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Background. Palliative care (PC) is important in Pediatric Oncol-
ogy as more than 20% of children with cancer still die despite
modern treatment. As a significant number of children reside in
countries with limited resources; more research in PC is needed
there. This study aimed at evaluating the quality of care provided
to children with cancer at the Children’s Cancer Center of Lebanon
(CCCL) during their last month of life as perceived by the bereaved
parents. Procedure. Between 2002 and 2007, 76 children with can-
cer treated at CCCL succumbed to their disease. Twenty-nine of the
bereaved parents were interviewed at home about the symptoms
and suffering experienced by their children during the last month
of life, communication with the healthcare team, quality of care deliv-
ered, and recommendations for improving care. Results. Fatigue,
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anorexia, and pain were the most prevalent symptoms and edema
was the most distressing. The overall communication with the healthcare
team and the overall quality of care delivered was rated as ““very good”’
to “excellent’” by 86.2% and 93.1% of the participants, respectively.
Parents suggested improving the organization of care, the com-
munication, and the availability of human and material resources.
Conclusions. This study is the first conducted in Lebanon to evaluate
the quality of pediatric palliative care (PPC). The parents’ experiences
in our country were similar to those described in other countries,
religions, and cultures. Significant strengths and weaknesses in the
management of the dying children, from the parents’ perspective,
were uncovered and recommendations for improving practice were
made. Pediatr Blood Cancer © 2011 Wiley-Liss, Inc.

INTRODUCTION

The World Health Organization defines palliative care (PC) for
children as “the active total care of the child’s body, mind, and
spirit and it involves giving support to the family. It begins when
the illness is diagnosed and continues regardless of whether or not
the child receives treatment directed at the disease. Health pro-
viders must evaluate and alleviate a child’s physical, psychologi-
cal, and social distress using a broad multidisciplinary approach
including the family” [1]. In pediatric oncology, despite the
advancement in treatment and improved in survival rates in the
past 40 years, more than 20% of children with cancer still die of
their disease and require PC after failure of curative therapy [2-5].

The experience of PC in children differs from that of adults
[2,5,6,7]. This difference includes the variability in the population
age, psychological and developmental needs of the child, involve-
ment of parents in decision-making and care provision [8,9]. The
challenge in pediatric palliative care (PPC) resides in the lack of
care specifically tailored for children, which may lead to the under-
estimation of their special needs.

Investigators have studied PPC from the perspective of chil-
dren, their parents, and health care providers. Fatigue and pain
were among the most common and distressing symptoms at the
end-of-life of children [10-13]. In addition, studies have high-
lighted that communication during the PC phase of children
with cancer is considered of primary importance for the parents
[14-16]. Decision-making was described as a result of communi-
cation between parents and health care professionals [12,16,17],
and as a key factor influencing both the care before the child’s
death [18,19] and parents’ adjustment after the child’s death [19].
Finally, many barriers impacting PPC have been identified. These
barriers are: legal (absence of clear law) [20], ethical (conflicts in
decision-making on treatment options) [21], financial (expenses of
treatment, lack of reimbursement) [3], and professional (lack
expertise and training in PPC) [8,15]. In Lebanon, only two studies
have addressed PC in adults [22,23]. No studies on the quality of
PPC from the parents’ perspective were found, justifying the need
for further inquiry in this area.
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In the Children’s Cancer Center of Lebanon (CCCL), a PC
program was established since the Center’s inauguration in 2002
with options limited to hospital-based care or home-based care. A
total of 76 patients (approximately 16%) of all children with can-
cer, treated in the Center between 2002 and 2007 and receiving PC
succumbed to their disease.

The purpose of the present study is to evaluate the quality of PC
that was provided to children in the CCCL during their last month
of life, as perceived by the bereaved parents, and to make recom-
mendations for improving practice.

