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INTRODUCTION

The Introduction first sets out what palliative care (PC), as defined by the WHO:"an
approach that improves the quality of life of patients and their families facing the problems
associated with life-threatening illness, through the prevention and relief of suffering by
means of early identification and impeccable assessment and treatment of pain and other
problems, physical, psychosocial and spiritual”. PC's role within the overall care and
treatment of illness and the main current difficulties in expanding its provision in Israel are
set out and the environment of the present study is outlined by describing the current

provision of palliative care in Israel.
The present study's research aims are:

e Toinvestigate how Israel's Terminally-IlI Patients Act, 2005, which regulates
end-of-life care is being implemented

¢ toidentify barriers to this implementation

¢ to examine whether the Theory of Planned Behavior can be used as a
framework to predict physicians' referral of patients to end-of-life palliative

care and identify potentially modifiable variables.

The research questions are:
1. How does physicians' knowledge of palliative care and its associated legislation affect

their referral of terminally-ill patients to palliative care?

2. How do physicians' attitudes to and beliefs about palliative care and related issues affect

their referral of terminally-ill patients to palliative care?

3. To what extent does training in palliative care and its associated legislation impact on

physicians' knowledge of end-of-life care?

4. To what extent does training in palliative care and its associated legislation impact on

physicians' attitudes to and beliefs about end-of-life care?

5. How do physicians' knowledge of, attitudes to and beliefs about palliative care affect
their patterns of decision-making and their implementation of the PC-related provisions

of Israel's Terminally-IlI Patients Act, 2005?

6. To what extent can Ajzen's Theory of Planned Behavior (1991) predict physicians'

referrals of terminally-ill patients to palliative care?

The research hypotheses are:



(a) Barriers will be found, set in physicians' daily practice, to the referral of patients to
palliative care (PC).

(b) The above barriers will be found to be associated with the carers' knowledge of,
attitudes to and beliefs about PC, about the 2005 Act and related issues.

(c) The above attitudes and beliefs will be found to be associated with the carers'
training in PC and related legislation and skills.

(d) The referral of patients to PC will be found associated with physicians' manner of
decision-making about patient treatment methods, and in particular with their sharing
of information with the patient.

The prime contribution to healthcare that this study expects to make is to improve patients'

quality of life, allow them a dignified death and respect their last wishes.

CHAPTER I: LITERATURE REVIEW

Section LI introduces the concept of palliative care, presents a glossary of key terms and
two models of PC provision. Palliative care is a dynamic field and is now recognized as a
medical specialty of a interdisciplinary nature. Coordination and partnerships with hospice
programs are major features. As an interdisciplinary endeavor, the field of palliative care
includes medicine, nursing, social work, psychology, nutrition, and rehabilitation. New
physician, nursing, and social worker specialties and certification processes in both hospice
care and palliative medicine have emerged to help meet the need for palliative care.
Although there has been enormous expansion of hospital palliative care programs, not all
hospitals have palliative care teams, and workforce shortages combined with tenuous

funding may limit the spread and sustainability of existing programs.

Subsection Lla sets out PC's basic principles and then explains the content of primary,

secondary and tertiary palliative care.

Subsection LIb presents the WHO public health model of national palliative care policy and
then reviews the provision of PC across the Middle East. It goes on to report on the
development of PC in Israel from 2004, when the Israel Ministry of Health appointed the
Palliative Care Guidelines Committee to review the provision of such services in Israel and
make recommendations for their future development, through to the 2005 Terminally-I11
Patients Act which wrote into law the right of patients and their close family members to
palliative care, through to the present day. There are currently 7 home-hospice units in Israel
caring for the terminally-ill. One result of the coming into effect of the Terminally-I11

Patients Act has been the appearance of privately-run hospices across the country which sell



their services to all the HMOs. The Shvartzman Committee recommended that Israel aim for
the Oxford Textbook of Palliative Medicine's recommended ratio of 5 PC beds per 100,000.
Long-term care facilities, Home Care units and Further-Care and Monitoring units, and

Oncological nurses in the community are also described.

Finally, Subsection l.Ic previews the future development of PC in the developed world,
considering three possible strategies—(a) the Systems-change approach, (b) Integrated care

pathways; and (c) Screening for need.

Section 1.2 reviews the referral to palliative care. After briefly discussing the benefits of
palliative care, Subsection 1.2a reports current thinking on where and when hospice care fits
into the overall continuum of medical care. Palliative care is appropriate for patients
throughout the illness continuum, including cure, remission, control of disease, and end-of-
life (EOL) care. Unfortunately, many healthcare providers are slow to initiate PC
consultations with their patients. These delays contribute to unrelieved symptoms, moral
distress for bedside providers, and financial shortfalls for healthcare institutions. Early
consultation with PC providers facilitates the development of trusting and therapeutic

relationships with patients and families.

The World Health Organization adheres to the belief that palliative care is intended for all of
the seriously ill, not just the dying. In other words, palliative care is a large umbrella that
shelters modern treatment protocols (curative and non-curative) as well as hospice care

services.

Hospices offer multidisciplinary, holistic care in a variety of settings and focus on relieving
the substantial symptom burden patients face at the end of life, as well as meeting advanced
care planning needs, existential concerns, and family and social stressors. Hospice care
focuses on holistic care in preparation for death. Philosophical convictions may lead them to
focus on the later stages of illness and oppose certain treatments as the medicalization of

dying.

Subsection 1.2b considers when and how to make the transition from curative to palliative
care. Appropriate timing is important to ensure that the EOL conversation does not take
place too late in the disease trajectory. Delaying the discussion can result in unnecessary
treatment and associated suffering, as well as delays to hospice enrollment. People with life-
limiting cancer are able to make decisions regarding EOL care if given the information in a

timely manner. The fact that some patients with cancer would prefer death over living in a



coma, in a nursing home, with a feeding tube, or on a ventilator illustrates the need for

timely discussions.

Subsection 1.2¢ sets out the barriers to the provision of palliative care, which cause late or
non-referral to PC and thence low family satisfaction with care. Studies have identified the
following obstacles to hospice referral—the difficulty of predicting prognosis, lack of
physician acceptance of terminal diagnosis and death, physician’s unfamiliarity with hospice
care (their training does not include it) and their negative opinion of it, a medical system that
does not include hospice care as standard care, patients’ and families' prejudice against
hospice care and their preference for life-prolonging treatment, their denial of a terminal

diagnosis, their uninformedness about hospice care, and social attitudes toward death.

Several studies have explored the barriers to hospice utilization by surveying or interviewing
physicians, caregivers, hospice and home health care staff, and the family survivors of
patients who have died in hospice and home care, and these studies have added a further
barrier to hospice utilization—problems and shortcomings in hospice service provision. The
care of the dying patient is fragmented across multiple settings with little communication by

the different providers across the trajectory of the illness.

