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Abstract

This report, performed in the context of the completion of the masters in Palliative Care,
presents the activities and learning experiences that I have acquired during the months of
training in the different settings of palliative care. This internship was performed at St
Catherine’s Hospice (Inpatient unit, Day hospice and Community team) and with the National
Health Service of East Surrey Hospital Specialist Palliative Care Team. Alongside the
institutional involvement, internship activities had other levels of action: the needs of training
of the healthcare professionals of the Inpatient Unit of St Catherine’s Hospice, with a
realization of a training session in Agitation and Restlessness; and the need for updating
through the realization of a systematic study on continuous subcutaneous infusion by syringe
driver for symptom control at the end of life, a reality with little dissemination and

implementation in Portugal, according to my experience.

All activities contributed to personal and professional changes, especially in terms of
conceptualization and clarification of the following components: the importance of team work
to the efficiency of the Palliative Care network (how the different palliative care settings
interact with each other in an efficient manner) for better palliative care; communication as a
beginning, a middle and an end; the importance of community care and symptomatic control
for improved quality of care. The study case, that allowed me to deepen the reflections about
my daily experience during this internship, permitted me to see evidence of how complex it is

to provide holistic care to patients, family and carers, as an inseparable unit of intervention.



Resumo

Este relatorio, realizado no contexto do terminus do mestrado em Cuidados Paliativos,
apresenta as actividades e experiéncias de aprendizagem adquiridas durante os meses de
estagio em diferentes ambientes de prestacao de cuidados paliativos. Este estagio realizou-se
no Hospicio de St Catarina (unidade de internamento, hospicio de dia e com a equipa da
comunidade), e com a equipa de cuidados paliativos do Hospital de East Surrey do Servigo
Nacional de Saude. A par do envolvimento institucional as actividades realizadas tiveram
outros niveis de actuagdo, que vao desde avaliar as necessidades de aprendizagem da equipa
de profissionais de saide da unidade de internamento do Hospicio de St Catarina, com a
realizacdo de uma sessdo de educacdo para a saude; até a necessidade de actualizacdo através
da realizagao de uma revisdo sistematica sobre a infusdo subcutdnea continua por bomba
infusora para o controlo de sintomas no fim de vida, realidade pouco divulgada e implementada

em Portugal, de acordo com a minha experiéncia.

Todas as actividades realizadas contribuiram para mudancas pessoais e profissionais,
especialmente no que diz respeito a conceptualizagdo e clarificagdo dos seguintes
componentes: a importancia do trabalho de equipa para a eficiéncia da rede de cuidados
paliativos (como os diferentes ambientes de prestacao de cuidados paliativos interagem de
forma eficiente); a comunica¢do como um principio, um meio ¢ um fim; a importancia do
cuidado na comunidade e do controlo sintomatico para melhorar a qualidade dos cuidados
paliativos prestados. O estudo de caso permitiu-me aprofundar as reflexdes acerca da minha
experiéncia didria durante este estagio, e permitiu-me observar a evidéncia do qudo complexa
¢ a prestacdo de cuidados holisticos ao utente, familia e cuidadores como uma unidade de

intervencao inseparavel.
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Internship Report on Palliative Care

Introduction

This paper work is being done in the context of the masters in Palliative Care started in 2011
at the Catholic University of Portugal in Lisbon, and it’s part of the second year of the masters,
constituted by 60 ECTS, 15 of witch theoretical and practical, dedicated to the Methodologies
of Research and the other 45 to the elaboration of an original dissertation of scientific nature,
of a project, or of an internship and its report. Considering the various possibilities I chose the
internship and its report. It’s in a practical context that we learn to inter-relate the theoretical
knowledge with the knowledge that comes with the practical and personal experience (SOUSA,
2002). The curricular internship it’s a learning experience in which we improve our technical
competencies through error, reformulation and continuous update of the proposed goals, which
contributed for some changes to the original project that will be described in this document.

The descriptive method is the one used for the elaboration of the report.

The purpose of this paper is to describe how the general and specific goals, for the 300 hour of
internship, were achieved and how they helped me improve my learning process and perfect

my performance as a palliative care nurse.

The broader internship period was at St Catherine’s Hospice, inpatient unit, but shifts where
also done at the Day Hospice, with the Community Care Team, and at East Surrey Hospital
with the Specialist Palliative Care Team. This allowed me to have a better perspective of how
the different settings work as palliative care providers and how they interrelate with each other.
Doing this internship enabled me to broaden the knowledge of the palliative care reality in the
UK, how acute setting relates and refers to Hospice, how the community teams refer and relate
to Hospice inpatient unit and Day Hospice, and how Hospice Inpatient Unit relates and refers
to Day Hospice. It also allowed me to observe and experience the dynamics of the different
settings in providing palliative care. This internship was a great personal and professional
experience and, although nowadays the Palliative care philosophy in Portugal is more
disseminated and spread, making direct contact with the weight that Palliative Care as on the
daily activities of the English National Health Service was very intense, full of learning

experiences and very rewarding.

The report is constituted by the introduction; locals and description of the organizations where

the internship took place and period of duration of the internship and hours dedicated to
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different activities; goals and strategies/activities done to reach them, with respective analysis
and evaluation; and conclusion with discussion of the main implications, positive aspects and

limitations of the internship.
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2-Locals and description of the organizations and period of duration of the
internship

The masters in Palliative Care, as referred in the introduction, was initiated in 2011, meanwhile
my professional and personal life changed. I emigrated from Portugal to England and became
a registered nurse in an English hospital, but before I went through with this decision I asked
professor Manuel Luis Capelas that if I could manage to find an internship in England I could
do it as part of the masters and the answer was positive. So when I arrived to the National
Health Service East Surrey Hospital and with the masters in my mind I talked with Allison
Maitland, the responsible for teaching at the East Surrey Hospital, and Elaine Edwards the
manager of the Palliative Care Team. Not being possible to do the internship with the hospital
Specialist Palliative Care Team, for various reasons, Elaine Edwards gave me the contact of
Penny Jones the Nursing Director at St Catherine’s Hospice and in conversation with her it was
agreed that I could do the internship there and that the manager of nursing staff of the Inpatient
Unit at St Catherine’s Hospice, David Charman, would be my co-orientator during the
internship. Despite of the impossibility of doing the full internship with hospital Specialized
Palliative Care Team, it was possible to do a 4 day placement and Elaine Edwards supervised

the shifts of the internship done with the Specialist Palliative Care team of East Surrey Hospital.

2.1. Description of St Catherine’s Hospice organization and services offered

St Catherine’s Hospice site describes the institution and the services offered by them, which

are described as followed.

St Catherine’s Hospice is a charity dedicated to providing specialized end of life care and
support to local people, their families, carers and friends. They provide quality hospice care,
free of charge, to people living in Crawley, Horsham, Mid Sussex and East Surrey. St
Catherine’s Hospice is more than just a building, it’s a philosophy of care, alongside expert
medical and nursing care, a person’s practical, emotional, social and spiritual concerns need
care and attention as well. The Hospice care is based on the belief that each person is more than
their illness, and that each individual has a unique physical, emotional, social and spiritual set
of needs. St Catherine’s Hospice goal is to respond to the needs of each individual, helping
people achieve the best possible quality of life. This highly personal, holistic approach to give

care implies time, skill and experience from a multidisciplinary team. The care is given to
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people in the Hospice, their homes and in nursing homes. St Catherine’s hospice specialized
professional team also provides training, advice and support to other professionals. Through
expert assessments and regular monitoring St Catherine’s professional team aims to relieve
pain, symptoms and side-effects of illness; to enable people to receive care, treatment and
therapies directly, wherever they live, through liaison with other healthcare professionals and
by providing 24 hour telephone support; to help people retain their independence, mobility and
sense of control by providing practical help, equipment and advice; to help restore self-
confidence and well-being by giving patients the opportunity to meet socially, gain support
from other in similar circumstances, and benefit from relaxation therapies; to give patients and
their loved ones opportunities to discuss their thoughts and feelings which can relieve fears and
anxieties; to help people plan for the future so that they can enjoy life as fully as possible; to,
where possible, support patient’s carers by providing respite care, giving people a much needed
break from their caring role; to provide open and honest explanation to questions, enabling
people to make informed choices and have greater control throughout the dying process; to
support people as their condition deteriorates, helping families, carers and friends to prepare
for bereavement; to provide ongoing support to families and carers in bereavement, from

simple practical advice through counselling services. (SAUNDERS et al, 1981)

Just over 2.5 million pounds of St Catherine’s Hospice funding is provided by the National
Health Service and they rely heavily on the support of local people, companies and trusts to
raise the rest of their running costs. Each year St Catherine’s Hospice needs to raise 5.5 million
pounds in voluntary income to ensure that they keep providing the vital services to those who

need them.

St Catherine’s Hospice Vision is: “We aspire to a time when every individual can approach
death informed, supported and free of pain”. It’s Mission is: “To lead the community in support
of all those facing death and bereavement”. And its Values are: “We are caring”, “We are

professional”; “We are passionate”; “We are open”; “We are one team”.

St Catherine’s Hospice multidisciplinary team provides a holistic and personalised approach to

the care of their patients, their families and carers.

The community nurses provide practical, hands-on care for patients in their own homes. The
community nurses are the patients primary contact with the Hospice while their at home. They
provide the link between the patient and the rest of the hospice team to ensure most appropriate

support and care. St Catherine’s Community Nurses are experienced nurses specializing in

4
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hospice care. They visit people in their own homes and work alongside General Practitioners
(GP), district nurses and other healthcare professionals who are already involved in the patients
care. The community nurses are based at the main Hospice building but spend most of their
time visiting patients in their homes and meeting other healthcare professionals to ensure the
best possible service. Working with the wither team (medical, counselling, welfare and spiritual
care, occupational therapy and physiotherapists), the community nurses provide a service
covering 7 days a week, that includes specialist advice, assessment and support through home
visits; short periods of practical nursing care for patients at home from 8:00-20:00 (this
practical care aims to provide Hospice care in the home for short periods of time); access to
day services and outpatients, offering the chance to attend Day Hospice, group activities, and
receive medical, counselling and welfare support; more opportunities for patients to attend

short term support programmes which will help improve their quality of life.

The nursing staff has a large team of experienced palliative nurses and nursing assistants who
bring their wealth of experience to caring for people when they are inpatient, attending Day

hospice, or at home.

There are three consultants in Palliative Medicine, Dr Catherine Gleeson, Dr Patricia Brayden
and Dr Amanda Gregory (one of which is the director of medical services), who are responsible
for leading the medical care of inpatients and they offer specialist advice to the community
nurses and other professionals. The team of doctors are Specialty Doctors, that include the local
GP (the local GP with particular interest in palliative care opted to work part time at the Hospice
in order to maintain the skills in end of life), and other qualified doctors who spend time at St
Catherine’s Hospice to gain experience in palliative medicine. Registrars are fully qualified
doctors training to become consultants in palliative medicine. They usually spend 12 months
at St Catherine’s Hospice. The ward doctors are qualified doctors undertaking a four month

placement to gain experience in palliative care.

The Lymphoedema clinic is run by two specialist Lymphoedema nurses, with input from other
members of the multidisciplinary team as necessary. The Lymphoedema outpatient clinic
provides advice and treatment to people who have swelling as a result of surgery or
radiotherapy for cancer. The clinic is a stand-alone outpatient service. GP’s, hospital
consultants or specialists can refer their patients to the clinic for Lymphoedema treatments.
Lymphoedema is a form of swelling due to damage or failure within the lymphatic channels

and/or lymph glands. It most commonly affects the limbs but can affect any part of the body.
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Lhymphoedema cannot be cured but treatment can be given to control and reduce the swelling.
The condition can be managed with compression hosiery (leg wear, garments worn directly on
the feet and legs), exercise, skin care and self-massage. More intensive treatment with multi-
layer compression bandaging and manual lymphatic drainage may be offered to some patients.
The patient will be offered an appointment with one the specialist nurses and on occasions with
the Hospice doctor. The treatment options will be discussed with the patient and a plan of care
made. Most people are seen as an outpatient at the Hospice but if the patient has difficulty in
going to the clinic it is possible to make other arrangements. Hosiery is obtained by the Hospice
on a normal National Health Service (NHS) prescription. Alternatively as some hosiery is only
available on a made-to-measure or individual basis this will be obtained via clinic. Currently

there are no direct charges for hosiery or clinic visits.

The Physiotherapists team provides suitable physiotherapy treatments, tailored to meet patient
needs. In palliative care physiotherapy plays an important part in providing relief from pain
and other distressing symptoms and can help manage the patient’s condition. The
physiotherapists can advise and provide treatments that can help the patient relieve pain and
discomfort; aid relaxation and mobility; minimize problems with breathlessness and fatigue;
help address problems of balance and co-ordination; sustain strength and help maintain
movement. Patients attending Day Hospice and inpatients can have treatments during the day.
The physiotherapists also run therapeutic groups like the Breathe-Easy Group at the Day

Hospice.

The Occupational Therapist and the Therapies Technician work to help keep people mobile,
active and independent. The aim is to look at the impact of the illness on the patient’s lifestyle
and to support in adapting to changes — as and when they happen — and to help continue life as
normally as possible. The Occupational Therapists work with the patients, families and carers,
both at home and also at the Crawley and Surrey sites. The team includes a therapy technician
who works mostly within the Day Hospices. Occupational therapy can help with managing
everyday activities like dressing and bathing; anxiety management, fatigue management, loan

equipment, relaxation therapy, planning care at home like handrails and portable ramps.

The team of complementary therapists are trained professionals specialised in massage,
aromatherapy, reflexology and relaxation (at the moment there is no aromatherapy therapist).
St Catherine’s Hospice offers complementary therapy treatments to patient’s families and

carers, alongside with standard medical care, because there may be beneficial effects from them
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such as aiding relaxation, reducing stress and help induce feelings of wellbeing. There are a
number of fully qualified volunteer therapists who work with the hospice team on a regular
basis which offer massage, aromatherapy (not at the present moment), reflexology and
relaxation. The goal of the complementary therapies is to aid control symptoms (e.g. relieving
muscle tension, soothing dry and brittle skin), to induce a deep sense of relaxation (the
systematic, therapeutic use of touch in massage helps relax the soft tissues of the body and can

help trigger a release of emotion), to make someone feel special, pampered and cared for.

The Welfare advisor can provide advice and support on a range of financial and practical issues
like accessing statutory benefits and mobility aids, disabled parking badges, claiming industrial
compensation and arranging financial affairs (benefits, wills, funeral costs and mandatory
notifications following death). The welfare advisor offers advice, help and support at any stage

of the patients care and is also able to help bereaved families.

The team of counsellors respond to individual need and support patients, families and carers in
the most appropriate way (12 individual weekly sessions that the counsellors advice to be taken
every week for 12 weeks, or a support supervisor can see the patient either at the Hospice or
their home, these sessions are more flexible and can span a number of months, there are also

drop-in groups that meet regularly).

The spiritual care provided by the Spiritual Care Team includes religious care, but also covers
whatever gives a patient’s life meaning- their culture, values and relationships. At times of
crisis many issues are raised which may be called “spiritual”. Spirituality is a highly subjective
and personal concept. For some people, but not all, the quest for spirituality will be expressed
in religious terms. The Spiritual Care Team can help the patient discover meaning, direction,
purpose and answers, regardless of faith or belief. Through listening and talking the team can

help the patient and their loved ones achieve a sense of peace and understanding.

The Hospice has a formal relationship with Kamson’s Pharmacy Broadfield, in Crawley, to
supply medicine management and clinical pharmacy services to St Catherine’s Inpatient Unit

and pharmaceutical advice and information to the Community Care Team. (ANNEXE I)

Referrals to St Catherine’s Hospice follow the referral Pathway (ANNEXE II). Referrals are
discussed by the multidisciplinary team each morning, from Monday to Friday. In order to fully
assess the referral the team will sometimes ring the person who does the referral for

clarification of the patient, family and carers current problems. The team may also contact the
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GP surgery to equality clarify any missing information. If the referral contains the required
information and is for support in the community, then the referral is passed onto the
Community Care Team that cover the patient’s area. It is the responsibility of the local team,
either one of the nurses or doctors as appropriate, to make contact with the patient and family
within two working days. This contact will generally be made by phone. An appropriate time
to meet up with the patient, family and carers will then be arranged. Urgent referrals are
prioritized and contact will be made with the patient and family on the same working day.
Admissions to St Catherine’s Inpatient Unit are directly discussed on a daily basis (Monday to
Friday). One of the team members will then make contact with the referrer to offer an admission
as appropriate. Urgent admissions to the Inpatient Unit (within 48 hours) will be discussed on

contact. (ANNEXE III)

Every aspect of life can be affected when a patient is referred for palliative care, when the
patient is told that their illness is no longer responsive to curative treatment. Limited prognosis
can bring great anxiety, stress and a sense of loss of control. When referred to St Catherine’s
Hospice the patients, family and friends can be helped and supported at this difficult time.
Palliative Care is based on a simple idea - that the person is more than their illness. Each

individual has unique physical, emotional, social and spiritual needs.

St Catherine’s Hospice has an Inpatient Unit with two wards and they try to make the
environment welcoming and relaxed. St Catherine’s Hospice staffs the wards with nurses able
to care up to 18 patients, allowing nurses to spend more time with patients and relatives. Each
ward has single rooms, four bedded bays (either for ladies or for gentleman) and deep Jacuzzi
baths. Most of the rooms open out onto the garden and paved area to allow easy access to the
peace and tranquillity of the gardens (there are plugs on the garden that allow beds to go
outside). There’s also a relatives room where family members, friends and carers can stay
overnight. The wards also offer an important training environment for medical and nursing
professionals like myself. Over 50 per cent of the patients are discharged after a short stay.
Admission to the Inpatient Unit may be suggested by any healthcare professional involved in
the patients case (GP’s, St Catherine’s community nurses or hospital consultants). Patients are
admitted for assessment (a period of close observation to clarify palliative care needs and plan
necessary care), symptom control (to improve symptoms), respite (a planned admission for an
agreed period of time to provide a break for both patient, family and carers, this may be required

when the patient has a high level of ongoing palliative care needs and is being cared for at
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home with the support from the St Catherine’s community nurse and other healthcare

professionals), End Of Life Care (provides care and support in the last few days of life).

St Catherine’s Hospice cares not only for the person who is ill but also the carer (or carers)
who provide their care at home. A carer can be a member of the family or a friend. The support
offered (either one-to-one or group basis) consists of medical and nursing teams that are there
to listen and answer patients and family questions, complementary therapy (such as massage,
reflexology, aromatherapy, reiki and indian head massage), relaxation techniques, spiritual care
(this could be religious or whatever makes life meaningful to the carer as an individual),

counselling and post-bereavement support, welfare advice (financial and practical).

Carers who need support may also find support at St Catherine’s Hospice weekly group Step
by Step. This group is there to help carers to adjust. Step by Step is a weekly session led by
trained nurses and counsellors to give them emotional and practical support. The carers can
talk informally to other people in the same situation and hear what helps them; listen to talks
from different speakers each week, learn useful skills for daily life; be pampered by the
complementary therapists with free reiki and clothed massages to help them relax; enjoy a
meditation class at the close sessions, to help them unwind. Step by Step takes place every

Friday from 10:00 to 13:00 at St Catherine’s Day Hospice in Crawley.

St Catherine’s Hospice works in partnership with other health professionals, to help them
support and advice patients, family and carers, referred by them for palliative care. Other key
healthcare professionals are kept informed by phone, letter or in person via Gold Standards
Framework (GSF) or practice-based meetings. The team will work with other healthcare
professionals, the patient, family and carers to identify a plan of support which meets their

needs.

The Day services are an important part of care offered by St Catherine’s Hospice. The services
include Day Hospice, group activities, medical or nursing outpatient appointments.
Counselling, bereavement support and spiritual care sessions are also available (by prior
arrangement). Welfare advice appointments can also be arranged at both sites. Day Hospice is
an opportunity to spend time with other people in the same boat, trying new activities and
building confidence whilst having an enjoyable day out. The staff are friendly and supportive
and have a listening ear. Spending the day at the Day Hospice gives family and carers the
chance to have a day off and know that their loved one is being well looked after. St Catherine’s

Hospice run Day Hospice at two sites (Crawley, West Sussex and in Caterham, Surrey). The

9
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patient will be initially invited to attend for up to three months and then their attendance is
reviewed by the patient and the team. In Crawley the Day Hospice is located in its own
dedicated part of the main Hospice building. There is a large area for group activities, a
conservatory dining area and an art room, all overlook the beautiful gardens. Day Hospice in
Crawley runs on Tuesday and Wednesday with clinics and groups on other days. All meals and
refreshments are included, with biscuits and tea or coffee in the mornings, and homemade cake
in the afternoons. The Day Service centre in Caterham is self-contained in a wing of Dormers,
a care home in Foxon Lane, Caterham. There’s a day centre to cater patients in the area
receiving specialized end of life care. There are also out-patient rooms for complementary
therapies, medical and nursing outpatient appointments, counselling and bereavement support.
Having these two sites means that the patients have a choice over how and where they access
their day care. At both sites the activities range from those to keep minds active, to get
exercising, to have a laugh and to try new things. There are outside speakers, day trips,
discussions, visiting musicians, quizzes and the staff is always open to suggestions. Day
Hospice is available to all of St Catherine’s Hospice patients, although it’s not necessarily right

or suitable for every patient. (HEARN, 2001)

Day services groups exist in addition to Day Hospice. St Catherine’s Hospice run several
“specialty” groups. These are formed and dissolved according to the needs of the patient
population, providing targeted support. If it’s identified that a group work might be beneficial
to a particular group (such as younger man, women with young children, etc.) there may be
considered setting up a group to meet their specific needs. Groups can have a structured
approach to how they work (with a programme for each time the group meets) or be very much
patient directed (when decisions are made on the day about what will be focus of that day’s
activity or discussion). Groups may have input from staff and/or be more peer-support groups
(the focus can vary according to what the group believes is required on the day). Each group
meets regularly but the frequency and duration of the group can vary. For example currently
there’s a group running whose members consist of women who are living with challenges of
integrating their treatment with family and work life. The group makes collective decisions on
what they wish to focus on that day and meets fortnightly in term-time only. One of the
motivations for this group is that members provide support to each other (peer-support) and
they share experiences between themselves so that all may benefit. Within the group some
activities may make think, or do things differently or perhaps lead the patient to see a problem

in a different light.

10
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St Catherine’s Hospice is very proud of the hospitality they offer to their patients in Crawley.
All the meals are prepared from scratch, in their own kitchen, using fresh local produce to
ensure all nutritional standards are met. A member of the catering team will always be happy
to visit the patients in the ward or in the Day Hospice and discuss any questions the patient
might have about their dietary requirements. The menu for the week is displayed on a board in
the ward corridor and if the patient is not tempted from the menu choice on offer the catering
team will try to meet their preference for a particular dish. If family and friends wish to bring
in perishable food for the patient, there’s a patient fridge and all items need to be labelled with
name and date. A nurse will be able to take and collect these items from the fridge for the
patient. The Coffee Shop menu has a good choice of items and its open Monday to Friday from
09:00 to 16:00. The supper service is operated by volunteers and there may be occasions when
it is not available but there will be information if that is the case. At weekends the Coffee Shop
is open from 10:00 to 14:30. They also operate a good selection of vending services for when
the counter service is closed and the patient can buy anything from a cup of coffee to a lasagne.
If the patient wishes to pre-order a sandwich to eat later, a member of the team will prepare the
food and place it in the patient’s fridge in the main kitchen and this will be collected by one of

the nursing staff and served to the patient.

St Catherine’s Hospice holds a Tree of Light remembrance ceremony every year in early
December. This is a very important community event which provides people with an

opportunity to remember those dear to them.

As an independent hospice St Catherine’s Hospice is regulated by the Care Quality
Commission. The Care Quality Commission requires to appoint a senior manager which is the
Nursing Director. St Catherine’s Hospice has a systematic approach to internal regulation
which is called Clinical Governance. The Nursing Director is the one responsible for
overseeing this, however it concerns all staff at St Catherine’s Hospice. This helps ensure a
high quality of care, a safe patient environment, continuous improvement (safeguarding high

standards of care), that patients remain the main focus and priority.
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2.2. Description of the Specialist Palliative Care Team of the National Health
Service of East Surrey Hospital and its services

The intranet of the National Health Service of East Surrey Hospital (NHS ESH) includes the
characterization and services offered by the Specialist Palliative Care Team which is described

as followed.

The Specialist Palliative Care Team of NHS ESH defines Palliative Care as the care given to
improve the quality of life of patients living with life-limiting illness. In practice this means
seeking to improve control of pain and other symptoms and address psychological, social and
spiritual needs. The main activities of the team are pain control; symptom control;
psychological, social and spiritual support for patients; support for families and carers; liaison
with community-based palliative care teams; end of life care planning; education and training;

and research.

The team is constituted by specialist nurses and doctors with specific training and experience
in palliative care. Dr Naomi Collins (Monday, Wednesday, Friday) the Macmillan Consultant
in Palliative medicine. There are fixed sessions from St Catherine’s Hospice consultant on
Tuesdays and Thursdays. The Macmillan Lead Nurse for Palliative and End of Life Care Elaine
Edwards. The Macmillan Clinical Specialist Nurses Angela Main, Caroline North; Julie
Anthony, Lisanne Eagle. And the Macmillan Development Clinical Nurse Specialist Christina
Probert.

As of June of 2013, there were 3,942 Macmillan nurse posts across the United Kingdom (UK),
both in hospitals and the community. All Macmillan nurses are registered nurses with at least
five years of experience, including two years or more in cancer or palliative care. They have
completed specialist courses in pain and symptom management, and psychological support.
Most of the nurses work in NHS hospitals or the community. A small number work in hospices
and private hospitals, but do not charge for their services. As specialists they do not routinely
undertake nursing care but are there to assess complex needs, give advice to other healthcare

professionals and support people with cancer to understand their treatment options.

The Specialist Palliative Care Team of NHS East Surrey Hospital acts as an advisory service
working alongside the multidisciplinary team in the hospital wards. The patient remains under
the care of their own specialist consultant for their treatment and the palliative team provides

additional help, advice and support when needed. Patients are generally seen on the wards,
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although they can be seen in other settings within the hospital. When the patient meets the team
one of the Care Specialist Nurse is allocated as the patient’s key worker. This person will be
the first point of contact with the team for the patient, family and carers as long as the patient
stays in hospital. The team does not make home visits, which are usually done by specialist
palliative care teams in the community with whom the East Surrey Hospital Specialist
Palliative Care Team works closely. All together they constitute the multidisciplinary team that
meets weekly on a Friday to plan the best way to support the patient’s needs. The information
discussed at these meetings can be provided to the patients if they wish. Most of the patients
need ongoing support after leaving the hospital. If the patient requires this support the hospital
team will make contact with the Community Team for them to make contact with the patient
once the patient is home. For the majority of patients in the East Surrey area the Community
Team is based at St Catherine’s Hospice in Crawley (ANNEXE II). If this is not convenient
for the patient the East Surrey Hospital Specialist Palliative Care Team will refer the patient to
someone that provides this service in their local area. The GP will be sent a summary of the
patient’s hospital admission by the ward medical team. For the patients not known to a
Community Palliative Care Team an additional summary will be written by the hospital
Specialist Palliative Care Team and the patient may require a personal copy if they wish.

(HILL, 1998; SKILBECK et al, 1999)

The team offers their services from Monday to Saturday from 09:00 to 17:00. Patients can be
referred to the Hospital Specialist Palliative Care Team by telephone, the medical team, patient
and their relatives should be aware and in agreement with this referral, when possible. Out of
normal working hours advice should be discussed with the medical team on call, preferably at
a Registrar level. Specialist Palliative Care Team telephone advice is available via contacting
St Catherine’s Hospice’s, they will contact their on call doctor to contact back. If there is
required “out of hours” advice it is recommend that a message is left on the Specialist Palliative
Care Team extension to inform the team on their return, leaving the details of patient, ward and

a short message on reason for referral. (ANNEXE IV)
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2.3. Period of duration of the internship and time dedicated to different activities

The plan was to do two to three shifts weekly, from April until the 300 hours needed were
complete, at St Catherine’s Hospice. There are 12 hour shifts from 07:00 to 20:00, morning
shifts from 07:00 to 15:00 and afternoon shifts from 12:30 to 20:00. I did 12 hour shifts and
some flexible shifts in the morning and in the afternoon at the Inpatient Unit. Working full
time and doing this internship was quite demanding and there were times I felt quite tired, but
co-orientator and team were flexible and allowed me some “flexible” shifts. I did one shift with
St Catherine’s Hospice Community Care Team, ten shifts with St Catherine’s Day Hospice and
four shifts (from 9:00-17:00) with the Specialist Palliative Care Team of National Health
Service East Surrey Hospital. The manager of the Specialist Palliative Care Team of East
Surrey Hospital, Elaine Edwards, supervised me during the shifts I done with the team.

(ANNEXE V)

The time that I planned to dedicate to reach each goal defined on the project was specified in a
chronogram in annexe (ANNEXE VI). Bibliographic research was done during the entire
internship to supplement the gaps of knowledge and to support the activities done on a daily
basis in order to achieve the goals I purposed myself to reach. The initial plan was to start the
internship in April but this was delayed until all the bureaucracy to start the internship in a
proper manner was followed. The start was delayed and that had influence in when the goals
where achieved. The placement at East Surrey Hospital was only possible in October due to
internal situations related with staffing numbers. The manager Elaine Edwards felt the team, at
the time I propose myself to do the placement at East Surrey Hospital, couldn’t support me
properly, so after a dialogue we decided to postpone it to October. The internship ended in the
beginning of November which had influence in when this report was completed (by the
beginning of January) and in when it will be presented to the Catholic University of Portugal
in Lisbon. The participation on the activities for formation only happened at the end of the
internship in November, due to the fact that during the internship I was working full time at

East Surrey Hospital and could only manage to do it at this point.

The entire time dedicated to complete this internship was very rewarding, it allowed me to
better understand what is Palliative Care and what is the role of a Palliative Care Nurse in
different settings, an analysis of the goals and activities to achieve the goals will be presented

in the next chapter.
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3-Description and analysis of the Goals, acquired Competences/Skills and

evaluation

To define a set of goals was important because it was through the correct definition of these
that I was able to evaluate if they were reached. The set of goals encouraged and stimulated me
to work more and better. To reach them I defined strategies but during the internship the reality,
the existing resources and the obstacles that I faced in loco made me adapt and reformulate

some of the goals and the strategies.

