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FOREWORD

These guidelines on Palliative Cancer Care are concerned with the quality
of care which should accompany the treatment of disease, and beyond. They
should make a valuabte contribution to the processes of purchasing and pro-
viding palliative cancer care with the goal of reducihg the suffering of both
patients and their families. They will also encourage and inform the proper
audit and evaluation of the services provided.

The development of these guidelines has involved all the professions con-
tributing to the partnership between the health service and the voluntary
sector. They therefore reflect a broad consensus of opinion concerning good
practice in palliative cancer care, and so can be used with confidence.

CRAG and the SPAPCC have enjoyed working together on this project.
CRAG will maintain its interest in clinical provision holding, as it does, overall
responsibility for monitoring use of the guidelines. The SPAPCC for its part
will seek to facilitate discussion and implementation of these guidelines.

We commend these guidelines to purchasers, providers, and practitioners,

so that by their use all who require palliative cancer care will have access to
it and benefit from it.

o f e Biel Kl

SIR THOMAS J THOMSON R E KENDELL

Honorary President Chief Medical Officer

Scottish Partnership Agency Chairman

for Palliative and Cancer Care Clinical Resource and Audit Group

January 1994
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SECTION 1
THE GUIDELINES - PURPOSE AND PROCESS

“You are entitled to the highest standards of care possible for your-
self, your family, and your friends.”

| The Patient's Charter

PURPOSE

1.1 These guidelines are published to facilitate the provision of palliative
care so that it is available throughout Scotland, at the highest standards pos-
sible, to-all those whose health and well-being can benefit from it. While it
is true that palliative care is currently provided mainly for people suffering
from cancer, it is increasingly recognised that people suffering from a range
of other life-threatening diseases can also benefit from it.

1.2 These guidelines focus on palliative care for cancer patients, recog-
nising that 1 in 3 people in the population in Scotland will develop cancer,
and 1 in 4 will die from cancer. For this significant proportion of the popula-
tion suffering can be reduced and quality of life enhanced by the provision of
good palliative cancer care.

These guidelines should enable purchasers

O when undertaking needs assessment to recognise palliative

' care as an integral part of services appropriate for cancer
_patients and others; ' '

O  to recognise palliative cancer care as a potentially beneficial
intervention for ensuring quality of life and reducing undue mor-
bidity; and |

O when negotiating contracts to ensure that the factors underpin-
ning the effective provision of high quality palliative care, and
the factors facilitating good practice in palliative care, are taken
into account in contracts, and theirimplementation apprdpriately
resourced.



These guidelines should enable providers

O  torecognise good practice in the nature, scope and standards
of palliative cancer care currently provided by services and staff
within their units; |

O todevelop local protocols for palliative cancer care and secure
matching resources; and

O toensure that organisational systems and resources are in place

to allow the protocols to be implemented.

These guidelines should enable those who practice palliative cancer care

O  to become involved in the development of local protocols and
their implementation;

O to ensure, with prbvider management, that organisational
systems, staff, and other resources are appropriate and suffi-
cient for the implementation of the protocols; and

O 1o establish mechanisms to monitor the application of the pro- .
tocols and to evaluate their effectiveness.

PROCESS

1.3  The project was developed by a joint steering group of CRAG and the
SPAPCC. Members are listed on Annex 1. The guidelines, and in particular
the consensus statements in Section 4, were first developed'at a workshop
of professionals from all the relevant disciplines working in palliative cancer
care (see Annex 2). Patients’ views had been previously sought (see
Annex 3) and are woven into the consensus statements. The method
employed at the workshop is set out in Section 3.

1.4  The guidelines in draft form were then fully discussed and amend-
ments made at a conference of 140 people from throughout Scotland (see
Annex 4). Representatives came from health boards, NHS trusts, SOHHD,
Royal Colleges, national charities, local voluntary organisations, consumer
groups, and palliative and cancer care units and services. The Chief of
Cancer and Palliative Care in the World Health Organisation acted as adviser
and made a key presentation to the conference, bringing invaluable insights
from a wider perspective.



1.5  The guidelines are now published jointly by the Clinical Resource and
Audit Group of The Scottish Office Home and Health Department (CRAG)
and the Scottish Partnership Agency for Palliative and Cancer Care
(SPAPCC). They are commended to purchasers, providers and practition-
ers in order to facilitate

needs assessments
local protocols
standard setting
monitoring and review

© 00O

1.6  Responsibility for the monitoring and maintenance of these guidelines
will rest with CRAG. The SPAPCC will be available to advise those devel-
oping local protocols.