METHODS
Description of the PC Program at CCCL

The CCCL was inaugurated in 2002 as a referral center for
Pediatric Oncology for Lebanon and the region, at the American
University of Beirut Medical Center (AUBMC) in affiliation with
St. Jude Children’s Research Hospital (SJCRH) in Memphis, Ten-
nessee. The PC program was conducted by a small multidiscipli-
nary team composed of the primary physicians, nurses,
psychotherapist, and volunteers who were already providing care
for the patients; therefore, the same team was involved in PC and in
cancer treatment. All patients, who did not respond to disease-
specific treatment protocols, were referred for PC. All children
received front line therapy and at least one salvage regimen
at the time of recurrence; most of them received third line
therapy. This was provided in two settings: hospital-based care
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or home-based care. According to family preference, some of the
children were monitored in the hospital and supportive care
focused on providing for their basic needs (nutrition, oxygenation,
elimination, and hygiene) and symptom management (pain man-
agement, transfusions, and dyspnea). Other families opted for
home settings where parents provided the care after receiving
directives and equipment (feeding pumps or oxygen bottles) from
the hospital staff who were always available for consultation and
advice [24].

Study Design, Sample, and Procedures

The design of the study was a cross-sectional descriptive quan-
titative survey. The quality of PPC was assessed through interview-
ing bereaved parents at home. Approval for the study was obtained
from the Institutional Review Board of the American University of
Beirut and the hospital administration.

A convenience sample was recruited from parents of the chil-
dren who were treated at CCCL and died from cancer between
2002 and 2007. The inclusion criteria were: parents of children
who died from cancer, who live in Lebanon, and at an accessible
location that is any region inside the geographical Lebanese terri-
tories. The exclusion criteria were: children who died suddenly,
due to a condition other than cancer, and parents living outside
Lebanon during the data collection period. Seventy-six parents
were originally identified; 19 did not meet the inclusion criteria
and were excluded and 16 contacts were outdated. Forty-one
eligible participants were contacted by phone twice (2 days apart)
in order to give their oral consent and set a date for the interview.
Participants were contacted and interviewed between 11 and
75 months after the child’s death (average 33.5 months). Three
parents were not accessible, eight refused to participate, and one
parent requested that he would call when ready for the interview
but did not call. A total of 29 participants (out of the 41 eligible and
contacted participants) completed the interview, yielding 70.73%
response rate, representing 38% of all parents. Data collection was
done over a period of 3 months (between September and
December 2008). The interviews were conducted by the first author
and included questions on: symptoms encountered and their bur-
den, symptom management, communication, decision-making,
quality of PC, and recommendations to improve practice
(Table I). The actual time spent on each interview ranged from
one and a half to two hours.

Research Instruments

The questionnaire used in this study was adapted from sections
of the Pediatric Quality of Life and Evaluation of Symptoms

TABLE 1. Examples of the Questionnaire Items

Technology Study (PediQUEST) [25] and sections from the
Parents Perspectives Questionnaire [26]. The first section included
a list of 10 symptoms, rating of the suffering from the experienced
symptoms, treatment given for the symptoms, and success of the
treatment. The next section included questions on communication
between the healthcare team and parents, communication during
the last month of life, and the involvement of parents in decision-
making concerning the child’s care. Quality of care delivered by
health team members was measured next. These items were rated
as yes/no or on 3- to 5-point Likert scale. The last part included
five open-ended questions on facilitators and barriers to PPC,
as well as recommendations of parents for improving the service.
The approval for utilization, translation, and modifications of the
instrument were secured from the primary author. The question-
naire was translated to Arabic, validated for cultural appropriate-
ness by a panel of experts, piloted on two bereaved parents, and
revised accordingly.

RESULTS
Sample Characteristics

The demographic characteristics of the sample and the clinical
characteristics of the deceased children are displayed in Tables 11
and III. Results are shown for the whole sample, and by gender
group. More than half of the interviewed parents (58.6%) were
Muslim, had up to middle school education (51.7%), 79.3% were
mothers, and 68.9% had a family income of less than $1,000 per
month. Fathers were significantly older than the mothers. As for
children, most of them were of school age, 39.2% had leukemia
and 21.4% brain tumors. Around one-third of children died at
home.