This internship allowed me the familiarization with Palliative Care in a Hospice, in an acute
setting and in the community and how they interact to provide better care and more quality of
life to patient, family and carers. It allowed me to understand how the referrals are done and
what to consider to prioritize them; to understand the Hospice setting by participating in the
daily routines of direct care, multidisciplinary meetings, medical ward rounds, to develop skills
of communication and support, to act as part of a multidisciplinary team, to understand the
goals of Day Hospice and Community Team and how the Hospice Community Team interacts

with community health services to allow patient, family and carers the best possible quality of

life.

This internship also enabled me to develop research and training skills by performing a

systematic review and a training session.

Considering that the patients with a diagnosis of a life-limiting, progressive illness should be
referred from the time of diagnosis the goals/skills and the related activities I set myself to

reach/accomplish during this internship are:

1. To understand the goal of the palliative care team of the St Catherine’s Hospice:
Activities
e Integrate the multidisciplinary palliative care team of the St Catherine’s Hospice
in the care for the palliative patients, their families and carers;
1.1.Analysis of the St Catherine’s multidisciplinary team and how I Integrated

the team

St Catherine’s Hospice multidisciplinary team is constituted by consultants, doctors, nursing

staff, nursing assistant staff, lymphoedema nurse practitioner, physiotherapist, occupational
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therapist, complementary therapies, welfare advisor, counsellors, spiritual care team and
pharmacist. The definition of the services provided by each member of the team is defined on
the sub chapter 2.1. (description of St Catherine’s Hospice organization and services offered).
The main point of contact and interaction of the different members of the multidisciplinary

team is the Multidisciplinary Meeting (MDM). I participated of the ward MDM’s.

The ward is constituted by two inpatient units called Heaselands (one bay with four beds and
four private rooms plus a Family room that could also be used to admit patients if necessary)
and Beeches (one bay with four beds and with four private rooms, and one room with two
beds). The MDM for Beeches Inpatient Unit is on Mondays and Wednesdays, and the MDM
for Heaselands Inpatient Unit is on Tuesdays and Thursdays. The meetings are held from 09:00
to 10:00 with the participation of doctors, nurses, nursing assistants, physiotherapist,
occupational therapist, counsellor, member of the spiritual team, discharge liaison and

pharmacist.

The team was very welcoming and made me feel as a member of staff from the beginning. I
participated of all the MDM’s held on the days that I was on the ward, for the inpatient unit I
was allocated to. I assisted the nurse of the Inpatient Unit where I was allocated to plan the
MDM from the nursing point of view. We would list patient’s needs, considering handover and
morning contact with patients before MDM was held. We were able to assess different needs
while giving medication and breakfast like swallowing problems, food and fluid intake (if
patient is eating and drinking or not and if there’s problems with satisfying these two needs),
pain and other symptoms assessment. If patients requested assistance with the elimination
needs we could also assess mobility need. If they are independent, assess if they are passing
urine or opening bowels. While assisting patient with breakfast (eating and drinking) we could
also assess mobility and assistance needs (patient can mobilize independently or needs
assistance and what kind of assistance to satisfy this need). This information would be shared
during the MDM’s with the different members, each member would give their input and plans
of action would be made and discussed with patient during medical ward round (done by
medical and nursing staff). I was allowed to give my input during these meetings and that made

me feel that my input was considered important and as a member of the team.

Patient Advanced Care planning would also be considered during the MDM’s (patient’s
preferred place of care, patient’s preferred place of death, and Do Not Attempt
Cardiopulmonary Resuscitation - DNA CPR- ANNEXE VII). (ANNEXE VIII)
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Patients funding is discussed at the MDM’s with discharge liaison and, with the input of all
members of the multidisciplinary team (after advance care plan for patients preferred place of
care and death is addressed with patient, family and carers), is put in place (ANNEXE IX). If
patients preferred place of care and death is at home all the measures, with input of all
multidisciplinary team members, will be taken so that patients can be at home and cared for in

a manner that would promote the best possible quality of life.

In the MDM’s patients deaths would also be discussed, if the advance care planning was
fulfilled (preferred place of death) and if not, why not. What were the problems (e.g. not
knowing patient’s wish because patient came to hospice without and advance care plan in place
and not being able to communicate) and what can be done to overcome the problems in the
future (e.g. try to define with patient as soon as possible, after referral, advance care planning
while patient is able to communicate their wishes). Bereavement is also discussed, family and
carers needs and desire for support are assessed and addressed, and plans were made (family
and carers remain under the care of St Catherine’s Hospice Multidisciplinary team long after

patient’s death). (ANNEXE X)

The MDM’s allowed me to observe how the patient is considered in a holistic view and how
the plans to assist patients satisfy different needs where made with every member input, all
information shared by all the members was considered important. If the staff had any problems,
questions or doubts related with care and plans, those would be addressed to, if not on the
MDM, a separate meeting would be held. There was a particular situation in which a young
male at the end of life, not able to speak but not in a coma, not able to swallow, very frail, on
a subcutaneous continuous infusion by syringe driver for symptom control (secretions, pain
and agitation/restlessness), took three weeks to past way, normally the last few days of life are
shorter. This raised questions related with subcutaneous fluids, feeding, induced sedation, that
where addressed in a particular meeting led by one of the consultants to clarify these questions

and to address professionals needs for psychological support.
St Catherine’s Hospice cares not only for patient’s, family and carers but also for their staff.

During the internship at St Catherine’s Hospice I was also able to spend a day with one of St
Catherine’s Hospice Community Nurse Practitioner. This allowed me to observe how the
palliative care team acts in the community from a nursing point of view. How their interact

with the other services provided by St Catherine’s Hospice, like the Day Hospice services,
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medical, physiotherapy, occupational therapy, counsellor and spiritual support for the patient’s
in the community; with the NHS community services like the ones provided by GP’s, district
nurses, and Gold standards Framework; and also how acute settings interrelate with St
Catherine’s Hospice Community Team and NHS Community Team. The East Surrey Hospital
wards can refer patients to the Community Teams both of St Catherine’s Hospice and NHS
Community Services, and the NHS Community Teams can also refer patients to the Hospice
Community Team or other services provided by the Hospice by discussing patient’s cases on
the Gold Standards Framework meeting. St Catherine’s Hospice will support the NHS
Community Teams with specialized advice and specialized care. St Catherine’s Hospice
community nurse will prioritize referrals by assessing the reason for referral that could be
pain/symptom control, emotional and psychological support, social/financial advice or support,
care support; and the service requested on referral like assessment at home, in hospital, and in
community hospital, Day Hospice care, or admission to Hospice. The Gold Standards
Framework meeting happens once a month in the community (Surgery) with General
Practitioner, nurse practitioner, district nurse, and four nurses, this team covers multiple
surgeries. I was able to observe the Gold Standards Framework team meeting, where patients
cases where discussed (what support is being given and if they need more support). The way
that the Gold Standards Framework works and how the services interact, is defined in more

detail in the next point (related with the study case).

I did a visit with the Community Nurse Practitioner to a patient in his house. It was the first
assessment by St Catherine’s Hospice Community Team, the nurse had read the patients history
before the visit. It was a male patient, 80 years old, with diagnosis of colon cancer, pelvic mass
and lesion on Lung. Patient’s medical history is osteoarthritis, mild depression, hip
replacement, recurrent falls, recurrent urinary tract infections, and ileostomy. Preferred place
of care is at home, preferred place of death if not able to be supported at home is St Catherine’s
Hospice. A DNA CPR is in place. Patient lives alone at a ward controlled flat. Known by his
low mood, to be hard of hearing and wearing glasses (important for communication). He was
referred for symptom control (pain management), because of weight loss, for emotional and
psychological and care support. The nurse engaged in conversation (communication skills with
active listening and empathic understanding) with patient to try to figure out what the patient
knows about is disease, is prognosis, what he wants to know (need for information), support
he was having at home, what where is main concerns and review his medication. Patient was

aware of his disease and prognosis, sitting on chair, no pain when he’s not mobilizing, bein
9 9 9
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assisted with care by a private provider of care (mobilizing, personal hygiene, meals) and his
two daughters, independent with is medication and his ileostomy. He had come to terms with
prognosis, felt he had a good life with his wife (that had passed away 10 years ago) and that
now that he can’t be independent and with his wife gone, he feels that his being a weight for
his daughters. Is main concerns where related with care and the impact of his needs of care on
his daughters present and future quality of life (the money that he was paying to private carers
that could be left to help his daughters when he dyed). The nurse suggested referral for NHS
funded Package of Care, with increased visiting times, that would reduce the time that the
daughters would have to go to the house to assist him, decreasing the disturbance that that could
cause in their daily lives (work, kids and husbands), and he could also save some money that
he could use to help his daughters as he wished. Patient was very happy with that. Nurse to do
referral for Funded increased Package of Care. Nurse reviewed pain medication with patient,
and suggested pre mobilizing painkillers. Patient happy with that suggestion. Nurse to inform
GP of medication suggestions. Suggestion for referral to counsellor and spiritual support, for
him and his daughters, for psychological support was made. Patient refused that suggestion for
him. The nurse asked if he would mind if the nurse contacted the daughters, he agreed with
that. Sometimes what the nurse feels that are the needs of the patient are not the ones the patient
feels. We need to give the opportunity for the patient to express his needs and allow him to
refuse support, after being informed of what he can be assisted with if he wishes (ANNEXE
XVII). After visit suggestions where made for next visit, like referral for physiotherapy and
occupational therapy assessment, to assess needs and assist patient to be as independent as he

possibly can in a safe manner. (BAUGHAN & SMITH, 2013)

It was just a day but the time spent with community nurse practitioner was very fruitful in
understanding how St Catherine’s Hospice services work in the community setting and with

NHS community services.

e Does a study case of a patient since the referral until discharge or death to better

understand the plan of action of the palliative care team in a hospice.

1.2.Study case analysis

This study it’s integrated on the internship at St Catherine’s Hospice for the completion of the
masters in Palliative Care. I requested permission to the patient and his Next of Kin (wife) to

use his data to realize the study case and informed that this study would be a part of the final
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report needed to complete the masters in Palliative Care that will be presented at the Catholic
University of Portugal in Lisbon. Patient and Next of Kin (NOK) were also informed that this
data will remain anonymous and opportunity to assess the final report when finished was
offered to the patient and NOK and that was refused. The patient’s name was included on the
original permission request, so that I could only access that patient’s data from Crosscare (St
Catherine’s Hospice informatics programme of multidisciplinary registration). The signed
authorization is in annexe and the patient’s name was omitted to respect patient’s privacy
(ANNEXE XI). This request was witnessed by Staff Nurse in charge on the 16/07/2015,
Andrew Knight. The patient and his NOK gave me permission to use his data on the study case.

The authorization request was signed by me and the witness to this request, Andrew Knight.

1.2.1. Characterization of patient and family

N is a Male patient, 64 years old, diagnosis of Lung Adenocarcinoma. N is married, he didn’t
have any children, is wife is his NOK. N lives with his wife in a house with first floor and stairs

to access the first floor.

1.2.2.Clinical situation and evolution

N’s past medical history includes Bladder carcinoma in 2011 that was treated locally. A Right
Pneumonectomy in 2012. A Post-operative bronchopleural fistula with a drain in situ. Cancer
recurrence on the 05/2015 on the Right Anterolateral Chest Wall and Left Upper Lobe Lung.
Palliative radiotherapy to the Right Chest Wall was done, N declined chemotherapy. N was

recently diagnosed with Parkinson’s disease.

On the 27/02/2013 the first assessment visit, for admission to St Catherine’s Hospice
Community Team, was booked for the 01/03/2013.

On the 06/03/2013 the Multidisciplinary Team (MDT) plan was to review symptoms, support
through surgery (Post-operative bronchopleural fistula with drain in situ) and to become more
involved if N deteriorates. Professional colleagues will be kept informed of the plan for their

patient following MDT meeting and Case review meetings that will happen as appropriate.

On the 15/03/2013 MDT meeting the plan for cancer nurse specialist to review patient in a
week was made. Attendance at GSF or palliative care team meetings will ensure effective
communication regarding the patient. The first discussion about N at GSF was on the

30/04/2013. There was no evidence of recurrent cancer therefore N was discharged from St
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Catherine’s Hospice Community Team, recent surgery was apparently curative, drain in situ.

For GSF only.

On the 25/07/2013 MDT meeting it was discussed that N had surgery to create a pleural
window because the drain that was in situ kept falling out. N is happier with this solution.

District Nurse is seeing N to assess surgical wound dressing.

N is admitted with Urinary Tract Infection (UTI) to acute hospital. Worsening confusion at the
hospital over recent weeks-months, likely exacerbated by UTI, and recent diagnosis of
Parkinson’s Disease. Symptomatic pain over right side of chest wall, at site of lung cancer
recurrence. N has had a Deep x ray Therapy (DxT- adjuvant radiotherapy) to this site in May
2015, unlikely to be scope for further DxT. Pain improved on increase Zomorph (long release
morphine) to 120 mg twice a day (bd). Awaiting Computed Tomography (CT) to head (in view
of confusion) and discharge planning from acute hospital was done with fast track funding
(ANNEXE XII), increased Package of Care (POC) and night sits. Patient is discharged home

from acute hospital with catheter in situ.

On the 06/08/2015 MDT meeting at St Catherine’s Hospice it’s mentioned that N’s case was
discussed at GSF with district nurse and G P, and that a plan was made for a joint visit with GP
and district nurse for the next week to see if it’s possible to figure out N’s problems and try to
find some solutions/help for N and wife at home. Catheter removed by district nurse the day

before the MDT meeting at St Catherine’s Hospice took place.

N was admitted to Inpatient Unit at ST Catherine’s Hospice for assessment, symptom control
of pain, and psychological support. N and his wife are aware of the diagnosis however N
doesn’t like to focus on it. He has felt anxious since diagnosis and was initially worried about

coming in to the Hospice, because he though he wouldn’t go back home again.

N is keen to be at home for as long as possible. He does not want to be re-admitted to the acute
sector and would prefer St Catherine’s Hospice for End of Life Care (ANNEXE VIII). A DNA
CPR is in place (ANNEXE VII).

The outcome of the MDT meeting of 16/07/15 at St Catherine’s Hospice is that N’s wife is
concerned about future care plans, she wants to care for him at home, but N is likely to need a
lot of care. N mobilising unsteadily, needs a lot of prompting - wheelchair and transfer only.
Patient and Family Support Team (PFST) to assess (ANNEXE XIII). PFST offered support to

wife. Medical team reviewed options for agitation/delirium and Parkinson’s Disease.
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Physiotherapist, Occupational therapist and Complementary therapists team (ANNEXE XIV)

to assess and teach N relaxation strategies.

On the MDT meeting of 23/09/15 at St Catherine’s Hospice the outcome is that N is looking
and feeling brighter pleased to know he can go home and the MDT is aiming home for week
after this meeting. N is aware of poor Short Term Memory (STM) — he feels that it’s frustrating
but not so distressed by this.

N’s Regular medication is Senna (laxative) 15 mg nocte; Zomorph 100mg bd (long release
morphine); Fluoxetine (anti-depressant) od, Aspirin 75 mg od; Tansulasin (prostate) 400 mcg
od; Omeprazole (gastric protector) 40 mg od; Folic Acid 5 mg od; Paracetamol (painkiller) 1g
qds; sodium docusate (stool softener) 200 mg bd; Pregabalin (neuropatic pain) 75 mg bd,
Madopar (Parkinson’s disease) 100/25 one tablet at 09:00, 13:00, 15:00, 16:00.

N is not currently on a continuous subcutaneous infusion and injectable medications were not

required at the time of discharge.

N’s when needed medication (PRN) is Sevedrol 30 mg as required for pain and shortness of
breath. Maximum dose 180 mg/24 hours, minimum interval 1 hour. Lorazepam 0.5 Sub-lingual

(SL) for shortness of breath/anxiety. Maximum dose 2 mg/24 hours, minimum interval 1 hour.

1.2.3. Patients current issues

Summary of N’s current issues: Pain, N has continued to experience pain in the right axillary
region despite palliative radiotherapy. He describes it as an ache which was fairly constant
however has improved with the adjustments made to his medication (Zomorph was decreased
to 100mg bd and Paracetamol 1g is now on the regular side qds) since admission to St

Catherine’s Hospice.

Other symptoms: N does not feel shortness of breath at rest but can became breathlessness on
exertion. He does not complain of nausea or vomiting and has a reasonable oral intake. He was

constipated on admission however his bowels are now moving regularly.
N’s short term memory is poor and he presented periods of mild confusion during admission.

Psychological issues: N initially felt quite overwhelmed at being in the hospice, with 24 hour
care supervision, however he did settled in and feels he benefitted from his stay at the Hospice.

N is a patient with high risk of falls, sensor on (bleeps when patient mobilizes), unsteady on
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his feet, short term memory affected, trying to stand up by himself to go to toilet even right

after he passed urine (urinary frequency).

Social issues: due to his Parkinson’s disease N’s mobility can be variable however he’s able to

manage short distances with his zimmer frame.

1.2.4. Plans, interventions and evaluation

N met the St Catherine’s Hospice referral guidelines and was referred for Community Team

through the patient referral pathway (ANNEXE II).

Ongoing input from MDT will be discussed with patient and NOK on a regular basis according
to need, using the ST Catherine’s Hospice Community Care Model. On the St Catherine’s
Hospice clinical policy for all community care teams, patients will be offered support
appropriate to their palliative care needs. In red intervention level the patient needs a high level
of input and visits/contact (more than once a week). In the amber intervention level the patient
needs weekly contact to monitor symptoms, etc. On the green intervention level the patient
only needs a short period of face to face contact (e.g. assessment via telephone only). The
patient or carer will be contacted via frequent calls for monitoring and support. Blue
intervention level. Patient’s file remains open but removed from active caseload. Option of
monitoring via GSF only. Each patient will have a current contact. This will generally be a
member of the nursing team but it also may be from the medical or PFST. Each team member
is responsible for appropriate and timely referral to the other parts of the service and effective
communication with other professionals, internal and external to the organisation. The
intervention level needed from the Community Team will be reviewed by the MDT on an
ongoing basis. When N was first referred to St Catherine’s Hospice he was under the green
intervention level and passed to the blue intervention level when he was discharged from St
Catherine’s Community Team and was removed from active case load but the patient’s file

remained open. N’s was being monitored via GFS only.

GSF is a framework to deliver a “gold standard of care” for all people nearing the end- of-life.
The aim is to enable patients to live well and die well in the place and in the manner of their
choosing. GSF is a practical systemic approach, with tools and tasks to enable generalist
healthcare teams deliver high quality care for people nearing the end of their life wherever they

are. GFS has been used in Primary Care in the UK since 2000. The GSF for Care Homes

23



Internship Report on Palliative Care

Training Programme started in 2004, GSF Acute Hospitals since 2008, and spread continues
to other settings in the UK and worldwide. (WATSON et all, 2011).

On the Gold Standards Framework portal it is referred that since 2004, GSF principles at
Awareness or Foundation Level have been mainstreamed into general practice in the UK
supported by the NHS End of Life Care Programme through the Quality and Outcomes
Framework (QOF), with 95% GP practices now having a palliative care/GSF register and

regular meetings to discuss these patients.

On the portal it is also defined that the aims of GSF are to improve quality of care, to decrease
hospitalization and costs, to improve teamwork, cross-boundary collaboration and
communication. The National GSF centre is the National training and coordinating centre for
all GSF programmes, enabling generalist frontline staff to provide quality care for people
nearing the end of life. GSF improves the quality, coordination and organization of care leading
to better patient outcomes in line with their needs and preferences and greater cost efficiency
through reducing hospitalization. Supportive and palliative care towards the end-of-life will be
increasingly needed in future with predicted demographic changes- the aging population is
living longer with serious illness, with fewer people available to care for them. Overall, most
palliative care is provided by generalists, and demand outstrips supply of specialist support.
Optimising primary and specialist services to enable full and complementary provision will
maximise benefits for patients. About 90% of the final year of life is spent at home, so good
home care is important no matter where the final place of death is. The majority would prefer
to die at home, with Hospice as a second choice, but only about a quarter die there, yet over
half die in hospitals, despite a small minority choosing this. For many the place of death is by
default rather than by choice, due to lack of planning or service provision, problems with
symptom control or carer support. Hospital death is more likely for the poor, elderly and
women, those with long illness. There is a general drive to reduce hospital usage and increase
community care in the UK - there is an over use of hospital beds compared with other countries.
Discussion about preference for place of care makes it more likely to be attained e.g. in an
Advance Care Plan. By maximising what we already have like the GSF and by increasing
community care and provision like nursing, social care, more patients could be supported to
die at home if they choose. NICE (National Institute for Clinical Excellence) Guidance on
improving Supportive and Palliative Care for adults with cancer states that primary care
mechanisms should ensure that the needs of patients are identified, accessed and communicated

by using for instance the GSF. (WATSON et all, 2011)
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After surgery N was discharged home from acute hospital with bronchopleural fistula and drain

in situ. The plan is to restart GFS associated with district nurse visits.

The Department of Health in 2013 published a document that redefines the District Nursing
Service Model, this information can be accessed at the Department of Health portal. The model
shows “Compassion in Practice” applied to district nursing and aims to promote innovation
and disseminate the good practice that exists in many services across the country, to reduce
variation and ensure patients and their families everywhere receive high quality services, which

improve health and reduce health inequalities.

District nurses are senior nurses in the UK’s National Health Service who manage care within
the community, leading teams of community nurses and support nurses, as well as visiting
house bound patients to provide advice and care such as palliative care, wound management,
catheter and continence care and medication support. District nurses are able to prescribe
medication to patients, in a similar way to GP doctors, as Community Practitioner Nurse
prescriber’s under the Nurse Prescribers Formulary for Community Practitioners depending on
individual qualifications. They may be trained to assess patient’s needs for equipment provision
such as mobility and independent living aids, medical equipment such as specialist beds and
mattresses, as well as guidance in applying for grants and welfare benefits. Their work involves
both follow up care for recently discharged hospital inpatients and longer term care for
chronically ill patients who may be referred by many other services, as well as working
collaboratively with GP’s in preventing unnecessary or avoidable hospital admissions. District
nurses assess people to see how to provide nursing care that allows people to remain in their
homes, maintain their independence, or have additional support after discharge from hospital.
A district nurse will manage a team of nurses that may provide wound care, train carers to
administer eye drops if individuals can’t do it themselves, support catheter care, and administer
complex medication within a patient’s home as well as immunisations. As well as treatment, a
district nurse can offer advice and support with health concerns and refer to other organisations.
District nurses can specialise in different areas such as palliative care. In England and Wales,
they are employed by Primary Care Trusts on Behalf of the NHS, whereas in Scotland, they
are employed by the health board and may be based at centralised health centres or general
practices. District nurses, like all qualified nurses, are regulated by the Nursing and Midwifery

Council. District nurses can also be known as community nurse specialist.
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Being followed by the district nurse allowed N to remain at home as he wished, supporting

patient’s choice.

District nurses value the uniqueness of individual patients and understand the complexity of
care within home or community settings. The dynamic nature of care in the community calls
upon the district nursing service to build on their strong foundations, which include strong
values and behaviours, trust, partnerships across GP’s and other services, supporting transition
of care (working with partners to provide seamless support including discharge planning,
transition to residential or hospice care), supporting patients choice (working with patients and
carers to encourage active participation in care and decision making), risk management
(reducing social isolation through supportive care coordination, supporting the needs of carers
and safeguarding vulnerable adults). The service model builds on the strong foundations and,
coupled with innovation, this provides opportunities to develop new ways of working which
include making every contact count (providing opportunistic public health interventions and
supporting the health and wellbeing of carers), maximising efficiency (use of productive
community services and innovation to enhance care), integrated working with health and social
care (developing strengthened ways of working with partners to maximise resources),
delivering complex care (supporting care in community settings e.g. administering
chemotherapy at home, reducing avoidable hospital admissions and promotion of early
discharge), new technology to enhance care (the use of tele-health and mobile technology to

support complex care in the home).

N was discharged home with drain in situ allowing him to be at home but also have the care

and supervision he needed to avoid hospital re-admission.

The Community Nursing Development Programme is a contribution to the Government’s
intention to enable patient-centred care through delivery close to home. The Department of
Health and the NHS commissioning Board, with strategic partners, and The Queen’s Nursing
Institute, have developed the programme with professional organizations, district nurses and
their key partners. The new model for district nursing sets out to strengthen the service and
provide evidence and good practice to support targeting resources effectively to meet local
needs, to enhance delivery closer to home and improve health outcomes. The model captures
the importance of technology to promote more effective mobile working and support care

delivery and the need for joined up care across professions and agencies.
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In Cambridge, a team of district nurses and general practitioners constrictively questioned in
order to change how they worked to better support people in achieving their end-of-life care
wishes. By working in more integrated ways with multidisciplinary colleagues including
working as an integrated health and social care team, they reshaped the care and support
provided. Changes in practice included establishing regular Gold Standards Framework
meetings at eight weekly intervals, opening up the GSF patient list to include anyone believed
to be in the last year of life with any underlying disease, proactively discussing preferred
priorities for care with patients and their families, the district nurses writing in the same
electronic notes with the general practitioners, routinely providing and updating out of hours

services with patient information.

N is re-admitted to acute hospital with UTL. N presents worsening confusion at the hospital that
has been evolving over recent weeks-months, likely exacerbated by UTI and recent diagnosis
of Parkinson’s Disease. N was discharged home from acute hospital with fast track funding,

increased POC and night sits, with catheter in situ. (ADAN, 2000)

As referred on the NHS portal the process used to determine if a patient, who may need ongoing
care and support from health and social care professionals as a result of disability, accident or
illness, is eligible for care funded entirely by NHS it is complex and highly sensitive area
because it affects individuals at a very vulnerable stage of their lives. There has been national
guidance available since 2007 which sets out a single, National Framework for determining
eligibility for NHS continuing healthcare and for NHS funded nursing care. The purpose of the
National framework is to provide fair and consistent access to NHS funding across England,
regardless of location, so that individuals with similar needs should have an equal likelihood
of getting all of their health and nursing care provided free of charge. The National Framework
was first introduced on 1 October 2007. It was reviewed in October 2009 and has been updated
and revised again to reflect the changes within the NHS from April 2013. NHS continuing
healthcare is the name given to a POC which is arranged and funded solely by the NHS for
individuals outside of Hospital who have ongoing health care needs (ANNEXE XV).

N’s case was discussed at GSF with district nurse and GP. N and his wife are still being
supported by district nurse. Plan for joint visit with GP and district nurse for the following
week to see if it’s possible to figure out N’s problems and try to find some solutions/ and help

for N and wife at home. Catheter removed by district nurse.
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Not only N was supported by the district nurse but his wife, his main carer, also benefited of

their support.

After being assessed at home by GP and district nurse plans were made for N to be re-admitted

to St Catherine’s Hospice.

This time N is admitted to the Inpatient Unit (ANNEXE XVI), with pain escalation and
challenging behaviour at home towards his wife. N and wife are aware of his diagnosis however
he does not like to focus on it. During his admission his pain medication was readjusted, minor

changes were made, and patient refers that pain is controlled.

It became apparent during the admission that N main symptom was that of anxiety. He was
concerned about his relationship with his wife, being in the hospice as opposed to his home

and his diagnosis of cancer.

When communicating a diagnosis and a prognosis it is important to discuss patient’s attitudes
and concerns sensitively to unravel confusion and dispel fears. Some patients like to consider
writing a formal advance directive or “living will” which, although only legally binding in
some circumstances, should give a more clearly defined record of the patient’s wishes in order
to facilitate more informed decision making (ANNEXE XVII). In reality when for instance
patients ask for euthanasia there are often areas of unfinished business, fear, guilty or other
issues that need to be explored. After sensitive and open communication most patients feel a
sense of relief and their need to press for a deliberate ending of their life diminishes. Ethical
issues arise towards the end of life. In this age of great technological advances patients are
often anxious, worried, distressed about the possible prolonged process of dying. In health care,
most of the times, there’s no right or wrong decision, but only a consensus view of a clear aim,
considered on the basis of ethical principles. The most widely used ethical principles in health
issues in the West are autonomy (patients should be informed and involved in decision
making), beneficence (do good), non-maleficence (do no harm), Justice (balancing the needs

of individuals with those of society). (WATSON et al, 2011)

There are guidelines that can be followed by health professionals to communicate prognosis
and other aspects of end-of-life to adults and their family and carers in advanced stadiums of
incurable diseases. All patient’s with incurable, advanced and progressive disease should have
the opportunity to discuss the prognoses, which includes the time of life they have left, how

the disease might evolve, future symptoms, effects on functionality, and questions related with
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the end-of-life. The health professional shouldn’t assume that the patient doesn’t want to
discuss these matters just because he doesn’t ask about them or because of their cultural
context. The opportunity of not discussing it or reschedule the session/conversation should be
given to the patient. The health professional should rise these questions with all patients with
an incurable, advanced and progressive disease or the prognoses is to 6 to 12 months; when
there’s an alteration or the perception of alteration in the clinical situation; when there’s a
decision to be made in relation to treatment; when there are requests or expectations
inconsistent with clinical judgement; when a specific treatment is not working or there are
complications that limit their efficacy, when the referral to palliative care is done (ANNEXE

XVII). (BARBOSA & NETO, 2010)

When preparing for the discussion with the patient the health professional should assure that
the patient’s clinical circumstances are correct (review patients notes, talk to other
professionals that are following the patient’s case, updating the details of the stage of the
disease and appropriate therapeutically options). Know what had been said to the patient, the
health care professional should prepare for a difficult discussion, and if necessary swap
impressions with other professionals. Assure a private and quiet room. The health professional
should be available and should guaranty enough time for answers, questions and clarification
of aspects that aren’t clear on the patients mind. Allow the presence of NOK/carer during the
discussion if that’s what the patient wants. The health professional that conducts the
conversation should have the capacity to answer the questions made by patient, NOK or carers,
there for, it should be preferentially a senior. The health professional should built trust and
show respect using an empathic style, focused on the patient, making sure that the patient is
comfortable with the presence of other professionals during the conversation (e.g. nurse), and
making sure that the patient is mentally capable of being part of the conversation (i.e., not

confused). (BARBOSA & NETO, 2010; BAUGHAN, 2013)

The general strategies that facilitate hope and coping during discussions about prognoses and
other aspects about the end-of-life include reassuring patient, NOK/carers informing that the
health professional and support team will accompany them through illness trajectory. Emphasis
on about what can be done, especially when the treatments fail, should be made. Assure patient,
NOK/carers that the therapeutic to control pain and other symptoms is wide. Some symptoms
can be hard to manage and we should avoid unrealistic promises (e.g. be without pain all the
time). Give importance to the support available (palliative multidisciplinary team, and other

structures). When appropriate explore and discuss the goals and realistic expectations, to
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facilitate patient and NOK/carers expectations. Identify areas in which the control can be
encouraged (decision making, unfulfilled tasks, goodbyes, apologies...). If appropriate discuss
ways of coping from daily experience (a day at a time, strategies that allow the maintenance of
a relationship - writing letters or remember thoughts, focus in significant relationships). It’s
important to respect and be sensitive to the patients strategies of coping (i.e. denial can be an
important mechanism). Recognise the spectrum of hope - patients can simultaneously hope the
cure but also recognise the terminal nature of the disease (be prepared for the worst hoping the
best). Respect the patients will to explore treatment or alternative experiences (as long as
they’re properly informed so that informed choices are made). When discussing the time of life
left the health professional should consider ask the patient to talk about they’re experience in
the last weeks or months, pointing out the changes in their functional state. Explain the factors
involved on the prognoses elaboration. Avoid present data in dates, unless it’s the last days of
life. If a date is given reinforce the idea that it’s very hard to predict with exactitude how long
someone with that disease can survive. Prefer to give intervals of time. Emphasise the
uniqueness of the individual experience. Several approaches can be used to describe the time
of life (day’s vs week’s vs months), the health care professional can also use the probability of
the patient being alive when a certain event happens. Find out what is the approach preferred
by the patient. When giving statistic data explain their limitations (non-specific for an isolated

individual). (DAVY & ELLIS, 2000; BARBOSA & NETO, 2010: MIDDLETON, 2014)

N didn’t want to focus on the prognosis and his main cause of anxiety was the possibility of

not going back home.