1.7 Aswithall clinical guidelines these should be seen not as the last word
but as dynamic and evolutionary. Their overall purpose is to maximise the
benefit for the greatest number of people and achieve the optimal standards
of treatment and outcome, and the highest quality of care.



SECTION 2
PALLIATIVE CANCER CARE

2.1 DEFINITION AND FUNCTION
An Expert Committee of the World Health Organisation in 1990 drew up a
definition of palliative care, stating its goal and indicating its function.

“palliative care is the active total care of patients whose disease is not
responsive to curative treatment. Control of pain, of other symptoms,
and of psychological, social and spiritual problems is paramount. The
goal of palliative care is achievement of the best possible quality of life
for patients and their families. Many aspects of palliative care are also
applicable earlier in the course of the illness, in conjunction with anti-
cancer treatment. Palliative care | |

O affirms life and regards dying as a normal process;

O neither hastens nor postpones death;

O  provides relief from pain and other distressing

~ symptoms;

O integrates the psychological and spiritual aspects of patient
care;

O offers a support system to help patients live as actively as
possible until death; and

O offers a support system to help the family cope during the
patient’s illness and in their own bereavement.”

It will be seen from this definition that palliative care is not somehow switched
on at a particular point during the progression of the iliness. Palliative care
is provided across a range of settings and its functions are different at par-
ticular points.

O It may inform the approach to care in the early stages.
O Itsknowledge and skills may benefit people’s quality of life during
- curative treatment.
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O  ltreaches its full potential when disease no longer responds to
curative treatment.

These different functions of palliative care appropriate to the different stages
of illness are set out in the consensus statements in Section 4.

Other terms used in relation to palliative care include
O palliative medicine - the medical practice of palliative care recog-
nised as a speciality in the United Kingdom by the Royal Colleges
of Physicians. ‘

0 pailiative treatment - active treatment or intervention designed
to relieve suffering resulting from disease. It may include treat-
ment by radiotherapy, chemotherapy, or surgery.

O terminal stage - the stage when there is steady deterioration in
the patient’s condition and death is close.

22 HISTORY AND DEVELOPMENT IN SCOTLAND

2.2.1 The main period of development of units'and services providing spe-
cialist palliative care began in Scotland in the 1970s. Before that the Marie
Curie Memorial Foundation and the Order of the Sisters of Charity were pro-
viding care for people with cancer. Many of the initiatives in the voluntary
sector led to the establishment of hospices. These initiatives recejved wide-
spread and continuing support from local communities both in recruitment of
volunteers and in financial provision.

2.2.2 Developments during the late '70s and early '80s in both the NHS and
voluntary hospice sectors concentrated mainly on the provision of in-patient
care during the terminal stage of iliness. As it became clear that with effec-
. tive pain control and sound support many people could be cared for at home,
so home-care nursing services were developed by Cancer Relief Macmillan
Fund and Marie Curie Cancer Care. Inturn it was seen that home care nursing
could be complemented by day care provision. Many hospices initiated day
care and some offered day care prior to opening their in-patient units.

2.2,.3 Specialist units for palliative care in the hospital setting were pioneered
within the NHS with units in, for example, the Royal Infirmary, Dumfries.
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Specialist nurses providing hospital support, liaison between hospital and
community, or specialist breast care nursing are now developing the prac-
tice of palliative care in district general hospitals and regional cancer centres.
Current palliative cancer care units and services in Scotland are set out in
Annex 5. |

2.2.4 The development of hospices, hospital units and paliiative care ser-
vices in the community required the recruitment of an increasingly wide range
of professional staff. Many of the early initiatives in education and training
were based in these units and services which also provided students with
clinical placements. As a result the skills-mix of palliative care staff now
includes clinical nurse specialists, consultants in palliative medicine,
Macmillan and Marie Curie Nurses, clinical psychologists, social workers,
chaplains, educators, physiotherapists, occupational and speech therapists
and pharmacists. More education courses are provided or are being planned,
to meet the increasing demand. More detailed reference to this is made at
paragraph 4.1.5.

