


























Diagnostic Consultation

Being unprepared for the diagnosis was seen as a disadvantage, which
caused a feeling of being unable to absorb what was being said.

Suggestions for good practice included

O 0O0OO0O0

being given written or recorded information to take away.
being encouraged to have a relative or friend present.
being encouraged to ask questions.

a contact person to telephone with any later questions.
information on support services (as before).

During Treatment

Again, a contact person. Hospital staff were perceived as being very dedi-
cated but very busy. There was often a feeling of questions not being welcomed.

Suggestions for good practice included

O

O

information on treatments and possible side effects before treat-
ment starts.

information on pdssib!e irreversible side effects, such as impo- -
tence or infertility, again before treatment starts.

joint discussions with specialists if there is a choice of treatment
options - team approach.

being given time, information and non-judgemental attitude to
support decision making.

identifying a contact or key person for support and information,
especially if an outpatient.

Discharge from Hospital

Suggestions for good practice included

O

a contact person to address questions or concerns, or offer
counselling. This was not perceived to be the GP, who often
had less information than the patient. This was especially impor-

“tant if the treatment had not been in an oncology unit, and if
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there was no further active treatment. Families were left feeling
they had been “written off”. “There is nothing we can do”. |
good communication between hospital/community service
about treatment, palliative care etc.

information about where to get support - emotional, relation-
ships, financial, practical.

Recurrence of Disease

Suggestions for good practice included

O

O
O

feeling enabled to make appointment with specialist (rather than
GP) or bringing forward appointment if symptoms present.
contact person, or someone to talk to.

cut down wait for results of tests and appointments - (one woman
reported a wait of 3 weeks for appointment for chest x-ray for
possible lung metastases.

Palliative Care

All those who were consulted and who had experienced palliative care, felt
that the present Macmillan service answered all their needs, and anticipated
needs (Fife Macmillan Service). Those who had no experience, again men-
tioned the need for a contact person and for information on support services
- professional, voluntary, practical and financial.

Bereavement

Good practice should include the following_

O

O

GP should be notified within 24hrs if death occurred in hospi-
tal.

GP (or possibly the contact person) should visit relatives, and
also discuss support services.
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ANNEX 6

Cancer Registry Statistics

Number of registrations of malignant neoplasms (ICD 140-208) by age ai
diagnosis and health board of residence, Scotland 1991.

Age at diagnosis

Health Board under 15 15-64 65+ All ages
Argyll & Clyde 17 819 1346 2182
Ayrshire & Arran 8 702 1261 1971
Borders 1 183 466 650
Dumfries & Galloway 3 290 581 874
Fife 10 742 1158 1910
Forth Valley 3 503 - - 889 1395
Grampian 10 813 1316 2139
Greater Glasgow 20 1941 3387 5348
Highland 5 430 695 1130
Lanarkshire 13 916 1376 2305
Lothian 16 1506 2729 4250
Orkney _ 13 25 45 72 -
Shetland 0 21 35 56
Tayside 7 755 1479 2241
Western Isles 1 59 119 179
Scotland 127 9705 16882 26702

(0.5%)  (36.3%)  (63.2%)

Source - Information and Statistics Division, CSA.
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ANNEX 7

THE PALLIATIVE CARE MATRIX

1. THE MATRIX
Attached is a graphic _presentation of the palliative care matrix. This provides

-a template for considering the structure of a palliative care service by plot-

ting
a) the key agents of palliative care related to Quality of Life and
Continuity of Care against
b) each of the Key Points of Clinical Contact. For each inter-
sect?on the essential components of care can be identified.

2, AGENTS OF PALLIATIVE CARE.
These are shown on the horizontal axis and are in 2 groups.

2.1 Quality of Life
Pain Control
Symptom Control
Emotional and Social Support
Spiritual Support
Rehabilitation
Patient Autonomy

2.2  Continuity of Care
Teamwork
Discharge Planning
Key Carer and Key Contact Person
Resources
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3. KEY TIMES OF CLINICAL CONTACT
These are shown on the vertical axis of the diagram. They are
Pre-diagnosis and Diagnosis
Treatment
Discharge and Care in the Community
Recurrence of Disease
Terminal Stage
Bereavement
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