Adaptive anxiety with moderate intensity or proportional to threat has the tendency to alleviate
progressively when the threat diminishes or disappears. The transitory anxiety defined as fear
or an unpleasant feeling of hopelessness it’s an expected and normal consequence of the
uncertainty of the illness and the proximity of death (BARBOSA & NETO, 2010;
MIDDLETON, 2014).

Anxiety may become desadaptative with disproportional intensity to threat with abnormal
increase of frequency, intensity or duration of physical (explained by the increase of the activity
of Autonomous Nervous System) and physiological symptoms that are maintained even when
the threat is diminished. Comes with the long lasting feeling of loss of control, of increased
personal vulnerability and great difficulty to think, plan and make decisions with clarity. The

main manifestations of anxiety are concern, fear, terror; humour variation (out of the ordinary);
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poor attention and focus spam; the ability to capture and remember information is
compromised; ruminations and intrusive thoughts; indecision; restlessness; irritability and
instability; persistent muscular tension; inability to relax; insomnia and nightmares; agitation;
panic antiques; tremors and palpitations; surprise and poliquiuria; nausea, anorexia, diarrhoea,
loss of appetite; thoracic oppression, dyspnoea, hyperventilation. The main events related with
anxiety are the initial diagnose; persistence of symptoms; recurrence or progression of disease:
changes in treatment or the end of active treatment; terminal stage of the disease; dates related
with disease (e.g.one year that the diagnosis was made). (BARBOSA & NETO, 2010;
MIDDLETON, 2014)

Even though N is aware of prognoses he doesn’t like to talk about it and doesn’t want to talk
about preferred place of death. On this admission he has not wanted to explore advance care
planning (ANNEXE VIII) in great detail and did not want to think about his preferred place of
death. However, on a previous admission this was recorded has being St Catherine’s Hospice.

He has a community DNA CPR (ANNEXE VII) in place.

N has a tendency to constipation which responds well to suppositories. He can became anxious
about passing urine at times and passes urine frequently. A Midstream Specimen of Urine
(MSU) was negative and a bed ultrasound scan did not show any urinary retention. These

findings show that his urinary frequency are more related with STM being affected and anxiety.

He displayed symptoms of agitated depression and paranoia. In view of this, Quetiapina
(antipsychotic drug) 50 mg at night time was started and this has had a good effect on his mood
and paranoia symptoms. He does still express paranoid thoughts at times but has greater insight

into these and can rationalise his thought process.

N is keen to be at home as long as it is possible and has been very anxious about the length of

his stay at the hospice.

There are a set of myths that patients associate with hospices has referred on the High Peaks
Hospice portal. Like the myth that Hospice means hopelessness, it is “giving up”. Choosing
hospice doesn’t mean a death sentence. What Hospice does mean is a total change on focus. It
means that the patient is in control, making choices about what is most important in their life.
Hospice philosophy emphasizes the creative and positive outcomes to be realized by defining
and achieving personal Goals and by living life as fully as possible. It’s not uncommon for

people entering hospice care to experience an improved sense of well-being and comfort. This
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sometimes happens because pain management and symptom control issues are openly
discussed and effectively resolved. Sometimes this sense of well-being is a reflection of the
person’s sense of control gained from defining their goals and active participation in
developing the plane of care. Living with end-stage disease and dying well takes work. Hospice
workers handle that job very well and help people in hospice and their families to have some
of the most memorable moments of their lives. Another myth is the one that a person to be
eligible for hospice, needs to be in the final stages of dying. The truth is that every hospice
experience is unique, but one key thing shared by families is that they wish they had known
about hospice sooner. Hospice team members also know that having more time to work with a
person and family means better quality of life. Because the goal of the hospice is to achieve the
highest possible quality of life, some people may actually live longer than expected without
the burden of symptoms and aggressive care. People on hospice care and their NOK/carers
receive care for an unlimited amount of time, depending on the course of the illness. There is
no fixed limit on the amount of time a person may continue to receive hospice services. Another
myth is that one where the hospice is the place where people go to die and that the patient has
to leave their home. But in reality the hospice isn’t really about dying. Hospice is about adding
life, quality of life, to someone’s final days, weeks or months. Hospice is a program of services
available to the person and their loved ones where ever they may be. Most Hospice care takes
place where the person already lives (in their own home or a family’s member’s, a nursing

home, or an assisted home facility).

N was reassured that he was at the Hospice temporarily, for symptom control and psychological
support, to learn relaxation techniques, and to learn how to cope with changes, related
Parkinson’s Disease, in mobility, and the aim was to discharge him home once those issues are
sorted. N would settle after being reassured but because short term memory was affected,
patient needed constant reassurance to help diminished levels of anxiety. PFST and

Counsellors Team have regular sessions with N also to help diminish anxiety levels.

N mobility is variable and he requires assistance. He has been reviewed by Physiotherapist and
Occupational Therapist during admission and they gave him and his wife advice on equipment
and on minimising risk of falls, including advising him to take his Madopar (Parkinson
medication) upstairs (first floor) in the morning before attempting to mobilise downstairs
(ground floor) and wait for medication to work. N and his wife initially declined any additional
services on discharge however following further discussions, and after exploring discharge

options with PFST (ANNEXE XIII) and discharge liaison, N and his wife were very clear that
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he wanted to remain at home as opposed to Nursing Home. In view of their wish for N to
remain at home and considering the care needed by N at the time of discharge they have
accepted a Package of Care two times a day. N is going to attend the day hospice on discharge
after being explained what the Day Hospice can offer (refer to 2.1. sub chapter — description of
St Catherine’s Hospice organization and services offered). Wife has started attending Day
Hospice (Step by Step support group). When discharged if care at home becomes
unmanageable N will need to consider a Care Home or Nursing Home, if patient not suitable

for Hospice admission (ANNEXE 1)

At St Catherine’s Hospice Portal information about the Step By Step Day Hospice Group is
available. This meeting happens weekly, every Friday from 10:00 to 13:00. This session is led
by trained nurses and counsellors to give emotional and practical support. During this session
it is possible to talk informally to other people in the same situation and ear what helps them;
to listen to talks from different speakers each week, learn useful skills for daily life; to be
pampered by complementary therapists with free reiki and clothed massages that can help
relax; to enjoy a meditation class at close session to help unwind. The group provides practical
help and advice, offering the opportunity to talk in a safe, open space, with further support such
as welfare advice and spiritual care available if needed. During my placement at the Day
Hospice I was able to engage in conversation with N’s wife and explore how she was coping
with N’s care at home after discharge. That also allowed me to develop my communication

skills.

Doing this study case allowed me to understand how the different members of the MDT interact
to promote the best quality care to the patient and family/carers and how after discharge from
the Inpatient Unit the patient and family/carers can also be supported so that they can have at
they preferred place of care the best possible quality of life. Communication is about more than
just exchanging information. It's about understanding the emotion and intentions behind the
information. Effective communication is also a two-way street. It’s not only how you convey
a message so that it is received and understood by someone in exactly the way you intended,
it’s also how you listen to gain the full meaning of what’s being said and to make the other
person feel heard and understood. More than just the words you use, effective communication
that combines a set of skills including non-verbal communication, engaged listening, managing
stress in the moment, the ability to communicate assertively, and the capacity to recognize and

understand your own emotions and those of the person you’re communicating with. Effective
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communication is the glue that helps you deepen your connections to others and improve
teamwork, decision making, and problem solving. It enables you to communicate even negative
or difficult messages without creating conflict or destroying trust. (NETO & BARBOSA, 2010;
BAUGHAN & SMITH, 2013)

Evaluation

*Integrates the Multidisciplinary Palliative Care Team (ANNEXE XVIII)

2. Understand the referral pathway of the patients to the specialist palliative care team of
St Catherine’s hospice;
Activities
e Follows the referral pathway of palliative patients to St Catherine’s Hospice.

2.1. Analysis of the referral pathway

St Catherine’s Hospice offers a range of services as described on the 2.1 sub chapter that
describes this organization and services offered. I was able to assess St Catherine’s Hospice
referral pathway (ANNEXE II). During the execution of the study case I was able to
understand in more detail how the referral pathway to the Inpatient Unit worked for the
particular individual in study. I didn’t have the opportunity to make a referral myself to the
Inpatient Unit. Referrals can be made from the community or from acute settings and because
I started the internship with shifts at St Catherine’s Inpatient Unit, the most of the internship I
dealt with patients that have been already referred at the point of contact. On the final stage of
the placement being at the Day Hospice I was able to do referrals from Inpatient Unit to Day

Hospice and vice versa following the referral pathway (ANNEXE XVIII).

Evaluation

* Able to refer patients to the Specialist Palliative Care Team Inpatient Unit from
Day Hospice and from Inpatient Unit to Day Hospice;

*Able to prioritize referrals following St Catherine’s Hospice policies on

referring patients to Inpatient Unit and Day Hospice. (ANNEXE XIX)

3. To facilitate dying with dignity and comfort for patient and provide carers with support;
Activities
e Assess symptoms regularly for example pain, breathlessness, agitation, nausea

and vomiting, retained secretions and review;
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In the event of symptoms being present, provide appropriate non-
pharmacological and pharmacological interventions (medications via
subcutaneous syringe pump if symptomatic or no longer tolerating oral
medication);

Maintain excellent basic care, regular mouth care, turning for comfort;
Monitor bowel and bladder function;

Encourage and support oral food-hydration as patient is able;

In conjunction with medical team review appropriateness of on-going
observations and nursing interventions;

Rationalise interventions and medications, focus on comfort and support;
Ensure dignity and compassion in all care;

Assess psychological needs of the patient and monitor for any psychological
distress;

Assess spiritual/religious needs with the patient;

Refer to hospital chaplain or own minister as requested;

Aim to address other spiritual needs as able;

Consider patient preferences;

Try to ascertain patient’s preferred place of care and death;

Consider transfer to hospital if patient desires to spend is final days in hospital
(visit East Surrey Hospital Palliative Care team for a period of time, during the
internship, to better understand how it interrelates with St Catherine’s Hospice);
Ensure that up to date contact numbers are available for key family members
and when they would want to be contacted,;

Explain facilities available to family and carers;

Consider single room;

3.1. Analysis of the activities done to facilitate dying with dignity and comfort for

patient and provide carers with support

At the Inpatient Unit I was able to perform the activities that allow the patient, family and

carers dying with dignity and comfort and providing them with support. I engaged on direct

daily care that allowed me to develop my communications skills with patient. During direct

care, cooperating with nurses and nursing assistants and interacting with patient, I was able to

provide physical care that improves patient’s comfort and monitor physical needs but also
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engage in conversations that allowed me to understand patient’s psychological, spiritual and
social needs. During direct care I was also able to assess symptoms and provide adequate
pharmacological symptom control. Being a registered nurse but not a palliative care nurse at
St Catherine’s Hospice, doing an internship, I would have to be supervised on giving
pharmacological symptom relief, but that allowed me to review my pharmacological
knowledge on symptom relief and learn more about pharmacological symptom relief with
nurses and medical team, especially during ward rounds and MDT meetings (REGNARD &
HOCKLEY, 2004). The ward rounds also allowed me observe effective communication skills,
the doctors are well trained on this art, needed to understand patient’s needs in a holistic manner
(BAUGHAN & SMITH, 2013). In assessing patient needs I was also able to refer to
complementary therapies team (music therapy, reiki and massage therapy) and Day Hospice in
conversation with nurses that where supervising me directly (ANNEXE XIX). The MDT
meetings where also a way to assess patient’s needs and plan care, to be discussed with patient

on ward rounds, and reassess and confirm their preferences.

Patient may prefer the Hospital as preferred place of death, some patients consider that the
hospital as more resources to allow dying with dignity and comfort compared with dying at
home when not being able to be admitted to the Hospice’s Inpatient Unit (KING et al, 2000).
Considering this possibility one the activities consisted in doing some shifts with NHS East
Surrey Hospital specialist care team to better understand how acute setting interrelates with

Hospice.

As referred on the sub chapter 2.3 (Period of duration of internship and time dedicated to
different activities) I did four shifts (09:00 to 17:00) with the Hospital Specialist Palliative Care
Team. The team also made me feel welcome and supported me during the placement, sharing
their knowledge and answering my questions. The services provided by the team are described
on the 2.2 sub chapter (Description of the Specialist Palliative Care Team of National Health
Service of East Surrey Hospital and its services). St Catherine’s Hospice MDT supports the

Hospital team especially during the out of hour’s periods with advice.

During the placement with the Hospital Specialist Palliative Care Team I was able to access
referral to Hospital Specialist Palliative Care Team (ANNEXE IV), referral from Hospital to
Hospice Specialist Palliative Care Team (ANNEXE XX), Fast track tool (for patients with less
than three months to live — ANNEXE XXI) and form for Advance Care Planning (ANNEXE

XXII). Referrals done at an early stage of the disease (malignant or non-malignant) allow to
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discuss at an early phase patient’s preferences on care and preferred place of death, and this
allows the team to take the needed measures to satisfy patient’s wishes and help them die with

dignity (ANNEXE XXIII).

I observed the multidisciplinary team meeting (held weekly) where new referrals (referrals
within the last week- ANNEXE XXIV), existing patients and new deaths (bereavement follow
up), significant events and patient’s on the End of Life Care Plan (EoLC) are discussed
(ANNEXE XXV). When there’s deterioration in patient’s condition that suggests that patient
has the potential to die in hours/days or is imminently dying multidisciplinary team must assess
if there are reversible causes, if there is an advance Care plan or Advance Decision to refuse
treatment and if preferred place of care is known. When making referrals the referrer should
consider that ideally decisions should not be made out of hours but by the MDT responsible
for patients care on the ward (09:00 to 17:00). However, at times, urgent decisions are
necessary. Verbal consent is required by the patient, if they have capacity, to start any
medications which include the use of drugs such as opioids and benzodiazepines, and also to
commence a continuous subcutaneous infusion of medication (commonly known as syringe
driver). If the patient lacks capacity a best interest decision should ideally be made by the MDT,
involving family or an Independent Mental Capacity Advocate (IMCA), if no family/carer are
identified. They should be asked what they feel the patient would want. In an emergency
situation treatment can be given based on best interests even if no family/IMCA are present.
Oral fluids should always be offered to patients. The use of subcutaneous fluids is unproven
and may be detrimental to patients with oedema, heart failure and retained secretions. Leaflets
are available on the use of opioids (ANNEXE XXVI) and syringe drivers (ANNEXES XXVII)
can be downloaded for patients and families if they wish it (East Surrey Hospital intranet page
link on palliative care). Ongoing communication is essential. Changes in condition should be
reported as a matter of urgency to family. There always be uncertainty around estimating
prognosis as every patient is unique. Although it’s possible to inform about what may happen
on average to patients with a particular condition, some patients do better some do worse. This
should be always mentioned during conversation with family and carers and the understanding

of this should be checked.

I observed the Upper Gastro Intestinal (GI) MDT meeting constituted by surgeons, oncologist
doctors, oncologist registrar, pathologist, radiologist, Upper GI specialist doctors, colon and

rectal nurse, specialist palliative care nurse. Patients past medical history, with input from the
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different members of MDT (diagnosis and prognosis), are considered to draw a plan of action.
This allowed me to be in touch with to some technical terms. Like the TNM Classification of
Malignant Tumours (TNM). The TNM classification is a cancer staging notation system that
gives codes to describe the stage of a person's cancer, when this originates with a solid tumour:
T describes the size of the original (primary) tumour and whether it has invaded nearby tissue;
N describes nearby (regional) lymph nodes that are involved; M describes
distant metastasis (spread of cancer from one part of the body to another). The performance
status for chemotherapy, which is an attempt to quantify patient’s general well-being and
activities of daily life. This measure is used to determine whether they can
receive chemotherapy, whether dose adjustment is necessary, and as a measure for the required
intensity of palliative care. The quantification is from one to four, one and two means that the
patient is independent, four means that the patient is bedbound. Normally if the patient can’t
go to hospital or appointment to get chemotherapy, it means that they are not fit enough for
chemotherapy treatment. And the tumour markers. A tumour marker is a substance produced
by the tumour or a person's body in response to cancer, they can help the MDT plan and monitor
treatment and that different tumour markers for different types of gastrointestinal cancers are

used.

I also observed the Lung MDT meeting that is constituted by surgeons, oncologist doctors,
oncologist registrar, pathologist, radiologist, specialist lung doctors, specialist lung cancer
nurse, specialist palliative care nurse. These work in a similar manner to the Upper GI MDT
meeting, where patients past medical history, diagnosis and prognosis were considered for care
plan. I also assisted to Specialist lung cancer appointment, and chemotherapy for small cell
lung cancer was discussed with patient. The information given to the patient is available at

Macmillan cancer support site. A copy of this information was also given to patient.

The patient was informed that he will have his treatment in the chemotherapy day unit or during
a short stay in hospital. A chemotherapy nurse will give the chemotherapy. During treatment,
the patient will usually see a cancer doctor, a chemotherapy nurse or a specialist nurse. Before
or on the day of treatment, a nurse or person trained to take blood (phlebotomist) takes a blood
sample from patient. This is to check that it is okay to have chemotherapy. The patient will also
see a doctor or nurse before having chemotherapy. They will ask patient about how they have
been. If patient’s blood results are alright on the day of treatment, the pharmacist will prepare
their chemotherapy. Patient’s nurse will tell them when their treatment is likely to be ready.

The patient’s nurse gives them anti-sickness drugs as an injection into a vein or as tablets. The
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drugs like the anti-sickness drugs and chemotherapy will be given through one of the following:
a short thin tube (cannula) that the nurse puts into a vein in their arm or hand; a fine tube that
goes under the skin of their chest and into a vein close by (central line); a fine tube that is put
into a vein in their arm and goes up into a vein in their chest (PICC line). The nurse gives the
patient carboplatin (a colourless fluid) as a drip (infusion) over 30—60 minutes. After this, they
give the patient etoposide (also a colourless fluid) as a drip over an hour. They usually run the

drip through a pump, which gives the treatment over a set time.

When the chemotherapy is being given some people might have the following side effects
while they are having the chemotherapy: Pain along the vein (if the patient has this they should
tell the nurse straight away, the nurse will check the drip site and slow the drip to ease the pain);
the drug leaks outside the vein (if this happens when the patient is having etoposide, it can
damage the tissue around the vein, this is called extravasation, the patient needs to tell the nurse
straight away if they have any stinging, pain, redness or swelling around the vein, extravasation

is not common, but if it happens it’s important that it’s dealt with quickly).

If the patient gets any of the symptoms after they get home, they should contact the doctor or

nurse straight away on the number they gave them.

Rarely, carboplatin or etoposide may cause an allergic reaction while it’s being given. The
nurse will check the patient for this. If they have a reaction, they will treat it quickly. Signs of
a reaction can include: a rash; feeling itchy, flushed or short of breath; swelling of the face or
lips; feeling dizzy; having abdominal pain, back or chest pain; or feeling unwell. The patient is

advised to tell the nurse straight away if they have any of these symptoms.

The patient has chemotherapy as a course of several sessions (or cycles) of treatment over a
few months. Carboplatin and etoposide chemotherapy can be given in different ways. The

patient’s doctor or nurse will be able to give them details of their individual treatment course.

Here is a description of one method of treatment: each cycle of carboplatin and etoposide takes
21 days (three weeks). On the first day, the patient has carboplatin and etoposide. The next day,
the patient will have an infusion of etoposide or will be given etoposide capsules. On the third
day, they will have an etoposide drip or capsules. They will then have a rest period with no
chemotherapy for 18 days. At the end of the 21 days, they will start their second cycle of
treatment. This is exactly the same as the first cycle. The patient’s doctor or nurse will tell them
how many cycles they are likely to have. When taking chemotherapy capsules, before the

patient leaves hospital, the nurse or pharmacist will give them chemotherapy capsules to take
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at home. The patient should always take the capsules exactly as explained. This is important to
make sure they work as well as possible. If the patient has difficulty swallowing the capsules,
they should talk to pharmacist. If the patients is sick just after taking the capsules, they should
contact the hospital (may need to take another dose). If the patient forgets to take a capsule

they should not take a double dose.

Some other things to remember about taking the chemotherapy capsules are: they should be
taken whole with water; they should not be open the capsules; if there is a leak, the content
should not be touched; the capsules should be kept in the original package at room temperature
away from heat and direct sunlight; the patient should keep the capsules safe and out of the
reach of children; the patient should return any remaining capsules to the pharmacist if the

treatment is stopped.

The nurse or pharmacist will give the patients anti-sickness drugs before he goes home. They
may also give them anti-diarrhoea tablets if their needed. The patients should take all their

tablets exactly as explained.

The patient may get some of the side effects mentioned but is very unlikely to get all of them.
They should always tell their doctor or nurse about the side effects they have. The doctor can
prescribe drugs to help control some of these side effects. It is very important to take the drugs
exactly as the nurse or pharmacist has explained. This means they will be more effective. The
patient’s nurse will give them advice about managing their own side effects. After the treatment
is over, the side effects will start to improve. The patient should contact the hospital if they feel
unwell or need advice at any time of day or night. The nurse will give them the hospital contact
numbers that should be saved in their phone or kept somewhere safe. The most common side
effects of this treatment are (the rare ones that are unlikely to affect patients are not included)

are described below.

Carboplatin and etoposide chemotherapy can reduce the number of white blood cells in the
patient’s blood. This will make them more likely to get an infection. Their white blood cells
start to reduce seven days after treatment and are usually at their lowest 10—14 days after. When
the number of white blood cells is low, it’s called neutropenia. The patient should contact the
hospital straight away on the contact number they were given if: temperature goes over 37.5°C
(99.5°F) or over 38°C (100.4°F), depending on the advice given by their chemotherapy team;
if they suddenly feel unwell, even with a normal temperature; if they have symptoms of an

infection - this can include feeling shaky, a sore throat, a cough, diarrhoea or needing to pass
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urine a lot. The number of white blood cells usually increases steadily and returns to normal
before patient’s next treatment. The patient will have a blood test before having more
chemotherapy. If their white blood cells are still low, the doctor may delay treatment for a short

time.

This treatment can reduce the number of platelets in patient’s blood. Platelets are cells that help
the blood to clot. The patient should tell the doctor if they have any bruising or bleeding that
they can’t explain. This includes nosebleeds, bleeding gums, blood spots or rashes on the skin.

Some people may need a drip to give them extra platelets.

Carboplatin and etoposide can also reduce the number of red blood cells in patient’s blood.
These cells carry oxygen around the body. If the number of red blood cells is low (anaemia),
the patient may be tired and breathless. The doctor or nurse should be informed if they feel like
this. If the patient is very anaemic, they may need a drip to give the patient extra red blood cells

(blood transfusion).

The patient may feel sick in the first few days after chemotherapy. The doctor will prescribe
anti-sickness (anti-emetic) drugs to help prevent or control sickness. The drugs should be taken
exactly as their nurse or pharmacist explained. If they still feel sick or are vomiting, they should
contact the hospital as soon as possible. They can give them advice and change the anti-sickness

drug to one that might work better.

Feeling very tired is a common side effect. It’s often worse towards the end of treatment and
for some weeks after it’s finished. The patient should try to pace himself and get as much rest
as needed. It helps to balance this with some gentle exercise, such as short walks. If they feel

sleepy, they shouldn’t drive or operate machinery.

The patients usually loses all their hair on their head, the eyelashes, eyebrows and other body
hair may also thin or fall out. This usually starts after their first or second cycle of treatment. It
is almost always temporary and their hair will grow back after chemotherapy ends. It is
important to cover the head to protect the scalp when they are out in the sun until the hair grows

back. The patient’s nurse can give them advice about coping with hair loss.

The patient’s doctor can prescribe drugs to control diarrhoea. They should inform them if it is
severe or if it doesn’t get better. The patient should make sure they are drinking at least two

litres (three and a half pints) of fluids every day if they have diarrhoea.
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Carboplatin and etoposide can affect how the patient’s kidneys and liver work. This is usually
mild and goes back to normal after treatment. The patient will have blood tests before

chemotherapy to check how well their kidneys and liver are working.

Numb and tingling hands or feet are caused by the effect of carboplatin on nerves. It’s called
peripheral neuropathy. The patient may also find it hard to fasten buttons or do other fiddly
tasks. The patient should tell the doctor if they have these symptoms, doctors sometimes need
to lower the dose of the drug. The symptoms usually improve slowly after treatment finishes
but in some people they may never go away. The patient should tell the doctor if they are

worried about this.

The patient’s mouth may become sore and they may get ulcers, this can make them more likely
to get a mouth infection. They should clean their teeth and/or dentures morning and night and
after meals. Use a soft-bristled or children’s toothbrush. The nurse might ask them to rinse their
mouth regularly or use mouthwashes. It’s important to follow any advice they are given and to
drink plenty of fluids. They should tell their nurse or doctor if they have any problems with
their mouth. They can prescribe medicines to prevent or treat mouth infections and reduce any

SOoreness.

The patient may get a bitter or metallic taste in their mouth or find that food tastes different.
This should go away when the treatment finishes. They should try to use herbs and spices
(unless they have a sore mouth or ulcers) or strong-flavoured sauces to give the food more
flavour. Sucking boiled sweets can sometimes help to get rid of a bitter or metallic taste. The

patient’s nurse can give them more advice.

The patient may also lose appetite during treatment. They should try to eat small meals
regularly and not worry if they don’t eat much for a day or two. If their appetite doesn’t improve
after a few days, they should their nurse or dietitian know, they can give them advice on getting
more calories and protein into patient’s diet. They may give them food supplements or meal
replacement drinks to try. Their doctor can prescribe some of these and they can buy them from

chemists.

Rarely, etoposide can increase the risk of developing a second cancer, usually leukaemia, years
later. But the benefits of treatment usually far outweigh this risk. The patient’s doctor can talk

to them about this.
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It’s important really important that the patient informs the doctor straight away if they feel

unwell or have any severe side effects, even if they’re not mentioned above.

It’s also important to mention that cancer increases the chance of a blood clot (thrombosis) and
chemotherapy can add to this. A clot can cause symptoms such as pain, redness and swelling
in a leg, breathlessness and chest pain. Patient should contact their doctor straight away if they
have any of these symptoms. A blood clot is serious side effect but the patient’s doctor can
treat it with drugs that thin the blood. The patient’s doctor or nurse can give them more

information.

Some medicines can interact with chemotherapy or be harmful when the patient is having
chemotherapy. This includes medicines that the patient can buy in a shop or chemist, they
should inform their doctor about any medicines they are taking, including over-the-counter

drugs, complementary therapies and herbal drugs.

Carboplatin and etoposide may affect fertility (being able to get pregnant or father a child). If

the patient is worried about this, they can talk to their doctor or nurse before treatment starts.

The patient’s doctor will advise them not to become pregnant or to father a child during
treatment. This is because the drugs may harm a developing baby. It’s important to use effective
contraception during and for a few months after chemotherapy. The patient can talk to their

doctor or nurse about this.

If the patient has sex within the first couple of days of having chemotherapy they need to use
a condom. This is to protect their partner in case there is any chemotherapy in semen or vaginal

fluid.

Chemotherapy can sometimes stop the ovaries working. The patient may not get a period every
month and they may eventually stop. In some women, this is temporary, but for others it is

permanent and they start the menopause.

Women are advised not to breastfeed during treatment and for a few months after. This is in

case there is chemotherapy in their breast milk.

If the patient needs to go into hospital for any reason other than cancer, they should always tell
the doctors and nurses that they are having chemotherapy and give them the contact details for

their cancer doctor.
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The patient should also talk to their cancer doctor or nurse if they think if they need dental

treatment. Always tell your dentist you are having chemotherapy.

After a copy with this information is given to the patient on the appointment with the lung
cancer nurse, time for the patient make his questions was given and the patient had a written

list of questions that where answered.

I also accompanied a different Specialist Palliative Care nurse each day of placement and that
allowed me to have different inputs from them (they have different backgrounds), contributing
for a wider range of learning experiences. Each nurse has their caseload. I accompanied the
Specialist Palliative Care nurses during their visits to the patients at the wards. This made me
aware of what a Specialist Palliative Care nurse should consider to prioritize referrals an draw
care plan at bed side with patient. Summarizing the nurse should consider the physical,
psychological, social, spiritual, information, care needs; preferred place of care and preferred
place of death; and plan with the patient strategies to satisfy these needs and wishes for the best

possible quality of life while dying.

