves quality of life. Access to healthcare, as well as, palliative care is limited in low income economy countries and there is limited 
knowledge on advance care planning. Discussions of prognosis and advance directives are rare leading to inappropriate aggressive 
treatment at the end of life. Comparison of studies done in high income and low income societies is my focus as I aim to answer the 
research question: How do patients with life limiting illnesses in low income economies perceive advance care directives at the end of 
life compared to those in high income economies?

Methodology: Referenced papers were identified by searches of PUBMED and MEDLINE limited to English language using key 
words: Advance care planning, advance directives, end of life care and low income economies. Only papers published between 1st 
January 1996 and 31st December 2016 were included. Of the 10 identified papers 3 were selected as the discussed studies on patients’ 
attitudes towards advance care planning at the end of life phase.

Results: The 3 selected papers discussed in depth qualitative studies were done in Africa, as well as, in the developed world. In 
the South African study it was evident that participants thought advance care planning was relevant in their set up. Health care 
preferences however depended on available resources. In the other two studies approximately 80% of patients thought advance care 
planning was very relevant and needed to be discussed with their physicians.

Conclusion: Advance care planning is important to all patients with life limiting illnesses. Many patients are willing to discuss with 
their doctors on issues of prognosis and advance directives. In high income economy countries, advance care planning is more 
accessible as compared to low income economy countries. In both regions however, these discussions are influenced by culture and 
availability of resources.

Biography
Esther Nafula Wekesa is a registered Medical practitioner in Kenya working with M.P Shah Hospital, Nairobi. Her passion for palliative care started in 2011 when 
she was a fourth year undergraduate medical student at the University of Nairobi. She attended a one week induction course organized by the Nairobi Hospice 
and her interested sparked. She volunteered for three months at the Coast Hospice and was truly amazed by the difference palliative care brought to patients’ and 
families lives. In 2014 while undertaking her internship period, she joined the Diploma for Higher Education in Palliative Care coordinated by the Oxford Brookes 
University and Nairobi Hospice. She also started volunteering at the Kakamega Hospice and later on at the Nairobi Hospice. Working with palliative care patients 
has been truly fulfilling. She always aims to be honest, to communicate effectively and to help patients have quality of life despite their illnesses. She currently 
pursues a Master of Science in Palliative Care at the Oxford Brookes University since January 2016. Her goal is to join the small world of palliative care specialists 
in her country in order to advocate for integration into the mainstay healthcare. She believes that she can help in creating awareness and availability of the much 
needed palliative care in Kenya.

nafulah@gmail.com

Esther Nafula Wekesa, J Palliat Care Med 2017, 7:3(Suppl)
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CLINICAL AND SOCIO-DEMOGRAPHIC PREDICTORS OF HOME HOSPICE PATIENTS DYING 
AT HOME: A RETROSPECTIVE ANALYSIS OF HOSPICE CARE ASSOCIATION’S DATABASE IN 
SINGAPORE 
YeeSong Leea, R Akhileswaranb, Marcus Ong Eng Hockc, Win Wahd, David Huie, Sheryl Hui-Xian Ngd and Gerald Kohd

aNational University Health System (NUHS), Singapore
bKhoo Teck Puat Hospital, Singapore
cSingapore General Hospital, Singapore
dNational University of Singapore, Singapore
eUniversity of Texas, USA

Statement of the Problem: Hospice care can be delivered in different settings but many patients choose to receive it at home because 
of familiar surroundings. Despite their preferences, not every home hospice patient manages to die at home. 

Objective: The objective of this study is to examine the independent factors associated with home hospice patient dying at home. 

Methodology: Retrospective analysis of Hospice Care Association (HCA)’s database. HCA is the largest home hospice provider in 
Singapore. The study included all patients who were admitted into home hospice service from 1st Jan 2004 to 31st Dec 2013. Cox 
Proportional Hazards modeling with time as constant was used to study the relationship between independent variables and home 
death. 

Result: 19,721 patients were included in the study. Females (Adjusted Risk Ratio, ARR 1.09, 95% CI 1.04–1.15), older patients (ARR 
1.01, 95% CI 1.00 - 1.01), shorter duration of home hospice stay (ARR 0.88, 95% CI 0.82–0.94), fewer episodes of hospitalization 
(ARR 0.81, 95% CI 0.75– 0.86), living with caregivers (ARR 1.54, 95% CI 1.05–2.26), doctor (ARR 1.05, 95% CI 1.01–1.08) and nurse 
(ARR 1.06, 95% CI 1.04–1.08) visits were positive predictors of dying-at-home. Diagnosis of cancer (ARR 0.93, 95% CI 0.86–1.00) 
was a negative predictor of dying-at-home. 