2.25 Accompanying this expansion in the number and range of profes-
sionals involved in palliative care has been the growth of support groups of
people with cancer and their carers, and volunteer workers fulfil many roles.
ft\lthough these early developments were largely unco-ordinated, leading to
a wide variation in provision, all the bodies and organisations involved in pal-
liative care are now Seeking to collaborate through their membership of the
~ Scottish Partnership Agency for Palliative and Cancer Care, established in
1991. The existence of the SPAPCC has helped to ensure that palliative care
is on the agenda of the National Health Service in Scotland. The Scottish
Cancer Co-ordinating and Advisory Committee, recently established by The
Scottish Office Home and Health Department, recognises that palliative care
services must be fully integrated as part of the total spectrum of services for
cancer patients in Scotland. '

2.2.6 When cancer services in Scotland were last the subject of a major
review the report, published in 1979, acknowledged the need to include re-
habilitation and terminal care within the spectrum of services. Ina sense these
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two terms are today re-cast in the term palliative care and it is again recog-
nised that palliative care is not an optional extra but a core component in
cancer services.

2.3 ~ Assessment of Need

2.3.1 Statistics available from Information and Statistics Division of the
Common Services Agency provide details of the burden of cancer in the
Scottish population, including geographic distribution and hospital of first
treatment, for use in needs assessment and in developing strategies for care
provision. Recentfigures publishedjointly by the Cancer Research Campaign
and the Scottish Cancer Registration Scheme show that in 1990 there were
31,000 new cases of cancer registered in Scotland. 15,000 people died from
cancer in 1991. The 5 year survival rate for all cancers in Scotland from
1983-87 was 37% for men and 47% for women. Projected increases in the
incidence of cancer during this decade are considerable.

2.3.2 Taken together, these statistics indicate that the need for increased
provision of palliative cancer care must be carefully assessed and the
resources required strategically planned. Selected statistics of cancer inci-
dence in Scotland are set out in Annex 6.
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SECTION 3
CONSENSUS GUIDELINE DEVELOPMENT

3.1  The method of approach to the development of consensus guidelines
was planned by a steering group (see Annex 1) and the guidelines were
initially drafted af a workshop attended by representatives of all of the pro-
fessional disciplines working in palliative cancer care (see Annex 2).

3.2  Participants atthe workshop were asked to consider and identify those
factors which facilitate good practice in palliative care. To do this effectively
discussion focused on the key points in a person’s experience of cancer at
which good practice in terms of active total care may be defined. These key
points merge into 3 stages

O  diagnosis and treatment _
O  discharge, care in the community, and recurrence of iliness
O  terminal stage of illness, dying, and bereavement support.

Key themes for good practice emerged which were common to each stage.
These themes are dealt with in Section 4 as

'O factors which underpin the effective provision of palliative care.

There were otherfactors specific to each stage. These are dealt with in Section
4 as

O factors which facilitate good practice in palliative care

3.3 . A Palliative Care Matrix was provided at the workshop as a tool to
bring together in a working relationship the range of agents conducive to
effective palliative care, and the stages at which these various agents may
be needed. The matrix is set out in detail in Annex 7 and is discussed in para-
graph 4.1.8 below.
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3.4  Following the workshop the draft guidelines in the form of consensus
statements were circulated to all workshop participants for a further check
before being produced as the draft guidelines for discussion at the Consensus
Conference in April 1993. Delegates attending the Conference are listed at
Annex 4. The guidelines now published are the result of a thorough process
of discussion and consultation among those working in palliative care and
also those working in related fields.
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SECTION 4
CONSENSUS STATEMENTS

41 FACTORS WHICH UNDERPIN THE EFFECTIVE PROVISION OF
PALLIATIVE CANCER CARE

4.1.1 FOCUS ON THE PATIENT

The Patient’s Charter states unequivocally

“You are entitled to be involved so far as is practical in making deci-
sions about your own care, and whenever possible given choices”.

In the effective provision of palliative care this patient-focused approach is
far more than a commendation or entittement. At the heart of palliative care
is the belief that the involvement of the patient and family is an essential pre-
requisite to the planning and provision of care. Such involvement allows for
the establishment and maintenance of an agreement between patient, family,
and practitioners. In this context the uniqueness of each individual patient
can be understood and respected to the point where an individual’s choices
about care can be identified and, wherever possible, met. Palliative care
should follow the patient’s chosen path and accompany the patient at his or

~her pace. These guidelines seek to address people’s needs at whatever age.
Section 4.3 is concerned specifically with the needs of children.