The specialist nurse should also consider that malignant spinal cord compression (MSCC) is
an oncologic emergency. MSCC occurs in 3-5 % of the patients with cancer and 10% of
patients with spinal metastases develop spinal cord compression, the frequency being highest
in multiple myeloma and cancers of prostate, breast and bronchus. Those looking after such
patients should always be vigilant in checking for early signs and symptoms of spinal cord
compression. It’s important for the health professionals to have a high index of suspicion for
possible MSCC because the catastrophic consequences of a delay in diagnosis. Back pain, a
sensation of weakness in the legs and often vague sensory symptoms may be early
manifestations. For those presenting with profound weakness, a “sensory level” and bladder
and anal sphincter disturbance, which are relatively late features, the outcome is poor and the
compression is much less likely to be reversible. In 80% of cases it’s a result of extradural
deposits due to direct extension from the vertebral body into the anterior epidural space.
Lesions above L1 (lower end of the spinal cord) may produce upper and motor neurone signs
and a sensory level, whereas lesions below L1 may produce lower motor neurone signs and
peri-anal numbness (cauda equine syndrome). Where suspicion of MSCC is high, it is quickest
to involve the oncological team who have been managing this patient, who will be able to co-
ordinate the necessary scan and appropriate treatment rapidly. Some regions have a MSCC

coordinator to help the patient through investigations and either oncological or surgical
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treatment (NICE cautions against the unnecessary investigations of patients who are too frail
or unfit for specialist treatment). The indications for radiotherapy are radiosensitive tumours;
multiple levels of compression; unfit for major surgery; or patient’s choice. The indications for
surgical decompression are; uncertain cause (to obtain histology); radiotherapy has not been
effective or symptoms persist or worsen despite radiotherapy; radio-resistant tumour
(melanoma, sarcoma); unstable spine; major structural compression; cervical cord lesion;
solitary vertebral metastasis. Overall 30% of the patients with spinal cord compression may
survive for one year. Function will be retained in 70 % of the patients who were ambulant prior
to treatment but it only return in 5% of the patients that where paraplegic at the outset. Return
of motor function is better in those with an incomplete block and particularly with partial
lesions of the cauda equine. Loss of sphincter function is a bad prognosis sign. In practice, most
patients with a established diagnosis are relatively unwell and have multiple metastases, and
will be referred for radiotherapy, achieving similar results to those of surgery. Patients with
MSCC provide a great challenges to the MDT like mobility management, within limits
considered safe for compromised spinal cord; skin care in patient confined to bed; bowel

interventions; urinary system management; psychological support. (WATSON et al, 2011)

Hypercalcemia is another oncologic emergency and an indicator of poor prognostic.
Hypercalcemia occurs as result of increased osteoclastic activity (which releases calcium from
the bone) and decreased excretion of urinary calcium. This is attributed to locally active
substances produced by bone metastases or by factors such as ectopic parathyroid hormone
related protein or cytokines, and occurs in 10% of the cancer population. The tumours most
commonly associated with hypercalcemia includes squamous cell myeloma cell carcinoma of
the bronchus, carcinomas of the breast and prostate, multiple myeloma and other squamous
cell tumours. Plasma calcium concentration above 2.6 mmol/l defines hypercalcemia. It’s often
mild and asymptomatic and significant symptoms only develop with levels above 3.0 mmol/l
(although some patients may have significant symptoms at lower levels). Levels of 4.0 mmol/l
and above will cause death in a few days if left untreated, but 80% of hypercalcaemic patients
with cancer survive less than one year. Symptoms include drowsiness, confusion, nausea,
vomiting, thirst, polyuria, weakness and constipation. Treatment is only necessary if there are
symptoms or there is a high likelihood of symptoms developing and may be unnecessary if the
patient is near to death. The management includes fluid replacement (high oral intake if
possible), and bisphosphonates (inhibit osteoclast activity and thereby inhibit bone resorption).

Bisphosphonates are effective in 70-80% of patients for an average of two to three weeks. The
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dose of bisphosphonates may need to be reduced if there is renal impairment. Plasma calcium
levels start to fall after 48 hours and fall progressively for the next 6 days. If calcium remains
high or rises again shortly following a bisphosphonate infusion it may be useful to try an
alternative bisphosphonate. If it is not possible to reduce the calcium levels, attention should

be paid to the management of symptoms particularly pain, confusion and constipation.

(WATSON et al, 2011)

The Specialist Palliative Care nurse should also consider that patients after chemotherapy and
radiotherapy (lowered immune response, typically in the second week after chemotherapy)
may become neutropenic and there’s a high risk of sepsis. Neutropenia itself may not cause
any symptoms. Patients usually find out they have neutropenia from a blood test or when an
infection develops. Some people will feel more fatigued. For patients with neutropenia, even a
minor infection can quickly become serious. Be vigilant of the following signs of infection
(fever, temperature equal or above 38 degrees Celsius); chills or sweating; sore throat, sores in
the mouth, or a toothache; abdominal pain; pain near the anus; pain or burning when urinating,
or urinary frequency; diarrhoea or sores around the anus; a cough or shortness of breath; any
redness, swelling, or pain, particularly around a cut, wound, or where a catheter was placed;
unusual vaginal discharges. If chemotherapy causes neutropenia with a fever, the doctor may
prescribe white blood cells growth medications. The appropriate oncology unit should be
contacted if sepsis in a patient undergoing oncology treatment. These patients should be
transferred to the care of the specialised inpatient oncology unit or the acute hospital depending

on local protocol, for definitive investigation and management. (WATSON et al, 2011)

That the Specialist Palliative Care nurse should also consider kidney function on choice of
opioids. Glomerular filtration rate (GFR) is the best test to measure the level of kidney function
and determine the stage of kidney disease. The UK guidelines for chronic kidney disease
published in 2005 have replaced the categories of mild, moderate and sever renal impairment
with a five stage classification ranging from normal renal function to established renal failure.
On the stage 1 the GFR is >90, there’s a normal kidney function; on the stage 2 the GFR is 60-
89, there’s a mildly reduced kidney function; on the stage 3 the GFR is 30-59, there’s a
moderately reduced kidney function; on the stage 4 the GFR is 15-29, there’s a severely
reduced kidney function; on the stage 5 the GFR is >15, there’s an established renal failure.
Renal failure may be due to acute kidney injury which is developed rapidly (days to weeks)

and may improve with treatment of the underlying causes, or chronic kidney disease, usually
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the result of long term disease states that have caused a progressive loss of renal function over
a period of months or years. Palliative care teams are often asked to be involved in the care of
patients with different degrees of renal failure. Renal failure can cause an increase in drug side
effects by decreasing plasma protein binding ability caused by uraemia; by allowing build-up
of active drug metabolites; by changes in hydration affecting the distribution of drugs in the
body; by reduction in oral absorption of drugs because of vomiting, diarrhoea and
gastrointestinal oedema; and by increasing the permeability of the blood brain barrier (in
uraemia) which may exaggerate the unwanted nervous system side effects. When GFR < 10

instead of Morphine for pain control use Oxycodone. (WATSON et al, 2011)

That the specialist palliative care nurse should consider that when there’s a suspicion of bowels
obstruction pro kinetic anti emetics (metoclopramide and domperidone - increase bowel
motility) should not be given as it may cause colic pain. And when patient is on anticonvulsants
and not able to take is oral medication this should be replaced by 20 mg of midazolam over 24

hour on continuous subcutaneous infusion by syringe driver. (WATSON et al, 2011)

The placement at NHS ESH with the Specialist Palliative Care Team was very positive and
allowed me multiple learning experiences that contributes to assess patients various dimensions
and needs and to assist satisfying them, to assure the best possible quality of life in the dying

Process.

Evaluation
*Able to address patients physical dimension;
*Able to address patients psychological dimension;

*Able to address patients spiritual/religious needs. (ANNEXE XVIII)

4. To ensure good communication with the patient, family and carers regarding the
deterioration in their relative’s condition;
Activities
e Communicate with patient and relatives (Independent Mental Capacity
Advocate if no capacity or next of kin);

o If the patient is unable to communicate their needs, discuss with next of kin;
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e Support patient, family and carers and ensure they are aware of the seriousness
of the condition, that death is thought likely to be imminent and the focus of
care is now on comfort primarily ;

e Document significant conversations in the notes and ensure contact numbers for
key family members are recorded;

e @Given the opportunity to discuss and document wishes for tissue donation;

e Encourage patients, family and carers to express their emotions;

e Encourage patients, family and carers to ask questions;

e Encourage patients, family and carers to express their emotions;

e Encourage patients, family and carers to ask questions;

4.1. Analysis of the communication skills

Communication is the process that allows people to exchange information about themselves
and about what surrounds them. This dynamic and multidirectional exchange of information is
done through sensorial and perceptual channels (earing, sight, smell, touch, and heat) that allow
to surpass the information transmitted by words. It implies adjustments to a reality changing
constantly, with both back and forward steps, and meanings, that implicate patient, family,
carers, and palliative care team, that are able to conduct us to an authentic interpersonal
relationship (key points to attend with quality every dimension of an ill or suffering person).
Effective communication is a basic need in caring for patient, family and carers in palliative
care. Communicating effectively in palliative care is, at the same time, important and hard, it’s
a challenge because it implies the use and development of basic skills needed for the
communication between health professional, patient, family and carers. It involves a set of
simple things that can be said and done to assure them the opportunity to present their problems,
worries and to explain how they feel. Those skills include listening, observing, and take
conscience of our own feelings. The technology in this area is time and space and the most
important tools are the word and listening. The empathic communication about a clinical
situation is an ethical and moral obligation of the palliative care team. Nevertheless there are
communication difficulties and barriers when it comes to questions related with the end of life,
and those can only be reduced by the training of communication skills (active listening,
empathic understanding, feedback, non-verbal communication- by patient and staff). It is
essential to communicate considering the patients time, this is according to their needs of

information, to what concerns them and to their expectations. Some of the themes that are
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common worries for palliative patients are diagnosis and prognosis; natural history of the
disease; symptom control; implications of medication; hope and expectations related with
treatment; plans for the future; transition for healing treatment to palliative treatment; DNAR
CPR; advance care planning and end of life requests. (BARBOSA & NETO, 2010;
BAUGHAN & SMITH, 2013)

It was during my placement in the Day Hospice that felt that developed more these skills. The
Day Hospice characterization is in the subchapter 2.1. (description of St Catherine’s
organization and services). Before patients arrival to Day Hospice the patients past medical
history and current issues was discussed and one or two patients were assigned to each member
of staff. During the time that the patients were at the Day Hospice the staff would try to engage
in effective communication trying to assess physical, psychological, social, spiritual,
information and care needs; preferred place of care and preferred place of death. We would
engage with patient during various activities, like hand massage and art therapy (Art Group
that is for patients and happens Thursdays from 13:00 to 15:00). I participated of the Step By
Step group (with hand massage therapy - St Catherine’s Hospice offers formal training in this
area, relaxation sessions and reiki), that happens every Friday mornings; the Movers and
Shakers group (run by a St Catherine’s Hospice senior physiotherapist), this class uses gentle
exercise techniques to help the patients work on their mobility (they also run other exercise
groups at the community), that happens every Monday mornings; Breathe Easy group (these
sessions help patients self-manage their breathlessness and are run by a Hospice
physiotherapist, and includes practising breathing techniques, gentle exercise and relaxation),
that happens every Friday afternoons; Managing your fatigue group (these sessions twice
monthly by St Catherine’s Hospice occupational therapists and includes techniques to help the
patients use the energy they have as efficiently as possible), that happens every other Monday
afternoons; the Carers Group (that offers support sessions for anyone that is a carer to a St
Catherine’s Hospice patient, this is a chance to meet others in a similar situation, on
complementary therapists to give relaxing treatments) that happens monthly Friday mornings;
and the Neuro Support Group (for patients with Motor Neurone Disease, with St Catherine’s
Hospice physiotherapist and occupational therapist) that happens every fortnight on Tuesdays
(10:30-14:30).

Participating in this last group allowed me, not only, develop my communication skills but also

contact for the first time with patients with Motor Neurone Disease. The Motor Neuron Disease
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(MND) association published in 2014 a document that clarifies what is MND, who does affect,
how is diagnosed, what causes MND, what are the symptoms, what help is available, and

available treatments, that can be accessed on the MND site.

In the MND the motor neurones (nerves in the brain and spinal cord that control how the
muscles work) gradually stop telling the muscles how to move. When the muscles no longer
move, they become weak, which can also lead to stiffness and loss of muscle mass (wasting).
MND is a life-shortening illness that affects how the patient walks, talk, eats, drinks and
breaths. It will be different for each person. The patient may not get all the symptoms and there
is no set order in which they will happen, but the disease will progress, which means the
symptoms will get worse over time and for some people this can be rapid, for others it is slower.
There is currently no cure for MND, but the patient’s doctors and other health and social
professionals can help the patient manage symptoms and remain independent for as long as

possible.

MND is a rare disease that affects adults, although younger adults are diagnosed, in most cases,
the patient is likely to be over 40 years old. Most people with MND are aged between 50 and
70. Men are affected almost twice as often as women, but this varies. It depends on the type of
MND the patient has, and it evens out if the patient is 70 or older. If the patient’s doctor think
they have a neurological problem (to do with the brain and nervous system), they will be
referred to a neurologist. The patient will be examined and may have a series of tests. These
tests can range from blood samples to various nerve tests to check if the symptoms are not
being caused by anything else. Normally the patient attends as an outpatient. In some cases the
patient may need to spend a short stay in hospital or have further tests at a later date. Following
the test results, the patient may receive a diagnosis of MND, but it can take time before the
doctors feel sure about the likely cause of the patient’s symptoms. MND is difficult to diagnose
because it’s a rare disease and early symptoms, such as clumsiness, weakness or slightly slurred
speech could have other causes. Testing can only prove that the patient doesn’t have other
condition. There are four main types of MND, each affecting people in different ways.
However is difficult to be exact, as they share some of the symptoms: Amyotrophic lateral
sclerosis (is the most common form, with weakness and wasting in the limbs, muscle stiffness
and cramps, in the early stages the patient may trip or drop things); Progressive bulbar palsy
(affects fewer people than Amyotrophic lateral sclerosis and is usually slower to get worse, the

patient may notice weakness, diminished reflexes or clumsiness of the hands); and Primary
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lateral sclerosis (affects fewer people than Amyotrophic lateral sclerosis and is usually slower
to get worse, this causes weakness in the lower limbs, although the patient may also experience

clumsiness in the hands or speech problems).

It is not possible to be clear about what causes MND, as each person may be affected by
different triggers. MND usually occurs with no apparent family history of the disease. In this
cases, a mix of genetic and environmental triggers are thought to be involved, although genes
may play a smaller role. The triggers may be different for each individual, so there is no simple
way of finding out how the disease starts. In smaller number of cases, there is a family history
of MND. This means there is a mistake in the genetic code that has been inherited, although

other triggers may still be necessary for the disease actually begin.

MND can cause weakness and increasing loss of movement in the limbs; twitching and rippling
sensations under the skin; muscle tightness and cramping (which may cause pain); problems
with breathing and extreme tiredness; difficulties with speech, swallowing and saliva. Muscles
in the hands, feet or mouth are usually affected first, but not necessarily all at once. Some
people may have changes in thinking, reasoning and behaviour, known as cognitive changes,
but this is usually mild. Very few will experience severe changes to reasoning. The patient may
also have unexpected emotional reactions, where they can cry when happy, or laugh when sad.
This is called emotional lability and can feel distressing (health a social team will provide

support). It does not happen to everyone with MND.

When needed, support can be given to help the patient remain independent for as long as
possible, to manage symptoms, feel more comfortable and assist with mobility, cope with
emotional impact of MND, claim financial support, get help with daily activities and personal
care, and plan ahead for future care. Support is likely to come from three main sources: health
and social care professionals (access expert care, treatments, therapies, counselling and
equipment or aids); adult social care services (a variety of aids, equipment and care services
may be agreed for the patient, but the patient might need to make financial contribution), and
the MND Association (they provide support in a variety of ways, the helpline can provide
support, information or a listening ear if the patient needs to talk, can help find external services

and introduce the services available, they can also provide certain items of equipment on loan).

Depending on patient’s symptoms and progression, discussions with health and social team

may likely include Riluzole (currently there is no treatment to cure or halt the disease, but this
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drug has shown a modest benefit in slowing down the disease, by few months); other
medications (there are a variety of medicines to help with individual symptoms, that in
swallowing difficulty can be given in other forms, such as liquids and patches); Physiotherapy
(this can’t reverse damage to muscles weakened by MND but can help to reduce discomfort,
stiffness and improve flexibility); speech communication support (referral and assessment by
speech and language therapist when problems first appear) the therapists can help the patient’s
make the most of the their speech and voice to communicate as clearly as possible (as
symptoms progress therapists advice on therapy and communications aids, from simple
alphabet boards, to computer programmes and smart phone, it was interesting to see at the Day
hospice group that the majority of the members were using tablets to aid them with
communication and most of the patients were over 65 years old), they will also advice about
managing swallowing problems, saliva and mucus; breathing support (if necessary referral to
an respiratory consultant for guidance, this include discussion about whether to use mechanical
support for breathing known as ventilation); diet, nutrition and swallowing support (if the
patient has problems swallowing they may need advice on nutrition, this allow the patient
maintain the food, fluids and medicine intake and swallow safely and comfortably, this will
include therapies, supplements, fortified foods, easy to swallow meals or discussing alternative
ways to receive food and drink) by referring to dietitian and speech and language therapist for
guidance; and complementary therapies (to help relieve symptoms and reduce stress, although
there isn’t a treatment or a cure for MND, this type of therapy can complement conventional

treatments if used in combination) like massage, acupuncture and reflexology.

When someone is been diagnosed with MND there is a lot to think about and this can be
overwhelming. First they shouldn’t rush into to buying equipment. The patients should have
their needs assed by an occupational therapist or speech and language therapist, before buying
equipment or aids. Items may not be suitable for everyone and mistakes can be costly. Patient
may be able to get some items for free, or on loan to try out, from the NHS or adult social care
services. Second the patient should think about how their finances may be affected. The patient
should seek advice from a financial adviser and benefits adviser. For example, early retirement
payments may affect which benefits you can claim. They may find useful to ask their bank how
a trusted carer or partner can help manage their account, in case this becomes difficult for the
patient. Third adapting the patient’s home can take time, an occupational therapist can help
advising about future needs and if the patient is eligible they may seek funding through a

Disabled facilities Grant, but this can also be a lengthy process. Fourth it’s important to provide
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good evidence if the patient is being assessed for care needs or a benefit claim (such as Personal
Independence Payment to help live with a disability). The patient should be honest about how
their condition affects them to obtain the level of support they need, even if something only
feels difficult now and them. If the patient keeps a diary of how their symptoms progress, that
can help provide examples of how long the tasks take and the impact of the disease on their
routines. It may also help demonstrate the speed at which changes are happening, so that
patient’s future needs can be considered. The patient should note down any questions,
appointments can be tiring and they may forget to ask something important, so patient should
prepare a list of questions to take to the appointment and write down the answers or ask the
health or social care professional to do this for them if they need to read it later (most mobile

phones and computer tablets can record discussions if that is easier).

The patient should seek out palliative care services. Palliative care aims to help the patient and
those close to the patient achieve the best possible quality of life, when there is a life-shortening
condition. It provides symptom management and wider support to include practical, financial,
emotional, spiritual, religious or psychological needs. A relationship with a specialist palliative
care professional may help reduce the time spent in hospital, as their knowledge of the patient’s
case can help other professionals to quickly understand their needs. Not everyone needs
palliative care straight away, but the patient should talk to their neurologist or GP about when
they can be referred to these services. These may be available at home, in a hospice, hospital
or day centre. The patient should find out as much as possible about treatments and discuss
treatment options with their health and social care team. The patient should know what is
possible, what it could mean for them and the best timing to introduce any treatments. Whether
to accept any treatment is the patient’s choice but it’s important that the decisions made are
based on clear information (ANNEXE XVII). The patient should also plan ahead as early as
possible. Planning ahead for the later stages of MND can feel intimidating. It means having
difficult conversations with those close to them and their health and social care team. However
if their speech and communication is affected, or if they experience any changes to thinking
and reasoning, they may find it easier to discuss plans earlier rather than later. Planning may
include decisions about finance, family and future care. The patient health and social care team
can help with these discussions. Many people report that having made their wishes for the

future known, helped them feeling calmer and more in control.
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One of the patient’s, during the neuro support group session, told me that:” I look at what I can
do, not what I could do!”. This sentence is a good moto not only for patients with MND but for
all patients under Palliative Care. We need to see each patient as an individual (holistic view)
and for some this sentence won’t make much sense, but to me was a “wake up” call, and I'm
using it as an encouragement moto that I’'m sharing with patients that I feel that will be
encourage by it, so that that can look ahead and enjoy with the best possible quality the life
they still have to live. It’s also one the communication points: focus in what the patient can do

to diminish anxiety. (BARBOSA & NETO, 2010; BAUGHAN & SMITH, 2013)

Evaluation
*Able to communicate effectively with patient, family and carers (ANNEXE
XVIII).

5. Participation on the activities plan for formation of the Palliative Care Team of the St

Catherine’s hospice:

Activities
e Do a survey to understand the Palliative Care Team needs for formation;
e Organize a formation/training considering the Palliative Care Team needs for
formation (ANNEXE XXVIII)

5.1. Training session

This training session is part of the internship for the completion of the masters in palliative
care. On the Internship Project one the goals was to do a survey to understand The Palliative
Care Team needs for formation and based on that survey organize a training session. Four
themes where suggested by different members of staff (nurses, research nurse, and nursing
assistants). The suggested themes where Terminal Agitation, Mouth Care at End of Life,
Palliative Care in Portugal, Conflicts in Palliative Care and Medicine. In August of 2015 there
was a formal training in Mouth Care at End of Life at St Catherine’s Hospice given by the
Mouth Care Team of East Surrey Hospital, so that need was fulfilled. Palliative Care in
Portugal is in my opinion more of an academic work with a broad range of themes, not very
practical for the team in general. Conflicts in Palliative Care and Medicine it is probably more
of a management theme. So considering the suggested themes I’ve chosen the Terminal

Agitation because I consider that this theme will be of more interest for the team, because all
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members deal with Agitation and Restlessness at the End of Life independently of the role they
have in the multidisciplinary team. Laura Meyers the nurse responsible for training and
education at St Catherine’s Hospice gave me advice on the presentation of the training session.
And some of the contents were reduced and removed to adjust to audience, like the medical

contents.

A plan for the training session (ANNEXE XXVIII) was made and the session was presented
with the use of power point slides (ANNEXE XXIX). Handouts of the slides where given to

the participants at the beginning of the presentation.
The summary of the training session bibliography research is presented as follows.

Agitation and restlessness may occur as a pre-terminal event (in final hours or days of life) and
10% of agitated patients may need some sedation. We need to consider the underlying causes
which may be treatable: physical discomfort and confusion with restlessness. Physical
discomfort is associated with coordinated movements with some voluntary control (e.g.
tossing, turning, fumbling, fidgeting). The causes can be uncontrolled pain, full bladder
(catheter), faecal impaction (laxatives/enema if appropriate), nausea, pruritus from opioid
(consider an antihistamine). Confusion with restlessness is associated with coordinated
movements or uncontrolled twitching. The causes can be metabolic failure (liver or renal
failure, hypercalcemia, hypoxia), opioid toxicity (look for signs, reduce opioids by 30-50%,
consider opioid change), infection (treat as appropriate), cerebral metastases (consider
dexamethasone 8-16 mg p.o). Before agitation and restlessness there is a need to consider

sedation. (WATSON et al, 2011).

Pain is a complex phenomenon and the experience of pain is unique for each individual. It has

been described in many ways:

* “An unpleasant sensory and emotional experience associated with actual or
potential tissue damage or described in terms of such damage (WATSON et al,

2011)”.

*  “An experience that affects and is affected by both mind and the body. It
involves the perception of painful stimulus by the nervous system and the

reaction of a person to this (WATSON et al, 2011)”.

* “Pain is what the patient says hurts (WATSON et al, 2011)”.

55



Internship Report on Palliative Care

Acute pain has a well-defined onset, generally associated with subjective and objective
physical signs and with hyperactivity of the autonomic nervous system. It usually responds to
analgesic drug therapy and treatment of its underlying cause. Chronic pain persists over weeks
or months and may be associated with significant changes in lifestyle, functional ability and
personality. Management is challenging as it requires careful assessment, not only of the
intensity and nature of pain, but also of the degree of psychological distress. Nociceptive pain
is the pain for which there is an identified lesion causing tissue damage, accompanied by
stimulation of nociceptors in somatic and visceral structures. Pain may be further classified
into: somatic pain (bone, soft tissue); visceral pain (capsular i.e. liver, hollow viscus, cardiac).
Neuropathic pain results from and is sustained by nerve damage in either central or peripheral
nervous system and is suggested by abnormal sensation or pain in a region of motor, sensory
or autonomic dysfunction (Differentiation is pain that arises from damage to the peripheral
nervous system; central is pain that arises from injury to the spinal cord or brain; sympathetic
is maintained pain, is a relatively uncommon sequel to tissue or sympathetic nerve injury;
complex regional pain syndrome is associated autonomic and trophic changes following a soft
tissue or nerve injury). Referred pain may be felt in a superficial or deep structure some distance
from its anatomical source. The mechanisms of referred pain are not always clearly understood.
The Patterns of pain are Background pain (refers to persistent baseline pain which is managed
with regular analgesia, often in a slow release format), breakthrough pain (is defined as a
transient exacerbation of pain that occurs either spontaneously or in relation to a specific
predictable or unpredictable trigger, despite relatively stable and adequately background pain),
incident pain (is either voluntary or involuntary and has an identifiable precipitant),
idiopathic/spontaneous pain (may have no identifiable cause), total pain (includes those aspects
of suffering with pain which are not always responsive to pharmacological intervention).

(BARBOSA & NETO, 2010; WATSON et al, 2011)

The principles of pain management are: understanding that pain is a subjective experience;
comprehensive, individualised and holistic assessment and treatment planning; patient and
carer involvement, which should include information about pain and its management (patient
should be encouraged to take an active role in their pain management); aetiology should be
considered to optimise pain management; treatment should start at the level of the World
Health Organization (WHO) analgesic ladder appropriate for the severity of the pain (if pain
severity increases and is not controlled on a given step, medication from the next step of the

analgesic ladder should be prescribed rather than another analgesic from the same step); oral
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analgesia should be the preferred form of delivery where possible, titrated until pain is relieved
and given regularly if pain is persistent; morphine is currently considered to be the strong
opioid of choice; analgesia for continuous pain should be prescribed on a regular basis and also
prescribed as needed for breakthrough pain in appropriate dosages; adjuvant analgesics should
be considered where appropriate as per WHO ladder. (REGNARD & HOCKLEY, 2004;
WATSON et al, 2011)

When assessing pain it’s necessary to consider the physical dimension- related with underlying
disease (cancer, abdominal distention from ascites), treatment (surgery, chemotherapy,
radiotherapy, drug related neuropathies), associated factors (constipation, pressure sores,
bladder spasm, stiff joints, post herpetic neuralgia) , chronic conditions (osteoarthritis, angina);
the psychosocial dimension- psychosocial factors may have profound influence on an
individual’s perception and experience of pain and can affect how the sufferer responds
emotionally and behaviourally and there is a large body of scientific evidence to support the
role of anxiety and depression, fear, pain-related beliefs and coping styles in the mediation of
pain perception in chronic non-malignant pain; the spiritual dimension- people suffering from
chronic unremitting pain can experience spiritual distress/pain, it is important to identify
spiritual needs in order to offer appropriate support, the spiritual dimension of an individual
includes meaning, relatedness, hope and forgiveness- this may or may not include a religious

system. (WATSON et al, 2011).