Symptom Experience

As reported by the parents, children experienced an average of
8.31 symptoms (SD = 2.3 symptoms), ranging from 2 to 12 symp-
toms. Fatigue, anorexia, depression, and pain had the highest
prevalence (Table IV). Overall, 93.1% of the children had suffered
“alot” or “a great deal” from at least one symptom and 69% from
five symptoms or more. Among the reported physical and psycho-
logical symptoms that were mentioned by more than 30% of the
parents, the percentage of suffering “a lot” or “a great deal”
ranged from 52.3% (in case of insomnia) to 85.7% (in case of
edema) as shown in Figure 1.

Pain and dyspnea were the most commonly treated symptoms
(82.60% and 90%, respectively); however, only half of the children
benefited completely from the treatment. Other symptoms were

Overall, which of the following describes the amount your child was benefiting as a result of receiving symptom treatment?

In what way your child was suffering and/or benefiting?

Where did this discussion take place?

Was the topic discussed in a sensitive manner?

Did you feel that you clearly understood what was being discussed?

How would you describe the quality of care delivered during the last month of your child’s life by each of the following members of your child’s

care team?

During the last month of your child’s life, how well would you say your child’s care givers worked together as a team?
What was the most helpful to you in getting through the time at the end of your child’s life?
How can hospital staff improve their communication with parents at this difficult time?

Pediatr Blood Cancer DOI 10.1002/pbc
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TABLE II. Demographic Characteristics of the Respondents (n = 29)

Characteristic Total, n (%) Females, n (%) Males, n (%)
Parent relation to child** 29 (100)

Mother 23 (79.3)

Father 6 (20.7)
Age (mean + SD)* 43.17 (9.02) 41.34(8.46) 50.16 (8.2)
Marital status

Married 28 (96.6) 22 (95.6) 6 (100)

Widowed 13.4) 1(4.3) 0(0)
Number of children (other than the patient) (mean 4+ SD) 4 (1.86) 4 (2.06) 3.66 (1.50)
Religion

Christian 7(24.1) 4(17.3) 3 (50)

Muslim 17 (58.6) 16 (69.2) 1(16.6)

Druze 5(17.2) 3(13.0) 2 (33.3)
Monthly salary

Less than $500 12 (41.3) 8 (34.7) 4 (66.6)

$501-999 8 (27.5) 7(30.4) 1(16.6)

$1,000-2,999 4 (13.7) 4(17.3) 0(0)

More than $3,000 2 (6.8) 1(4.3) 1(16.6)

Do not know 3(10.3) 3(13.0) 0(0)
Level of education

Up to middle school 15 (51.7) 10 (43.4) 5(83.3)

High school or equivalent 4(13.7) 3(13.0) 1(16.6)

Technical degree 3(10.3) 3(13.0) 0(0)

University education 7(24.1) 7(30.4) 0(0)
Region

Beirut 10 (34.4) 8 (34.7) 2(33.3)

Mount Lebanon 5(17.2) 3(13.0) 2 (33.3)

South 5(17.2) 5217 0(0)

North 8 (27.5) 6 (26.0) 2 (33.3)

Bekaa 1(3.4) 1(4.3) 0(0)

*P-value <0.05; **P-value <0.01 for differences between males and females.

TABLE III. Clinical Characteristics of the Children (n = 29)

Total, n (%) Females, n (%) Males, n (%)