Physicians as the gatekeepers to hospice care: Physicians' perceptions of hospice care and
the value they place on patients staying at home, along with their ability to accept terminal
diagnoses and communicate them to patients, also surface as themes in hospice enrolment
decision-making. Studies have found that at least one-quarter of physicians do not discuss
hospice options with their terminally-ill patients, and the other three-quarters do so
selectively. Physicians admit their tendency to delay the discussion of hospice options until
they think their patients are prepared to accept such options. One study's finding that 85% of
patients expressed preferences for palliative care over curative treatment suggests that

patients may be more receptive to hospice care than physicians and caregivers expect.

Shifting the goal of care to palliation—why is it so difficult for physicians? Clinicians often
struggle with initiating EOL discussions with patients about changing treatment goals and,
in particular, about transitioning to palliative care. Not surprisingly, physicians may respond
to their patient's imminent death, particularly those with whom they have shared a long-term
relationship, with powerful emotions of their own. Most physicians seem to view hospices as
an alternative rather than an addition to traditional medical care. Several studies have

documented that oncologists refer patients to hospice later than surgeons, internal medicine



physicians and family practitioners. The combination of physicians’ difficulty in broaching
the subject of hospice care and their instrumentalist orientation has led to a well-recognized
barrier to hospice utilization, the late timing of hospice discussions. Another major reason
for this is physicians' difficulties in predicting survival accurately. Physicians recognize their

tendency to suggest hospice care too late in the disease course.

Patient and Patient Family Barriers: Patients may delay enrolling in hospice care because
patients or families tend to have overly optimistic expectations of treatment, which even the
most careful and persistent communication efforts fail to change. Patients/families often
reject hospice care as “giving up”. When multiple other lines of therapy are available they
may resist the notion of hospice care and decide not to engage in discussions about EOL
care. However, families who are provided hospice care information before and during their
relative’s terminal illness are much more likely to consider hospice care than families who
knew of the hospice option before the illness but did not receive further information during
the illness.

Healthcare System Barriers: The palliative care infrastructure is still in its infancy, leaving

many patients and families with no guarantee of access to this type of care.

Section 1.3 discusses the effect of physician and patient attitudes to and knowledge
about PC on decision-making about it. Physicians may limit referring terminally-ill
patients to hospices if, for instance, they are unaware or uncertain about available hospice
services or believe that hospice referral is a signal for patients and their families to lose hope,
or if they expect that patients and families will be unwilling to elect hospice services.
Subsection l.3a reviews recent attitudinal research among healthcare workers in the context
of PC, for instance, attitudes and beliefs regarding communication with terminally-ill cancer
patients and attitudes to death and dying.

Subsection 1.3b reviews research into doctors’ and nurses' knowledge of palliative care:
Although some studies have assessed physicians’ knowledge and attitudes concerning
various aspects of terminal care few have examined the influence of this knowledge and
these attitudes on physicians’ behaviour. Some researchers have examined physicians’ self-
reported educational needs in the area of hospice care. Others have looked into why newly
qualified doctors are unprepared to care for patients at the end of life and what the specialist
or aspiring specialist wants and needs from an education programme. This subsection
concludes by summarizing what an Education in Palliative Care program would need to

comprise.



Section 1.4 presents the difficulties of doctor-patient and doctor-family communication
in EOL care. Subsection 1.4b sets out the importance of good communication in EOL care.
Effective communication is essential for patients to make informed decisions about their
healthcare and life planning, and communication skills are vitally important for both
providers and patients. Medical language can be confusing but it is not enough for doctor
and patient to use the same language, it is necessary to include the experience, values and
emotions contributed by each side. Subsection l.4¢ sets out the current state of affairs with
regard to doctors' communication skills. A wide variety of empirical studies document that
physician-patient communication is suboptimal. Physicians and nurses typically miss the full
range of concerns held by people with cancer. Oncologists lack accuracy in detecting patient
distress. Poor communication also hampers a physician’s ability to provide pain and
symptom management. Many physicians have not had effective teaching in communication
skills and continuing medical education consisting of lecture-style presentations consistently
fails to change physician behaviour. Yet the responsibility for breaking difficult news may
come early in training. Many doctors have difficulty handling their own emotions and there

is little evidence that these difficulties get easier with experience.

Telling the truth: Doctors frequently censor information they give to patients about their
outlook on the grounds that what someone does not know cannot harm them. Such
traditional paternalistic attitudes can still be seen even in hospice care. Doctors are unaware
that a failure to disclose information honestly to patients might be an attempt to protect their
own emotional survival as much as help protect the patient. The truth may hurt but deceit

hurts more.

Subsection 1.4d is a brief review of the concept of patient-centred care. Research and theory
on effective interpersonal care are identifying elements of patient-centered medicine
characterized by mutual participation relationships which encourage informed choice and
patient autonomy. At the heart of the patient centered approach is the need to understand the
meaning of the illness for the patient. Key to a patient-centered clinical method is responding
in a way in which patients sense that their ideas, feelings, expectations and fears are

understood—essential elements of all EOL conversations.

Subsection l.4e discusses patients' and families' communication needs. Patients expect
health professionals in palliative care settings to provide psychological and emotional
support through excellent communication, and are well aware when a health care

professional is not able to deal with issues adequately or comfortably. Anyone charged with



breaking bad news needs to be able to cope with theirs and the patient's/family's emotions.
No two patients or relatives will respond in the same way. There is a broad research
consensus as to how patients want to hear news and what they need to hear. Poor
communication when breaking bad news may leave patients unaware of their diagnosis and
outlook. Failure to give adequate information can leave them isolated and scared that nothing
can or will be done to help them. No news is not good news, it is an invitation to fear.
Information sharing with the patient should not be a one-off occurrence, but regular. The
terminally-ill patient should be offered psychological care if needed. Families'
communication needs and role: One cannot plan good patient care without taking the family
into account. The physician needs to find out what the family already know about the

condition of the patient and then brief them on the patient's current state of health.

Subsection 1.4f reminds us that provider team members need to communicate well amongst
themselves. Team members frequently have little awareness of each other’s informational
roles and responsibilities, and what has been communicated to the patient about the
diagnosis and prognosis is usually not well documented in hospital records. Mutual
agreement and clarity of goals are necessary and a model for the resolution of conflicts

should be in place.

Subsection 1.4g discusses how to break bad news. Many studies have been carried out to
clarify patients’ preferences and experiences in receiving bad news and several clinical
guidelines and expert recommendations have been published. Moreover, recent trials have
demonstrated that structured skill training can actually improve physicians’ clinical skills in
this area. Like any medical procedure, giving bad news requires a coherent strategy.

EOL Conversations: EOL conversations are a corollary of patient-centered medical practice.
They include many emotionally charged topics, such as unfavorable prognoses and treatment
failure, treatment choices and family responses to them, advance care planning, concerns
about ability to cope, life goals and other life-closure issues, anticipatory mourning, and the
meaning of the illness and its suffering. When these often difficult discussions are delayed or
avoided or are managed poorly the quality of remaining life for patients can be seriously
jeopardized. The reasons why health care professionals avoid EOL conversations are laid out

along with some current countertrends.