A detailed pain assessment should include: clinical history (site and number of pains,
intensity/severity of pains, radiation of pain, timing of pain, quality of pain, aggravating or
relieving factors, sensory disturbance, power/functional loss and the effect on activities of daily
life, aetiology of pain, analgesic and other drug history, presence of clinically significant
psychological disorder, contribution from psychological and spiritual factors, patient
understanding and beliefs concerning pain); physical examination; identification of the likely
cause of pain and classify the type of pain; arrangement for appropriate diagnostic
investigations; arrangement for multidisciplinary professional assessment when practicable;
regular review to determine the effectiveness of treatment (the frequency of review depends
upon severity of pain and associated with distress) (ASHBY & DOWDING, 2001; WATSON
et al, 2011)

Useful Assessment Tools are physical (11 point numerical rating scale - ANEXXE XXX);

psychosocial (routine screening for psychosocial distress using a standardised tool such as
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Hospital Anxiety and Depression Scale - ANEXXE XXXI); spiritual (HOPE is a simple
spiritual assessment tool that can be incorporated into a medical assessment: H- sources of
hope, meaning, comfort, strength, peace, love and connection; O- organized religion; P-
personal spirituality and practices; E- effects on medical care an end of life care). (WATSON

etal, 2011)
The pharmacological management of pain according to the WHO analgesic ladder is:
* STEP I: mild pain (non-opioids +/- adjuvant)

* STEP 2: pain persisting or increasing- mild to moderate (opioid + non-opioid +/-

adjuvant)

« STEP 3: moderate to severe pain (opioid for moderate to severe pain+ non-opioid+/-

adjuvant

The adjuvant analgesia: corticosteroids, antidepressants, anti-epileptic drugs, anti-muscarinic
drugs, benzodiazepines, bisphosphonates, ketamine (BARBOSA & NETO, 2010; WATSON
etal, 2011)

On uncontrolled pain if it is new pain (acute onset chest pain- cardiac cause, pulmonary
embolus, etc.; new back pain- rule out spinal cord compression in susceptible patients- give
dexamethasone 16 mg if suspected; colic pain- Hyoscine butylbromide 20 mg SC; musculo-
skeletal pain- Non Steroid Anti Inflammatory Drugs if tolerated, e.g. Diclofenac PO or PR).
Immediate release strong opioids for most pains are indicated if already tried step 1 or 2
analgesics (oromorph 5-10 stat PO; morphine/diamorphine 2.5-5mg stat SC). On breakthrough
pain if it is an incident pain of patients on “around the clock™ strong opioids consider rapid
onset, short duration fentanyl drugs (e.g. Abstral, Effentora, Instanyl); if it is spontaneous
breakthrough pain or uncontrolled pain give immediate release analgesia depending on
background medication (fentanyl or buprenorphine patches and modified release preparations
are not suitable for breakthrough pain). Give a stat dose if not on strong opioids (start with
Oromorph 5-10mg PO. Or morphine/diamorphine 2.5-5mg SC), if on strong opioids work out
the total 24h dose and divide by 6 to get the equivalent breakthrough dose of the same opioid
and route (e.g. modified release morphine 30mg bd = oral morphine 60mg in 24h breakthrough
dose = immediate release morphine 10mg). To convert most commonly used opioids like PO
morphine to SC diamorphine divide by 3; PO morphine to SC morphine divide by 2; Fentanyl
patch 25mcg/hr = diamorphine 30mg SC in 24 hours. Remember breakthrough dose is then
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1/6-1/10 of the 24hr dose. After painkillers are given it’s necessary to assess response that
should be effective within 30 min and if not consider repeat dose (ensure repeat doses available

if it is effective), if ineffective ask for advice. (WATSON et al, 2011)

Another underlying cause for agitation and restlessness is nausea and vomiting. It’s necessary
to select appropriate treatment/antiemetic and treat reversible causes (e.g. infection,
constipation, medication, hypercalcaemia). It’s also necessary to consider route of
administration (parenteral drugs likely to be needed if absorption compromised, give them by
Continuous Subcutaneous Infusion in a syringe driver) and also consider non drug measures
(management of distress and anxiety with psychological therapy and dietary advice, such as

small, frequent and low fat meals). (KINGHORN, 2001; WATSON et al, 2011)

Complementary therapies which include touch therapies (e.g. massage, aromatherapy,
reflexology) and psychological interventions (e.g. relaxation, hypnotherapy, meditation) are
often used alongside mainstream treatments in managing cancer pain. Cognitive behavioural
interventions can help minimise the impact of pain on mood and function in this group. The
evidence to support other interventions is week but there may be short term benefits. Creative
therapies include art, music, and writing therapies. Evidence for efficacy in reduction of pain
is sparse. They may be used to assist in exploration of non-physical pain. (KINGHORN, 2001;
TAVARES, 2003)

The NICE guidance on supportive and palliative care refers that Complementary therapies are
to be included as one aspect of the Guidance on Improving Supportive and Palliative Care for
Adults with Cancer; that Complementary therapies refers to those therapies which are used
alongside conventional health care; that the Therapists are to be trained to the standard required
for registration with a professional complementary therapy bodies should be knowledgeable
about the general contraindications and precautions for the therapy they practice; that Staff in
conventional healthcare who are not therapists will need familiarisation, guidance or training
on when, and when not, to refer patients to complementary therapies, how to communicate
with patients about complementary therapies, so that it doesn’t raise false hopes. (TAVARES,
2003; LLOYD-WILLIAM, 2008)

Evidence base for complementary therapies is a significant consideration for managers and
clinicians, as well as commissioners and providers of care. Evidence based care is described as
the conscientious, explicit use of the current best evidence in making decisions about the care

of individual patients. It requires practitioners to integrate the best external evidence based
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practice. Evidence derived from randomised controlled trials or reviews of randomised trials;
from prospective studies with a comparison group (non-randomized controlled study or
observational studies); from comparison group, calculation of sample size and accurate,
standard definition of outcome variables; from cross-sectional studies; and from professional
consensus. The best available evidence suggests that massage, aromatherapy and reflexology
may be useful to: promote relaxation, alleviate anxiety, reduce depression, reduce pain, reduce
nausea, alleviate symptom, alleviate side effects of chemotherapy, improve sleep pattern,
reduce stress and tension, reduce psychological distress/provide emotional support, improve
well-being and quality of life, live with altered body image. (KINGHORN, 2001; LLOYD-
WILLIAMS, 2008; TAVARES, 2003)

Gentle massage can be given to areas of the body no affected by cancer (there is no evidence
that massage increases the spread of lymphoma or leukaemia cells and cancer it is not a
contraindication to receiving gentle massage). Massage therapists are advised to be cautious
over tumour sites because any mechanical force on the tumour may contribute to the pressure
already taking place due uncontrolled growth of the cancer and may influence spread. Deep
massage of any part of the body is not advisable for those with active cancer, in order to avoid
trauma and activation of the immune response. (TAVARES, 2003; LLOYD- WILLIAMS,
2008)

Massage therapists, aromatherapists and reflexologists are trained to assess and screen for
conditions in which treatment is contraindicated for any individual (e.g. pyrexial). Therapists
with limited experience will need further training from experienced therapists in the use of the
therapy in palliative care. In massage and aromatherapy it’s necessary to avoid using any
pressure directly on the area of cancer, avoid pressure work with patients who are taking anti-
coagulation medication or who have low platelet count (some haematologists advise that
patients with a platelet count of 50 000 or less are not to be treated with massage or
aromatherapy). Be aware of the risks of massaging patients with areas of petechiae (pink
bruising is an indicator of very low platelet count). Use gentle stroking or light, holding touch
only, unless working in a specialist area and in consultation with the medical team. Avoid limb
or foot with suspected or recently diagnosed deep vein thrombosis (check with clinical team,
be aware of the signs and symptoms of deep vein thrombosis). Be aware that patients with
advanced cancer or severely impaired mobility are more susceptible to low grade undiagnosed
and asymptomatic deep vein thrombosis. Use gentle massage only. Avoid areas of bony

metastases and use gentle stroking or light holding touch only. Only treat lymphoedematous
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limbs or areas if working in conjunction with lymphoedema specialist nurse or physiotherapist.
In the absence of specialists, refer to local policy or avoid working the area or limb. Avoid
massaging over ascites (fluid retention in the abdomen) and use gentle stroking or light holding
touch only. Avoid stoma sites, dressings, catheters and TENS (Transcutaneous Electrical Nerve
Stimulation) machines. Be aware that patients have lowered immune function and more
susceptible to infection. Be aware that the skin can be sensitive and/or paper thin due to
medication and treatment, especially in elderly or cachectic patients. Use gentle touch only. Be
aware of possible side effects, such as fatigue, soreness of skin, digestive disturbance. Avoid
the entry and exit sites during and for 3-6 weeks following radiotherapy; check with the patient
and assess whether the skin is still sensitive, tender and sore. Encourage the patient to seek
advice from radiotherapy department regarding the use of gels and creams. Be also aware of
possible side effects of chemotherapy on the whole person e.g. extreme fatigue, lowered
immune function and increased risk of infection, increased risk of bruising, dryness or peeling
skin, digestive disturbance, nausea, altered sensation in extremities, hair loss, altered behaviour
or personality, skin sensitive to touch. Be aware that patients could have altered smell
preferences. Consider using gentle massage only, as the patient may not be able to cope with
even moderately energising or vigorous treatment. Modify pressure and adapt approach and
duration of session to take account of the patient’s preferences, and also the physical, emotional
and energetic condition of the patient (e.g. use gentle stroking or light touch if the patient is
very tired, unwell or emotionally label). Be guided by the patient’s body language and clinical

issues. Consider massaging part of the body only and in shorter sessions.

When using aromatherapy associated with massage be aware of respiratory conditions such as
asthma, when used in a room where there are other patients or individuals with respiratory
conditions, or different smell preferences or allergies. Use of electric vaporisers in the presence
of oxygen. Use burners with caution: follow the health and safety policy of the organization
with regards to risk of fire if using aromatherapy burners, for instance patients should not be
left on their own at any time when a burner is used and burners should not be left unattended.
It may be helpful to the patient and/or their carers for the therapist to teach them basic massage
skills, with or without essential oils. Is the systematic use of essentials oils in treatment to
improve physical and emotional well-being. The therapeutic effect of aromatherapy results
from a combination of the physiological effects of the oils and the relaxation of massage. As
the fragrance of the oils also stimulates the sense of smell, which elicits certain emotions, the

limbic system of the mid brain, which is concerned with emotional as well as visceral function,
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may be involved in the release of hormones which influence mood. The decision to use mix
essential oils should only be made by aromathereapists who are registered with an appropriate
professional body. Essential oils should only be used and mixed by aromatherapists following
an assessment of the patient and screening for contraindications (ANNEXE XXXII).
(TAVARES, 2003)

Massage therapists, practitioners of simple massage or carers who have been shown how to

massage the patient should use blends made by aromatherapists for individual patient.

With Reflexology it’s important to avoid a limb or foot with suspected deep vein thrombosis
and avoid varicose veins. Be aware of any tender areas on the foot or hand that relate to new
surgical wounds. Only treat lymphoedematous limbs or areas, if working in conjunction with
a lymphoedema specialist. In absence of a specialist, refer to local policy or avoid working the
area or limb. Avoid areas corresponding to colonic stimulation if there are any symptoms or
risk of intestinal obstruction due to causes other than constipation. Adjust pressure for patients
with low platelet count, taking note of any existing bruising and skin viability. A patient with
platelet count of 50 000 or less are not to be treated with reflexology. Be aware that peripheral
sensation may be affected by a person’s psychological state, or medication, such as steroids,
opioids or chemotherapy. Be aware that peripheral neuropathy may be a symptom of diseases
such as multiple sclerosis and certain tumours, although diabetes is the most common cause of
peripheral neuropathy. Palpate gently and sensitively over the reflexes relating to tumour site
(s). Assess the condition of the reflexes and adapt treatment accordingly so that the feet are not
overstimulated in any way, especially in patients with altered peripheral sensation or peripheral
neuropathy. Establish a working pressure that is comfortable for the patient at all times, and
tailor treatment to avoid strong reactions. Use fragrances free talcum powder or appropriate

cream if skin is very dry. (TAVARES, 2003)

Acupuncture it’s “A practice in Chinese medicine in which the skin, at various points along the
meridians, is punctured with needles to remove energetic blockages and stimulate the flow of
qi” (Jonas, 2005 in TAVARES, 2003). Several variations of the theme exist: stimulation by
heat (moxibustion), pressure (acupressure), electrical current (electroacupunture), etc. In
cancer patients it is mostly used for pain control, for alleviation of chemotherapy-induced
nausea and vomiting, to treat radiation induced xerostomia, and to reduce vasomotor symptoms

(ERNEST et al, 2006 in TAVARES, 2003).
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Hypnotherapy is the practice of using hypnosis for the treatment of illness. Several RCTs
(Randomized controlled clinical trials) have demonstrated the usefulness of hypnotherapy in

palliative cancer care for controlling pain and nausea and vomiting (TAVARES, 2003).

Relaxation techniques such as imagery, breathing exercises, manual massage, music therapy,
art therapy, and reflexology have been used to reduce symptoms and increase the quality of life
in cancer patients. Imagery (thoughts, pictures, sounds, memories feelings, sensations) forms
the basis for how we experience ourselves - our bodies, our relationships, our work, our
environment and our emotional and spiritual lives. Guided imagery makes conscious and
creative use of this faculty, to create a psycho-physiological change to reduce stress, adjust to
change, and promote health and healing. (KINGHORN, 2001; TAVARES, 2003; LLOYD-
WILLIAMS, 2008)

On the end of the session an evaluation form was given to the participants (ANNEXE XXXIII),
the feedback was positive and an analysis chart of the evaluation form is presented in annexe

(ANNEXE XXXIV).

Evaluation
*Participants of the formation training feedback (ANNEXE XXXIV);
*Tutor’s feedback (ANNEXE XVIII).

6. Do a systematic revision of a set of articles from 2010 to 2015 on a theme of interest for the

Palliative Care Team:

Activities

e Instead of doing a survey to understand the themes of interest for the Palliative
Care Team like I proposed on the project I decided to go for the theme of
continuous subcutaneous infusion by syringe driver for symptom control of
patients at the end of life theme, because here in the UK it’s use is widely spread
and common and from my experience on the Portuguese health system its use
is limited (after talking with the orientator, Manuel Luis Capelas, he also agreed
that this could be a good theme to develop);

e Bibliography research and analysis of the articles of interest for set theme, the
original plan was to research articles from 2010 to 2014, but because this was a
short periods and 2015 articles were found, I decided to increase the interval to

2015, which also gave me more up to date articles;
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e Written presentation of the resume/conclusions of the research on this report.
6.1. Continuous subcutaneous infusion by syringe driver for symptom control

of patients at the end of life, a systematic review

A systematic review it’s a research method that uses as a source of data the existing literature
about a certain theme. This kind of research makes available a summary of the evidence related
with a specific intervention strategy, using specific explicit systemized research methods,
critical appreciation and synthesis of the selected information. Systematic reviews are useful
to integrate information provided by a set of studies done separately about a certain theme that
may present conflicting or coinciding results, as well as identifying themes that need evidence,
giving guidance for future investigations. A systematic review allows to incorporate a larger
spectre of relevant results, to evaluate the consistency and generalization of the results between
populations or clinic groups, as well as specificities and variations of treatment protocols. A
systematic review it’s a retrospective secondary study. The review it’s usually conducted after
the publication of many experimental studies about the theme, so it depends of the quality of
primary source. This systematic review does not include a Meta-analysis. The position
occupied by the systematic review on the hierarchy of evidence illustrates the clinical and the
research importance (research by level of importance being the first enunciated the most
important and so on): randomised control trial, cohort study, case-controlled study, quasi-
experimental study, descriptive study, experimental of a single case or series of cases, and
expert opinion or case report. Different scales are used to evaluate the relevance of a study like
the list of Delphi, PEDro, OTSeeker, Maastricht criteria, Jadad scale, Joanna Brigs Levels of
Evidence Chart. The Joanna Brigs Levels of evidence chart is the one used to stablish the
relevance of the articles for this systematic review (ANNEXE XXXV). Two independent
reviewers are needed to conduct a search and assess the relevance of the articles for the review
considering the selection criteria (Marta Calado, registered nurse with masters in palliative care
and Vania Lopes, registered nurse with post-graduation in palliative care). The systematic
review follows the structure of an original article and it includes introduction, method, results

and discussion. (SAMPAIO & MANCINI, 2007)

A literature review was undertaken to identify the most current evidence regarding syringe
drivers management in effective symptom control of adults at the end of life under palliative
care. The following databases were searched: CINAHL, Medline, Psycarticles and PsycInfo.
The review was limited to adult patients and English language and covered a period of 5 years,

from 2010-2015. Search terms included are: syringe drivers, subcutaneous infusions, end-of-
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life care and palliative care. An internet search using the google search engine was also
undertaken using the same search terms. This identified relevant websites relating to syringe
driver management in symptom control of adults at the end of life under palliative care. In
addition websites and books about syringe drivers devices identified as relevant to complete
this chapter were examined. All abstracts identified during the search were assessed by two
reviewers (mentioned above) and the relevant articles for the topic where retrieved (score of 3
or less on the Joanna Briggs Levels of evidence chart where used and the ones within the level
4 were also used because they’re the latest articles on the subject). A total of 14 articles were

used to do this systematic review.

A summary of the literature used to develop this systematic review is made on annexe, using

charts (ANNEXE XXXVI).

Many patients requiring palliative care have multiple symptoms, which, if inappropriately
managed, can have a significant impact on their overall comfort and wellbeing as they near the
end of their life. The continuous subcutaneous infusion by syringe driver can be an effective
mean to deliver continuous medication to control symptoms such as pain, nausea and
breathlessness (DERBY-BURTON CANCER NETWORK, 2011; GABRIEL, 2015;
MUKOREKA & SISAY, 2015).

A syringe driver is a portable battery-operated infusion device. It is used to deliver drugs at
predetermined rate via the appropriate parenteral route (e.g. subcutaneous) and is suitable for
symptom management and palliative care (DOUGHERTY & LISTER, 2015; MUKOREKA &
SISAY, 2015)

Syringe drivers are used to aid drug delivery when the oral route is no longer feasible. Syringe
pumps will not deliver a better analgesic effect than the oral route unless there is a problem

with absorption or administration (DOUGHERTY & LISTER, 2015; WATSON et al, 2011).

The indications for the use of syringe drivers are intractable vomiting, severe dysphagia,
diarrhoea, patients with bowel obstruction whose gut absorption may be impaired, poor
alimentary absorption (rare), patients that are to week or nauseated to swallow oral drugs,
decreased conscious levels, patients who are dying and no longer able to manage medication

orally (GABRIEL, 2015; NORTHAMPTONSHIRE HEALTHCARE NHS, 2015).

Infusions of a single drug, such as an antiemetic or analgesic, do not generally cause problems

with stability. The drug should be diluted with a suitable diluent (sodium chloride is
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recommended for most drugs) and given over 12-24 hours. The combination can be
problematic, there is anecdotal evidence regarding combination of drugs but not many
pharmaceutical studies confirming compatibility. Combinations of up to four drugs have been
reported but if compatibility is uncertain, it may be best to use a second syringe driver. It is
also important to ensure that the diluent used is compatible with all the drugs in the infusion.
It is recommended that infusions are not exposed to direct sunlight or to increase temperatures
as drug instability may result. Hyaluronidase may be used to enhance the pharmacokinetics of

drugs such as subcutaneous morphine (DOUGHERTY & LISTER, 2015; LORENZL, 2013).

Research has shown that the use of peripheral cannulas rather than steel winged infusion
devices results in sites remaining viable for longer. Incidence of needle stick injuries may also
be reduced. It is now recommended that subcutaneous infusion be given via plastic cannula.
Administration of infusions of drugs requires the insertion of a 25 G winged infusion set or a
24 G cannula. These should be inserted at an angle of 45 degrees and secure with a transparent

dressing to enable inspection of the site. (DOUGHERTY & LISTER, 2015).

Drugs administered by subcutaneous infusion include opioid analgesics, antiemetics,
anxiolytic sedatives, corticosteroids, non-steroidal anti-inflammatory drugs and anticholinergic

drugs (DOUGHERTY & LISTER, 2015).

Three common types of syringe drivers are currently used in the UK. The Graseby MS16A
(calibrated in millimetres per hour), MS26 (calibrated in millimetres per day), currently being
phased out of use. And the McKinley T34 (ml/h). When using syringe drivers training is
essential as is awareness of your guidelines and regulations (WATSON et al, 2011;
DOUGHERTY & LISTER, 2015; THOMAS & BARCLAY, 2015). Most sizes and brands of
plastic syringes can be used with these devices, however, it is recommended to use Luer-Lok
syringes to avoid leakage or accidental disconnection (HABERCHT, 2010; DOUGHERTY &
LISTER, 2015).

The advantages of syringe drivers are: avoidance of the necessity of intermittent injections,
allowing mixture of drugs to be administered, accuracy of infusion timing (particularly in the
community, where it’s not possible to constantly monitor rate), constant therapeutic levels,
allowing mobility and independence (device is lightweight and compact), allowing rate to be
increased, requires simple calculations of dosage over a 12 or 24 hour period, allowing patients

to spend more time at home with their symptoms managed effectively, (SKEFFINGTON-
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SHEEHY et al, 2014, WEST, 2014; DOUGHERTY & LISTER, 2015;
NORTHAMPTONSHIRE HEALTHCARE NHS, 2015 ).

The disadvantages are: psychological dependence on the device by the patient, inflammation
or infection at the insertion site of the subcutaneous cannula, rate calculation differs between
certain syringe drivers which can be confusing for the nurse, the alarm system of some devices
operates only if the plunger is obstructed (it does not alert the nurse if the rate is too slow or
too rapid) (DOUGHERTY & LISTER, 2015; NORTHAMPTONSHIRE HEALTHCARE
NHS, 2015).

Choice of site should be based on both thickness of subcutaneous tissue and patient
convenience. Sites recommended for subcutaneous infusion of drugs are the lateral aspects of
the upper arms and thighs, the abdomen, the chest and the scapula. If the patient is mobile and
walking then the preferred sites are the chest or the abdomen. There are areas that shouldn’t be
used like lymphoedematous areas (absorption may be impaired and infection may be
introduced); sites over bony prominences (there may be insufficient subcutaneous tissue);
previously irradiated skin areas (absorption may be impaired); sites near a joint (movement
may cause the cannula to be dislodge); any areas that are inflamed, infected or broken skin;
sites of tumour, skin folds. Rotation of the site every three days should be routine in order to
minimize site reactions although in some patients this may not be feasible so the infusion site
must be monitored regularly and the device resited as necessary (LORENZL, 2013;
DOUGHERTY & LISTER, 2015; NORTHAMPTONSHIRE HEALTHCARE NHS, 2015;
THOMAS & BARCLAY, 2015).

Accurate documentation of the site, rate, flow, start time and drugs used is imperative in order
to avoid confusion and errors amongst staff. Sites and tubing will need to be changed every 1-
4 days. An aseptic technique should be used when preparing and setting up the infusion. Checks
should be done at the start of the infusion (record date, time, start volume, infusion rate setting,
name of person setting up infusion); based upon the type of infusion and patient’s condition,
however, at a minimum 15 minutes and 1 hour after the initial set-up and thereafter a minimum
of every four hours; at the start of each shift and when setting up an infusion. The nurse should
check and record the date, time, rate and volume remaining and that the battery/syringe driver
is working; record any reasons for changing drug, dose, rate setting of syringe driver or site;

check subcutaneous site (pain or discomfort, swelling or induration, erythema, leakage of fluid,
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bleeding) (HABERECHT, 2010; DOUGHERTY & LISTER, 2015; NORTHAMPTONSHIRE
HEALTHCARE NHS, 2015)

Some drugs are particularly likely to cause irritation and may need to be diluted in a greater
volume of diluent, cyclizine and levomepromazine are amongst these. This may result in skin
sites that break down rapidly or site reactions. The nurse can prevent this by checking
compatibility of drugs and diluents and consider changing the drug combination; by diluting
the solution as much as possible or change the diluent, by rotating site every 72 hours; by using
an non-metal cannula; by using a different site cleanser; by changing the dressing used; by
considering adding dexamethasonel mg into the pump (this may be helpful but it’s not
currently recommended for routine use), care should also be taken as dexamethasone is
incompatible with a number of drug combinations. (WATSON et al, 2011; MITCHELL, 2012;
LORENZL, 2013; DOUGHERTY & LISTER, 2015; GABRIEL 2015)

The following drugs may be mixed with morphine sulphate (opioid) or diamorphine (strong
opioid) cyclizine (antiemetic), clonazepam (benzodiazepine), haloperidol
(antipsychotic/antiemetic), hyoscine hydrobromide (antimuscarinic/antiemetic),
metoclopramide (antiemetic), octreotide (antiemetic), hyoscine butylbromide (antimuscarinic),
glycopyrronium (reduces secretions), levomepromazine (antiemetic and sedation), midazolam
(short acting benzodiazepine) and ondasetron (antiemetic) (WATSON et al, 2011). Drugs not
suitable for subcutaneous usage are diazepam (anxiolytic), chlorpromazine (antipsychotic),
prochlorperazine (antiemetic). To check Compatibility of drugs it’s important to check
regularly for precipitation and discolouration and discard if it occurs. Cyclizine may precipitate
at high doses, particularly in combination with high doses of diamorphine. Other combinations
may also cause cloudiness in the syringe. On rare occasions a patient may need two or three
separate syringe drivers to separate the drugs. With combinations of two or three drugs in one
syringe a larger volume of diluent may be needed, e.g. 20 or 30 ml syringe. Cyclizine is
incompatible with 0,9% sodium chloride if needing to use a dose of cyclizine greater than
75mg/24 hours in conjunction with a dose of diamorphine greater than 160mg/24 hours, a 20
ml syringe containing water for injection as diluent should be used. Levomepromazine can be
irritant. If skin site soreness becomes a problem, it is recommended to dilute it with 0,9%
sodium chloride rather than water for injections. However, please note if diamorphine is
combined with levomepromazine, 0,9% sodium chloride can only be used when diamorphine
concentration is less than 40mg/ml. if the diamorphine concentration exceeds 40mh/ml, water

for injection should be used. If skin site soreness is a problem in this instance, increase the size

68



Internship Report on Palliative Care

of syringe used. If other drugs are in the syringe, check if these are compatible with 0,9%
sodium chloride. Use a separate syringe driver for dexamethasone (unless low dose for skin
reactions), phenobarbital (anticonvulsant/sedation), diclofenac (anti-inflammatory non
steroid),  ketamine  (neuropatic  pain), ketorolac/parecoxib  (COX inhibitor,
painkillers/sedation). Care should be taken when mixing more than two drugs in a syringe and
in ensuring that the diluent used is compatible with the drugs. Water for injection or 0,9%
sodium chloride can be used as diluent but water for injection must be used with cyclizine and
doses of diamorphine greater than 40mg per ml. (GRPCC CLINICAL PRACTICE GROUP,
2011; WATSON et al, 2011; LORENZL, 2013)

The majority palliative care patients wish to be cared for at home and most of them wish to die
at home. Informal carers, usually family members, play an important role in allowing the
patients to remain at home, which includes significant input to symptom control management
and this can be a stressful and difficult experience for caregivers. Patient and family education
promotes safety and acceptance of the syringe driver as a means to providing improved
symptom control. Patient and family should be informed about what the device will do, and
its advantages and possible disadvantages; safety aspects; ways to incorporate a subcutaneous
infusion into their everyday life; troubleshooting guidelines. When educating patient and
NOK/carers it’s important to outline that syringe driver devices are very reliable; that it’s
normal for the syringe driver to make a whirring noise every few minutes (it shouldn’t be so
loud that others are able to ear or to keep them awake); it is normal for a green light to flash on
the right hand side of the machine (if this light stops, the battery needs to be changed), instruct
the patient to keep a spare 9 volt battery; encourage the patient to get into the habit of checking
that the light is flashing and the whirring sound is coming from the machine but not to worry
overnight; the machine as an alarm which is a constant and piercing sound, eventually the alarm
will turn itself off, instruct the patient not to panic if it alarms and that it will alarm if the syringe
is empty or there’s a blockage in the tubing. That when carrying the syringe driver they can use
a belt bag and carry it discreetly. That the syringe driver must not be immersed in water and it
can be damaged by steam (it’s possible to disconnect the syringe driver for a short period but
this shouldn’t be encouraged). That the patient may need reassurance (if they continue to
experience some pain, breakthrough medication can be given in these occasions). That if the
patient is worried that the device is not working properly the following guidelines should be
followed: if the alarm sounds, reassure patient that it is likely to be an easy problem to rectify;

check the light on the right hand side of the device (if not flashing change battery and press the
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button labelled “start/boast™ and light should begin to flash); if the alarm is sounding take out
the battery (that is the only way to stop the alarm and check if there is a kink in the tube- untwist
it, if the syringe is disconnected from the machine- attach it again, if the syringe is empty or
the cannula as come out, or if the cannula site is swollen, painful, the patient will ned to contact
their healthcare provider). (SHEEHY-SKEFFINGTON et al, 2014; NORTHAMPTONSHIRE
HEALTHCARE NHS, 2015)

The use of syringe drivers in palliative care to achieve symptom control is standard and
accepted practice. There are many benefits that syringe drivers present to the patient in terms
of convenience and effective management of symptoms. However use of this device has not
been without risks and limitations, including the flexibility of prescription, technical problems,
safety issues and skin reactions at the site of the infusion: syringe drivers may also cause
concerns and fears to some patients and their NOK/carers because they are associated with

disease progression. (SHEEHY-SKEFFINGTON et al, 2014)

Evaluation
*Shows knowledge and domain of the theme studied on the written presentation

in this report (ANNEXE XVIII).

As part of the internship I need to show management abilities. Considering that it’s important
to clarify that nurses exercise their management activities on three levels, the operational,
intermediate and strategic. The goal of the management is to promote patients safety, to
prevent, treat and rehabilitate or palliate patients, through the management of nursing care, the
management of services /departments or organizations, the management of competencies of
the available resources and the management of the dynamics of the health system. The
responsibility of the manager nurse is to plan, organize, conduct, and evaluate the work process
that involves care to the patient, always focused on the quality and satisfaction of the patient in
relation to the provided services. Nurses need to continuously improve their knowledge so that
they can support scientifically their management performance on the work process. It’s through
knowledge that the nurse develops competencies that make them confident in the decisions
made in the conduction of the work process. Considering this, the goals/skills I set myself to
accomplish during this internship are related with management, mostly management of the care
given to the patient, family and carers and management of the needs for formation/training to
get the knowledge to develop competencies to evaluate and assure the quality of care given to

patient, family and carers (LAZZAROTTO & FIEWSKI, 2004).
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Evaluation

* Able to manage the care given to patient, family and carers (ANNEXE XVIII);
*Able to manage the needs of formation/training that influence the quality of

care given to patient, family and carers (ANNEXE XXXIV).
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4-Conclusion

This last chapter presents the main reflections and the global appreciation of the internship and
the main learning outcomes for my professional and personal life as a nurse. The purpose of
this document is to describe the several dimensions and activities observed, approached and

performed during the internship.

The acquired and developed skills are related with communication with patient, carers and
family to better understand their wish and to allow them informed decisions about their care;
between the different members of the MDT and the different settings of Palliative Care in order
to provide the best possible quality of life to patient, family and carers; and between staff in
order to support each other and also to understand the needs for formation of the team, being
able to answer them, through the preparation of a training session in a theme chosen by them.
It was very rewarding for me doing the training session, it allowed me to review and deepen
my knowledge in Agitation and Restlessness at the end of life and to make me understand that
sometimes the original plan for training session needs to be adapted if we want to consider the
audience and their interests and areas of intervention. The original session was longer and had
more medical information, in order to adapt it to the audience, staff nurses and nursing
assistants, so no one with feel bored by this presentation, I had to adjust the original plan. The

evaluation was positive and made think that the extra work of adjustment was worthwhile.

The internship allowed me to observe in loco the Palliative Care network in the UK and how
this impacts the lives of the patients under Palliative Care and the way they live the last days
of their lives. We can see patients staying at home, like they wish, with all the support needed.
The study case and the placements at different settings were really important to make me see
how the network work (acute setting, Hospice with Inpatient Unit and Day Hospice and

community setting) and allowed me to see the work methods of the different setting of care.

It also allowed me the acknowledgement of the proved use of continuous subcutaneous infusion
by syringe drivers for symptom control at the end of life in the UK, with concretion of the
systematic review on the theme, that can also be adopted by the Portuguese health system, for
patients at the End of Life under Palliative Care, so that they can also have the best possible
quality of life, relying on the existing and proved technology.
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The most positive aspects of this internship were the MDT work, with frequent MDT meetings,
that allow good communication between the members, in order to provide the best possible
quality of life to the patient, family and carers; open communication between multidisciplinary
team and patient, family and carers, trough family meetings at the ward; the possibility for the
family and carers to stay with their loved ones the time they wish with a family room for them
to spend the night; the importance given to Advance Care Planning, to understand the patient’s
wishes and to give information so that the patient can make informed decisions about their
future care; warming and cosy environment, with lots of light, surrounded by green spaces that
the patients, even if bed bound, could access if desired; the two deep Jacuzzi baths available
for the inpatients; the support given to staff; access to complementary therapies on the Inpatient
Unit and Day Hospice; the Day Hospice services and support offered; the time spent in the
acute setting to understand how it relates with St Catherine’s Hospice; and the community
services offered that allow patients to remain at their preferred place of care for as long as

possible.

The less positive aspects of this internship are related with the fact that while doing it I was
working full time at East Surrey Hospital, and sometimes because of this I felt really tired, and
that tiredness sometimes stopped to make the most of this, already great, personal and
professional experience; the fact that there’s only one family room at the Inpatient Unit; and
because I consider, from my experience that the Hospice gives excellent care more people

could benefit from it if there were more inpatient beds and more staff.