4.1.2 COMMUNICATION

The patient-focused nature of palliative care leads naturally to recognition of
communication as the essential means of establishing and maintaining trust
and confidence. Good communication begins with unconditional listening. 1t
requires listening with care, clarifying questions and responding directly to
them with openness and honesty. Communication is enhanced by the envi-
ronment in which it takes place; by the availability of sufficient time; and by
the attitude of the practitioner.
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Patients should be able to talk about their illness whenever they wish although
this need may be intermittent. The continuous availability of open lines of
communication allows for the reception of information to develop into the per-
ception of truth. Its function at this point is to encourage the capacities for
coping and those inner and mutual strengths which bring therapeutic
benefit. Good communication is essential at all of the key points of clinical
contact. Failure of communication may prevent the development of rela-
tionships which can help sustain patients through their illness.

4.1.3 TEAMWORK

Palliative care is concerned with the whole person - a person’s body, mind,
emotions, social and family context and spiritual values. The interplay among
all the components of the human condition is fully recognised in palliative
care. |t follows that the provision of palliative care, in order to meet the inter-
related needs of the whole person, must itself be inter-related in its practice.
Professional people with knowledge and skills ranging from medicine and
nursing, the psycho-social and the spiritual, must act as a team with good
communication and full co-ordination throughout. Each will know the func-
tion of their own skills. Each should understand the limitations of their own

skills. Each should recognise the functions and potential of the skills of
others.

4.1.4 Teamwork is essential as, over time, each patient encounters many
different clinical contacts. Good communication between team members
working in a range of different settings is a pre-requisite for continuity of care.
Teamwork in palliative care is complex. As in all health care the general
practitioner is the patient’s doctor. Normally, in the provision of palliative
care at home, the general practitioner will involve others in the team as nec-
essary. Different team members will have greater involvement at various
times. Specialists with particular skills may join the team briefly, or for spe-
cific purposes, and volunteers can provide support and companionship to
complement the professional input. It is the patient himself or herself, together
with spouse, family, or close friends who remains the central focus through-
out. ltis by continuing to focus on the patient thatany team, however wide-ranging
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in skills or settings, will be able to ensure the quality of life and continuity of
care which are the twin objectives of palliative care.

4.1.5 EDUCATION, TRAINING AND STAFF SUPPORT

Each of the factors which are needed to-underpin the effective provision of
palliative care are dependent on staff who can constantly refresh their atti-
tudes, sharpen their skills, and up-date or deepen their knowledge. There is
now a well developed body of knowledge in the field of palliative cancer care.
Specific skills in pain and symptom management, in communication and
psycho-social support, and in rehabilitation can be developed to varying levels
appropriate to different situation's. For example

O  for those who encounter the need for palliative cancer care in
general clinical practice or in other specialities;

O  for those wishing to develop a special interest in the practice of
palliative cancer care while remaining in general clinical prac-
tice or in other specialities; and

O  for those intending to work full-time as specialists in palliative
cancer care in hospital, hospice or community settings.

4.1.6 Those responsible for staff working in this field should ensure that suf-
ficient opportunities are created for initial training, for clinical up-dating, and
for professional development. Clinical directors and managers should also
ensure that systems for managementand support of staff are designed, estab-
lished and maintained appropriately to meet the special needs which can be
experienced among staff working in this field.

4.1.7 CARE FOR CARERS

‘The focus of palliative care on the individual patient must include those caring
forthe personin whatever setting or relationship. The needs of carers require
to be known, understood and met. Any local protocol should identify local
resources for carers’ support, and ensure that the primary health care team,
or social work care managers include this in their care plan.

18



4.1.8 QUALITY OF LIFE AND CONTINUITY OF CARE

The goal of effective palliative care is the achievement of the best quality of
life for patients and their families, through a continuous process of care. This
requires both careful planning and continued review of the provision of care.
The Palliative Care Matrix (see annex 7) sets out the axes along which the
components of quality of life and continuity of care are set in a matrix rela-
tionship with 6 key points of clinical contact. The matrix helps to clarify the
components of care needed at each stage. Its use will encourage structured -
discussion and agreement about the factors which make for good practice in
palliative cancer care. The matrix is proposed as a tool to assist in the devel-
opment of local protocols and the review of palliative care provision.