Subsection 1.4h sets out the specific communication skills needed by doctors and nurses.
Subsection 1.4i provides an overview of the current state of research into EOL

communication.



Section 1.5: Advance Care Planning and Advance Medical Directives

After providing a short glossary of relevant terms, Subsection 1.5b of this chapter explicates
that Advance Care Planning (ACP) is a process that allows people to make decisions in
advance regarding their medical treatment at the end of life. Advance care planning protects
patient autonomy and communicates to doctors patient preferences for care. It includes clear
discussions about prognosis, information about AMDs, explanation of the do-not-resuscitate
(DNR) option, information about palliative care options (e.g., hospice care), and discussion
about where patients would prefer to die. Such discussion and planning needs to take place
before a crisis develops. However, the quality of EOL and ACP discussions between patients
and their care team are rather rare and predominantly poor, and there is a substantial gap
between what patients want to discuss and what is actually discussed. One of the chief
reasons for this is doctors' lack of knowledge and competence. Patients who have discussed
their preferences for EOL care with a physician are more likely to choose palliation over
aggressive measures at EOL , to die at home or under hospice care, and to receive care that is

consistent with their preferences.

Subsections L.5c-d set out what Advance Medical Directives (AMDs) are and what they do.
AMDs are one component of Advance Care Planning, whose goal is to promote patient
autonomy in healthcare decisions, match personal values with EOL choices, increase the
likelihood that patients’ wishes are respected, and ease the burden on families and healthcare

providers when a patient is unable to make decisions. AMDs are legal documents.

Although a study of patients with cancer found that 95% of patients admitted to hospital
believed that discussing AMDs was important completion rates remain low at 18 to 36% of
adults. The barriers to AMD completion include the patient's inadequate language, lack of
knowledge, poor communication, perception that family involvement obviates the need for
AMDs, and that signing an AMD would result in inferior care. Other barriers stem from
physicians: discussions about prognosis, ACP, and EOL issues are difficult for them: they
tend to be overly optimistic, avoid these discussions, communicate with euphemisms, and/or

delay conversations until patients are near death.

Subsection 1.5e explains the concept of Shared Decision-Making (SDM). SDM is a recent
approach that generally involves discussing and respecting patient preferences for

participation in the medical decision-making process.



Subsection L.5f explains the role of Informed Consent in EOL care. It is not only a legal
requirement but a moral imperative, based on the values of patient autonomy and self-
determination. Every human being of adult years and sound mind has a right to determine
what shall be done with their own body. A second goal of informed consent is to empower
patients to exercise their right to autonomy rationally and intelligently. Without such a
requirement, the likelihood of rational decision making diminishes. Subsection 1.5g lays out

the provisions of Israel's Patients' Rights Act, 1996, as they pertain to informed consent.

Section 1.6: A good death and ethical issues: Subsection l.6a sets out what is
considered to be a good death. From the limited literature, researchers have identified several
domains, for example, preparation for death, personal growth, meaning of life, peace, sense
of completion, timeliness, and issues of spirituality. The hospice model of a good death
includes an open awareness of dying, open communication, a gradual acceptance of death,
and a settling of both practical and interpersonal business. The needs of dying people may
include knowing when death is coming, understanding what can be expected, being able to
maintain a sense of control and have their wishes respected, having access to information,

high-quality care and spiritual and emotional support.

Can there be a good death? Dying, like most other human acts, can be done well or badly.
We only die once, so it is important to get it right. While death is inevitable, how we die is
dependent on the virtues, skills, planning and attention we bring to it, so that the best deaths
are well-prepared ones. One view is that ‘good deaths’ are those in which the subject is not
only kept free of pain but retains a high measure of control, autonomy and independence
over their fate. Needless to say, not everyone is able to have such a death. People who die in
an accident, or succumb slowly to Alzheimer’s or require heavy sedation have little
opportunity for leave-taking. The aim is that the dying person should leave this world in a
state of maximum physical and mental comfort. A good death is unlikely to be realized
without access to pain management and good medical care, but the tools that allow us to find
meaning and purpose in death are unlikely to be medical or scientific. All research
emphasises the importance of open and honest communication about life and death issues

between family members and patients.

Subsection 1.6b lays out the factors promoting a good death and the barriers to it: Knowing
the dying person, following their wishes and providing individualised care sensitive to their

needs is key. Staff must take time to listen. The barriers to a good death are firstly doctors'



and nurses’ personal fears and concerns about death and dying, which may lead to a self-
protection process, what Renzenbrink refers to as ‘relentless self-care’.

Subsection l.6¢ sets out the ethical issues pertinent to EOL care. Four self-evident ethical
principles represent the main values underlying medical ethics: (a) Nonmaleficence — do not
harm (minimize the harm); (b) Beneficence — do good (always act in the patient’s best
interest); (c) Autonomy — acknowledge the patient’s rights to self-determination; (d) Justice

— allocate healthcare resources equitably and according to need.

Subsection 1.6d describes the professional responsibilities of the oncologist, which include
making explicit evidence-based decisions and employing highly-developed communication

skills.

Subsection l.6e discusses truth-telling: Truth-telling is a basic moral rule in the western
healthcare system. Not to tell the truth can be viewed as jeopardizing trust in the staff-patient
relationship, intruding on the patient’s existential integrity and undermining the their
autonomy. However, in practice the truth is often withheld to protect patients from
diminished hope, suffering, physical impairment, as well as to enhance compliance. The
protection of staff from discomfort has also been shown to be a motive. Truth-telling is also
thought to give patients the chance to prepare for and deal with their approaching death.
Patient autonomy is now considered the norm in patient-centered cancer care in Western
countries but cultural differences modify this dominant view. For instance, in Italy, Spain
and Greece traditional medical practice is not to disclose a cancer diagnosis and prognosis to
the patient. Disclosing a prognosis without waiting for the patient's explicit request is also

widespread but controversial.

Subsection 1.6f reviews the issue of the depth of palliative sedation at the end of life. There
are important questions, such as how deep the sedation must be to relieve suffering and how

important it is for the patient to maintain a certain level of consciousness.

Subsection 1.6g considers the doctrine of double effect, the essence of which is that an act
performed with good intent can still be moral despite negative side-effects. For instance, the
need to relieve pain may be such that it warrants accepting the risk of hastening death. The
doctrine is generally accepted in the medical profession but has been subjected to trenchant

criticism by philosophers, lawyers and clinicians.

Subsection 1.6h discusses the withholding of nutrition and hydration at the end of life which

physicians often find disturbing and this reluctance to withhold or withdraw persists even



though professional organizations have repeatedly stated that artificially provided nutrition

and hydration are medical treatments that can be withheld or withdrawn under appropriate

medical and ethical circumstances.
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CHAPTER ll: THEORETICAL FRAMEWORK

Section 11.1 sets out a full presentation of Azjen's Theory of Planned Behavior which
furnished the present study its theoretical framework.