My main goal with this internship was to use all the learning opportunities to better myself as
a Palliative Care Nurse and the bibliographic research was a constant trough out the internship
to clarify doubts and to have a scientific base for the actions behind the activities that I set
myself to do and the activities performed. Analysing the goals and the activities done to reach
I conclude that this was a positive experience with very positive outcomes for my personal and

professional life.
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ANNEXE I



ST CATHERINE’S HOSPICE MULTIPROFESSIONAL TEAM DIAGRAM

care homes

e http://www.stch.org.uk/healthcareprofessionals/multiprofessionalteam/teamdiagram,
accessed 30/12/2015.
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PATIENT REFERRAL PATHWAY (PRP)
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Surrey, West Sussex and Hampshire
Cancer Network VS|

Referral Guidelines and Pathway for Specialist Palliative Care
SWSH Palliative and Supportive Care Network

Patient meets Criteria for Referral*
If URGENT contact Specialist Palliative Care Team directly

Hospital Home/Nursing home

In Patient QOut Patient

\‘ |
URGENT Referral to Community

Palliative Care Team /
Hospice

Referral to Specialist Palliative

Care Inpatient Unit / Hospice

Referral to Hospital
Palliative Care Team

A

*Criteria for Referral
Most patients will have an advanced, progressive disease, where the focus of care will have
changed from curative to palliative and the prognosis is limited. Some patients, who have
specialist complex needs, can be referred at an earlier stage, from diagnosis onwards. Patients
may be discharged if their condition stabilises.
* A demonstrable need for specialist palliative care must be established. Appropriate
reasons for referral may include potential/existing difficulties with the following:
= Pain and symptom management
= Meeting the psychological, social and spiritual needs of the patient, their
family, and / or significant others.
= Terminal care/dying
* Where possible, the patient, and if not, the carer, should be informed and in agreement with
the referral
e Any Health Care Professional can refer to the Specialist Palliative Care team, but
acceptance must be with the agreement of the GP / Inpatient Consultant

Criteria for Urgent Referral: needing advice/assessment within 1-2 working days.

« Difficult physical / psychological symptoms causing distress and not responding to current
management

« Rapidly deteriorating condition

N.B. For urgent referrals, direct contact with palliative care team is needed to discuss each
situation individually
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0O TELEPHONE/FAX 0O FACE TO FACE 0O CANCER SERVICES ALERT
REFERRAL TO PALLIATIVE CARE TEAM

Patient name

dob ‘Hospital No.

Location Consultant
GP name:

Date of referral Address:

Time

Diagnosis

Do they have cancer? Yes No

If yes, where is cancer?

If no, what is diagnosis?

Reason for referral (tick all that apply)

Symptom control Terminal care
Discharge planning Psychosocial support
Other

Is Patient Aware of Referral? (please tick)

| Yes ] [No

_Urgency of Referral (tick most appropriate)
Same day

Next working day
Over next week

Details of referrer

[ Name | | Contactno. |

Designation (please tick)

Doctor GE

Ward Nurse OT/Physio
Hospital Nurse Specialist Community Team
Discharge Liaison Team Other

Who has referral been discussed with and what is outcome?

PLEASE ASK MEDICAL TEAM TO WRITE THE REASON FOR REFERRAL
IN MEDICAL NOTES



Date admitted:

Presented with:

Past medical history:

NHS no:

Please check that all contact details are correct:

Patient's address:

Tel:

NOK namef/relationship:

Address:

Tel:

First Assessment:

Physical:

Psychological:

Spiritual:

Information:

Carer:

Known to Hospice: O Yes = No
DNAR: O Yes O No
Preferred place of care | Now: EOL:

Medications:

Allergies:
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St Catherine’s Hospice Internship
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East Surrey Hospital Palliative Care Team Manager

Name:

Ty

Signature:

ELAINE ﬁ. i8] %_@ \



ANNEXE VI



ST CATHERINE’S HOSPICE INTERNSHIP CRONOGRAM OF ACTIVITIES

MONTHS

ACTIVITIES

Bibliographic
research

Internship
project

February | March | April

May

June

July | August

September

October

November

Placement at
East Surrey
Hospital

Understand
the goal of the
palliative care
team

Refer patients
to the
palliative care
team

Facilitate dying
with dignity
and comfort

Ensure good
communication
with patient,
family and
carers

Internship
report

Oral
presentation of
internship
report

Participation of
activities plan
for formation

Systematic
revision
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SUMMARY OF ST CATHERINE’S HOSPICE DNA CPR POLICY

St Catherine’s Cardiopulmonary resuscitation (CPR) policy states that CPR is a clinical
intervention undertaken with the aim of restoring breathing and circulation in an individual
who has suffered a cardiac and/or respiratory arrest. There evidence that the survival rate
following CPR for a cardiopulmonary arrest occurring outside of the acute hospital setting is
low. CPR is unlikely to be clinically successful when an individual is in the final stages of an
incurable illness, may prolong or increase suffering and subject the patient to an undignified
death. When an individual is in the final stages of an incurable illness a decision may be made
that they should not undergo CPR (Do Not Attempt Cardiopulmonary Resuscitation- DNA
CPR). This will be an appropriate clinical decision for the majority of patients under the care
of St Catherine’s Hospice however there may be circumstances when CPR could be successful
for a few patients. The principles which inform decisions about CPR are based on the following
documents: NHS South East Coast Do Not Attempt Cardiopulmonary Resuscitation principles;
Treatment and care towards the end of life: Good practice in decision making General Medical
Council, July 2010; Mental Capacity Act 2005. This policy and use of DNA CPR paperwork
applies to adults over 16 years of age. CPR is a clinical intervention and should only be offered
if there is a reasonable expectation that the patient will benefit from this intervention. Any
decision about CPR will be based on individual clinical circumstances and in accordance with
ethical and legal guidance. A DNA CPR applies to CPR only. It may be appropriate to suspend
a DNA CPR decision if the patient undergoes a procedure that may increase the risk of a
cardiopulmonary arrest. This must be discussed with the patients and a decision made as to

when the DNA CPR should be reinstated if it is suspended.
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SUMMARY OF ST CATHERINE’S HOSPICE POLICY ON ADVANCE CARE PLANNING

Patients have a fundamental, legal and ethical right to determine what happens to their own
bodies. It is a general and legal principle that valid consent must be obtained before starting
treatment or physical investigation, or providing personal care, for a person. Seeking consent
is also a matter of common courtesy between healthcare professionals and patients. If a
healthcare professional does not respect the principle they, and their employing organization,
may be liable to legal action and/or allegations of battery (under “common law”) or negligence.
The department for Health, General Medical Council and Nursing and Midwifery Council (as
well as other professional and regulatory bodies) have issued a range of guidance documents
on consent and these should be consulted for details of the law and good practice requirements.
All health care professionals have a responsibility to keep up to date with the changes that may
occur to the current guidance on consent as a result of legal developments. All health care
professionals should be aware of the Human rights act 10 and be compliant with it in their
practice. St Catherine’s hospice policy for Consent and patient choice scope is to set standards
and procedures at St Catherine’s Hospice which aim to ensure that health care professionals
are able to comply with the guidance on consent. This policy focuses on consent and patient
choice for episodes of direct patient care (provision of personal care, procedures such as
phlebotomy, paracentesis, and pleural tap, undertaking observations, such as pulse, blood
pressure, administering medications, providing counselling or spiritual care, physiotherapy or
occupational therapy interventions). All health care professionals have a duty to have regard
for the Mental Capacity Act’s code of Practice which makes it an offence to ill-treat or wilfully
neglect someone who lacks capacity when responsible for their care or decision-making
powers. A person must be assumed to have capacity to make a particular decision at the time
it needs to be made unless it is established that they lack capacity. If there is any doubt about
an individual’s capacity to make a decision, their capacity must be assessed by using the
guidance set out in the Mental Capacity Act Code of Practice. If a patient has a valid and
applicable advance directive this has the same force as a contemporaneous decision to refuse a
treatment. No-one can give consent on behalf of an individual lacking capacity unless they are
acting in their position as a Lasting Power of Attorney or a Court Appointed Deputy. Essential
care encompasses measures required to keep an individual comfortable. It concludes warmth,
shelter, actions to keep a person clean and free of distress and the offer of food and water by
mouth. Patients should always be offered essential care and it should always be provided unless

it is actively resisted by a patient. Refusal of essential care by a patient with capacity should be



respected although it should continue to be offered. Advance decisions made under the Mental
Capacity Act cannot refuse actions that are needed to keep a person comfortable. The Act
allows healthcare professionals to carry out essential care in the best interests of a person who
lacks capacity. Health care professionals have a legal duty to care for a patient and prolong life,
however, it is recognised that are circumstances where life sustaining treatment stops being of
benefit to a patient and is not clinically indicated. In these circumstances discussions must be
had with the patient to decide an ongoing plan of management and decisions made in best
interests (in accordance with the Mental Capacity Acct) where the patient lacks capacity.
Comfort and dignity should always be maintained through the appropriate care. There is no
legal distinction between withdrawing and withholding life-sustaining treatment. It must be
recognised that these actions are distinct from any deliberate action to end life which is
unlawful. If the patient has capacity and (fully informed) refuses life sustaining treatment, this
decision must be complied with. Not to do so is unlawful. If the patient has a valid applicable
advance directive this has the same force as a contemporaneous decision to refuse treatment.
A patient with capacity cannot legally demand treatment that is not clinically indicated. When
making a best-interest decision in relation to life sustaining treatment in an individual who
lacks capacity, healthcare professionals should be aware that the Mental Capacity Act requires
that the healthcare professional must not be motivated by a desire to bring about the person’s

to death.

Advance care planning requires understanding of potential diseases course and problems,
consideration of preferences and priorities, capacity to make and convey decisions,
communication, and collaboration. Capacity is the ability to make decision free from pressures,
it is independent of age, race, and illness. A person should be assumed to have capacity unless
established otherwise. All reasonable steps should be taken to enable capacity. Capacity
requires the ability to understand relevant information, retain information for long enough to
make a decision, weigh up information relevant to the decision, communicate the decision by
any means. A person lacks capacity if their unable to make a decision for themselves due to
impairment of their mind or brain (it may be temporary or permanent). If the decision cannot
wait, the multidisciplinary team should act within the terms of the Mental Capacity Act. People
with capacity have the right to make unwise or unpopular decisions, but they do not have the
right to expect others to compromise professional, legal or moral codes. The Mental Capacity
Act of 2005, fully effective from October of 2007 in England and Wales, applies to adults (over

16) who lack capacity to make decisions for themselves (people at the end of life, dementia



patients, and people with learning disabilities). It also covers a wide range of decisions on
personal and financial welfare. It defines the conditions for making decisions in the patient’s
best interest (any decision must not be motivated by desire to bring about death), different
powers of attorney, regulates advance decisions to refuse treatment, defines statutory rules and
public bodies, regulates research, and defines criminal offence of ill treatment or neglect. When
acting in a patient’s best the multi-disciplinary team should consider potential benefits, harms
and risks of proposed care or treatments, information given by NOK/carers (patient’s priorities
and wishes), statement of values/wishes, valid and applicable advanced decisions, views of
anyone named by patient to be consulted (carers, lasting power of attorney, court appointed
deputy). Advance decisions to refuse a specific treatment are binding but to request a medical
treatment are not. The Act states that an advance decision to refuse treatment must refer to
specified circumstances and be both valid and applicable. An advance decision is not valid if
the patient has withdrawn it, the patient has capacity, the patient subsequently created lasting
power of attorney (person appointed by patient while he has capacity to make decisions about
patients personal welfare -health and care- and personal property, when patient lacks capacity,
on patients best interest, it must be registered with the Public Guardian, can extend to give or
refuse consent), conferring authority to consent or refuse treatment, patient has clearly done
anything consistent with negation of the advance decision, the treatment in question is not
specified in the advance decision, any circumstances specified in the advance decision are
absent, and there are reasonable grounds to believe the circumstances exist which the patient
did not anticipate when he made the advance decision and which would have affected the
decision if they have known. The additional rules for relevant life sustaining treatment are for
the patient to state that the advance decision is to apply to the specified treatment if their life
are at risk, it must be written and signed by the patient or by another on patient’s behalf,
acknowledged by patient in the presence of a witness, and signed by a witness. If the
professional is satisfied that the advance decision to refuse treatment is valid and applicable,
he would be liable for assault if he carried out or continued the specified treatment despite that
advance decision. The patient should be encouraged to plan while he can considering the likely
disease course and problems, to explore preferred priorities of care, to document and display,

to understand and work within the legal responsibilities and ethical framework.

e www.opsi.gov.uk/acts/acts2015, accessed 15/12/2015



http://www.opsi.gov.uk/acts/acts2015

ANNEXE IX



NHS PROCESS FOR FAST TRACK

The whole of the decision-making process should be “person-centred”. This means putting the
individual and their views and the care and the care and support required at the centre of the
process. It also means making sure that the individual plays a full role in the assessment and
decision-making process and gets support to do this where needed. This could be by individual
asking a friend or a relative to help them explain their views. The first step for most individuals
is the Checklist Tool. This is a screening tool to help health and social care staff judge whether
it is appropriate to undertake a full assessment for NHS continuing healthcare. The Checklist
will usually be completed when someone is assessing or reviewing health or social care needs.
The checklist does not indicate whether the individual is eligible for NHS continuing
healthcare, only whether they require full assessment of eligibility for NHS continuing
healthcare. If the Checklist has been completed and indicates there is a need to carry out a full
assessment of eligibility for NHS continuing healthcare, the individual completing he Checklist
will contact the patient’s Clinical Commissioning Group (CCG) who will arrange for a

multidisciplinary team to carry out an up-to-date assessment of the patient’s needs.

A multidisciplinary team is made up of two or more health or social care professionals who are
involved in the patient’s care. The assessment will, with the patients permission, involve
contributions from all of the health and social care professionals involved in the patient’s care
to build an overall picture of all the patient’s needs. In some cases the multidisciplinary team
will ask for more detailed specialist assessments from these professionals. The multi-
disciplinary team will use information from the patient’s assessment to complete a “Decision
Support Tool”. The Decision Support Tool looks at eleven types of need, for example, mobility,
nutrition, and behaviour. The purpose of the tool is to help decide on the nature, complexity,
intensity and unpredictability of the patient’s and so whether the patient have a “primary health
need”. The multi-disciplinary team will then make a recommendation to the CCG as to whether
the patient is eligible for NHS continuing healthcare. The CCG should usually accept this

recommendation except in exceptional circumstances.
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SUMMARY OF ST CATHERINE’S POLICY ON COUNSELLING — BEREAVMENT

The counselling/bereavement service is available where difficulties clearly relate to loss at St

Catherine’s Hospice.

Family and carers can be offered up to twelve sessions, renewable under exceptional

circumstances.

Patients and their family and friends can access to relevant services during their illness and St
Catherine’s Hospice Counsellor team expect that these are accessed at times of crises and
changes in condition, should the anticipatory change to bereaved, the need will be reassessed.

Family and carers will be offered an agreed number of sessions extendable by review.
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Authorization request for data use on study case for Masters in
Palliative Care report by Andreia Monteiro

I, Andreia Marlene da Silva Monteiro, doing a placement in Palliative Care at St Catherine’s Hospice.
Declare that I've asked permission to the patient and his NOK (wife) to use his data
for a study case and informed that this study case will be a part of the report for the masters in
Palliative Care that will be presented at the University. Patient and NOK where informed that his
data will remain anonymous and opportunity to assess the final work when it’s finished was given to
the patient and NOK, that was refused. This request was witnessed by Staff Nurse in charge on the
16-07-2015, Andrew Knight. Patient and NOK gave me permission to use his data on the study case.

This document is signed by me and the witness to this request.

QAUOYRots

Andreia Monteiro

Signature Am&\'ﬂm Qoo deiro

Andrew Knight

Signature : B!
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FAST TRACK FUNDING

If the patient needs an urgent POC due to rapidly deteriorating condition which may be entering
a terminal phase, then the Fast Track Tool may be used instead of the Decision Support Tool
to confirm eligibility for NHS continuing healthcare funding. If this is the case, an appropriate
clinician will complete the Fast Track Tool and send directly to the CCG which will arrange
for care to be provided as quickly as possible. Occasionally, a CCG may arrange for a review
of the patient’s needs and arrange a Decision Support Tool to be completed after immediate
support has been provided following the completion of a Fast Track Tool. This could lead to a
decision that the individual is no longer eligible for NHS continuing healthcare funding.
Following every assessment or review the patient should receive a written decision as to
whether they are entitled to NHS continuing healthcare together with reasons for the decision.
If the patient is entitled to NHS continuing healthcare, the CCG will discuss options with the
patient as to how their care and support needs will be best provided for and managed and their
preferred setting in which to do that (e.g. at home or in a care home) and which organisation/s
will be responsible for meeting their needs. When deciding on how their needs are met, the
patient’s wishes and expectations of how and where the care is delivered should be documented

and taken into account.
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SUMMARY OF ST CATHERINE’S HOSPICE POLICY ON PATIENT AND FAMILY SUPPORT
TEAM (PFST)

St Catherine’s Hospice PFST counselling is available from the time someone is referred to the

Hospice until long after bereavement.

The PFST aims to provide a high quality emotional support service working within hospice
policies and within standards set by national service guidelines. In conjunction with the MDT
the counselling service aims to offer support to the multi-professional team in dealing with the
psychological care of the patient ant the family, emotional support to the patients of St
Catherine’s Hospice in their acceptance of and preparation for death, support those close to the
patient during the illness and during the bereavement process, an emotional support service
offering various levels of support (this will be accessed following an assessment of the patient’s
needs), the service compromises volunteers bereavement support and volunteers student and
qualified counsellors who have been recruited through the volunteer services department (the
team have attended loss awareness training and relevant mandatory and compulsory training),
the service will endeavour to respond to patients needs through audit and evaluation. All
members of the emotional support team work within both hospice policies and procedures and
within professional guidelines. The Hospice provides a confidential patient-centred approach
to emotional support ensuring protection of the patient’s identity. The service provides
assessment of need within a MDT approach; identification of risk around bereavement;
confidential anticipatory counselling and emotional support to inpatients (IP), community
patients and families; bereavement counselling; bereavement support; support groups. The
PFST service is provided by a multi-professional working contracted counselling time,
volunteer counselling time, volunteer counselling time, referring on to other supporting
agencies within the local area where appropriate, identifying when patients need referring. The
service is provided to patients under the care of St Catherine’s Hospice, families and friends
with a close link to the patient. Service is provided for bereavement (counselling/bereavement
I available where difficulties clearly relate to the loss and up to twelve sessions can be offered,
renewable under special circumstances) and anticipatory (patients their family/friends can
access relevant services during their illness and this is expected to be at times of crisis/changes
I condition, should the anticipatory change to bereaved, he need would be re-assessed, the
patients will be offered an agreed number of sessions, extendable by review). The service is
accessed through contact with Hospice, referral from GP, referral from ward or St Catherine’s

team, Request from East Surrey hospital, self-referral, other professionals, other Hospices.



Counselling works by giving the patient a chance to be heard. The counsellor will give the
patient time to talk, cry, shout or just think. It is an opportunity to look at a problem in a
different way with someone who will respect and explore patient’s opinions and decisions with
them. PFST counsellors respond to individual needs and seek to support patients, families and
carers in the most appropriate way at the most appropriate time. They arrange to see the patient
on an individual basis and will talk the patient through any of the issues or experiences that are
giving concern to the patient. Every counsellor has their own style and way of working but
broadly speaking the counsellor will help the patient trough the following three steps:
exploring patients experiences (the nature of patients problems and the impact their having on
them, the history of how the problems arose and the changes the patient would like to see);
understanding patients experiences (why the patient is struggling with the problem he’s
presenting and what may be stopping the patient from overcoming them); working with patients
experiences (finding the strength and resources to resolve patients difficulties or at least make
them more bearable). Initially St Catherine’s Hospice offers six sessions which can take place
at home if the patient is unable to go to the Hospice. The sessions are confidential within certain
professional limits as all counsellors attend to regular clinical supervision. As the PFST is an
integral part of the wider hospice team there may be a need to share appropriate information
with the multidisciplinary team: If the patient feels uncomfortable with this that can be
discussed with them. Initial calls to the PFST will be handled by the PFST Co-ordinator who
will pass the patients details on to a member of the counselling team. If the patient call when
the line is busy or out of hours they will be automatically diverted to the hospice’s confidential
voice mail facility. The patient can leave a message that will be returned. The patient can also

contact the counselling team by speaking to another member of the hospice staff.



ANNEXE XIV



SUMMARY OF ST CATHERINE’S HOSPICE POLICY ON COMPLEMENTARY
THERAPIES

It is considered that the following therapies can be relaxing and balancing for the body and

mind and are therefore offered by St Catherine’s:
* Massage
* Aromatherapy relaxation
* Reiki

Volunteers and/or paid qualified therapists offer these therapies to patients who choose to have

them.

All patients will be referred for therapies via the internal referrals windows on Crosscare (St

Catherine’s informatics program of multidisciplinary registration)

Relatives and carers may also be referred for therapies via the referral window on Crosscare.
Therapies will be offered to this client group according to supply, with patient need taking

priority if demand is great.
All referred patients will be initially assessed by Team Leader, Day Services.

Volunteers and/or paid qualified therapists report to and are managed on a day to day basis by

Team Leader, Day Services.

All complementary therapists must have proof of qualification with recognised training

organisation to practice within specified remit.
All complementary therapists must have their own insurance.

Documentation will be completed as per hospice policy on Crosscare.



ANNEXE XV



NHS FUNDING GUIDELINES

A patient can receive NHS continuing health care in any setting, including at patients home or
in a care home. NHS continuing healthcare is free, unlike support provided by local authorities
for which a financial charge may be made depending on patient’s income and savings. If the
patient is found eligible for NHS continuing healthcare in its own house, this means that the
NHS will pay for healthcare (e.g. services from community nurse or specialist therapist) and
associated care needs (e.g. personal care and domestic tasks, help with bathing, dressing, food
preparation and shopping). It is not dependent on a particular disease, diagnosis or condition,
nor on who provides the care or where that care is provided. If the overall assessment of care
needs shows that the patient have a “primary health need”, it should be eligible for NHS
continuing healthcare. Once eligible for NHS continuing healthcare, patients care will be
funded by the NHS, this is however, subject to regular reviews, and, should patients care needs
change, the funding arrangements may also change. Whether someone has a “primary health
need” is assessed by looking at all of patients care needs and relating them to four key
indicators: nature (this describes the characteristics and type of the individual’s needs and the
overall effect these needs have on the individual, including the type of interventions required
to manage those), complexity (this is about how the individual’s needs present and interact and
the level of skill required to monitor the symptoms, treat the condition and/or manage the care),
intensity (this is the extent and severity of the individual’s needs and the support needed to
meet them, which includes the need for sustained/ongoing care), unpredictability (this is about
how hard it is to predict changes in an individual’s needs that might create challenges in
managing them, including the risks to the individual’s health if adequate and timely care is not

provided).



ANNEXE XVI



SUMMARY OF ST CATHERINE’S HOSPICE REFERRAL POLICY

St Catherine’s Hospice provides specialist palliative care to people within the local catchment
area as well as support to their families, friends and carers and advice to health care
professionals in the community and local hospitals. The IP unit at St Catherine’s Hospice
provides specialist palliative care to patients with malignant and non-malignant life limiting
illness. Patients can be referred for admission by their community or site specific CNS, member
of the hospice medical team, their GP, their district nurse or their hospital palliative care team
if they are in hospital. Admission to IP unit will be offered to a patient in response to a specific
need as identified by the MDT. Patients are entitled to decline admission to the IP unit if it is
offered to them. In these circumstances their care needs would be reviewed to ensure their
needs can be met in their chosen environment. Occasionally admission is requested by the
patient themselves or by their family or carer. In these circumstances the patient would need to
be assessed by a member of the St Catherine’s team or by their GP to assess (with the patient
and their family/carers) whether admission to the IP unit is the most appropriate form of
management or not. Patient choice and preference relating to place of care and place of death
is respected by St Catherine’s Hospice MDT. However, admission requests are prioritised and
there may be times when complexity needs to take priority over preferences. In these
circumstances this would be discussed with the patient and/or their family/carers and
alternative and appropriate plans made. Should no beds be available to admit a patient at the
time admission is requested the community team will liaise with the patient, their family/carers
and the primary care team to ensure the patient’s specialist palliative care needs can be met
within their current environment until such time that a bed becomes available. If the patient is
in hospital, the relevant hospital team will be kept informed of bed availability to ensure
continuity of acre and advance planning. Admission requests to the inpatient unit are audited
and reviewed on a regular basis. In order to maintain equity of access to all patients requesting
a bed at St Catherine’s Hospice they’re keen to ensure that as far as possible the same process
pathways will be used for all requests. The requests will be predominantly for (criteria from
St Catherine’s policy) assessment, symptom control and terminal care. Respite admission or
day services will not be available for out of area patients (unless in extreme circumstances,
where this will be discussed on an individual case by case basis). St Catherine’s hospice will
be keen to maintain out of area hospice patient links with the patients, particularly for discharge
planning meetings, but also for information about patient prognosis. And will ensues that up to

date information about patients is available on discharge/transfer/death. If requests for out of



area admission occur out of working hours, contact medical or nursing staff on call for further

advice.



ANNEXE VII



SUMMARY OF ST CATHERINE’S HOSPICE POLICY ON CONSENT AND PATIENTS
CHOICE

Patients have a fundamental, legal and ethical right to determine what happens to their own
bodies. It is a general and legal principle that valid consent must be obtained before starting
treatment or physical investigation, or providing personal care, for a person. Seeking consent
is also a matter of common courtesy between healthcare professionals and patients. If a
healthcare professional does not respect the principle they, and their employing organization,
may be liable to legal action and/or allegations of battery (under “common law”) or negligence.
The department for Health, General Medical Council and Nursing and Midwifery Council (as
well as other professional and regulatory bodies) have issued a range of guidance documents
on consent and these should be consulted for details of the law and good practice requirements.
All health care professionals have a responsibility to keep up to date with the changes that may
occur to the current guidance on consent as a result of legal developments. All health care
professionals should be aware of the Human rights act 10 and be compliant with it in their
practice. St Catherine’s hospice policy for Consent and patient choice scope is to set standards
and procedures at St Catherine’s Hospice which aim to ensure that health care professionals
are able to comply with the guidance on consent. This policy focuses on consent and patient
choice for episodes of direct patient care (provision of personal care, procedures such as
phlebotomy, paracentesis, and pleural tap, undertaking observations, such as pulse, blood
pressure, administering medications, providing counselling or spiritual care, physiotherapy or
occupational therapy interventions). An intervention is defined as any aspect of direct patient
care undertaken by staff and a health care professional involved in direct patient care. For
consent to be valid it does not depend on the form in which is given. It must be given voluntarily
by an appropriately informed person whoa as the capacity to consent to the intervention in
question. Coercion invalidates consent. In certain situations it may be appropriate to see the
patient alone in order to establish that they are making the decision regarding an intervention
freely and voluntarily. It is the responsibility of the health care professional providing the
intervention to ensure that valid consent has been obtained. This may be delegated, however,
both remain responsible health care professional and the individual to whom obtaining valid
consent is delegated, must be suitably trained and qualified, have knowledge of the proposed
intervention and understand the risks involved. All health care professionals have a
responsibility to seek advice from senior colleagues if they feel they have reached the limits of

their competency. If there is any doubt about the validity of consent, legal advice should be



sought. A patient may actively request a particular intervention (which may, or may not, be
appropriate or available), a healthcare professional may suggest a particular form of
intervention or there may a number of ways of managing a condition or clinical situation.
Patients may express consent non-verbally, orally or in writing or consent may be implied, for
example a patient presenting their arm to have a blood test or blood pressure taken. Any
intervention must be explained to a patient in a sensitive, balanced and respectful way and in a
way they can understand by an appropriately trained healthcare professional who must explain
its nature and purpose, inform them of its benefits and any associated risks, inform them of any
alternative options to that purpose (including associated risks of the alternatives), inform them
of the potential outcomes of not undertaking the intervention. The health care professional must
make an assessment of how much information a patient wishes to be given and the approach
to explaining an intervention needs to be tailored to each individual patient. The amount of
information provided regarding any risk of an intervention will depend on the individual.
Serious adverse outcomes should be highlighted even if the risk is small and less serious
adverse outcomes should be highlighted if they occur frequently. A Court of Appeal judgement
stated that it will normally be the responsibility of the doctor to inform of a significant risk
which would affect the judgement of a reasonable patient. The information given should be
documented in patient’s notes. Signed consent forms are not legally required in most cases, but
are good practice for a significant intervention (e.g. surgery, interventional analgesia). Gaining
consent is a process carried out jointly between a patient and a healthcare professional based
on the patient’s values and preferences and the healthcare professional’s clinical knowledge.
The patient must be given the opportunity to ask questions. Written or other information should
be supplied if appropriate and/or requested. It is good practice to involve other members of the
MDT as appropriate. If the patient declines the information offered it is good practice to
document this in the patient’s notes. If the informed and valid consent is obtained, the
intervention can then proceed- if this decision is made by the patient. A patient with capacity
can withdraw consent at any time, including during procedure. Unless new information
becomes available or patient’s condition changes significantly (when proceeding with the
intervention would need to be reviewed in either case) between the time of obtaining valid
consent and carrying out the intervention, valid consent for an intervention remains so
indefinitely (unless withdrawn by patient with capacity). It is always good practice to confirm
that consent remains valid before commencing the intervention. If the patient with capacity
voluntarily declines an intervention (having been fully informed) whether contemporaneously

or in advance this decision should be respected and alternative options explored. Assumptions



should not be made about an individual based on their character of beliefs. All patient’s views
should be respected, including their right to make decisions about acre and interventions. A
patient cannot demand a particular treatment, but health professionals must take account of a
patient’s wishes when making treatment decisions. Gaining consent when an individual lacks
capacity. A person who lacks capacity is defined as a person who is unable to make a decision
for themselves because of an impairment or disturbance in the functioning of their mind or
brain. The disturbance may be temporary or permanent and affects the person making a specific
decision at the time it needs to be made. For those who lack capacity to make decisions about
their treatment, the Mental Capacity Act of 2005 outlines a statutory framework for making
such decisions which must be followed by all healthcare professionals. All health care
professionals have a duty to have regard for the Mental Capacity Act’s code of Practice which
makes it an offence to ill-treat or wilfully neglect someone who lacks capacity when
responsible for their care or decision-making powers. A person must be assumed to have
capacity to make a particular decision at the time it needs to be made unless it is established
that they lack capacity. If there is any doubt about an individual’s capacity to make a decision,
their capacity must be assessed by using the guidance set out in the Mental Capacity Act Code
of Practice. If a patient has a valid and applicable advance directive this has the same force as
a contemporaneous decision to refuse a treatment. No-one can give consent on behalf of an
individual lacking capacity unless they are acting in their position as a Lasting Power of
Attorney or a Court Appointed Deputy. Essential care encompasses measures required to keep
an individual comfortable. It concludes warmth, shelter, actions to keep a person clean and free
of distress and the offer of food and water by mouth. Patients should always be offered essential
care and it should always be provided unless it is actively resisted by a patient. Refusal of
essential care by a patient with capacity should be respected although it should continue to be
offered. Advance decisions made under the Mental Capacity Act cannot refuse actions that are
needed to keep a person comfortable. The Act allows healthcare professionals to carry out
essential care in the best interests of a person who lacks capacity. Health care professionals
have a legal duty to care for a patient and prolong life, however, it is recognised that are
circumstances where life sustaining treatment stops being of benefit to a patient and is not
clinically indicated. In these circumstances discussions must be had with the patient to decide
an ongoing plan of management and decisions made in best interests (in accordance with the
Mental Capacity Acct) where the patient lacks capacity. Comfort and dignity should always be
maintained through the appropriate care. There is no legal distinction between withdrawing

and withholding life-sustaining treatment. It must be recognised that these actions are distinct



from any deliberate action to end life which is unlawful. If the patient has capacity and (fully
informed) refuses life sustaining treatment, this decision must be complied with. Not to do so
is unlawful. If the patient has a valid applicable advance directive this has the same force as a
contemporaneous decision to refuse treatment. A patient with capacity cannot legally demand
treatment that is not clinically indicated. When making a best-interest decision in relation to
life sustaining treatment in an individual who lacks capacity, healthcare professionals should
be aware that the Mental Capacity Act requires that the healthcare professional must not be

motivated by a desire to bring about the person’s to death.
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EVALUATION OF THE INTERNSHIP AT 5T CATHERINE'S HOSPICE

DATE: !&:&!2:&\5' .
CO-SUPERVISOR: _ ), C Rl mMaitd suenmuas:@_ :

SUPERVISOR: _ MAmvel  tviy  (ARccas  SIGNATURE:-

Instructions: Please indicate your level of agreement with statements listed below in mumber
16,
I, Understands the goal of the Palliative Care Team:
s Activities
* Integrates the multidisciplinary team in the ecare for the palliative
patients, their families and cavers;
*  Does a study czse of a patient since referral until discharge or death, to
better understand the plan of action of the palliative care team in the

Hospige;
*  Participates of the multidisciplinary team mestings.
s Evaluation
© Integrates the multidisciplinary palliative care team,
Strongly Agrez | Neunal I Disagree 'Su:o-ngiy

I

agree ;  disagree
: |

V/

2. Understands the refersal pathway of the patients to the specialist palliative care team
1o the Hospice:

*  Activities
*  Follows the referrl pathway of palliative patients 1o Hospice.
= Evaluation
@ Able torefer patients 1o the palliative care team:
o Able to prieritize refervals.
Jb—ﬁr-ongly Agree Neutra! Disagree | . Steongly

agiee I disagree
)

P 1 g e |




3. To facilitate dying with dignity and comfort and provide carers with support:
v Activities )

Assesses symptoms regularly (pain, breathiessness. agitation. nausea,
vomiting, sceretions) and review;

In the event of symptoms being present, provides apprapriate non-
pharmacological and pharmacological interventions;

Matntains excellent hasic eare, regular mouth care, wurning for
comfort;

Monitors bowel and bladder funetion; |
Encourages and support oral fosd-hydration; i
In conjunction with medical team reviews appropriateness of on-going
observations and nursing interventions:

Rationalises interventions and mediations, focus on camfort and
support;

Ensures dignity and compassion in all cars:

Assesses psychoiogical needs of the patient and monitor for any
psvehological distress;

Assesses spiritual/religious needs with patient;

Refers to spiritual care lead or own minister a8 requested;

Aims to nddress other spiritual needs as able:

Considers patient preferences;

Tries to ascertain patient's preférred place of care and death;
Considers wansfer to kospital if patient desires to spend final days in
hospital;

Ensures that up to date contact numbers are available for key family
members and when they want 1o be contacted:

Explains facilities available to family and carers;

Considers single room.