42 FACTORS FACILITATING GOOD PRACTICE IN PALLIATIVE
CANCER CARE

4.2.1 At diagnosis and during treatment

O  an understandable éxplanation

The patient’s right to a truthful diagnosis should be respected. The Patient’s
Charter states

“You are entitled, if you want, to accurate, relevant and understand-
able explanations of:

@) what is wrong

O what the implications are

o) what can be done

o) what the treatment is likely to involve

and, if you wish, a second opinion.”
O  the implication of symptoms
General practitioners should ensure that there is adequate time and oppor-

~ tunity for discussion of the implication of symptoms and exploration of the
patient’s initial reactions and questions.
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O  patient’s current understanding
General practitioners should ensure that consultants are aware of the infor-
mation already given, and the probable level of the patient’s current under-
standing of their situation.

O  rapid diagnosis
All hospital investigations should be conducted as soon as possible.
Appropriate resources for rapid diagnosis must be available and specific time
should be set aside for urgent referrals. There should be no avoidable delay
in informing the patient and the GP after diagnosis is made. There should be
no avoidable delay in initiating treatment where treatment is necessary.

O  trust and confidence
Consultants should ensure that the environment of the diagnostic consulta-
tion and the way in which the diagnosis is conveyed to the patient are con-
ducive to establishing trust and confidence. The presence of a spouse or
friend may be helpful. When appropriate information should be provided for
the patient to keep. This may be a leaflet or a tape recording. -

O  grounds for hope
Communication of a truthful diagnosis should be made in such a way as to
promote a positive outlook and to allow for appropriate use of denial by the
patient. Those communicating a diagnosis should be sensitive to the patient’s
psychological needs which may change with time.

O  consistent response
There must be effective and rapid communication among all members of the
hospital and community teams to ensure a consistent response to the patient’s
questions. The patient should always have access to members of the health
care team.

O  plan for management
The complete diagnosis and plan for management should be communicated
to the general practitioner as soon as possible. The hospital's interpretation
of the patient’s understanding of the plan for management should be con-
veyed at the same time. ' '
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O  right to confidentiality
The patient’s right to confidentiality must be respected. The patient should |
be the first to know the diagnosis unless there are exceptional circumstances.

O  sources of support .
The patient should be advised of sources of support including the resources
of other professions, and the availability of support organisations.

O  treatment options
All available treatment options should be fully set out in discussion with the
patient. Informed consent should be sought for any treatment to be used,
and the right to refuse treatment should be respected.

- O symptom management |
It should be made clear that appropriate symptom management will be pro-
vided both during treatment of the disease and afterwards.

O  the patient’s carers _
The needs of the patient's carers for support should be assessed and decided
jointly between the family, hospital or hospice staff and the primary health
care team together with a social work assessor. Appropriate levels of support

should be planned at an early stage and provided as soon as the need
arises.

4.2.2 ON DISCHARGE FROM HOSPITAL - CARE AT HOME - WHEN
ILLNESS RECURS

O  continuity of care

. Discharge planning undertaken between hospitals and community should
begin on admission and the patient and relatives should be involved.
Necessary information should be communicated from one setting to the other
to facilitate continuity of care.

O  key contact and key carer
After discharge the primary health care team should agree with the
patient and the carer who should be their contact person responsible for
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co-ordinating services. Also the key carer in the home/family setting should
be identified and links between the contact person and the key carer should
be forged.

O  assessment of needs
As soon as the patient returns home there should be an assessment of needs
with particular reference to current or anticipated pain and symptom man-
agement, emotional and psychological support, equipment, and financial and
related resources required. The situation should be regularly reviewed.
Health service and social work personnel will need to collaborate in the
assessment and review of need. The National Health Service and Community
Care Act 1990 is relevant at each stage.

O rehabilitation
Rehabilitation concerning the activities of daily living and communication
should be given early consideration where appropriate. The aim should be
to enable patients to achieve maximum independence according to their abil-
ities, habits, values and interests. The specialist skills and resources of phys-
iotherapists, occupational and speech and language therapists can do much
to re-establish and maintain quality of life. )

O  specialist palliative care services
Identification of the patient’s needs and of the appropriate resources to meet
these needs may require advice and input from specialist palliative care
services. Referral to a palliative care unit or service should be considered
wherever possible before critical events occur.

O  fear of being abandoned .
The fear of being abandoned can erode a patient's sense of well-being.
Regular contact with the general practitioner or other key member of the
primary health care teamis desirable. The companionship offered by support
groups should also be considered.

O  whenillness recurs
When illness recurs the general practitioner should have quick and easy
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access to the hospital or hospice team for further assessment and help with
management as required.