Characteristic 29 (100) 11 (37.93) 18 (62.06)
Age at diagnosis: years (mean £+ SD) 7.73 (5.9) 8.94 (7.10) 6.99 (5.12)
Age at death: years (mean £ SD) 10.11 (6.40) 11.54 (7.18) 9.2 (5.91)
Diagnosis
ALL 8 (28.5) 4 (36.3) 4(22.2)
AML 3(10.7) 0(0) 3 (16.6)
Osteosarcoma 2(7.1) 1(9.0) 1(5.5)
Lymphoma 3(10.7) 2 (18.1) 1(5.5)
Brain tumors 6(21.4) 3(27.2) 3(16.6)
Ewing sarcoma 1(3.5) 0 (0) 1(5.5)
Rhabdomyosarcoma 1(3.5) 0 (0) 1(5.5)
Neuroblastoma 2(7.1) 0 (0) 2 (11.1)
Synovial cell sarcoma 1(3.5) 1(9.0) 0(0)
Spindle cell sarcoma 1@3.5) 0 (0) 1(5.95)
Do not know 1(3.4) 0(0) 1(5.5)
Place of death
Home 10 (34.4) 3(27.2) 7 (38.8)
Hospital (open unit) 12 (41.3) 2 (18.1) 10 (55.5)
Intensive care unit 7(24.1) 6 (54.5) 1(5.5)
Received cancer treatment during the last month 9 (31.0) 2 (18.1) 7 (38.8)

ALL, acute lymphocytic leukemia; AML, acute myelocytic leukemia.
Pediatr Blood Cancer DOI 10.1002/pbc
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TABLE IV. Response to Treatment for the Prevalent Symptoms

Prevalence, Treatment given, Success of the treatment,

Symptom n (%) n (%) n (%)

Fatigue 28 (96.5) 7 (25.0) 1(14.2)*
Anorexia 27 (93.1) 9 (33.3) 1(11.1)
Depression 25 (86.2) 9 (36.0) 2(22.2)
Pain 23 (79.3) 19 (82.6) 8 (42.1)
Insomnia 21 (72.4) 4 (19.0) 3(75.0)
Dyspnea 20 (68.9) 18 (90.0) 10 (55.5)
Nervousness 19 (65.5) 6 (31.5) 4 (66.6)
Nausea/vomiting 17 (58.6) 11 (64.7) 3(27.2)
Constipation 14 (48.2) 9(64.2) 2(22.2)
Edema 14 (48.2) 6 (42.8) 4 (66.6)*
Diarrhea 9 (31.0) 4(44.4) 1(25.0)

“Treatment somewhat successful.

treated in less than 65% of the cases, with success rates over 50%
only in the case of insomnia and edema (Table IV).

Communication and Quality of Care

In terms of communication, the majority of the parents (93.1%)
reported having had a discussion with the healthcare providers
about bad news concerning the child’s health status during the last
month of life; however, 31% reported being “‘not at all”” prepared
for the emerging health problems that the child experienced, and
one-third had been prepared “a lot” for these problems. Most of
the participants stated that the topics and timing of the bad news
discussions with the healthcare providers (85% for both questions).
Only one-third of parents reported specifically their involvement in
decision-making related to resuscitation interventions and home-
based care versus hospital-based care options. The overall com-
munication of the healthcare team with the child and family was
rated as “‘very good” or “Excellent” by 86.2% of the parents. The
communication within the health team was rated as “very good” or
“excellent” by 72.4%.

Most of the parents were satisfied with the overall quality of
care provided by the healthcare team and rated it as ““very good”

1]
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Symptoms and Suffering

Fig. 1. Percentage of patients suffering specific symptoms (light
color) and those reporting suffering “A lot” or “A great Deal” from
the prevalent symptoms (dark color).
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and “excellent” (93.1%). The rating *“‘very good” and “‘excellent”
varied from 72% for the physicians-in-training to 96% for nurses.

Facilitators, Barriers, and Recommendations
for Improvement

Most of the participants answered the open-ended questions;
each question was answered by at least 83% of parents. Among the
facilitators to PPC reported by the participants, support was the
most prevalent theme. Around half of the parents mentioned spi-
ritual support, namely faith and prayer (55%) and familial support,
namely the close family ties (48%). Social networks that include
friends and health care team were identified as a source of support
by 10.3% of the interviewed parents.