Conclusion and Significance: Female, older age, living with a caregiver, non-cancer diagnosis, more doctor and nurse visits, shorter 
duration of home hospice stays and fewer episodes of acute hospitalizations are predictive of dying-at-home for home hospice patients. 
End of life care brings value and hope to patients who are at the last moment of their life. The evidence provided by this study which 
was based in an urban and multicultural country will assist policy makers in making informed decisions and also contribute to the 
body of knowledge in hospice care sector.

Biography
Yee Song Lee is a senior resident of the preventive medicine residency under the National University Health System Singapore. He has a medical degree from the 
University of Nottingham and a MPH degree from the National University of Singapore. His professional interest is in health policy and healthcare management 
with the goal of population health improvement. He has extensive experience of working in both the healthcare sectors in United Kingdom and Singapore. His 
works in Singapore transcends different aspects of healthcare from policymaking at national level to managing community health organization. He is also involved 
in the integration of health and social care sectors at the East and North of Singapore with the aim of delivering value-based care to patients living in institutions 
and community.

every92002@yahoo.com
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Tropical Spastic Paraparesis and End of Life Care
Hala Sheikh-Mohameda, Faisal Rahima, Mery Lossadaa, Sergey Kachura and Justin Reeda

aUniversity of Central Florida, USA

The benefits of shared decision making in medical management are well established, but implementing its principles is often a 
difficult task. It involves extended conversations with patients, with obstacles including cultural and language barriers. Such 

barriers can be difficult to overcome, particularly with decisions involving death and end of life care. 

 A 73-year-old Haitian woman with history of spastic hyper-reflexic paraparesis, recurrent urinary tract infections (UTI) 
and chronic hyperkalemia presented to the emergency room with her daughter for back pain and dysuria, following a year-long 
history of multiple hospitalizations for pain and UTIs. She had worsening confusion, poor appetite, and occasional upper extremity 
trembling. Examination revealed a demented patient with abdominal tenderness and 3+ hyper-reflexic paraparesis of the lower 
extremities. Labs showed leukocytosis and hyperkalemia with a polymicrobial urine culture growing ESBL E. coli and Pseudomonas 
aeruginosa for which she was started on meropenem. Transtubular potassium gradient indicated renal tubular acidosis as a cause of 
her hyperkalemia and treatment with fludrocortisone corrected her potassium. Despite almost a week of treatment there was little 
clinical improvement; the patient was bed-bound and had poor appetite. Given her significant disability, testing for HTLV in the CSF 
(indicative of tropical spastic paraparesis) was performed, and came back positive. The patient’s condition and prognosis as well as the 
family’s values were discussed throughout, and as the burden of her chronic disease became evident, the consensus was to maintain 
comfort and request additional care through hospice. Thus, she was referred to hospice for symptom palliation, and she passed away 
surrounded by family two weeks later.

 The lack of adequate communication with this patient and her family over several hospitalizations initially resulted in a care 
plan that was not aligned with the patient’s values and understanding of her prognosis. Although her urine cultures were repeatedly 
treated with antibiotics, there was no meaningful recovery and this likely contributed to the development of her multi-drug resistant 
bacteria. With the current shift toward personalized medicine, it is important to involve a multidisciplinary team that includes the 
patient, family, and physicians to make collaborative decisions. Such an approach contributes to holistic care and outcomes better 
aligned with patient values; improved patient quality of life, better family perceptions of the healthcare system and lower potential 
costs from readmissions.

Biography
Hala Sheikh-Mohamed is currently doing her Internal Medicine Residency at the University of Central Florida/HCA consortium and hopes to pursue a fellowship in 
Hematology-Oncology in the near future. Dr. Sheikh-Mohamed is passionate about the early diagnosis and management of triple negative breast cancer but has 
unfortunately experienced limited early integration of palliative care services for patients undergoing treatment for these aggressive cancers. Dr. Sheikh-Mohamed 
hopes to work towards establishing a more standardize incorporation of early palliative care services that will address the early symptom burden, quality of life, and 
end of life care needs of all medical oncology patients.