Section 11.2 summarizes the core principles of PC and then sets out the main provisions of
Israel's Terminally-Ill Patients Act, 2005, the legislation which currently governs the

operation of PC in Israel.



CHAPTER lll: METHODOLOGY AND METHODS

Section 1111 sets out the study's research approach: The study follows the Mixed
Methods approach which combines quantitative and qualitative elements. (A) The
qualitative research element rests on the constructivist paradigm according to which many
simultaneous realities exist, especially if the research topic is the behavior of human beings.
(B) The quantitative fieldwork element follows an ex post facto design and is descriptive
and correlational. It follows the positivist paradigm, which argues that there exists one
absolute reality independent of its context and that the researcher's task is to uncover that

reality by objective means and tools.
Section 111.2 sets out the study's research aims.

Section 111.3 reviews the number and distribution of Israeli doctors in day-to-day practice

with oncology patients about whom EOL decisions need to be taken.

Section 1ll.4: Research Procedure: Stage 1: The qualitative phase when fifteen doctors
were in-depth interviewed, five family doctors, five oncologists and five home care
specialists. At Stage 2 90 doctors from hospitals across the country and from all the four
major health management organizations (30 hospital oncologists, 30 home care hospice
specialists, and 30 family medicine specialists) completed a structured self-administered
quantitative questionnaire. Sampling for this stage was a combination of cluster sampling,
directed sampling and convenience sampling.

Section lll.4a Research population and sample: The research population is all the doctors
working regularly in the Israeli healthcare system in the field of palliative care, in both
hospital, community and home care settings. The hospital sector is represented by hospital
doctors working in a range of departments (family medicine, geriatrics, internal medicine,
oncology and others). The community medicine sector is represented by doctors working (a)
in community clinics and (b) home care units. The sample is also representative of the Israeli
population in that 20% of the doctors sampled were Arab-Israelis. It is also geographically
heterogeneous. Persuading doctors to participate: It was not easy to persuade doctors to fill
out a questionnaire. Firstly, doctors everywhere are always operating under a heavy
workload. A second difficulty, in this particular instance, was the sensitiveness of the issues
the doctors were being asked to open up on, e.g. thoughts on death, their
knowledge/ignorance and observance of legislation, etc. The chief way the researcher
overcame doctors' reluctance to participate was to exploit his extensive personal contacts and

acknowledged status in the field of PC teaching.



Section 1115 describes the two research instruments: The qualitative instrument was a
semi-structured questionnaire constructed by the researcher on the basis of a literature
review, his own long experience in the field of palliative care and the research questions.
The quantitative instrument was a structured self-administered, five-part questionnaire
composed by the researcher for the present study. It was peer-reviewed and the reviewers'
comments incorporated into a second version. This version was then submitted to the thesis

advisor, whose observations were taken into the final version.

Section 111.6. Data analysis: The qualitative data analysis was based on four principles
drawn from Grounded Theory—juxtaposition, theoretical sensitivity, longitudinality and
multiplicity, and reflexivity. These principles generate basic guidelines for the analyst-
researcher-interpreter working within the constructivist paradigm. The Critical Incident
Technique was also made use of, which is a systematic, inductive method that involves
collecting descriptions of events and behaviours, which are then grouped and analysed using
contextual, content or thematic analysis. This analysis may involve repeated stages of
reading and ascribing meaning. Miles and Huberman's (1994) qualitative analysis approach
was also drawn on to provide a framework for coding and data display.

As for the quantitative Stage 2 questionnaires, an SPSS package was used to analyse their
data by a range of quantitative statistical techniques—means and standard deviations,
frequencies and percentages, t-tests, Spearman correlations, ANOVA and regression
analysis.

Section 111.6 then reviews the problems of (a) validity, reliability and generalization; (b)

researcher positionality; and (c) the ethical issues the study entailed and their solution.

CHAPTER IV: FINDINGS

Part 1: Quantitative Findings: A main component of the quantitative effort of the present
study was to measure eight main research variables, that is, the doctor-respondents'
knowledge about and attitudes to (a) starting/transitioning to palliative care, (b) telling
patients and their family the truth about the patient's medical condition, (c) the provisions of
the Terminally-Ill Patients Act, 2005, as they relate to palliative care, and (d) the ethical
issues entailed in applying the provisions of this Act. Chapter 4, Part 1, sets out all the
questions asked in the main quantitative questionnaire and tabulates the responses. For

instance,



Overall, the doctor-respondents demonstrated a high level of knowledge about when to
transition to palliative care and a more-than-moderately positive attitude to the matter. The
knowledge they demonstrated about telling patients and their family the truth was also high
but their attitude to the matter was markedly less positive. As for the content of the
Terminally-I11 Patients Act, 2005, the doctors' knowledge was no more than moderate and
their attitude to the Act and its implementation even lower. Their knowledge of the ethical
issues involved in implementing the Act was also low. Correlational analysis showed that
the more doctors knew about the various aspects of palliative care, e.g. when to start it, how
much truth to tell the patient, the ethical dilemmas involved, the more positive were their
attitudes to palliative care and its various aspects. Secondly, the more doctors knew of the
provisions of the Terminally-Ill Patients Act and their connection to the implementation of
palliative care the more they wanted to implement the Act's provisions and refer patients to

hospice care.

A second line of quantitative inquiry was to measure the association between the doctor-
respondents' above-mentioned knowledge and attitudes and the specialism they worked in.
Doctors' knowledge about transitioning to palliative care differed significantly by
specialism—doctors working in home care and family medicine knew markedly more than
oncologists. The same is true with respect to telling patients the truth—oncologists knew
least and also scored lowest on attitudes to telling patients the truth, with family medicine
specialists having the most positive attitudes. On knowledge about the provisions of the
Terminally-I11 Patients Act, it was the family medicine specialists who scored lowest and the
home care experts who scored highest.