Barriers to the parent’s adjustment to the child’s end-of-life
period commonly included fear due to the child’s clinical
deterioration (50%) and perceived failure in the parental role
(25%). One quarter of the respondents discussed a negative influ-
ence of environmental factors, namely the lack of equipment
needed at home such as oxygen or feeding pump. Although the
Center provided some of the equipment, the limited availability
meant that some patients, who may have been cared for at home,
had to be admitted due to lack of enough equipment. Eighty-three
percent of the parents identified deficiencies in communication as
barriers to effective and holistic care. The main themes raised by
the parents for improving care included accessibility to healthcare
services, empathy with and acceptance of the parents’ behaviors by
the healthcare team. As reported by the bereaved parents, the last
month of the child’s life had an impact on the parents’ financial
status in 41.4% of the cases, most commonly because they had to
quit work or reduce working hours.

When asked about recommendations for the care of children at
the end-of-life, most parents (74%) suggested improving psycho-
logical support, developing social and spiritual support for both
children and parents; coordinating the care within the team to
decrease the waiting time for procedures and hospitalization; and
always involving competent staff in the care process. As a result of
the above recommendations, a social worker was hired at CCCL in
2009 and contacts are being made with other organizations to
provide social and spiritual care. Many participants stressed the
importance of being involved in decisions regarding home-based
versus hospital-based end-of-life care. Of the 13 parents raising



this issue, 8 (61.5%) preferred to take the child home and 5 (38.4%)
preferred to keep the child in the hospital. One-third of the parents
recommended increasing the number of staff (physicians, nurses,
and psychologists), providing medical equipments for home care,
providing an area to rest for parents of children treated in the
intensive care unit, facilitating hospital access when frequent visits
are needed (accommodations near the hospital) and creating a
specialized unit for PC. The recommendations to other parents
undergoing the same experience included advice to have patience
and strength, to be present and interact with the child till the last
minute, and to cooperate with the healthcare team and follow their
instructions in the hospital or at home. At the spiritual level, the
respondents (42.8%) emphasized the importance of faith and
prayer in providing the strength to get through hard times.

This study has several limitations. First, the convenience
sampling design might have limited the generalizability of the
results. The sample may not be representative since it represents
38% of all parents of CCCL children who died since inauguration
of the Center. A selection bias might be present, since the evalu-
ation of the care delivered might be different between participants
and non-participants in the study. In addition, recall bias in this
survey-based study might create another limitation. Finally, social
desirability may have contributed to some of the findings.

DISCUSSION

The demographic characteristics of the parents interviewed
were similar to those of the Lebanese population, in terms of age,
religion, level of education, geographic distribution, and income.
The majority of the interviewed parents were mothers (79.3%),
which is consistent with other studies [10,13,15,27,28,29]. The
clinical characteristics of the deceased children are in line with the
distribution of cancers in the pediatric population. The sample
included more patients with leukemia than with solid tumors; for
reasons that are not clear, more parents of children with leukemia
agreed to participate. One parent, who was illiterate, reported not
knowing the diagnosis of the child. Despite the limitations in home
care in Lebanon, our findings are similar to those Theunissen et al.
[13] where one-third of the children in this study died at home and
less than one-third received cancer directed therapy during the last
month of life. These results highlight the presence and involvement
of the family in the children’s care and the close family ties in the
Lebanese society as described in previous reports [23,30].

The most prevalent symptoms during the last month of life of
children with cancer treated at CCCL were: fatigue, anorexia,
depression, and pain. These results are similar to those reported
by other investigators [10—13]. The number of experienced symp-
toms in the current study was, on average, lower than that in other
studies [11-13]. This difference could be attributed to the data
collection period; namely last week versus last month of life
[11]; or to the study design and source of information. In terms
of suffering, symptom distress in the Lebanese population was
found to be higher compared to the results of other studies
[10,11]. These results could be due to the lack of organized PC
services and lack of PC knowledge among health care pro-
fessionals in Lebanon as described by Abu-Saad Huijer and
Dimassi [22]. Consistent with the findings of Wolfe et al. [10],
pain and dyspnea were the most commonly treated symptoms in
this study. The effectiveness of pain management was due to the
fact that cancer pain, more than any other symptom, has been
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extensively studied and the efficacy of pharmacological and non-
pharmacological interventions has been reported in the literature
[31-33]. The results of the present study suggest that the treatment
of pain and dyspnea was more successful (42.1% and 55.5%,
respectively) when compared with to the results reported by Wolfe
et al. [10] where success in pain management was less than 30%.