Hala.SheikhMohamed@hcahealthcare.com 
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Palliative Care | Geriatrics | Spiritual Care | End of Life Care | Chronic Diseases  | Symptom 
Management | Oncology
Session Chair
Jerome H Check
Cooper Medical School of Rowan University | USA

Session Co-Chair
Joanne Reid
Queen’s University Belfast | Ireland

Session Introduction

Title: Trend and pattern of cancer among palliative care patients attending King Fahad Specialist 
Hospital, Dammam City, Saudi Arabia
Muteb ABOAWJA | King Fahad Specialist Hospital | Saudi Arabia

Title: The use of dextroamphetamine sulphate to ameliorate intractable neuralgia pain in an 
advanced geriatric patient
Brittney Katsoff | Vitas Healthcare | USA

Title: Dextroamphetamine sulphate provides marked improvement for patients suffering from 
chronic fatigue even when the etiology is unexplained
Diane Check |Cooper Institute | USA

Title: Lack of palliative care training in medical and nursing school in Tanzania: a literature review 
and personal communication
Elichilia R Shao | Kilimanjaro Christian Medical Centre| Tanzania

Title: Healing architecture: Cancer treatment environment
Yohannes Gebermariam | Addis Ababa University | Ethiopia
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TREND AND PATTERN OF CANCER AMONG PALLIATIVE CARE PATIENTS ATTENDING KING 
FAHAD SPECIALIST HOSPITAL, DAMMAM CITY, SAUDI ARABIA 
Muteb Ahmad Aboawjaa

aKing Faisal Hospital, Saudi Arabia

Background: The identification of the magnitude and pattern of cancer is the first step in determining clues to the cause(s) of cancer 
and in having a baseline to plan and assess control measures.

Aim of Study: The aim of this study is to explore magnitude, pattern and some epidemiological aspects in relation to cancer in 
palliative cases at a tertiary care level hospital.

Methodology: This study has been conducted at King Fahad Specialist Hospital (KFSH) in Dammam City. Data collection was based 
on the hospital’s electronic records for palliative patients admitted during 2014, 2015 and the first half of 2016.

Results: Cancer colon, cancer breast lung cancer, cancer pancreas, cancer stomach, leukemia and gall bladder cancer occupy the 
highest proportions among patients admitted to the KFSH. The proportion of patients with cancer colon showed a slight decline 
from 2014 to 2016 (17.3%, 10.4% and 11.5%, respectively), while that for breast cancer showed a slight increase (15.9%, 15.7% and 
18.4%, respectively). The incidence of medication toxicity among palliative patients admitted to KFSH decreased from 12.9% in 2014 
to 5.3% in 2015. Most cancer patients admitted to KFSH during 2014 till 2016 could be maintained at no pain levels during their 
treatment period. However, some patients had exhausting pain, with decreasing proportions from 2014 till 2016 (6.7%, 5.1% and 
4.3%, respectively). About one fourth of patients died (24.3%, 26.3% and 26%, respectively). 

Conclusions: The highest proportions of cancer patients attending the KFSH are related to colon, breast, lung, pancreas, stomach, 
leukaemia and gall bladder. Control of pain and treatment toxicity is quite successful, while in all-palliative cases fatality is quite high. 

Recommendations: Exploring the magnitude, pattern and other epidemiological aspects in relation to cancer cases for palliative 
patient at KFSH should be extended for the coming years and to investigate the reasons that would explain the high proportions of 
certain types of cancer among attending patients.

Biography
Muteb Ahmad Aboawja is doing his Fellowship in Palliative Care at King Faisal Medical City Abha.

muteb4@hotmail.com
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THE USE OF DEXTROAMPHETAMINE SULFATE TO AMELIORATE INTRACTABLE NEURALGIA 
PAIN IN AN ADVANCED GERIATRIC PATIENT
Brittney Katsoffa, Jerome H Checkb, Rachael Cohenb, Diane Checkb and Deanna Grecob

aVitas Healthcare: Hospice & Palliative Care, USA
bCooper Medical School of Rowan University, USA

Statement of problem: Dextroamphetamine sulfate has many years provided marked relief of pain from a variety of disorders that 
failed to respond to conventional therapy including, but not limited to, headaches, pelvic pain, interstitial cystitis, fibromyalgia, 
abdominal pain associated with motility disorders, or inflammatory bowel disease, and rheumatoid arthritis.  The present study 
evaluated the benefits vs. side effects in an 88 year old man suffering from such severe post-herpetic neuralgia over a 5-year duration 
that he was investigating whether there are any doctors or clinics available where assisted suicide is performed.  The patient had 
failed to improve following treatment with gabapentin, pregabalin, and duloxetine and had marginal relief from lidocaine patches, 
hydrocodine, oxycodone (all caused nausea), acupuncture and TENS unit.