-~ O crucial requests ,
Throughout this period those in close professional contact with the patient
should be sensitive to reading the signals given by the patient and carers.
The patient or carer may communicate crucial requests for information, under-
standing or reassurance by metaphor, or non-verbally.

4.2.3 DURING THE ILLNESS - TERMINAL STAGE - BEREAVEMENT

O  gentle acknowledgement ,
When patients or relatives, perhaps in their growing acceptance of the situ-
ation, pose questions indicating their awareness that remaining life-span is
short, gentle acknowledgement of the truth should be shared.

O  unfinished businéss
Acknowledgement will allow unfinished business to be attended to. Such busi-
ness may range from making a will and other financial arrangements to rec-
onciliation of broken relationships. Expert help should be made available if
requested.

O  choices of setting
The aim is to make it possible for the patient’s choice of setting at this time
to be respected. Allowances should be made for a change of mind by the
patient and the carers.

O  companionship
The dying patient may fear being alone. As far as possible such fears should
be allayed, reassurance given and suitable arrangements made. The patient’s
preference for a particular member of the team should, so far as possible, be
recognised and respected.

O  specialist palliative care services

 Throughout this time the effectiveness of pain and symptom management
should be kept under constant review along within the level of psycho-social,
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spiritual, and family support. This will normally be done by the primary health
care team and relatives. Later they may need to refer to specialist palliative
care staff or services for advice or support.

O  speedy and flexible responses
Specific needs for equipment, home help, night-sitter, may develop suddenly;
Prior planning should attempt to anticipate this with arrangements made for
a speedy and flexible response.

O anticipatory grief
The patient, spouse, close relatives and friends may begin to experience a
sense of loss (anticipatory grief) before a person dies. Acknowledgement
of this and discussion with someone skilled in counselling can reduce the risk
of undue suffering later on.

O  other cultures - ethnic groups - religious faiths
A patient whose roots are in another culture, who belongs to a specific ethnic
group, or whose religious faith is expressed in specific practices, should be
enabled to receive the support and care available from the relevant church,
ethnic community, or cultural institution. ‘

O  at the time of death
When dying takes place in hospital or in a home or hospice, relatives and
close friends should be able to be present and to have privacy. Professional
support should always be available nearby.

O  care after death ‘
Professional staff should be ready to undertake a range of tasks immediately
after death takes place. These will include arranging for viewing the body in
suitable surroundings; answering questions about the cause and manner of
death; providing necessary certificates spéedily; and assisting if necessary
with contacting relevant agencies, e.g. funeral directors.

O  inform the GP
When death has occurred away from the home setting, a system should exist
to inform the GP, district nurses and others involved in the person’s care
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within 24 hours. Conversely when death occurs at home the hospital should
be informed.

O . invitation to return
When death has occurred in a hospice or hospital relatives may wish to return
or keep contact with staff. This wish may not be expressed and so an invi-
tation to return should be offered. '

O  grief reaction \ _
In the early stages of bereavement the primary health care team and other
related professionals should identify those who may experience grief reac-
tion. The help of clinical psychologists, clergy or bereavement counsellors
should be offered. It should be recognised that after the initial stages of
bereavement many people feel abandoned. The need for continuing support
should be identified wherever possible and help offered.

4.3 SPECIAL NEEDS OF CHILDREN

4.3.1 Children have distinctive needs for palliative care both as patients
themselves and when a parent, brother or sister or other close relative is the
patient. The number of children developing cancer each year in Scotland is
small, and cancer services for this group of patients are well developed. These
are based at the three United Kingdom Children’'s Cancer Study Group
centres. A co-ordinated team approach is the normal practice so that on-
going care and, where appropriate, palliative care is provided by members
of the same team. This is possible because a much higher proportion of chil-
dren than adults with cancer can be cured. The number in need of palliative
care is consequently relatively small. (Children however suffer from a number
of often inevitably fatal diseases eg chronic neurodegenerative disorders,
where the principles of palliative care are equally relevant.)

4.3.2 Communicating with children and their families places distinctive
demands on members of the team who must consider

O  the needs of the parent or carer of the child;

O  'the needs of the children of cancer patients;
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O  the developmental stage and needs of the child; and

O  the effect on siblings and the family network.

4.3.3 Needs of the Parent or Carer _

Some parents require help with finding ways in which to communicate effec-
tively with their sick child. Support is essential to help to maintain open com-
munication and give them confidence at a time when they may otherwise feel
quite helpless.