The study also measured the association between the doctors' knowledge and attitudes
and whether they had been specifically trained in palliative care:

Table 4.4: Doctors' knowledge about and attitudes to aspects of palliative care by

whether trained in palliative care

Mean Training in PC | Aspect of PC
T SD (Range=0-4) N
0.44 3.26 40 Yes
* . .
3.030 0.44 208 50 Kno'wl'edge. Starting
No palliative care
0.40 2.86 40 Yes
1.494 038 274 50 AttlFuQes: Starting
No palliative care
1419 0.44 3.10 40 Yes
) 0.54 2.95 50 Knowledge: Telling




No the truth
0.51 2.81 40 Yes
0.415 046 277 50 No Attitudes: Telling the
truth
0.38 2.44 40 Yes
1.955% Knowledge:
' 0.33 2.30 50 No Terminally-I11
Patients Act
0.46 2.23 40 Yes
Attitudes:
0.615 0.46 2.17 50 No Terminally-I11
Patients Act
0.48 2.70 39 Yes
ook . .
2.702 040 2 45 50 N Knowledge. Ethical
0 issues
0.54 2.78 39 Yes
Attitudes: Ethical
0.442 0.51 2.74 50 No issues

#p<0.05, *¥p<0.01, ***p<0.001

Doctors trained in palliative care (a) had considerably more knowledge about transitioning to
palliative care than doctors without this training; (b) knew more about the contents of the
Terminally-I11 Patients Act and about the ethical issues associated with implementing it; (c)
were, overall, more positive in their attitudes to palliative care and its various aspects. The
researcher also tested for whether the doctor-respondents' knowledge and attitudes was
associated with specific training in the provisions of the Terminally-Ill Patients Act, 2005.
Doctors trained in the Act had significantly more knowledge than doctors without this
training with respect to transitioning to palliative care, telling patients the truth, and to the
provisions of the Terminally-Ill Patients Act.

The study tested for the influence of a number of sociodemographic variables—gender,
years of employment in medicine, self-designated religion, self-designated extent of
religious observance—on doctors' knowledge and attitudes. None of these variables
attained a statistically significant effect.

Table 4.12: Doctors' replies to Questionnaire, Part 3, on Telling Patients the Truth

Frequently | Some- Definitely
/To a times/ not/ Very
great To some | seldom/ To
extent/ extent a very
Definitely/ small
Always extent
32 36 22 Disclosing the truth to the patient can cause me | 20.




(35.6%) (40.0%) (24.4%) embarrassment and unease at how they will
react.
45 32 13 Disclosing the truth to the patient can cause me | 20b.
(50%) (35.6%) (14.4%) fear as to how they will react.
When the essence of a conversation is to reveal | 21.
74 9 7 bad news I prepare myself for a range of
(82.2%) (10.0%) (7.8%) reactions, such as anger, shock, denial,
distrust, acceptance.
40 30 20 In my opinion concealing information from the | 22.
(44.4%) (33.3%) (22.2%) patient can sustain his/her hope and prevent
B (% . (% . (% harm,
A doctor's work with terminally-ill patients is 23.
60 26 3 made more complicated by ethical, social and
(66.7%) (28.9%) (3.3%) religious issues.
The key to resolving ethical issues is 24.
81 9 0 cooperation and communication between all
(90.0%) (10.0%) (0%) team members (doctor, social worker, nurse
and any other).
33 30 25 I encourage my terminally-ill patients to draw | 25.
up Advance Medical Directives (a 'Living
(36.7%) (33.3%) (27.8%) will)
79 11 0 It is important to me to know my patient's 26.
(87.8%) (12.2%) (0%) desires, beliefs and preferences with respect
o7 =7 3 to his/her medical condition.
It is my opinion that an open end-of-life 27.
56 25 9 conversation and fulfilling the patient's
(62.2%) (27.8%) (10.0%) Advance Medical Directives makes it easier
= o7 S to opt for the palliative care approach over the
aggressive treatment approach.
An open end-of-life conversation and fulfilling | 28.
59 27 4 the patient's Advance Medical Directives
(65.6%) (30.0%) (4.4%) makes it likely that most patients will opt to
die at home and not in hospital.
77 11 5 Every patient has the right to know how 29.
(85.6%) (12.2%) 2.2%) terminal their condition is and to have their
D7 7 = Advance Medical Directives respected.
72 14 4 I prefer to be told all the details of a patient's 30.
(80.0%) (15.6%) (4.4%) personal story.
52 27 11 I think the quality of life of a patient who 31.
(57.8%) (30.0%) (012.2% knows what his/her condition is higher than
o - o that of a patient who does not know.
7 15 5 If I myself had a life-threatening illness I would | 32.
(80.0%) (16.7%) (2.2%) ask to be told the full truth about my
- P = condition.
52 25 13 Non-referral to hospice care can sometimes be | 33.
(57.8%) (27.8%) (14.4%) the result of not knowing that option exists.
60 18 12 An end-of-life conversation with the patient 34,
(66.7 %) (20.0%) (13.3%) raises the issue for us of our own death.
53 23 14 An end-of-life conversation with the patient is 35.




(58.9%) (25.6%) (15.6%) frightening because it makes us think about

pain, suffering and loss of control.

52 31 7 I accept death as part of life and so have no 36.
(57.8%) (34.4%) (7.8%) problem talking to patients about their

o il o7 condition.

65 15 8 I fear that referring a patient to hospice care 37.

(72.2% (16.7%) (8.9%) accelerates their death.

Table 4.12 shows how fearful and conflicted doctors are over telling their patients the truth

about their condition.

Analysis of the quantitative questionnaire responses

Almost every doctor agreed in principle that it was important to empower patients by
giving them information about changes in treatment goals, but in ward practice did not
always observe this principle. In practice almost 80% of doctors gave their patients
partial information only.

Only 54% of the doctors agreed that "Terminally-ill patients should get palliative care in
the last 6 months of their life" (core to the 2005 Act).

Every doctor thought it another doctor's job to inform the patient of a change in treatment
site and goals, with the result that patients lost the chance to get palliative care at the
correct juncture.

Almost every doctor agreed that often it was the family that was the main obstacle to
referring a patient to hospice care". Yet the Act lays down that the family has no right to
prevent a doctor discussing care options with a cognitively competent patient.

Almost 70% of doctors agreed in principle that "A multiplicity of treatment options is an
obstacle [sic!] to holding a conversation with the patient about EOL and a change in
treatment goals".

Over 75% of doctors stated that "Disclosing the truth to the patient can cause me
embarrassment and unease at how they will react" and over 85% said that it caused them
fear. Over 77% were also of the opinion that "concealing information from the patient
can sustain his/her hope and prevent harm". Yet the 2005 Act requires that all patients be
fully explained their treatment options.

The doctors' fear of ethical, social and religious issues deterred them from opening EOL
conversations with the patient and two-thirds of doctors agreed that "An EOL
conversation with the patient raises the issue for us of our own death". Other declared

obstacles to opening an EOL conversation were the doctors' "limited ability to predict




when a patient will die, their "lack of time" and their "lack of communication skills
training".

¢ Further, only 37% of doctors frequently encouraged their terminally-ill patients to draw
up Advance Medical Directives. Yet over 85% of doctors agreed that "Every patient has
the right to...have their Advance Medical Directives respected”. We see repeatedly a
wide gap between declared principles and behavior in practice.

e 72% of doctors agreed that they "fear that referring a patient to hospice care accelerates
their death". This is clearly a serious roadblock to referrals to hospice care. What the
doctors may in fact be afraid of, without admitting it in so many words, is euthanasia.

e No more than 29% of doctor-respondents were confident that they had mastered the
provisions of the Terminally-Ill Patients Act. This highlights that doctors'
uninformedness is an obstacle to patients' drawing up AMDs and being referred to
hospice care. 61% of doctors felt confused as to EOL care terminology, unable to
distinguish accurately between 'hospice care', 'terminal care', 'palliative care' and
'supportive care'.

e 80% of doctors stated that "I do not see that there is a clear national/organizational

agenda on palliative care".

