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Discussing prognosis and EOL Issues

* Optimal communication about these topics
identified by patients/caregivers as one of
most important aspects of care at end of life

 EOL discussions are important for the care of
seriously ill patients in order to:
— avoid inappropriate interventions

— enable patients to die in accordance with their
wishes

— give families time to prepare for the patient’s death.




Discussing prognosis and EOL Issues

 Clinicians need to provide information in a
way that assists patients/families to:
— make appropriate decisions,
— be informed to the level that they wish,
— cope with thelir situation




What are the optimal ways of
discussing prognosis and EOL
ISsues?

« High quality evidence lacking

e Expert opinion varies

* Need for guidance for HPs




Am | going to
die?

Will | have
pain?

How long do |
have to live?




Views on discussing prognosis and
end of life issues

Clayton, Butow, Arnold
B, Tattersall et al:

19 palliative care patients
24 caregivers _ Cancer. 2005; 103:
22 PC health professionals 1957-64

Focus groups/individual Cancer. 2005;

Interviews 103:1965-75

— What information is important for J of Pain & Symptom
your palliative care doctor to tell Management. 2005;
you about what to expect in the 30- 132-144
future? '

— How should this be portrayed?

— Who should initiate the Cf;‘zge" 2005: 13: 733
discussion? —

— Should the doctor offer to discuss Supportive Care in
the future with you at certain Cancer 2005: 13:
times? 589-99

Supportive Care in




Initiating prognostic discussion

* Four main approaches identified:

— HPs to proactively offer all PC patients and
their carers the opportunity to discuss the
future

— Wait for the patient/carer to raise the topic

— Initiate the discussion when
 the patient/ family needs to know
 the patient/family seem ready.




Information needs of patients/
caregivers

e Variable

* Importance of clarifying and exploring
individual needs

 Highlighted individual information needs of

caregivers
— Specific information needed to provide care

— Value of separate as well as joint discussions
with patient/caregiver




Future symptoms

e Future symptoms

— Many patients did not want detailed information
about future symptoms

— but rather a broad picture of what to expect

— and to know that they would be supported through
whatever problems may arise.

 Many carers:

— wanted more details about what to expect so that
they could be prepared and know what to do,
especially if the person was to be cared for at
home.




Systematic review

 AIm — to review studies regarding
orognostic/EOL communication with adult
patients in the advanced stages of a life-
iImiting iliness and their caregivers




* Relevant studies meeting the inclusion criteria,
identified from various computerized databases
up to Nov 2004, plus hand searching up to 2005

* Inclusion criteria:

— studies of any design evaluating communication of
prognostic/EOL information

— adult patients, their caregivers and qualified HPs
— published in English language




QUORUM flow chart

4. 167 abstracts
retrieved by
searches

127 articles 4016 abstracts
from hand > excluded

155 articles
excluded

123 included articles for 99 studies
33% Quantitative
64% Qualitative
4% Quantitative and Qualitative

searching
278 full articles
for consideration




Methodologies used

Method

Interviews
Questionnaire/survey

Mixed methods

Focus groups only
Ethnographic/observation

Medical record review only
Course/training evaluation

Review of doctor/patient interaction

Number of
studies

52 (42%)

32 (26%)

25 (20%)
4 (3%)
4 (3%)
2 (2%)
2 (2%)
2 (2%)




Country where study conducted

Country Number of
studies

United States

United Kingdom

Australia

Canada

Northern European countries
Southern European countries
Asian countries

Other

Total




Studies by Participant Group

Participant group Number of
studies

Patients only 46 (37%)
Health professionals only 31 (25%)
Caregivers only 11 (9%)
Patients and/or caregivers plus HPs 27 (22%)
Patients plus caregivers 6 (5%)
Total 123




Studies by patient primary
diagnosis*

Primary diagnosis Number of
studies

Advanced Cancer 32
Mixed (COPD, AIDS, Cancer) 10

Retrospective deceased patients

Hospice/terminal patients (not specified)

AIDS

COPD

Total 56

*studies of HPs only not included