¢  Evaluation
©  Able to address patients physical dimension;
o Able to address patients psychological dimension;
o Able to address patients spiritual/religious needs.

Strongly Agree Neutral | Disagree Strongly

|
\ :
agree | | disagree
Pl ] !

| VY ] |

Ensures good communication with patient, family and carers regarding the
deterioration in their relatives condition:
*  Activitics

* Communicates with patient and relatives (Independent Mental
Capacity Advocate if no capacity or next of kin);

* Ifthe patient is unable to communicate their needs, discusses with next
of keen or carers;

* Supports patient, family and carers and ensures they are aware of the
seriousness of the condition, that death is thought likely to be imminent
and the focus of care is now on comfort primarily ;

*  Documents significant conversations in the notes and ensure contact
numbers for key family members are recorded;

* Gives the opportunity to discuss and documents wishes advanced care
planning;

* Encourages patients, family and carers to express their emotions;

* Encourages patients, family and carers to ask questions;

¢ Evaluation

o Able to communicate effectively with patient, family and carers,

Strongly Agree Neutral Disagree Strongly |
agree L disagree
v | {
{




5. Participation on the activities plan for formation of the Palliative Care Team of the St
Catherine's hospice;

*  Activities

Do a survey to understand the Palliative Care Team needs for
formation;

Organize 2 formation/training considering the Palliative Care Team
needs for formution.
*  FEvaluatien

-

o Peadicipants of the formation training feedback;
o Tutor’s feedback.

Strongly Agree Neutral Disagree | Swrangly
agree disagree

6. Do a systematic revision of a set of asticles frore 2010 to 2014 on Continuous
Subcutaneous Infusion by Syriage driver

*  Activities
* Bibliography research and analysis of the articles of interest for ser
theme:

*  Writes resume/conciusions on internship report.

= Evaluation
o Shows knowledge and domain of the theme studied on the written
resume conclusions on the internship repory
o Tutor’s feedback.

|

Strongly

Agree | Neutra) Disagree Stmﬁgly J
!
- i I
gree . \// 13apree
|
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SUMMARY OF ST CATHERINE’S HOSPICE POLICY FOR DAY HOSPICE REFERRALS

Referrals of patients to Day Hospice may be made by any member of the multidisciplinary
team by completing an internal referral to day Hospice Crosscare (informatics program for the
multidisciplinary team notes) and must include priority level. Referred patients will be invite
to Day Hospice for an outpatient assessment appointment. If this is not appropriate or possible
a trial day will be offered. If there is any question about appropriateness of a patient attending
the Day Hospice, then they should be discussed by multidisciplinary team. Patients attending
the Day Hospice will be reviewed on a three monthly basis, and the interventions provided
assed to ascertain ongoing need. Day hospice patients will be reviewed in the weekly MDT
meetings. Patients will be kept updated of their ongoing Day Hospice input by the appropriate
member of the MDT. Ultimate decision making about appropriateness of continued input rests
with the senior medical and nursing staff. Appropriate, effective and timely communication
within the patient’s allocated specialist nurse and other professionals, both internal and external
to the organization, is the responsibility of trained staff in day hospice, in conjunction with the
Clinical Nurse Specialist (CNS)/ team leader. Day hospice team members will be expected to
fulfil all aspects of their role. This will be reviewed annually via appraisal process. Specific
care needs will be identified within the Day Hospice assessment window and at all times the
hospice policies and procedures will be adhered to. Documentation will be in line with current
hospice use of Crosscare. It is the responsibility of the Day Hospice senior staff nurse/CNS to
monitor and evaluate the care needs of the patient and to support and supervise Nursing
Assistants and volunteers in care delivery to ensure safe practice. Medical care for Day Hospice
patients remains the responsibility of their General Practitioner (GP). However, members of
the medical team will be able to review patients in Day Hospice by prior arrangement. If a
patient develops an acute medical problem (e.g. collapse or fall) then a member of the medical
team should be asked to attend. If no doctor is immediately available, an ambulance should be
called and the patient sent to the emergency room. Volunteers in the Day Hospice are required
to have appropriate induction training and will work under the guidance of the Day Hospice
Senior staff Nurse and Team leader for Day Services in liaison with the Volunteers Services

Manager.
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REQUEST FOR IN-PATIENT TRANSFER TO ST CATHERINE’S HOSPICE Date: 16.10.15

Patient’s Name

Date of Birth

Diagnosis and recent treatment (including chemotherapy dates):

Referred by (+ contact details)

Current location of patient

Ideal admission response (tick): | Urgent (within 48 hours Soon (2-7 days) |
Planned

Reason for referral (tick): Assessment Terminal care

Symptom control of pain Symptom control Psychological

Problems/issues to address (may use additional sheet if required):

Expectations of patient/family:

Performance status | | Oxygen required ? (/min) |

Special requirement or nursing needs (including use of syringe driver):

MRSA status

Diarrhoea (infective or not?)

Additional Information (may use additional sheet if required):

If patient is not known to St Catherine’s hospice, fax through front page of notes with
demographic details.
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Fast Track Pathway Tool and Fast Track Care Plan for NHS Continuing Healthcare
November 2012 {Revised)

NHS Continuing Healthcare Fast Track Tool

To enable immediate provision of a package
of NHS continuing healthcare

Date of completion of the Fast Track Tool

Name D.O.B.

NHS number:

Permanent address and Current location (i.e. name of
telephone number hospital ward etc)

Gender

Please ensure that the equality monitoring form at the end of the Fast Track Tool is
completed

Contact details of referring clinician (name, role, organisation, telephone number, email
address)
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Fast Track Pathway Tool and Fast Track Care Plan for NHS Continuing Healthcare
November 2012 (Revised)

NHS Continuing Healthcare Fast Track Tool

To enable immediate provision of a package
of NHS continuing healthcare

The individual fulfils the following criterion:

He or she has a rapidly deteriorating condition and the condition may be entering a terminal
phase. Forthe purposes of Fast Track eligibility this constitutes a primary health need. No
other test is required.

Brief outline of reasons for the fast-tracking recommendation:

Please set out below the details of how your knowledge and evidence of the patient’s needs
mean that you consider that they fulfil the above criterion. This may include evidence from
assessments, diagnosis, prognosis where these are available, together with details of both
immediate and anticipated future needs and any deterioration that is present or expected.

When outlining reasons why a clinician considers that a person has a rapidly deteriorating
condition that may be entering a terminal phase, the clinician should consider the following
definition of a primary health need:

Primary health need arises where nursing or other health services required by the person are

(a) where the person is, or is to be, accommodated in a care home, more than incidental or
ancillary to the provision of accommodation which a social services authority is, or would
be but for the person’s means, under a duty to provide; or

(b) of a nature beyond which a social services authority whose primary responsibility is to
provide social services could be expected to provide.

(continue overleaf)
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Fast Track Pathway Tool and Fast Track Care Plan for NHS Continuing Healthcare
November 2012 (Revised)

Please continue on separate sheet where needed. This should include the patient’'s name and
NHS number, and also be signed and dated by the referring clinician.

Name and signature of referring clinician Date

Name and signature confirming approval by CCG Date
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Fast Track Pathway Tool and Fast Track Care Plan for NHS Continuing Healthcare
November 2012 (Revised)

About you (the patient) — equality monitoring

Please provide us with some information about yourself. This will help us to understand whether

everyone is receiving fair and equal access to NHS continuing healthcare. All the information you
provide will be kept completely confidential by the Clinical Commissioning Group. No identifiable

information about you will be passed on to any other bodies, members of the public or press.

What is your sex?
Tick one box only. What is your ethnic group?
White

Male [ ] British
Female [ ] Irish

Transgender [ | Any other White background, write below
B Mixed
Which age group applies to you? White and Black Caribbean D
Tick one box only. ‘ White and Black African
0-15 T White and Asian
Any other Mixed background, write below
16-24 |_
25-34 : : =
S5 C Asian, or Asian British
) Indian
::-g: P Pakistani
i Bangladeshi
s Any other Asian background, write below
75-84 i
8+ [ | D Black, or Black British
Caribbean
African
Do you have a disability as defined by Any other Black background, write below
the Equality Act 20107 |
Section 6 of the Equality Act 2010 defines a & Shimios; SEother s orp
person with a disability as someone who has Chinese
a physical or mental impairment that has a Any other, write below
substantial and long-term adverse effect on r

that person's ability to carry out normal day-
to-day activities.

Tick one box only.

Yes D
No [:l
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Fast Track Pathway Tool and Fast Track Care Plan for NHS Continuing Healthcare
November 2012 (Revised)

What is your religion or belief?
Tick one box only.

Christian includes Church of Wales, Catholic,
Protestant and all other Christian
denominations.

None
Christian
Buddhist
Hindu
Jewish
Muslim
Sikh
Other, write below

I ]

Which of the following best describes your
sexual orientation?

Tick one box only.

Only answer this question if you are aged 16
years or over.

Heterosexual / Straight :I
Lesbian / Gay Woman
Gay Man
Bisexual

Prefer not to answer
Other, write below

L |
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Fast Track Tool for NHS Continuing Healthcare
MNovember 2012 (Revised)

Care Plan for Fast Track Patients

Inter-agency multi-disciplinary care plan for palliative care provision & placement. For an individual with a
primary health need arising from a rapidly deteriorating condition which may be entering a terminal phase,
with an increasing level of dependency.

This care plan is for use with the national fast track pathway tool, for patients who have been referred to the
PCT for Continuing Healthcare funding to enable their needs to be urgently met (e.g. to allow them to go
home to die or to allow appropriate end-of-life support to be put in place).

Name: DOB: Age:
Male/Female
Home Address: Name & Address of next of kin/contact:

Telephone No:
Telephone No:

Relationship:

First Language: Religion/cultural needs:

GP: District Nurses Name:

Address: Address:

Tel No: Tel: No:

Fax No: Fax No:

Palliative Care Team: Name of social worker/care manager:
Tel No:

Consultants Name: Patients Current Location:

Consultant's Tel No:
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Fast Track Tool for NHS Continuing Healthcare
November 2012 (Revised)

Has the individual, main carer or advocate been advised of and given written
information regarding the Continuing Healthcare process (DH Leaflet, Carers [J Yes [] No
Information)?

If yes, by whom? If no, why not?

Was the individual offered the opportunity to have a representative, such as a family member or
advocate present? [] Yes [] No Didtheyattend? [ ] Yes [] No

If not, please explain why

Is this assessment a review? If so, please give
date of the previous assessment

CONSENT TO THE ASSESSMENT PROCESS & INFORMATION SHARING

The Mental Capacity Act set out the definition of a person who lacks capacity. These sections of the act say that a person lacks capacity if
he or she has a temporary or permanent impairment of or a disturbance in the functioning of the mind or brain when the decision needs to be
made, and as a result is unable to:

¢ Understand the information relevant to that decision

= Retain that information

= Weigh up information as part of the process of making the decision or

*  Communicate histher decision (whether by talking, using sign language or any other means)

Where the person is incapacitated and unable to consent, information should only be disclosed in their best interests and then only as much
information as is needed fo support their care. For further guidance, see the Mental Capacity Act 2005 Code of Practice on
www.dca.gov.uk/menincap/legis.htm and the guidance booklet 'Making Decisions: a guide for people who work in health and social care' on

www.dca.gov.uk/legal-policy/mental-capacity/mibooklets/booklet03. pdf
If the person is deemed to have capacity:

[ Yes [] No Date of last review

* Has their consent been obtained for all relevant assessments? []Yes[]No

» Have they given consent to have information shared with their next of kin, main [] Yes[] No
carer or advocate?

* Has their consent been obtained for sharing information contained within this [1Yes[]No
assessment with potential care providers, other health bodies and the Local
Authority?

Signature agreeing consent to
assessment and the sharing of

information
If the person is deemed to not Signature of. person assessing
have capacity to consent, how capacity.

was their capacity determined
and by whom?

Who holds decision making responsibility for Health and Personal Welfare?

Self or Other? | [] Self [ Other (as below) zit;e?ec's'°"
Lasting PoA: Level of power: S ;?g:;:f e
Deputy: Level of power: E E;Z:t’;‘gle'fare
Enduring PoA: | Additional Info:
Is there an advanced decision to Date decision made: Who holds the advanced decision?
refuse treatment? [] Yes [] No

Signature Statement indicating why Best Interest
Name of Best Interest Assessor T e e

Fage | 15 0f 20



Fast Track Tool for NHS Continuing Healthcare
November 2012 (Revised)

Primary Diagnosis

Secondary Diagnosis

Other

Is the Patient Aware of
Diagnosis? Y/N
If not why Not?

What is the patient's
prognosis?

Are they aware of their

DNAR status: has this been discussed and if so by whom? prognosis? Y/N
Is the DNAR form with the patient/in the house?
Pain:
Does the patient have unremitting and overwhelming pain despite all Yes/No

efforts to control pain effectively?

::;mgm*é"i“%k?“& A m

. {Mid °  [Moderate - [Severe | Uncontroliable |

Pain

boxes}

Patient's current symptoms, aside from pain, which require regular (weekly) review (please tick

mewn paeT [ ABSen s Ml s . s [ Moderale & o | Severe. .

“Unhcontrollable

Nausea

Dyspnoea/
Difficulty Breathing

Bleeding

Cough

Fatigue

Drowsy

Jaundice

Ascites

Confusion

Anxiety

Depression

Insomnia

Oedema

Other

Please describe specialist nursing needs and current symptom management and who will be

providing this:

—
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How are these needs currently met?

ti 'SeoFbalfthqg”f :

'uaw

Qurrent Mobility Leve

S

e «»sw;- ewt

Has a movmglhandlmg risk assessment been completed'-’ Yes/No

Is the patient independently mobile? If not, how many carers are required for transfers.

Please list any equipment required.

;D@éﬂ@e“batien@hage:apqwgs%rggnd'ilon?**f I et Yes/No
Does i:he tieyt havg a rayldy qaetgrioratmg cgndltmn? - 2 B S Yes/No
Does 'th’é ! f o Yes/No
‘input? g 4

Which multi dlscrplmary team n:gemher,wﬁaver Been involved ~m the zssessmentfor thls patlent‘-" _
(Please tick) . = : o et

0 Occupatnonal Theraplst C Palliative Care Nurse ] Hospltal Doctor

[ Physiotherapist 0 Palliative Care Doctor [0 Social Worker / Care Manager
[0 District Nurse [] Speech & Language o GP

[ Other:
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Phasieg BT e e Bl Lol O
mt;hafthe%”ﬂm maféﬁibmfg tﬁtbgjmmlveaiaqq ‘pléfse provide the
,amfgoﬁtad ﬁe‘fa‘@'ﬂ Sl e 2 e B

Professional Contact Phone Number
District Nurse
Palliative Care Nurse
Palliative Care Doctor
Hospital Doctor

Occupational Therapist

Physiotherapist

Speech & Language

Therapist Y/N
Marie Curie Y/N
Macmillan Y/N
Other

1 at reqmres daily momtor;,rgg by ’: Yes/No

b
prn g L *‘3

: ‘andlor”qeterlﬁiratln”g

b

¢ar

T TBose T T [Frequency L. [Roite T~ Findieation

Medication Review completed by: Date:

| Signature/ Designation:
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e e

Name of Patient: L e e

Recommendations for Future Care
To be completed after discussion with patient, relative, friend or advocate:

Home Nursing Home | Residential Home Hospice

(Please indicate if care is to
be provided at different
address to that stated on
page 1)

Has the patient been involved in setting up and Yes /No If not explain why:
agreeing to this care plan?

Has the main carer been involved in setting up and | Yes/No If not explain why:
agreeing to this care plan?

If patient requires a 24 hour care environment. Does the patient, relative, friend or advocate have a
preference on which nursing home placement & why?

Whilst the PCT will try to accommodate patient and representative’s wishes, there are limits as to what
the PCT can provide. Final decisions on placements rests with the PCT.

Are they any specific clinical requirements the nursing home need to be made aware of (e.g. be able to
manage syringe drivers, specialist dressings, tracheostomy care)

To be completed if the patient is to be cared for at home
Is there an existing package of care in place? Yes/No

Who is currently providing the care?

Are member of the patient's family involved with care provision? Yes/No

| What care are they able to provide?

= B i
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—

What services have previously been provided to the patient? (please tick/delete where appropriate)

[l Home Care (] Day Hospital/Hospice [] Respite Care
[ Meals on wheels (] Day Care L] Twilight/ Night Service
[l cPN [] Palliative Care Team [ MacMillan

[ Physiotherapist
L Other Specialist Nurses (state specialty) .....................o.oiio.
L] Other (Please Specify) ........ccoovvovvvol

Describe the input of the above. Please be as detailed as possible giving frequency & duration of visits.

If services were offered but declined, please state why

What services will be needed to enable patient to return home? (please tick/delete when appropriate)

(] Home Care [ Physiotherapist LI Day Hospital/Hospice
[] Meals on wheels [J Day Care ] Respite Care

[ District Nurse L] Twilight/ Night Service [JCPN

L] Paliiative Care Team [J Marie Curie [ MacMillan

L] Other Specialist Nurses (state specialty) .............................
L] Other (Please SPEGHY) ... ... vues ceviematese s s s

Describe the proposed input of the above. Please be as detailed as possible giving frequency &
duration of visits.

Please complete the grid below detailing the package of care that would meet this individual’s
.current needs.

Approximate timing | Number of Approximate | Tasks to be undertaken at visit.

of visits staff required | length of visit

e.g 9am 2 1 hour Washing, dressing and hoisting out of
bed.

|
*Failure to complete the above will result in a delay in contacting a care agency to commission a
package of care.

The PCT will review the above recommendation and contact the referrer if there is a
question over the safe delivery of care at home.

Whilst the PCT will try to accommodate patient and representative’s wishes, there are
limits as to what the PCT is able to provide. Final decisions regarding package of care
resides with the PCT.
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Accommodation & Environment

Current accommodation circumstances (please tick & give details as appropriate)

(] Flat above | []

ground floor | Residential
Home

[| Ground
Floor Fiat

[ House [ Bungalow |[] Sheltered

Housing

0

Nursing
Home

[] owner Occupier | [] Council Tenant | [] Housing [J Private Tenancy | [] Lodgings
Association Tenant
[ Living Alone | [] Living with [ Living with [ Living with | [ Living with [] Living
spouse offspring siblings other relative with friend

Sultabﬂlw;o? St [} No Problems

[ | some difficulty due to | [] Confined to one area

“Accom odation disability e.g. sleeps downstairs
.| O Level Front 0 Level Back [1 Flight of Stairs {1 Step or Steps
| 0 Central 0 Electric Fires | [ Gas Fires T Calor Gas i Open
| Heating Fires Fires

Cooking | O Microwave O Electric 1 Gas Cooker | O Calor Gas 0 Solid

h - | Oven Cooker Cooker Fuel

Toilet . = = | Olnside O Inside O Outside 0 Chemical O

= == | Downstairs Upstairs Commode Commode
Bathroom | (] Downstairs [1 Downstairs O Upstairs 0 Upstairs Bath | L1 None
£ ¢ 2| Shower Bath Shower

Comments/ any other observations, entry to property (e.g. keys with neighbour)
Please document any potential hazards to the patient or carers (e.g pets, smokers)

Attach OT assessment if available

Is the patientitheir family aware that they need to ensure access to hand washing facilities and toilet
facilities for carers, a supply of clean towels and bed linen? Yes/No

| Is the patient/their family aware that if carers are in the property for any length of time they will need
access to facilities to make themselves a drink and if providing a respite/sitting service they will need a
comfortable chair to sit in? Yes/No

| Is the Patient/their family aware that the carers expect the property to be heated accordingly? Yes/No

NAME:
TITLE:
Page |210f20
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My Advance Decision to
Refuse Treatment Document

B This form is for people living in England and Wales only.
We suggest you read it alongside our booklet, Your life and
your choices: plan ahead.

L30JdNS YIINYD
‘NYTNWIYW
RIY IM

About this document

This document is for you to write down in advance any specific freatments
that you don't want to have in the future. It will only be used if you lose
the mental capacity to make decisions for yourself about your healthcare
needs and are therefore unable to consent to or refuse treatment.

You must ensure that this Advance Decision to Refuse Treatment (ADRT)
is up fo date and replaces any previous decisions you have made.

ent (ADRT) you are
comfort




L

Section 2: My Advance Decision to Refuse Treatment

Section 3: My signature and witnesses

you (or by

omeone else.




N

Section 4: Person to be contacted to discuss my wishes (optional)

Section 5: Details of healthcare professionals

Section 6: Optional review dates - this Advar
Itduse Treatment was reviewed and conﬁrinad by me




Section 7: Details of people who have a copy and have been
told about this Advance Decision to Refuse Treatment

\ !
L

ADRT adaption This form has been adapted, with- parmissiem, fmmhe Nahqnal End of H{a Care Progm
Advance Decisions to Refuse Treatm: forma, which
available at endoflifecareforadults.nhs.uk/publice

Printed using sustainable material. Please recycle.
Moemillan Cancer Support, registered charity in England and Wales (261017),
| Scofland (SC039907) and the Isle of Man (604). MAC13616_APC

mé!
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Surrey and Sussex INHS

Healthcare NHS Trust

Care Plan for the Patient in the
Last Few Days of Life

Date:

Patient’s Name:

Doctor’s Signature:

COMMUNICATE

RE-EVALUATE

(ADRT)?
3. Is prefered place of care Known?

COMMUNICATION
Where the Consultant (or SpR) has identified that a patient under their care
is dying or has the potential to die, they must discuss the agreed care plan

with the patient (if they have capacity and wish to be involved in decisions - not all
patients wish to discuss they are dying).
e Suggest conversations involve a discussion that their condition is likely to
be irreversible and the rationale for that decision.

* Some patients may wish their families to be involved in these discussions.
It is seen as good practice to involve families in discussions. Document
any concerns raised and your response to these.

For patients that lack capacity see notes on page 3.

Patient is Explore patient’s Treatment trials and Document

NOT diagnosed understanding and timescale for review review

to be dying wishes for treatment - Escalation plans outcome

and care - Define ceiling of
care

Patient is imminently dying See key areas to be Contact SASH Palliative
and no reversible cause addressed overleaf Care Team for advice
identified or patient if needed

opts for comfort care (ext. 2660)



Surrey and Sussex INHS |

Healthcare NHS Trust

End of Life Care Plan

Patient name: ' NHS No.

Hospital No.

Patient Problem
The MDT/Senior clinician agree that the patient is likely to be approaching end of life and the
patient therefore requires high quality, holistic end of life care.

Date: | Sign:

Goal

To facilitate dying with dignity and comfort for patient and provide carers with support.

To ensure good communication with the patient and family/carers regarding the deterioration in
their relative's condition.

Interventions
1. Physical
Assess symptoms regularly, e.g. pain, breathlessness, agitation, nausea and vomiting,
retained secretions and review at least every 4 hours.
In the event of symptoms being present, provide appropriate non-pharmacological and
pharmacological interventions.
Maintain excellent basic care, regular mouth care, turning for comfort.
Monitor bowel and bladder function.
Encourage and support oral food-hydration as patient is able.
In conjunction with medical team review appropriateness of on-going observations and nursing
interventions.
Ensure dignity and compassion in all care.
2. Psychological
Assess psychological needs of the patient and monitor for any psychological distress.
Ensure good communication at all times with the patient.
Encourage patients and carers/relatives to express their emotions.
Encourage patients and carers/relatives to ask questions.
3. Spiritual/religious
Assess spiritual/religious beliefs and needs with the patient.
If the patient is unable to communicate their needs, discuss with next of kin.
Refer to hospital chaplain or own minister as requested.
Aim to address other spiritual needs as able.
4. Patient Preferences
Has the patient expressed any wishes regarding end of life care, e.g. tissue donation?
Try to ascertain patient's preferred place of care and death.
Consider alternative care setting if patient is stable enough to be transferred out of hospital.
5. Care of the Family/Carers
Ensure up to date contact numbers are available for key family members and when they would
want to be contacted.
Explain facilities available, e.g. parking permits, folding bed for relatives.
Consider single room.
6. After Care
Follow procedure in the care of the dying policy, certification of death.
Family bereavement booklet.
Inform GP and other clinicians involved.
7. Additional Interventions
Consider referral to the specialist Hospital Palliative Care Team (HPCT) on ext. 2660 with the
agreement of the medical team.
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PLAN OF TRAINING SESSION “AGITATION
AND RESTLESSNESS™

TIME SUBJECT TUTOR STUDENT
14:00-14.10 1. Introduction -Building 1. Introduction
Introduce myself | -Fire
2. House Keeping | -Facilities
3. State aims and ~Safety aspects
objectives -Principles: 2. Brainstorming
3. Training session | definition e
outline -Causes experience
-Process:
assessment and
management
-(Give handouts
14:10-14:30 “Agitation & -Power point -Participation and
Restlessness” presentation Juestions
training session
presentation
14:30-14:45 Relaxation session | -Read relaxation -Participation
seript
(Relaxation CD,
sound of the sea)
14:45-14:55 Revisit objectives | -Give out -Fill in evaluation
and learning evaluation form form
outeomes -(uestions
Evaluations

Time for questions
Summary
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Aims and Goals:

— Definition

— Causes (physical discomfort & confusion with
restlessness)

— Assessment (Holistic view of the patient- physical,
phychosocial and spiritual)

M (Holistic 1t with drug and
non-drug management)

% May occur as a pre-terminal
event (in final hours or days of
life),

4 10% of agitated patients may
need some sedation,

4 Consider underlying causes
wich may be treatable:

* Physical discomfort,
= Confusion with
restlessness

(WATSON et al, 2011)

+ Agitation

— A state of anxiety accompanied by motor restlessness
Confusion

— A mental state characterised by a lack of clear and orderly thought and
behaviour

Restlessness

— Restless
— Marked by a lack of quict, repose, or rest
— Notable to rest, relax. or be still

— Never still or motionless
(BARBOSA & NETO. 2010, WATSON et al, 2011)




* CAUSES:

» Uncontrolled pain

4 COORDINATEDMOVEMENTS SOME 3 Full bladder
VOLUNTARY CONTROL

(WATSON el al, 2011) » Faccal impaction

» Nausea
» Pruritus from opiod

25/01/2016

* CAUSES:
» Metabolic failure

“+ COORDINATED MOVEMENTS OR
UNCONTROLLED TWITCHING » Opioid toxicity
(WATSON et al. 2011)

¥ Infection
» Cerebral metastases

Haloperido!

Midazolan

Levomepromazine

Phenobarbital

5 mg or buceal stat 10-100 mg per 24h CSCl

25 mgstat 25-150 mg per 24h CSCI

On advice from specialist  Pallitive care team only




*+ Pain is a complex phenomenon and the experience of pain is unique for
each individual. [t has been described in many ways

= “An unpleasearit sensory and emotional experience associated with
actual or potential tissue damage or described in terms of such damage™
(WATSON et al, 2011).

— “An experience that affects and is affected by both mind and the body.
It envolves the perception of painful stimulis by the nervous system and
the reaction of a person to this"(WATSON et al, 2011)

— “Pain is what the patient says hurts"(WATSON etal, 2011)

25/01/2016

* Has a well defined onset, generally associated with
subjective and objective physical signs and with
hyperactivity of the autonomic nervous system

* It usually responds to analgesic drug therapy and
treatment of its underlying causc.
(BARBOSA & NETO, 2010, WATSON et al, 2011)

* Persists over weeks or months and may be associated
with significant changes in lifestyle. functional ability
and personality.

* Management is challenging as it requires carefull
assessment, not only of the intensity and nature of pain,
but also of the degree of psychological distress.