Part 2: Findings from the Qualitative Data Analysis

The following five themes emerged most prominently from these in-depth interviews:

1. Awareness of the Act's provisions and of the importance of its implementation

100% of doctor-respondents reported only superficial knowledge of the Act and inadequate
mastery of its detailed provisions. Their knowledge of it came from study days or was picked
up by the way. Most doctors reported that they were not in a position to initiate an EOL
conversation with a patient because the Act was not clear enough on when curative treatment
should give way to EOL care.

2. DRAWING UP AMDs AND THE TRANSITION TO PALLIATIVE CARE

80% of doctors reported difficulty in drawing up AMDs because of the sensitivities
involved. Many of them stated their preference that AMDs be drawn up during hospital
inpatient care. 20% of these latter were home care specialists for whom AMDs were
especially important.

3. THE COMMUNICATION SKILLS NEEDED



As to what communication skills would make it easier to transfer patients to hospice care
and get AMDs drawn up, the doctors cited the following:
o 75%--Medical training which teaches communication skills;
o 72%--The ability to explain a shift in the objective of care and treatment, not only a
procedure's percentage success;
o 70%--The ability to put questions and to negotiate;
o 66%--Instruments for managing EOL conversations;
o 55%--Listening skills;
o 30%--Confidence in the way one practises medicine, not necessarily in one's
medical knowledge;
o 20%--Self-awareness.
4. BARRIERS TO THE IMPLEMENTATION OF THE TERMINALLY-ILL PATIENTS
ACT
o 80%--Palliative care is not taught in basic medical training;
o 75%--Doctors are inadequately trained in the Act, they lack basic knowledge;
o 62%--The Ministry of Health's position on the matter is unclear;
o 55%--Halting curative treatment is perceived as taking away the patient's hope;
o  45%--Higher budgets for palliative care beds, staff, and training;
o 45%--Medical staff delay too long the decision on transfer to palliative care;
o 35%--The doctor's fear of death and sense of professional failure;
o 30%--The patient's family; their values and religious beliefs.
5. ETHICAL ISSUES IN THE ACT'S IMPLEMENTATION
Asked how they dealt with ethical issues when they arose in practice:
o 66%, i.e. all family doctors and oncologists, responded by avoiding them;
o 33%--Home care specialists (and only home care specialists) were unafraid to face

up to whatever occurred.

CHAPTER V: DISCUSSION

Four hypotheses were proposed at the outset of the research and the materials of this
Discussion chapter are set out in accordance with these hypotheses. The chapter includes
both the researcher's own views and the main themes featuring in the debate in the published

literature. In this summary only the researcher's views are given.



Hypothesis (a): Barriers will be found, set in physicians' daily practice, to the referral of
patients to palliative care (PC).

The study identified many barriers to the implementation of the 2005 Act and the referral of
terminally-ill patients to PC. Some of the barriers were indeed "set in physicians' daily
practice", others were inbuilt into the structure of the Israeli healthcare system or the culture
and beliefs of the system's consumers. The barriers set in physicians’ daily practice were:
not giving patients full information about their condition and treatment options; avoiding
EOL conversations (perceived obstacles to opening an EOL conversation were a lack of
knowledge about palliative care and uninformedness about the 2005 Act; limited ability to
predict when a patient will die; lack of time; lack of communication skills); doctors' negative
beliefs about and prejudice against palliative care; lack of multidisciplinary teamwork;
doctors' widespread ignorance of the requirements of the 2005 Act and their ;negative
assessment of what they did know; doctors' widespread avoidance of persuading patients to
issue Advance Medical Directives. The systemic and cultural barriers identified were:
Patients and their families who did not want the patient told the full truth or hear the word
'hospice', or who were in denial; Infrastructure shortcomings; medical training (Palliative
care is not taught in basic medical training).

Despite the 2005 Act PC is yet to be generally perceived in Israel as an integral component
of EOL care, even though PC services and hospice care are part of the state health-
insurance-funded basket of drugs and services. Furthermore, hospice care is frequently
perceived by doctors as 'hastening the end'. It is also unfortunately the case that there is a
national shortage of hospice care beds. The halting of curative treatment and the transition to
PC is an issue which both patients, their families and their doctors find very hard to cope
with. Many doctors' medical knowledge and training often combines with their personal
attitudes and beliefs to work against the transition. This makes it all the more important that
the doctor share his/her knowledge (a) with the patient so that the patient can plan for the
end of their life, and )b) with their colleagues on the multidisciplinary team, who may have
other views. Although the 2005 Act makes the "personal physician" responsible for
informing the patient of a change in treatment goals, the sensitivities and fears and ethical
problems surrounding EOL issues make it best for the responsibility to be shared among the
team, with their diverse range of training, points of view and approaches. The findings show
that the different categories of doctor involved in EOL care—oncologist, family doctor and
hospice home care specialist—cannot agree on which of them bears the responsibility for

opening an EOL conversation. Patients, however, are agreed in expecting that the oncologist



will do it. This is especially true if the patient has been and is now in long-term hospital
inpatient care.

The deficiencies in providing dying patients the quality and place of death they would prefer
threaten to become a national issue of disrespect for patients' and families' wishes for death
with dignity. Part of the problem is that Israel is very much a multicultural society. If PC is
to expand it has to find a way to adapt its principles to divergent cultural and religious
beliefs, practices and customs.

Hypothesis (a) was fully confirmed.

Hypothesis (b): The barriers to referring terminally-ill patients to palliative care and
implementing the 2005 Act will be found to be associated with physicians' knowledge of,
attitudes to and beliefs about PC, the 2005 Act, and related issues.

The first key finding in relation to this hypothesis is that the more the professionals know of
the provisions of the Terminally-Ill Patients Act, 2005, and their connection to the
implementation of palliative care (a) the more they want to implement the Act's provisions
and refer patients to hospice care and (b) the more they appreciate the importance of telling
their patients the truth about their medical condition. It goes almost without saying that
doctors who have taken specific training in the 2005 Act have much deeper knowledge of
the Act than doctors who have not had such training. A second key finding is that the more
professionals know about the 2005 Act and the various aspects of palliative care, the more
positive are their attitudes to palliative care and its components. It would seem that it is
harder to use training to alter doctors' attitudes than to increase and improve their
knowledge. Among the negative attitudes among doctors which act as a barrier to the
greater utilization of PC are (a) most doctors' belief that "concealing information from the
patient can sustain his/her hope and prevent harm"; that "A multiplicity of treatment options
is an obstacle to holding an EOL conversation; and their "fear that referring a patient to
hospice care accelerates their death". What the doctors may in fact be afraid of, without

admitting it in so many words, is euthanasia.