From the parents’ perspective, communication has a significant
impact on the quality of care [15]; adequate communication with
parents of dying children results in better adjustment and control
over the situation after the child’s death [4]. Communication and
family involvement in decision-making were seen as priority areas
for the parents as they affect the whole process of the child’s death
and would relieve unnecessary suffering [4,15,16,18,19]. In the
present study, the discussion of bad news or shifting the goals of
therapy to palliation was present in the majority of the cases
(93.1%); but only one-third reported discussing resuscitation inter-
ventions and home care options. One-third of the parents reported
being “not at all”” prepared for the end-of-life status of the child.
Considering that over half of the parents did not reach high school
level of education, it is possible that their level of education hin-
dered their ability to understand all the information provided by the
health care providers and its implications. Therefore, this perceived
lack of communication could explain the higher reported percent-
age of suffering in our sample compared to other studies. This is
supported by the findings from the open-ended questions. Efforts
are being done to improve communication with parents by using
direct and simple language.

Although the PC program at CCCL was newly established with
limited human and material resources, the majority of the partici-
pants rated the quality of PPC delivered at CCCL as “‘very good”
or “excellent,” with the highest ratings given to nurses followed by
primary oncologists, psychologist and physicians-in-training.
Other studies report similar findings [10,27]. Many authors have
described problems with positively biased responses in rating the
quality of care in health care providers [34,35]. In addition, the fact
that the interviewer in this study was one of the healthcare givers of
the deceased children would further explain these positive results.
Social desirability might cause participants to choose the answers
that are more positive, and deny what they were really going
through, to show their capacity to have overcome their child’s
death.

In the qualitative part of the study, the parents highlighted a
financial impact of the child’s illness during the last month of life.
At CCCL the cost of care is covered and parents have no out of
pocket medical expenses. The financial burden may have origi-
nated from a decrease in working hours or loss of work for parents
and other expenses not directly associated with the care of child.
The lack of human resources was also raised by 74% of the
respondents as they noted a need to increase the number of staff
(physicians, nurses, and psychologists) in order to provide support
and time to express their needs and concerns. In line with these
recommendations, previous reports identified an important need
for support and companionship during the PC phase in terms of
medical information, education, and timely discussions about end-
of-life decisions [15,36].

In Lebanon, PPC is still in its infancy and resources available
are limited. The experience of children with cancer during the last
month of life was similar to that of children in other studies
describing PPC in different cultures and systems [10-14]. Symp-
toms and suffering were common despite the presence of the PPC
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team [10]. In the present study, 74% of the respondents emphasized
deficiency in communication, organization of care, psychological
and social support, organization of the team work, and availability
of competent staff. In addition, the findings of the closed-ended
questions emphasized the importance of good communication and
understanding of bad news. These results are not surprising given
that the PC program at CCCL was newly developed. As previously
reported in Lebanon [22], nurses and physicians were in agreement
that continuing education programs in PC are needed (99%), and a
majority (82.3%) of physicians and nurses (93.2%) expressed
interest in attending such programs. Other investigators identified
the need of educating the staff in terms of symptom management
[10], communication of bad news [14,15], and involving parents
in decision-making [37]. Similarly, recent efforts worldwide and
in Lebanon have emphasized the importance of staff education in
PC [21,38,39].

CONCLUSION AND RECOMMENDATIONS

Perhaps the most important conclusion of our study is that the
experiences of dying children and their parents in our developing
country with a mixed Muslim/Christian population were almost
identical to what has been reported in more developed countries in
the west. The needs expressed by parents were also very similar.
Furthermore, the low level of education among our parents did
preclude them from adequately and actively participating in end
of life decision making for their children. This is important as it
will allow us to base changes in our program based on successful
models in developed countries.