(BARBOSA & NETO, 2010, WATSON at al, 2011)




= PHYSICAL

Related with:
»Underlying disease
#Treatment
»Associated factors

»Chronic conditions
(WATSON etal, 2011)

25/01/2016

= PSYCHOSOCIAL

# Psycossocial factors may have profound mnfluence on an
indl\'lduai'snpcmeplinn and experience of pain and can effect
how the sufferer responds emotionally and behaviourally.

# There is a large body of scientific evidence to support the role of
anxiety and depression, fear, pain-related belicfs and coping
styles in the mediation of pain perception in chronic non-
malignant pain

(BARBOSA & NETO, 2010, WATSON etal, 2011)

* SPIRITUAL

~ People suffering from chronic unremitting pain can
experience spiritual distress/pain

# It is important to identify spiritual needs in order to offer
approprite support

# The spiritual dimension of an individual includes meaning,
relatedness, hope and forgiveness- this may or may not include
areligious system.

(BARBOSA, & NETOQ, 2010, WATSON et al, 2011)




CLINICAL HISTORY

PHYSICAL EXAMINATION

IDENTIFICATION OF THE LIKELY CAUSE OF PAIN AND CLASSIFY THE
TIPE OF PAIN

ARRANGEMENT FOR APPROPRIATE DIAGNOSTIC INVESTIGATIONS

ARRANGEMENT FOR MULTI-DISCIPLINARY PROFESSIONAL
ASSESSMENT WHEN PRACTICABLE

REGULAR REVIEW TO DETERMINE THE EFFECTIVENESS OF
TREATMENT

(WATSON ¢t al, 2011)

25/01/2016

PHYSICAL (1@ point numerical rating scale)
PSYCHOSOCIAL (routine screening for psychosocial distress using a
astandardised tool such as Hospital Anxiety and Depression Scale)
SPIRITUAL ( HOPE is a simple spiritual assessment tool that ean be
incorperated into a medical assesment)

# H-sources of hope, meaming, comfort, strengh, peace, love and
connection

» O- organized religion

» P- personal spirituality and practices

» E- effects on medical care an end of life care
(WATSON et al, 2011)




W M

=

=

©

Understanding that pain s a subjective expenence

Comprehensive, individualised and hol assessment and treatment planning,

Patient and carer involvement. wich should include information about pam and its

management

Actiology should be considered to optimise pain management

“Treatment should start at the level of the World Health Organization analgesic

ladder appropriate for the severity of the pain.

Oral analgesia should be the preferred form of delivery where possible. titrated

until pain s relieved and given regularly if pain is persistant

Morphine is eurrently considered 10 be the strong opiod of chaice

Analgesia for continuous pain should be prescribed on a regular basis and also

prescribed as needed for breakthrough pain in appropriate dosages

Adjuvant analgesics should be considercd where appropriate as per WHO ladder
(BARBOSA & NETO. 2010 ; WATSON et al, 2011)
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STEP 1: mild pain

STEP 2: pain persisting or increasing (mild to
moderate)

STEP 3: moderate to severe pain
(BARBOSA, & NETO, 2010. WATSON et al. 2011)

DRUG OPTIONS

NON OPIODS +/- ADIUVANT » Paracetamol 1g QDS
(BARBOSA K NETO, 2010; WAISON et al, 2011)

* Non-steroidal anti-
inflamatory drugs
(NSAIDS)




+ Consider a combination
preparations (¢.g. Co-
codamol 30/500- max 8
tablets in 24h),

= OPIOD + NON-OPIOD +/-
ADJUVANT

(BARBOSA, & NIFTO), 2010, WATSON etal. 2011)
* Tramadol ( up to

400mg/24h)

25/01/2016

+ OPIOD OPTIONS
— Oral Ist line. morphine

+  OPIOD FOR MODERATE TO
SEVERE PAIN+ NON-OPIOD+/-
ADJUVANT

(BARBOSA & NETO. 2010 WATSON etal. 20111 — 5C 18t line:

diamorphine/morphine

~— Oral 2nd line: oxycodone

— SC 2nd line: axyeodone

* CORTICOSTEROIDS
* ANTIDEPRESSANTS
* ANTI-EPILETICS
* ANTI-MUSCARINICS
* BENZODIAZEPINAS
* BISPHOSPHONATES
* KETAMINE

(HARBOSA & NETO, 3010 WATSON etal. 2011)




If ot on strong opiods start with Oromorph $-10mg p.o. Or
morphine/diamarphine 2 5-Smg SC

piods work out the total 24h dose and divide by 6 10
lent breakthrough dose of the same opiod and route
— e.g. modified release morphine 30mg b.d. = oral morphine 60mg in 24h
breakthrough dose = immediate release morphine 10mg
To convert most commonly used opiods
+ p.o. morphine to SC diamorphine divide by
* p.o. morphine 1o SC morphine divide by 2
Fentanyl patch 25megth = diamorphine 30mg SC in 24 hours
REMEMBER BREAKTROUGH DOSE IS THEN 1/6-1/1) OF THE 24l DOSE
(WATSON ct al. 2011)
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* SHOULD BE EFFECTIVE WITHIN 30 MIN

(WATSON o i 2011)

* ENSURE REPEAT DOSES AVAILABLE IF
IT IS EFFECTIVE

(WATSON ot o 2011}
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+ [IF REPEAT DOSE INEFFECTIVE ASK FOR ADVICE
(WATSON et al, 2011)

Consider underlying cause:
— Select appropriate treatment/antiemetic

— Treat reversible causes e.g. Infection. constipation,
medication, hypercalcaemia.

Consider route of administration:

— Parenteral drugs likely to be needed.

Consider non drug measures
(KINGIHORN. 2001; BARBOSA & NETO, 2010, WATSON @ i 2011}

17 fine

Gastrie stasis Metaclopramide
calic

dexamethasone
Intestinal cbstruction-with  Cyelizine + Hyaseine Haloperidal or
colic butylbromide Levamepromatine
Drugs of blochemical Haloperidol Levomepromazine
disturbance

Cyclizine +

teduce selzure threshold)




DRUG Cpur.

Metaclopramide 10-20 mg. 40-100 mg.
Cyclizine 2550 mg 100-150 mg
Levomepromatine 6.25mg 5-25mg
Haloperidol 05-15mg 155mg

25/01/2016

NICE (National Institute for Chi
and palliative care

cal Excellence) guidance on supportive

~ Complementary therapics are be included as one aspeet of the Guidance an
Improving Suppartive and Palliative Care for Adwles with Cencer

~ Complementary therapics refirs to those therapics wich are used alongside

conventional health care.

Therapists trained to the standard required for registration with a professional

complementary therapy bodies should be knowladgeable about the general

contisindications & petsanitzon 164 th thisopy e practio

— Staffin conventional healthcare who are not therapists will need
familiarisation. guidance or training on when, and when not, to refer patients to
complementary therapics, how 10 communicate with patients about
complementary therapics, 5o as not t mist false hopes

(TAVARES, 2003)

Evidenee basc for compl v therapics ficant for
managers and clinicians, as well as commissioners and providers of car.
Evidence based care is described as the conscientious, explicil use of the current
best evidence in making decisions about the carc of individual paticnts
It requires practitioners to integrate the best extermal evidence based practice.
Evidence derived from randomised controlled trials or r
trials: from p ive: studics with a comparison group
coitrolled study er observational studies). from comparison group. caleulation of
sample size and accurate, standard definition of outcome variables: from cross-
sectional studics; and from professional conscnsus.

(KINGHORN. 2001: TAVARES. 2003)

views of randomised

10
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These include touch therapies (e.¢. massage, aromatherapy,
reflexology) and psychological interventions (e.g. relaxation,
hypnotherapy. ineditation) and arc often used alongside mainstream
treatments in ianaging cancer pain.
L ve behavioural interventions can help minimise the impact of

pain on mood and function in this group.
The evidence to support other interventions is week but there may
be short term benefits
Creative therapies include art, music, and writing therapies.
Evidence for efficacy in reduction of pain is sparse, They may used
to assist in exploration of non-physical pain

NN, T, TAVAES 30, LTI VILLIAMS, B

‘The best available evidence suggests that massage. aromotherapy and
reflevology may be useful to

= Promote peliation

Rodie depreesion
Reduce puin
— Roduce noesen
plori
Alleviate side effects of chemotherapy
Inprove: sbep paltern
Roduce st and fension
al distress/provide conationa] support
o well-beig mnd giality of life
To with altered body imuge

1



* Massage therapists, aromatherapists and
reflexologists are trained to assess and screen for
conditions in wich treatment is contraindicated for
any individual (e.g. pyrexial)

Therapists with limited experience will need further
training from experienced therapists in the use of the
therapy in palliative carc

LARIE!T-TAV 8, 192 TAVHES, 200

25/01/2016
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“A practice in Chinese medicine in which the skin, at various points

eedles to remove energetic

alnnE the meridians, is punctured with
blockages and stimulate the flow of gi”.

Several variations of the theme exist : stimulation by heat
hustion), pressure (acup electrical current
(electroacupunture), etc.

In cancer patients it is mostly used for pain control. for alleviation of
chemotherapy-induced nausea and vomiting, to treat radiation

induced xerostomia, and to reduce vasomotor symptoms
TAVARES, 2000 LLAYD-WH LLAMES, 2008)

13
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* Is the practice of using hypnosis for the
treatment of illness.

 Several Random Controlled Trials have
demonstrated the usefulness of hypnotherapy
in palliative cancer care for controlling pain

and nausea and vomiting.
(TAVARES, 2003; LLOYD-WILLIAMS, 2008)

* Relaxation techniques such as imagery, breathing exercises, manual

massage, music therapy, ant therapy, and reﬂexni:ngy have been used
to reduce symptoms and increase the quality of life in cancer
patients,
Imagery (thoughts. pictures, sounds. memories feclings, sensations)
forms the basis for how we experience ourselves- our bodics, our

. our work, our envi and our ional and
spiritual lives
Guided imagery makes conscious and creative use of this faculty, to
create a psycho-physiological change to reduce stress, adjust to
change, and promote health and healing.
(KINGHORN, 2001, TAVARES, 2003, [LOYD-WILLIAMS, 2008)

14
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Central to this system of healing 15 the concept that an energy flow exists
within living beings which supports life by helpm’g 1o mamtain
homeostasis This energy is known as Ki. When Ki is diminished ill health
cananse

The other important concept is that Ki can be channelled from its
originating source by a Reiki practitioner and passed on to a recipient

A Reiki treatment for oneself or another, invalves the practitioner placing
histher hands either on, or just above, certain paints on the bady. ’Iphu
recipient may sit or lie and remains fully clothed. Reiki can also be used as
a method of distant healing during which the practitioner works using
visualization techniques

Reiki energy is channelled for the greatest and highest good of the recipient
and 1s understood to flow in response to the needs of the recipient.
Recipients often report a feeli deep relaxation during and following
the therapy

ORISR, 00, TAVARE

WA

o

.

Causes:

— Uncontrolled pain; full bladder; faecal impaction;
nausea; pruritus from opioid: metabalic failure;
opioid toxicity; infection; cerebral metastases.

Assessment:

— Physical; psychosocial; spiritual.
Management:

— Drug and non drug management

15
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Ces Medicing . 22 edigo, 2010,

KIGHORN 5, GAMLIN .
Publishers Limited. 1 Edition, 2001,

M. Psy | Issues in New
inc. 2°4 Edition, 2008,
TAVARES M. of y Therapies in
Palliative Care. London; The Frince of Wales's Foundation for Integrated Health, 2003
WATSON M, et al. Palliative Adult Network Guidelines. Anglia, Kent, Medway, mount Vemon,
South east London, urrey, & Hampshire,
I 37 edition, 2011

25/01/2016

16



ANNEXE XXX
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& Uribearable pain
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3 Spvera pain

2 Modarate pain

1 Mikd pain

0 Mo pain
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Hospital Anxiety and

Depression Scale

w

L

fold siong dashad lins

Cliniclans are aware thai emotions play an important part in most
Hinesses. I your clinician knows about these feefings she or he will
e abia 1o halp you more.

This guestionnaire is designad to help your cinician 1o kaek how
you feel. lgnore the numbers prinfed on the left of the questionnaine.

have beern feaking in the past wask.

Dion't take oo long over your replies; your immediate reacion 1o
each item will probably be more accurate than & long thought-out
FESpONSE.

¥o

i teel tense or ‘wound up':
Mest of the tirme
A tot of the fime
From time fo time, occasionally

Not at all

i stifl enjoy the things | used to enjoy:
Dafinitely 38 much
Mot quite s much
Cindy & Hitle
Hardly af alf

Fget a sont of Fightened feeling as i something awil s
shout 1o happen:

Wy delintely and guile badly
Yes, but not too badly
A litls, byt it doesn't worry ma

Not at afi

(continued overfeal}

Bead sach- ftern and underline the reply which comes closestiohow

HFER-NELSON
Ficoler 4 Sucla! Coxe
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HOSPITAL ANXIETY AND DEPRESSION SCALE

i can laugh and see the funny side of things:
Ag much as | always could
Mot quite 80 much now
Befinitely not so much now
Mot at alt

Worrying thoughts go fhwough my mingd:
A great deal of the time
A dol of the tirme
From time 1o tima But not too ofien

Only ocoasionally

1 feel cheerful:
Mot at all
Mot ohien
Somelimes

Most of the timse

I can st ot ense and feel retaned:
Diefiniisly
Lisually
ot olten
Mot at alt

tient as if 1 am slowsd down:
Noarly all the tme
Very often
Sometimes
Mot at all

i get & sort of frightened feeling ke ‘buttertiies’ in the stomenh:
Mot at all

Cuecasionaly
Quiite oftan
Very oifen

{eontinued overieal)

g

rme s (B3

e

aw
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HOSPITAL ANXIETY AND DEPRESSION SCALE

t have lost inferest in my sppesrance;
Definiigly )
{ dont fake as much cema as | should
| may not take quite as much care
| takw just @s much care as aver

I tes! testiess as if | have o be on the move:
Vary moch indeed
Quite 2 lot
Mot very much
Nat af ali o

ook forward with enjoyment to things:
As much as ever 1 dig
Hather less than | usad o
Definitely less than | used to
Hardly st i

i get sudden feslings of panio:
Very oiten indeed
Quite ollen
Mt very ofien
Nt at ali

| can enjoy & gond book or radio or TV programme:
{Often
Sometimes
Mot often

Veary seidom

bow check thal vou have answered gil the questions

For of{lca use onby:
0 :[__] Bordertine 8-10

f

A :i__i Borderiine 8-10

@ Digmond and Snaith, 1883, From 'The Hospital Amisty and Dagression
Seale) Acla Pyychialrice Scandinavica €7, 35130, Baprodused by kg
peanissinn of Murk Imtemationai Fy 5 Lid, Copenhagan.

This measure is part of Measwies in Health Psychology: A Lisers Partiolia,
wiittest anid complled Dy Profassor Marde Johnaton, [ Stephen Wight and
Profesgor John Wainman. Once the invoics has been paid, # may be
shutocopied for use within the purchasing institution aniy. Pubiished
by The NFER-NELSON Pubishing Comgany Lid, Dardlie House, 2 Oxford
Foad East, Windsar, Badishire S14 1DF Code 4320 03




Hospital Anxiety and
Depression Scale Chart e
for the monitoring of repeated scores

o e e T e O (L Seyx:

5

e

P
S o

— el
[

o & &

Anxiety |

e

&

n

ion|

o5
ps

]
H

e

=
@
&
o
Joee
Date

& Zigmond and Snalth. 1983, From “The Hospital Anxiety and Depression Scale’, Acta Psyohighice Bcandinavica 57.
36§-70. Reproduced by king permission of Munksgaard Internationat Publishers Ltd, Copentegsn.

This measure s part of Measures in Health Psyeniology: A User's Portiolio, writlen arwd compled by Professor Marie
Johnston, Dr Stephen Wright and Professor John Wainman. Once the invoice has beent pald, imay be photucoplied for
use within the purchasing institution only. Published by The NFER-MELSON Publishing Company Lid, Darvilie
House, 2 Oxtord Road East. Windeor, Berkshire 5L4 1DF LK. Ciode 4920 03 4

L LT s B



ANNEXE XXXII



SUMMARY OF ST CATHERINE’S HOSPICE POLICY ON THE USE OF IN
COMPLEMENTARY THERAPIES

USE OF ESSENTIAL OILS

* St Catherine’s Hospice endorses the therapeutic use of essential oils for:
* Massage
* Use in massage, baths, aromatherapy fans, creams and ‘sniff-sticks’
* For pain, odours, distress/anxiety, sleep and breathing, as appropriate.

* These oils must be dispensed by a qualified Aromatherapist and label should state the

contents/effects/number of drops for an aromafan and expiry date.

GUIDELINES FOR ESSENTIAL OILS

» All patients/clients must be assessed by a fully qualified aromatherapist before any use

of essentials oils.

* The therapist must do a full consultation and document medical history and oils that are

being used.
* No essential oils to be used or handled by anyone who is pregnant.

* It is important that essential are mixed with a carrier oil and are not poured directly to

the bath or apllied to the skin.

* All essential oils to be kept in a locked cupboard. Keys can be accessed by

aromatherapists only.

* The aroma fans to be used in side rooms only.
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Training Evaluation Form

Date:

Title and location of training:

Trainer:

instructions: Please indicate your {evel of agreement with the statements listed below in
number 1-11.

Strongly Agree Neutral Disagree Strongly

Agree Disagree
4. The objectives of the training session were clearly defined. o (o] o o o
2 Participation and interaction were encouraged. e’ o] o o] o
3. The topics covered were refevant to me. o} o 0 o o
4. The content was organized and easy to follow. 0 o o e} o
5. The materials distributed were helpful. o] o o o o
6. This training experience will be useful in my work. o o o o) o
7. The trainer was knowledgeable about the training topics. o) o o o) o
g. The trainer was well prepared, o o} o o) o
9. The training objectives were met. (o] o o o o
10. The time allotted for the training was sufficient. 0 e} o o) o
11. The meeting room and facilities were adequate and o o o o o

comfortable.

42. What did you like most about this training?

13. What aspects of the training could be improved?

44. How do you hope to change your practice as a result of this training?

Thank you for your Feedback
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EVALUATION OF TRAINING SESSION

Question 1.The objectives of the training session were clearly defined?
Question 2. Participation and interaction were encouraged?

Question 3. The topics covered were relevant to me?

Question 4. The content was organized and easy to follow?

Question 5. The materials distributed were helpful?

Question 6. This training experience will be useful in my work?
Question 7. The trainer was knowledgeable about the training topics?
Question 8. The trainer was well prepared?

Question 9. The training objectives were met?

Question 10. The time allotted for the training was sufficient?

Question 11. The meeting room and facilities were adequate and comfortable?

Multiple choice:
evaluation form
80%
70%
60%

50%
40%
30%
20%
il e th
0%

question question question question question question question question question question question
1 2 3 4 5 6 7 8 9 10 11

M strongly agree M agree M neutral



Open questions

Question 12. What did you like most about this training?
Complementary therapies overview.

Holistic approach.

Trainer very open and friendly.

Reversible causes.

Relaxed approach.

Encouraged some discussion.

New information.

Relaxation session.

Refresh memory.

Audience participation.

Question 13. What aspects of the training session could be improve?
A little repetitive therefore shorter.

More group activities.

Time.

Question 14. How do you hope to change your practice as a result of this training?
Refocus on the need for complementary therapies.

Be more competent in helping patient to relax.

Looking at usual routine of the patient to individualise care plans.
Part of the admission process.

More aware of the problem.

More knowledgeable.
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Joanna Briggs Levels of Evidence Chart

Level of evidence

Effectiveness

Systematic Review (with homogeneity)
of  Experimental studies (eg.
Randomized control trial with concealed
allocation);

Or 1 or more large experimental studies

with narrow confidence intervals.

Quasi-experimental studies (eg. Without

randomisation).

3a. Cohort studies (without control
group);

3b. Case-controlled;

3c. Observational studies without

control groups.

Expert opinion without explicit clinical
appraisal, or based on physiology,

bench research or consensus.

JOANA BRIGGS INSTITUTE. Levels of Evidence. Joanna Briggs Institute.
Available at http://www.joannnabriggs.edu.au/pubs/best_practice.php. Accessed

December 31rst, 2015.



http://www.joannnabriggs.edu.au/pubs/best_practice.php
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CHARTS WITH LITERATURE SUMMARY

Level of

evidence

Sample (if
applicable)

Setting

Aims

Design

Methods

Results

GABRIEL, J. Syringe drivers: their key features. International Journal of Palliative Nursing, Jul
2015, vol. 21, no. 7, p. 328-330.

4 Non Not To establish | Literature | Literature | Highlighted
applicable | specified that the | research review that the
Subcutaneous Subcutaneous
route for route for
delivering delivering
continuous continuous
medication is medication
more can have a
effective on significant
symptom impact on the
control  for patients
patients at the overall
end of life comfort and
that can’t wellbeing as
receive they near the
medication end of life.
orally.
Level  of | Sample (if | Setting Aims Design Methods Results
evidence applicable)

MUKOREKA, J & SISAY, I. Safe practice in syringe pump management. Nursing times, Apr 2015,
vol.111, no 14, p. 19-21.

4

Not
applicable

Not
specified

How to
administer
drugs safely
using

syringe

Literature

research

Literature

review

Highlighted
that a
continuous

infusion of

medication




pumps to can
improve improve
symptom symptom
control control.
when  the
oral route
can’t be
used.
Level of | Sample (if | Setting Aims Design Methods Results
evidence applicable)

THOMAS, T & BARCLAY, S. Continuous subcutaneous infusion in palliative care: a review of

current practice. International Journal of Palliative Nursing, Feb 2015, vol. 21, no 2, p. 60-64.

General
practitioners,
community
nurses and
nursing

home teams

Primary
care
setting and
nursing

homes

Review the
challenges
and
outstanding
questions
associated

with their use.

The

advantages of

newer
devices,

safety  and

efficacy  of

drug

combinations,

selection of

diluent and
management
of site

Literature

research

Literature

review

Good levels
of
knowledge
concerning
syringe
driver use
has  been
found
among
General
practitioner
and
community
nurses,
although
this is not
the case in

some of the

nursing




discussed.

reactions are

home

teams.

Level of

evidence

Sample (if
applicable)

Setting

Aims

Design

Methods

Results

SHEEHY-SKEFFINGTON et al. Caregivers experiences of Managing Medications for Palliative

Care Patients at the End of Life: A Quality Study. American Journal of Hospice and Palliative
medicine, Mar 2014, vol. 31, no. 2, p. 148-154.

Three

focus
groups of
Informal
caregivers
(bereaved
caregivers

of patients

that had
died at
home)

Patients
dying at

home

Explore  the
experience of
caregivers
managing
medications
for  patients
dying at home,
focusing on
the impact of
polypharmacy,
the wuse of
syringe drivers
and the use of
when needed
medications
for symptom

control.

Analysing
three focus
groups of
informal
caregivers
though
content
thematic
analysis;
Literature

research

Qualitative

study

The
that

themes
emerged
include the
significant

burden of
polypharmacy,
the  positive
impact of
subcutaneous
infusions, the
value of being
able to give

medications as

needed for
symptom
control, the

importance of
clear guidance
to assist with
medication
management.
Strategies are
suggested that

might ease the




burden of

medications at
the end of life.
More research
is needed to

address formal

clinical

evidence on

the strategies

suggested.
Level of | Sample (if | Setting Aims Design Methods Results
evidence applicable)

WEST, C. The use of syringe drivers in the community: considerations for palliative care providers.

International Journal of Palliative Nursing, Feb 2014, vol. 20, no.2, p. 56-59.

4

Not
applicable

Community

Commentary
on the use of
syringe
drivers  for
Symptom

control  in
palliative

care patients
being cared
for in the

community.

Literature

research

Literature

review

The practical
implications
for

professionals,
patients and
carers of
commencing
the use of a
syringe driver
in the home
environment
are discussed
and the
importance of
a trusting

therapeutic

relationship




1S

highlighted.

Level

evidence

of

Sample (if
applicable)

Setting

Aims

Design

Methods

Results

LORENZL, S. Infusion pumps in palliative care are vital, but many need updating. British Journal

of Nursing, Sep 2013, vol. 22, no 17, p S4.

4

Not
applicable

Not
specified

Consider
the
concerning
related with
the infusion
site of
syringe

drivers.

Literature

research

Literature

review

The infusion
site has an
important
impact on the
uptake of the
drug. Any
site with
enough
subcutaneous
tissue can be
used.
Delivery
medication
by  syringe
drivers is
limited in
oedematous
tissue,
irradiated
skin and in
infected,

broken or

bruised skin.




Furthermore,
the site is
important for
the mobility
of the
patient. For
patient’s
safety
syringe
drivers with
rate based on
volume,
device
alarms and

with internal

memories
should  be
used.

Level of | Sample (if | Setting Aims Design Methods Results

evidenc | applicable

e )

MITCHELL K, et al. Incidence and causes for syringe driver site reactions in palliative care: A

prospective hospice-based study. Palliative Medicine, Dec 2012, vol. 26, no. 8, p. 979-985.

170

Hospice

inpatients

Specialis
t
palliative
care
inpatient
facility
in  the

UK

Investigate
whether there
was a
correlation
between drugs
administered
subcutaneousl
y via syringe
driver and the

incidence  of

Prospectiv
e
quantitativ
e data

collection.

Syringe
driver
recording
forms were
retrieved
from case
notes  of
consecutiv
e patients

who

An association

between the
presence of
cyclizine and
levomepromazi-

ne and the
incidence of
syringe driver site
reactions was

identified. A




syringe driver
site reactions,
further linking
this to time to
syringe driver

site reaction.

received
medication
via a
syringe

driver.

marked difference
in incidence of
syringe driver site
reaction was
observed between
the two study
centres (26.5% vs.
7.7%). Although
baseline  patient
characteristics

were comparable,
a difference in
practice between
the centres was

identified, i.e. use

of parenteral
cannulae. An
association

between the time
a syringe driver
was in situ and the
occurrence of a
syringe driver site
reaction was also
demonstrated.

Recommendation
s can be made for
the frequency of
syringe driver site
changes based on
which drigs are in
use. Incidental
findings from the
study have been
used to change

practice at the




hospice study site,
with regard to
choice of
parenteral
cannulae.
Level of | Sample (if | Setting Aims Design Methods Results
evidence applicable)

DOUGHERTY, L; LISTER, S. The Royal Marsden Manual of Clinical Nursing Procedures. The
Royal Marsden NHS Foundation Trust: West Sussex, 2015, 9™ edition, p. 733-739.

4

Not
applicable

Not
specified

Not
specified

Reference
book on
clinical
nursing
procedures
(including a
chapter on
syringe
drivers
subcutaneous

infusions)

Not
applicable

Not
applicable

Level of

evidence

Sample (if
applicable)

Setting

Aims

Design

Methods

Results

British National Formulary. Syringe drivers.www.bnf.org. Accessed 4™ of December of 2015.



http://www.bnf.org/

4 Non Not Not British Not Not
applicable | specified applicable | National applicable applicable
Formulary

website

Level  of | Sample (if | Setting Aims Design Methods Results

evidence applicable)

WATSON M, et al. Palliative Adult Network Guidelines. Anglia, Kent, Medway, mount Vernon,
Northern Ireland, South east London, South West London, Surrey, West Sussex & Hampshire, Susses

Cancer Networks and Palliative Care Cymru Implementation Board: 2011, 3 edition.

4 Not Not Not Reference Not Not
applicable | specified applicable | book on | applicable | applicable
Adult
Palliative
Care
(including a
chapter on
syringe
driver
subcutaneous

infusions).

Level of | Sample (if | Setting Aims Design Methods Results

evidence | applicable)

NORTHAMPTONSHIRE HEALTHCARE NHS. Guidelines for the use of syringe driver CME
Mckinley T34, Version 5: 2015.

3 Not Northamptonshire | A county | Literature | Literature | Not
applicable | Healthcare NHS | wide research. review aplicable
Foundation trust | approach to | Evidence
the use of | based

syringe guidelines.




drivers to
ensure
consistency
in
approach.
Patients
receive
their
medication
in the most
appropriate
place and
time and
with
adequate
support. A
knowledge
base for
clinicians
to  ensure
that clinical
practice is
based on
evidence
and  best

practice.

Level  of | Sample (if | Setting Aims Design Methods

evidence applicable)

Results

British National Formulary. Continuous subcutaneous
https://www.evidence.nhs.uk/formulary/bnf/current/guidance-on-prescribing.

December, 2015.

infusions.

Accessed

Sth



https://www.evidence.nhs.uk/formulary/bnf/current/guidance-on-prescribing

4 Not Not Not British Not Not
applicable | specified applicable | National applicable applicable
Formulary
Website
Level  of | Sample (if | Setting Aims Design Methods Results
evidence applicable)

HABERECHT J. Guidelines for subcutaneous infusion device management in Palliative Care.

Herston Multimedia Unit: Queensland, 2010, 2™ edition.

3 Not Not Not Evidence Not Not
applicable | specified applicable | based applicable | applicable
guidelines
Level  of | Sample (if | Setting Aims Design Methods Results
evidence applicable)

GRPCC CLINICAL PRACTICE GROUP. Subcutaneous Drug Infusion Compatibility Guidelines.

Palliative Care Consortium: Gippsland Region, 2011.

Not
applicable

Not
specified

Inform
about
clinical
practice,
policies and
procedures
in  health
services. To
promote a
region wide
adoption of
best

practice.

Evidence
based

guidelines

Not
applicable

Not
applicable




Level

evidence

of

Sample
applicable)

(if

Setting

Aims

Design

Methods

Results

DERBY-BURTON CANCER NETWORK. Syringe driver guidelines. National Patient Safety
Agency: Derby City, 2011.

Not
applicable

NHS
organizatio
ns  across

the UK

The use of
syringe
drivers
enables
health
care
practition
ers to
deliver
prescribed
combinati
ons of
medicatio
n at a
predeterm
ined rate,
via an
appropriat
e
parenteral
route
(continuo
us
subcutane
ous
infusion)
safely and
efficiently
, to the
patient for

Ssymptom

Literature
research.
Evidence

based

guidelines.

Each
patient
has their
symptoms
regularly
assessed,
recorded,
discussed
and acted
upon by
the
multidisci
plinary
team, In
accordanc
e with the
patients
(and
carers)
wishes
utilising
evidence

based

practice.

The
condition of
a patient
with
advanced,
progressive
disease  is
likely to
deteriorate,
such that
parenteral
administrati
on of drugs
becomes
necessary.
The use of a
syringe drive
to deliver a
continuous
subcutaneou
s infusion of
drugs allows
improved
symptom
control with
the least
discomfort
and
inconvenien

ce for both




control.
For  the
patient
this
avoids
high
peaks and
low
throughs
in plasma
serum
drug
levels and
eliminates
the need
for
repeated

injections.

patient

carer.

and