Doctors report a moderate level of knowledge about the 2005 Act but an even less positive

evaluation of the Act as a whole and the advantages of its implementation. They also report
a moderate level of knowledge about the ethical issues associated with that implementation
but a slightly more positive evaluation of those issues. It is evident that some barriers to the
implementation of the 2005 Act are rooted in the doctors' knowledge, or lack of knowledge,

about PC and the 2005 Act's provisions, in their confidence that the Act can help them take



difficult decisions, in their communication skills, in their suspicion that transferring a
patient to PC is sentencing them to euthanasia, and in their confusion between key terms
and concepts relevant to EOL care. And the end result of all these negative attitudes and

beliefs is to delay or entirely prevent the referral of terminally-ill patients to PC.
Hypothesis (b) was confirmed.

Hypothesis (c): Physicians’ attitudes and beliefs about PC, the 2005 Act and related issues
will be found to be associated with their training in PC, its legislation and related skills.
The findings indeed show that not only did doctors trained in palliative care have
considerably more knowledge than doctors without this training about transitioning to
palliative care, about the contents of the Terminally-Ill Patients Act, and about the ethical
issues associated with the Act, but that they were, overall, more positive in their attitudes to
palliative care. Further, doctors trained in the 2005 Act also scored higher than doctors

without this training on attitudes on every PC variable tested for.

Since 2005 the Israeli healthcare system has been making an effort to improve its medical
training but current training programmes still need to be investigated to see what is available
and what still absent. New graduates are very soon involved in clinical care, of which the
care of terminally-ill patients will be part. But only a small minority of them will have been
trained for this element of their daily ward practice, a deficiency which will show itself in
their management of pain, in knowing when to open an EOL conversation and when to refer
a patient to hospice care, and so on. 93% of the doctor-respondents in the present study felt
that their "lack of communication skills training is an obstacle to holding EOL
conversations". It is clear that EOL training is more conspicuous by its absence than
presence and that what does exist is not powerful enough to alter entrenched attitudes.

Hypothesis (¢) was confirmed.

Hypothesis (d): The referral of patients to PC will be found associated with their
physicians' manner of decision-making about patient treatment methods, and in particular
with their sharing of information with the patient.
No less than 78% of doctor-respondents admitted giving their patients only partial
information about their medical condition 'in order to keep their hopes up'. The findings

relevant to Hypothesis (d) are the following:

e The more doctors knew about when to start palliative care the more positive their

attitudes to telling patients the truth.



e The more doctors knew about telling patients the truth the more positive their attitudes
to doing so.

e Family doctors and hospice home care specialists had a markedly more positive
attitude to telling patients the truth than oncologists. It is plausible that doctors who
worked more with patients in the outside world had greater respect for them and their
rights than hospital oncologists, who were more concerned with their own
professional difficulties.

e Doctors who decided alone about choice of treatment methodology, or who allowed
the patient to decide after consultation between patient and doctor, had more
knowledge about telling patients and their family the truth than doctors who were

accustomed to let the patient decide alone.

A patient suffering from a life-threatening illness requires and deserves full, accurate and
honest information about his/her condition but the findings show that relatively few patients
get this. Open and candid communication with the patient is the heart and soul of palliative
care and the basis of doctor-patient trust. It is the patient's right to choose how they will be
treated (or not) and how they will die. It is their right to issue Advance Medical Directives. If
they are not given full information about their medical condition and the options available to
them, they cannot decide if they want curative treatment 'to the bitter end' or prefer the
dignity of hospice care. For the aim of PC is to prevent unnecessary suffering and to provide

maximum quality of life.

Empathic and compassionate communication with the patient requires from the attending
physician not only the readiness and skills for this difficult task but a considerable degree of
self-awareness. He/she must be willing to listen to the patient's views, fears and preferences
for their future care and treatment. Despite all the difficulties of such communication it is an
established finding that this removal of uncertainties in the end brings the patient and their
family more calm and satisfaction. Effective communication which makes a point of being
patient- centered and sharing decision-making between patient and doctor not only

minimises uncertainties, it also reduces conflict and makes for better EOL choices.

Truth telling by the physician is an absolutely core requirement for the patient's informed
choice-making and good EOL planning. The frequent claim by oncologists in general and
the oncologist-respondents in the present study in particular that the whole truth is liable to
harm the patient is in the majority of cases incorrect. Most patients prefer the truth and want

it undecorated by euphemism and medical jargon. They want to talk about their quality of



life and the circumstances of their death. Yet truth-telling in general and breaking bad news
in particular is a source of painful anxiety to physicians, and shying away from this anxiety
is one of the reasons for their tendency to avoid EOL conversations and take care and
treatment decisions alone. This in turn means that relatively few patients draw up AMDs, or
discuss the option of hospice care or their place of death. It follows from this that the
holding of EOL conversations is critical for one of the core ethical pillars of modern
medicine, which is the autonomy of the patient. The concept of Shared Decision-Making
(SDM) is vital to EOL care and treatment, as well as helping the physician share the
responsibility for treatment choices. It is also known that terminally-ill patients who have
been allowed the option of SDM tend to choose PC over aggressive curative treatment, and

hospice care over hospital care.

According to the findings of the present study two decision-making strategies were
predominant—the doctor deciding alone about choice of treatment methodology and the
doctor allowing the patient to decide after doctor- patient consultation. In the one the
attending physician controlled the truth and what was shared with the patient, in the second
decision-making was regularly shared. But the study's findings also make it clear that for
terminally-ill patients the oncologist—even with his/her fears, anxieties and prejudices—
remains the key figure. It is clear that before truth telling and breaking bad news in the
proper manner and at the proper time can become the norm oncologists need long-term
training in communication with patients and in teamwork with their multidisciplinary

colleagues.
Hypothesis (d) was confirmed.

Ajzen's Theory of Planned Behavior

This section explains the Ajzen theory and then discusses how far the theory fits the
empirical findings of the present study. It concludes that the theory predicts that doctors
would tend to neglect the provisions and recommendations of the 2005 Act and that most

terminally-ill patients would therefore not be referred to palliative care.

In light of such a gloomy conclusion the only obvious recourses are (a) to work on doctors'
attitudes though their training and education and (b) deploy the different understanding and
skills of nurses, social workers, counselors and other colleagues on the doctors'
multidisciplinary team to, firstly, relieve them of the burden of exclusive responsibility, and,

secondly, to counter the doctors' negative evaluation of palliative care. Training has not



been very successful so far in changing entrenched medical thinking. The inner world of
oncologists and other doctors needs to be thoroughly investigated as regards their
perceptions of death and of dying patients. The expansion of the provision of hospice care

beds and facilities would also help to modify doctors' subjective norms.

It is also still true, in the main, that patients and their families accept and respect the
authority, views and decisions of their doctors, so that pressure in favour of hospice care is
unlikely to come from the direction of the patient. However, within the ranks of the medical
profession itself there is a group of doctors and oncologists who believe in Shared Decision-
Making and in sharing the full range of treatment options with the patient. They are less
committed to their own authority and more open to taking the time to listen to the patient.