4.3.4 Needs of the Children of Cancer Patients

The needs of children when a parent or carer has cancer are sometimes
neglected in the belief that they are too young to understand or that their
natural resilience will carry them through. Support should be available to
enhance open communication, appropriate to the child’s level of under-
standing, within the family both during illness and in bereavement.
Counselling should be available for children when necessary and the help of
a child’s school teachers should be obtained.

4.3.5 Developmental Stage and Needs of the Child

The developmental stage of the child patient or child of a cancer patient should
be fully taken into account in assessing the needs of the family as a whole
and in attempting to meet these needs.

4.3.6 Effects on Siblings and the Family Network

The impact of diagnosis and treatment of a child with cancer on the family
members, including the extended family, should be considered and support
offered. Treatment centres have self-help support groups for parents and
short-term groups for siblings. The needs of bereaved families can often be
successfully addressed in a support group.

4.3.7 Resource Material
A lot of written material is available for children and young people which
includes information about the disease and also about feelings. The Malcoim
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Sargent Cancer Fund for Children and The Butterfly Programme are sources
of books and videos suitable for children of various ages.

4.3.8 Adolescents

Currently the needs of this group are not well served. When inpatient treat-
ment is necessary adolescents often are either too old for, and feel out of
place in, children’s wards or are too young and equally inappropriately placed
in an adult ward. The aim should always be to try to meet the needs and
wishes of the individual, ideally in an adolescent unit. The emotional trauma
of diagnosis and treatment may be particularly acute for an adolescent.
Anxieties about body image are common and should be addressed along
with the patient’s other needs. Appropriate support should be given. The ado-
lescent patient’s right to confidentiality and privacy should be respected and
decisions about treatment should take into account the wishes of the young
patient in the same way as for an adult.

4.3.9 Choice of Setting for the Terminal Stage of lliness
As with the adult patient the wishes of the family and the patient should be
respected, recognising that changes of mind may occur.

4.3.10 Teamwork - the extended network

In paediatric oncology as in other cancer services the need for a team
approach is paramount. This should extend from within the treatment centre
to the team in the community and should include appropriate school staff who
may know the patient and havé ongoing contact with siblings.

27



"SECTION 5 |
IMPLEMENTATION - RESOURCES

51 RESOURCES
The resources required to pfovide palliative cancer care include

O  specialist staff, units, and services
O  organisational systems
O  education, training and staff support

5.2  STAFF, UNITS AND SERVICES

Staff with specialist training in palliative cancer care are mainly nurses and
doctors. Paramedical staff, social workers, and chaplains have also devel-
oped special expertise, and some professional staff are developing skills in
certain complementary therapies. Specialist staff may be based in, or avail-
able in different settings in a range of different services. These include

O  the community, and community hospitals

O

surgical, medical, and gynaecological wards in district general
hospitals

palliative care units in or associated with district general hospitals
regional cancer centres

hospices, including inpatient and day care services

nursing and residential homes

ON GO

Staff working in general clinical practice or in other specialities may also
develop a special interest in the practice of palliative cancer care, providing
this in their own setting. They often work with the support and under the guid-
ance of a specialist in palliative care.

5.3 ORGANISATIONAL SYSTEMS

Patients who need palliative cancer care may move through many and some-
times all of the settings described above. Systems ensuring communication
between all of these settings are essential, to give patients a sense of
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continuity of care and to ensure fully effective progréssion' of treatment. The
information provided to the patientand the carers should be clear and accurate
enabling them to retain a sense of autonomy and involvement in decision-
making at each stage.

5.4  Palliative care should be provided according to protocols derived from
these national guidelines and agreed locally. The operational policies of each
unit or service involved should be known to and fully understood by every
other.

5.5 EDUCATION, TRAINING AND STAFF SUPPORT
This is dealt with above, at paragraph 4.1.5.
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SECTION 6
IMPLEMENTATION - MONITORING, EVALUATION AND AUDIT

6.1 ltis the objective of these guidelines to facilitate the provision of pal-
liative care so that it is available throughout Scotland, at the highest stan-
dards possible, to all those whose health and well-being can benefit from it.

MONITORING

6.2 The Clinical Resource and Audit Group will have overall responsibility
for the monitoring and review of the use made of the guidelines. In doing
so CRAG will take advice on the effectiveness of the guidelines from, among
others, the Scottish Partnership Agency for Palliative and Cancer Care. The

objectives of monitoring the use of the guidelines and of evaluating their effec-
tiveness are '

O  to ensure that appropriate purchasing strategies for palliative
care services are in operation throughout Scotland;

O  tofacilitate the establishment and mai_ntenahce of audit, includ-
ing quality of care and patient outcomes; and

O  to evaluate palliative care provision against assessed needs.