Findings: The patient was started on dextroamphetamine sulfate 15mg extended release capsule daily starting at age 88 (after 5 years 
of no relief from left sided flank pain extending to the back same area as herpes infection).  His dosage was increased to 30mg which 
provided 90% relief of pain within 2 months of treatment.  The relief lasted 5 years with daily treatment.  He died peacefully while 
sleeping at age 93 pain free for 5 years.

Conclusions: This very elderly man had no side effects from treatment with dextroamphetamine sulfate.  The drug is believed to 
provide amelioration of pain by stimulating the release of dopamine from sympathetic nerve fibers.  This biogenic amine function 
to inhibit cellular permeability.  Excess absorption of irritants into the tissues may lead to excessive inflammation leading to pain.  
Palliative care specialists should be aware of the benefits of sympathomimetic amine therapy for pain even for people in their late 80’s 
or 90’s.

Biography
Brittney Katsoff completed her university training at University of Pennsylvania receive an AB degree (major psychology).  She received an M.D. degree from 
Robert Wood Johnson Medical School.  She completed her residency in internal medicine at Temple University School of Medicine and is board certified in internal 
medicine.  She completed her fellowship in Hospice and Palliative Medicine at Drexel University Medical School and is board certified in that specialty.  She is the 
lead or co-author of 45 peer reviewed manuscripts.  She is currently working as a specialist in hospice and palliative medicine for Vitas.

laurie@ccivf.com
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DEXTROAMPHETAMINE SULFATE PROVIDES MARKED IMPROVEMENT FOR PATIENTS 
SUFFERING FROM CHRONIC FATIGUE EVEN WHEN THE ETIOLOGY IS UNEXPLAINED 
Diane Checka, Brittney Katsoffb, Jerome H Checka, Rachael Cohena and Deanna Grecoa

aCooper Medical School of Rowan University, USA
bVitas Healthcare: Hospice and Palliative Care, USA

Statement of problem: Dextroamphetamine sulfate is an approved drug for chronic fatigue associated with cancer and multiple 
sclerosis.  The question that the present study was designed to answer is whether the sympathomimetic amine therapy only helps 
chronic fatigue associated with cancer, and multiple sclerosis, or could it be used in patients in apparent good health but plagued by 
severe unexplained chronic fatigue.

Methods: Dextroamphetamine sulfate extended release capsules were administered to 50 patients with unexplained chronic fatigue 
(thyroid, adrenal, infectious and autoimmune etiologies excluded).  The dosage could be increased on a monthly basis to a maximum 
of 60mg/day.  Six months following the final dosage the patients answered a questionnaire:  fatigue – 1) worse, 2) stable but no better, 
3) slightly better, 4) moderately better, 5) markedly better.

Results: Forty-eight of 50 patients (96%) stated markedly better and 2 patients moderately better.

Conclusions: Dextroamphetamine sulfate not only improves the chronic fatigue for patients with cancer and multiple sclerosis, but 
also very effective relieves chronic fatigue in otherwise physically normal patients.  Thus, this study will hopefully encourage palliative 
care specialists to consider this treatment for chronic fatigue for other debilitating conditions besides cancer and multiple sclerosis.  
Furthermore, through approved for chronic fatigue for cancer patients, the drug is likely underutilized by palliative care specialists 
for patients with cancer.  Hopefully this study will generate more interest in treating patients with cancer with dextroamphetamine 
sulfate.  The mechanism is likely related to stimulating the release of dopamine from sympathetic nerve fibers. Dopamine decreases 
cellular permeability and it has been hypothesized that chemicals permeating into mitochondria may cause dysfunction of the 
mitochondria in muscles leading to fatigue.

laurie@ccivf.co
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