Perhaps their influence could in some way be turned on their colleagues.



Chapter VI: CONCLUSIONS AND CONTRIBUTIONS

A. Conclusions

1. National provision and awareness of palliative care

It is evident from the findings that the application of PC in Israel is still limited by a general
failure to implement the 2005 Act. The WHO's Public Health Model for integrating
palliative care into society requires clear national policy, adequate drug availability, the
education and training of health workers and the general public, and the provision of more
facilities and services. In Israel all this is the responsibility of the Israel Ministry of Health.
Thus, the first major conclusion is that little will improve in the provision of PC in Israel

until the Ministry of Health commits itself actively to that goal.

2. Medical training and education

The content and teaching methods of current PC training programmes need to be reviewed.
Learning communication skills will not be enough on its own to change the attitudes
absorbed by doctors during clinical training. Doctors need to start asking themselves why
they hold the attitudes they do and whether they are the ones most suited for their patients'
welfare. Training will optimally cover the following elements: knowledge and
understanding; skills and competencies; attitudes and professional behavior; personal and

professional development.

3. The role and responsibilities of the hospital oncologist

The Ministry of Health must make it clear to hospital oncologists that a key component of
their responsibility as the chief provider of care and treatment to terminally-ill patients is
their duty from beginning to end to maintain regular and open communication with patient
and family and build up relations of trust so that, at the required moment, they, the doctor,
are in a position to open an EOL conversation. In that conversation they must be equipped
to, if necessary, persuade/inform the patient and family that treatment goals have to change
from cure to palliation and preparation for death. To achieve this trust and open

communication truth-telling is a sine qua non.

4. The multidisciplinary care team

One resource which already exists but which is under-exploited by oncologists to help them
with the above-mentioned responsibilities is the multidisciplinary care team. Oncologists
need to understand the roles/contributions of other disciplines and the advantages of the

interdisciplinary approach in health care.



5. Continuity of care
Operational methods need to be devised to ensure the continuity of care between hospital

and community-sited facilities, including hospice care and home care.

B. Contributions made by this study

It is claimed that the contributions to knowledge made by this study are universal because

the issues are similar all over the world.

Doctors' attitudes: The negative attitudes of doctors (and the general public) and their

cure-oriented training is as big a barrier to the expansion of PC as any other.

Oncologist as 'commander': Leaving the oncologist in sole charge of hospital-sited EOL
care is a recipe for failure in terms of fulfilling the necessary role of PC. The physicians

interviewed for the present study themselves admitted to being untrained in team-working.

Medical training: The present study has made very clear that to date, all efforts to use
training to modify doctors' attitudes—and hence practice—in the areas of palliative care
have met with little success. The effectiveness of even the modified training approaches
attempted and proposed is untested and unproven. Additional research is therefore urgently

required as to how this modification can be achieved (see Research Follow-Up below).

The effectiveness of the 2005 Act: The findings of the present study show convincingly
that passing legislation is one thing and getting it implemented in daily practice is quite
another. To date, almost a decade on from the coming into effect of the legislation, the
hopes invested in it have been largely dashed. The findings of the present study show that
the responsibility for this state of affairs can be attributed to three factors. Firstly, the Act
itself, argue oncologists, does not provide them a clear and precise enough framework for
their care and treatment of terminally-ill patients. Secondly, doctors admit to not having
familiarized themselves with the Act in any depth. Thirdly, this very semi-ignorance of the
medical profession points to the Israel Ministry of Health not having made sufficient efforts

to ensure that the Act is both implemented and implementable.

Action recommendations submitted to Israel Ministry of Health
With the aim of having the findings of the present study applied to current practice a

multidisciplinary panel was appointed (including the researcher) to submit recommendations



for action to the Israel Ministry of Health. The panel drew up the following

recommendations:

1. To prevent doubt and speculation as to which doctor has what responsibility it should

be clearly defined which doctor has overall charge of the patient's care and treatment.

2. The breaking of the bad news to the patient that he/she is terminally-ill is an extremely

painful task and one which requires relations of trust between doctor and patient. It is

our opinion that the task of breaking the bad news should be given to the hospital

specialist who has been treating the patient's illness.

3. According to doctors the 2005 Act's definition of a 'terminally-ill patient' is

insufficiently clear. The Ministry of Health must therefore revisit and review the current

definition. We also propose that further emphases and modifications be introduced into

the Act so as to eliminate uncertainties in its interpretation.

4. Training for doctors in the 2005 Act

There are many doctors who have not made even a basic study of the Act and these are

doctors who work in almost daily contact with the issues of the care and treatment of dying

patients:

1.

The Ministry of Health should require (and enforce) doctors to take periodic short

study courses and/or longer training programs in the implementation of the Act.

The Ministry of Health and institutes of higher education must introduce changes
into the core medical training program which will make palliative care an integral
element of medical education, raise doctors' awareness and knowledge of it and

teach the necessary skills at an early stage in their career.

5. Ensuring continuity of care and information between hospital and community

1.

The Ministry of Health should set up a computerized databank of patient
information accessible to all formal community carers, who would all have the

right to add data in order to keep a patient file up to date.

Updating a patient's file with respect to the determination of his/her status as a
terminally-ill patient shall be carried out by a multidisciplinary team, comprising

doctor, nurse and social worker.

We propose that all formal carers maintain joint medical records so as to expand

the drawing up of Advance Medical Directives and that all carer-patient



communications be also recorded in order to make it easier for patients to make

treatment choices.

Issues and subjects for research follow-up

o

The PC-related behavior and beliefs of the categories of doctors' not selected to

participate in the present study.
Attitude modification in the medical profession.

The negative attitudes of patients and families to palliative care (actual and anticipated)

and how these attitudes might be educated.

When doctors were asked in principle what they felt about referring patients to PC
many expressed support for PC but in practice felt strongly constrained by a number of

obstacles. This gap and these obstacles need exploration.

Doctors' own attitudes to and fears and beliefs about death.

Methodological limitations of the present study

o

The first limitation is that death and dying are taboo subjects in Israeli society and hard
to talk about.

Sample size and composition: the sensitivity and complexity of the research topics

made it hard to recruit research participants.

The notion of investigating whether doctors are carrying out their legal duties is new, in

Israel at least. The questions the researcher wished to put could also be interpreted as an

invasion into the privacy of a doctor's personal beliefs, feelings and attitudes. Most
objectionable of all, they could be taken as an examination of the doctor's level of
professional knowledge—of both palliative care and the 2005 Act—and that by a fellow

professional.

A fourth source of difficulty is the issue of national medical policy—who makes it? The

Israeli government drew up and passed into law a very serious and complex piece of
legislation to regulate the care and treatment of dying patients. But in hospital wards up
and down the country daily practice is very different from that prescribed by the

legislation.
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