6.3 NEEDS ASSESSMENT

Purchasers must undertake an-assessment of the burden of cancer within
their population and the consequent need for cancer care. Itis widely accepted
that about 70% of cancer patients will require palliative care. The statistics
required for needs assessments and guidance on their interpretation are
available from the Information and Statistics Division of the CSA (see para-
graph 2.3 above and Annex 6). SPAPCC is aware that, by Spring 1993,
Grampian and Highland Health Boards had undertaken palliative care needs
assessments, and Greater Glasgow Health Board had included palliative care
in its cancer needs assessment.

6.4 THE PURCHASING STRATEGY
These guidelines, and particularly the consensus statements set out in
- Section 4, are recommended for use by purchasers to establish the nature,
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scope and range of palliative care services required for their population. The
guidelines indicate the key points of clinical contact and the range of provi-
sion which is required at each. They also outline the agents available for
effective palliative care provision, the skill-mix of personnel, and the range of
services appropriate both for hospital and community. The purchasing
strategy should be worked out in joint discussion between purchasers and
existing or potential providers. |

6.5 LOCAL PROTOCOLS

Palliative care services should be provided according to protocols which are
consistent with these guidelines and agreed locally. Within each service the
optimal standard of care should be agreed having regard to current knowl-
edge about the most effective and efficient practice and to the available
resources. Clinical audit should be included in each contract, to enable the
quality of care and clinical outcomes to be demonstrated and continuing
improvements in patient care to be secured.

6.6 CLINICAL AND OTHER OUTCOMES
The aims of palliative cancer care include

O  relief of undue suffering

O  enhancement of quality of life

O  provision of choice in the management of the illness and its con-
sequences.

Achievable and measurable outcomes include

O It should be possible to achieve control of pain for 95%-98% of
those suffering cancer pain.

O  Within 24 hours of transfer from hospitél to home the GP should
receive information indicating what the patient understands of
his condition; diagnosis and prognosis; present medication; and
guidance on re-referral.

O It should be possible to measure to what extent expressed
desires about the place of death are met, and if not met, to iden-
tify why not and to take action to improve the situation.
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Other outcomes are equally desirable, but are more difficult to measure.
Measures which include qualitative and anecdotal material should be devel-
oped. Such outcomes might include among others

O maintaining a person’s sense of autonomy and involvement in
making choices and decisions about the management of iliness;

O  health gain measured by a reduction of severe morbidity among
the bereaved; and

O  the use of coping strengths in individuals and among families in
facing distress and grief.
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SECTION 7
CONCLUSION

The provision of good quality palliative cancér care can reduce the burden
of suffering for many people with cancer and also for those who care for them.
Pain and physical symptoms can be controlied, and the capacfty of people .
to cope with iliness can be invoked with remarkable effect. These guide-
lines have been developed and are now recommended as a means of improv-
ing the whole experience of cancer among the population of Scotland.
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ANNEX 3

PATIENTS’ AND CARERS’ VIEWS

A group of patients and carers, all of whom were actively involved in cancer
support groups, were asked to discuss the palliative care matrix and to make
suggestions for good practice from their point of view. Their views were then
fed into the Guidelines Workshop discussions and are summarised below in
relation to each of the key points of clinical contact.

KEY POINTS OF CLINICAL CONTACT

Pre - diagnosis

Most patients and relatives were aware that cancer was a possible diagno-
sis, although this was not generally discussed by the doctor. Waiting for
results of tests or the next appointment were seen as more stressful than
actually being given a diagnosis of cancer.

Suggestions for good practice were made. These included

O  Doctor (usually GP at this point) could discuss fears of possi-
bility of cancer. '

O  Cut down wait for tests. It may be possible to include quality
control measures such as maximum waiting time for chest x-
rays, biopsy results, CT scan etc.

O  Be given information on when results will be available, and how
you will receive them eg clinic appointment, in the mail etc.

O  Speed up results of tests eg phone, fax.

O Information onrelevant support services, eg CancerLink, Breast
Cancer and Mastectomy Association, cancer support groups etc.

O It would be useful to have an identifiable “link” person to put
-questions to after consultation eg practice nurse.

All this would help prepare patient/relative for the diagnostic consultation.
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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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