According to our participants’ responses, PPC at CCCL would
be improved with the implementation of specific changes such as
structured educational programs for the staff in PPC, especially
symptom management and communication, improvement of
psychological, social and spiritual support for families with a
seriously ill child. The information provided a baseline evaluation
of weaknesses and strengths in the management of children at the
end of life from the parents’ perspective. As the study used inter-
views for data collection, it utilized an Arabic instrument for
evaluating the quality of PPC from the parents’ perspective that
may be used by other Arab investigators. However, to be able to
generalize the results to all children in the palliative phase in
Lebanon, a more representative sample is needed. Replication of
this study with a more representative sample and different recruit-
ment strategy and design would allow further analysis and better
understanding of PPC in Lebanon. More extensive pilot testing of
the instrument is recommended with larger sample size to enable
psychometric testing and further validation.

ACKNOWLEDGMENT

This study was accepted by the American University of Beirut
as a thesis for a Masters of Science in Nursing degree. The authors
are grateful to Dr. Joanne Wolfe for her confidence in the study and
her assistance with the study instrument, to the psychomotor thera-
pist and the nursing team at CCCL (inpatient and outpatient units)
for their contribution to the care of deceased children, to the
administrative staff at CCCL for their support during the data
collection period, to the volunteers at CCCL for their unconditional
commitment to the Center. Special thanks to CCCL foundation

Pediatr Blood Cancer DOI 10.1002/pbc

board and to the International Outreach Program at SJCRH (Mem-
phis, Tennessee) for the support in establishing CCCL, and finally,
to the parents who participated in this study for their trust and
openness to share their hard experience.

REFERENCES

1. World Health Organization. Cancer pain relief and palliative care
in children. Geneva: World Health Organization; 1998 (accessed
January 10, 2008 at http://whqglibdoc.who.int/publications/
9241545127 .pdf).

2. Barnes E. Caring and curing: Pediatric cancer services since 1960.
Eur J Cancer Care 2005;14:373-380.

3. Bruce P, Himelstein MD. Palliative care for infants, children,
adolescents and their families. J Palliat Med 2006;9:163-181.

4. Mack JW, Wolfe J. Early integration of pediatric palliative care:
For some children palliative care starts at diagnosis. Curr Opin
Pediatr 2006;18:10-14.

5. National Cancer Institute Research on Childhood Cancers; 2008
(accessed January 2008, at http://www.cancer.gov/cancertopics/
factsheet/Sites-Types/childhood).

6. Hinds PS, Drew D. What makes dying children different? Int J
Palliat Nurs 2005;11:264.

7. Maunder EZ. Palliative care for children and young people: A
community paediatric nursing perspective. Int J Palliat Nurs
2006;12:329-333.

8. Hynson JL, Sawyer SM. Pediatric palliative care: Distinctive
needs and emerging issues. J Paediatr Child Health 2001;37:
323-325.

9. Papadatou D. The evolution of pediatric palliative care in Greece.
Eur J Palliat Care 2001;8:35-38.

10. Wolfe J, Grier HE, Klar N, et al. Symptoms and suffering at the
end of life in children with cancer. N Eng J Med 2000;342:326—
333.

11. Drake R, Frost J, Collins J. The symptoms of dying children. J
Pain Symptom Manage 2003;26:594-603.

12. Goldman A, Hewitt M, Collins GS, et al. Symptoms in children/
young people with progressive malignant disease: United King-
dom children’s cancer study group/pediatric oncology nursing
forum survey. Pediatrics 2006;117:1179-1186.

13. Theunissen JMJ, Hoogerdrugge PM, Achterberg T, et al. Symp-
toms in the palliative phase of children with cancer. Pediatr Blood
Cancer 2007;49:160-165.

14. Contro N, Larson J, Scofield S, et al. Family perspectives on
quality of pediatric palliative care. Arch Pediatr Adolesc Med
2002;156:14-19.

15. Contro N, Larson J, Scofield S, et al. Hospital staff and family
perspectives regarding quality of pediatric palliative care.
Pediatrics 2004;114:1248-1252.

16. Meyer EC, Ritholz MD, Burns JP, et al. Improving the quality of
end-of life care in the pediatric intensive care units: Parents’
priorities and recommendations. Pediatrics 2006;117:649-657.

17. Tan GH, Totapally BR, Torbati D, et al. End-of-life decisions and
palliative care in a children’s hospital. J Palliat Med 2006;9:332—
342.

18. Hinds PS, Schum L, Baker JN, et al. Key factors affecting dying
children and their families. J Palliat Med 2005;8:70-78.

19. Vickers J, Carlisle C. Choices and control: Parental experience in
pediatric terminal home care. J Pediatr Oncol Nurs 2000;17:12—
21.

20. Sabatino CP. Survey of state EMS-DNR laws and protocols. J Law
Med Ethics 1999;27:297-315.

21. Rushton CH. Ethics and palliative care in pediatrics. Am J Nurs
2004;104:54-63.



22.

23.

24.

25.

26.

217.

28.

29.

Abu-Saad Huijer H, Dimassi H. Palliative care in Lebanon:
Knowledge, attitudes, and practices of physicians and nurses. J
Med Liban 2007;55:121-128.

Doumit M, Abu-Saad Huijer H, Kelley J. The lived experience of
Lebanese oncology patients receiving palliative care. Eur J Oncol
Nurs 2007;11:309-319.

Abboud M, Azzi M, Muwakkit S. Palliative care in hospital set-
ting. Pan Arab J Oncol 2008;1:48-50.

Wolfe J. The pediatric quality of life and evaluation of symptoms
technology (PediQUEST) study. National Palliative Care research
Center; 2007 (accessed January 16, 2009 at www.npcrc.org/about/
about_show.htm?doc_id=436113).

Meyer EC, Burns JP, Griffith JL, et al. Parental perspectives on
end-of-life care of the pediatric intensive care unit. Crit Care Med
2002;30:226-231.

Seecharan GA, Andersen EN, Norris K, et al. Parents assessment
of quality of care and grief following a child’s death. Arch Pediatr
Adolesc Med 2004;158:515-520.

Steele R, Davies B. Impact on parents when a child has a pro-
gressive, life threatening illness. Int J Palliat Care Nurs 2006;
12:576-585.

Wolfe J, Klar N, Grier HE, et al. Understanding the prognosis
among parents of children who died of cancer: Impact on treat-
ment goals and integration of palliative care. JAMA 2000;
284:2469-2475.

Pediatr Blood Cancer DOI 10.1002/pbc

32.
33.

34.

35.

36.

37.

38.

39.

Palliative Care Program in Lebanon 7

. Doumit M, Abu-Saad Huijer H, Kelley J, et al. The lived experi-

ence of Lebanese family caregivers of oncology patients. Cancer
Nurs 2008;31:36-42.

. Bou Khalil M. Pain management in children with terminal ill-

nesses. J Med Liban 2008;56:93-99.

Collins JJ. Cancer pain management. Eur J Pain 2001;5:37-41.
Naja Z, Al-Tannir M, Ziade F, et al. Management of cancer pain:
Different interventions techniques. J Med Liban 2008;56:100—
104.

Hendriks AA, Vrielink MR, Smets EM, et al. Improving the
assessment of (in) patients’ satisfaction with hospital care. Med
Care 2001;39:270-283.

Mangione-Smith R, McGlynn EA. Assessing the quality of care
provided to Children. Health Serv Res 1998;33:1059-1090.
Jones BL. Companionship, control and compassion: A social
work perspective on the needs of children with cancer and their
families at the end of life. J Palliat Med 2006;9:774—788.
Hilden JM, Emanuel EJ, Fairclough DL, et al. Attitudes and
practices among pediatric oncologists regarding end-of-life:
Results of the 1998 American Society of Clinical Oncology sur-
vey. J Clin Oncol 2001;19:205-212.

Abu-Saad Huijer H. Pediatric palliative care in Lebanon: A state
of the art. J] Med Liban 2008;56:86-92.

Khoury MN. Palliative care education in Lebanon: Past endeavors
and future outlook. J Med Liban 2008;56:83-85.



