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Thanks to the palliative care community....

The Tasmanian Palliative Care Service wishes to acknowledge the support
provided by the members on the Palliative Care Information Booklet Working
Group particularly Sue Genders, all of the Tasmanian Palliative Care Service team
members, Service Development Committee members, including community and
non-Government representatives, and the Palliative Care Community Reference
Group. All gave their time and energy to contribute to the development of this
publication.
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Vision for the Tasmanian Palliative Care
Service in Tasmania

To enhance quality of life by ensuring
that every person affected by a life-
threatening illness has the knowledge,
capacity and right to access quality
palliative care appropriate to their

needs.



What is palliative care?

Palliative care is specialised health care of people of all ages facing a life-threatening
illness.

It is care provided to people as they progress through different stages of their illness.

Palliative care aims to maximise quality of life, emphasising comfort rather than cure. This
is achieved by coordinating medical, nursing, social work, trained volunteer support,
pastoral care and allied services where possible in the envionment of the person’s
choice, and delivered with cultural sensitivity.

This could be in hospice settings, hospital, in the home and/or other care settings.

Palliative care recognises that the journey through an iliness is a physical, emotional,
social, spiritual and cultural process that is experienced uniquely by each person and
each family.

It provides assistance to help individuals and their families during periods of illness and
bereavement. It aims to strengthen cooperation between all people involved in the
provision of palliative care.

Palliative care affirms life, and regards dying as a normal process. It neither prolongs life,
nor hastens death.

| invite anyone who wishes to have input into or has comments in relation to the
Tasmanian Palliative Care Service to contact their nearest Tasmanian Palliative Care
Service. All information is much appreciated and always treated confidentially.

Susan Hanson
State Manager
Tasmanian Palliative Care Service
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The Tasmanian Palliative Care
Service

Tasmania’s Palliative Care Service is a specialist statewide service that each year provides
direct care, assessment, and ongoing involvement and advice to approximately 1000
individuals and their families.

Funded through the Tasmanian Department of Health and Human Senices and part of
the Division of Community, Population and Rural Health, the Tasmanian Palliative Care
Service not only provides care to people living in Tasmania, but also patrticipates
nationally through linkages with Commonwealth and national palliative care peak bodies.

The Tasmanian Palliative Care Service provides specialist medical, nursing and social
work expertise and trained volunteer support to people with a life-limiting illness, as well
as to their families.

Palliative care is offered directly to people in need or indirectly through the provision of
education, consultancy and information to health professionals who are essential to the
delivery of palliative care.

The Tasmanian Palliative Care Service has three specialist community teams based in
Hobart, Launceston and Burnie, with outreach to rural and urban areas.

The senvice funds a 10-bed in-patient facility (J W Whittle Palliative Care Unit) in Hobar,
and three State-funded beds at Phillip Oakden House (the Manor hospice) in Launceston,
with-a commitment to extend inpatient facilities in the North West . The Whittle Unit
provides care to public, private and Department of Veterans Affairs clients. People are
admitted to Whittle via referral from a medical practitioner to one of the palliative care
medical specialists.

(See Admission Criteria Page 5)

The medical director of the Tasmanian Palliative Care Service and two palliative medicine
specialists hold conjoint positions with the University of Tasmania, recognising the
importance of research and undergraduate and post-graduate palliative care education.

Palliative care teams work collaboratively with the Hospice Care Associations (South and
North West). The Hospice Care Associations provide trained volunteer support to families
and people in need of palliative care.
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Palliative care referral and access

Referral process

People in need of palliative care can often have multiple needs and in order to ensure
they are met, a referral to the Tasmanian Palliative Care Service is usually passed on
to the entire interdisciplinary team.

However, on some occasions, referrals may be addressed more specifically to
nursing, medical or social work team members, depending on the specific need.

The Community Palliative Care Teams offer people a broad range of support options,
depending on their needs and wishes. However, no contact or visits will be made by
palliative care until permission to do so has been given by the client and/or the carer.

Referral can be made by telephone, fax or mail. Referral forms are available from your
local Community Palliative Care Team. Please telephone or fax if the referral is urgent.

Contact will be made with the individual or the person making the referral, as soon
as possible. If the referral is not urgent, a representative of the Community Palliative
Care Team will see the person within seven days.

Referral to the Community Palliative Care Teams

Referral can be initiated by the client, the family or through other care providers such
as a general practitioner, a medical specialist, community nurse or allied health
professional.

The criteria for referral to the Community Palliative Care Teams include:

0 people of all ages who are in the last stages of advanced iliness for which
there is no possibility of cure (this may be over weeks or months);

O people who have had a recurrence or worsening of a life threatening illness;

O people who have been diagnosed with a life threatening illness and are
seeking support and/or information of options of care (e.g. people with cancer,
end-stage heart or lung disease or other advanced chronic progressive
diseases such as Motor Neurone Disease);

O individuals who have consented to being referred to the service; and

0 individuals who are aware of their diagnosis and their prognosis (life
expectancy).

Referral to palliative care medical specialists

Referral to palliative care medical specialists can only be initiated by another doctor.
The palliative care medical specialist will then contact the person seeking palliative
care and their family to arrange a consultation. This consultation could be in an
outpatient clinic, inpatient facility, or the person’s home.
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How referrals to the Community Teams work

| Referral Received |

:

Does the client meet referral criteria?
(ie. is the client palliative?)

Informatio
| Yes | | No |—> referral to

n given regarding
more appropriate

service or support

Has client given consent to referral,
and understood what this means?

— [

|

Has the client's legal
=< guardian or next of kin

given consent to referral

l

| Referral accepted |

| Referral not accepted | <—| No |

l

| Is the referral urgent? |

l l

Yes

l l

Contact made with client and/or
referring agent as soon as possible.

within 7

Contact made with client and
arrangements made for assessment

days.

Q

?m



Admission to the J W Whittle Palliative Care Unit

Criteria for admission to Whittle requires that the person seeking palliative care:

O is in the last stage of advanced illness for which there is no possibility of cure;

O has consented to being referred to Whittle;

O is aware of their diagnosis and their prognosis (life expectancy);

O requires monitoring and management of worsening symptoms and/or the

carer needs specialist help with management and care of the patient;

has been identified by one of the Service’s health professionals as needing

admission; and

0 has the agreement of their medical practitioner and that accommodation is
available.

O

The unit has medical, nursing, social workers, pastoral care workers, hospice
volunteers and allied health professionals within the interdisciplinary team.

Admission to the JW Whittle Palliative Care Unit or to another inpatient facility can be
organised through a general practitioner or medical consultant, in consultation with a
palliative care medical specialist.

Duty officer

Palliative care community teams are small specialised teams made up of doctors,
registered nurses, administrative staff and social workers who work closely with the
Volunteer Support Service (North) and the Hospice Care Associations (South and
North West).

Like many specialised teams who provide services to urban and rural outreach areas
with limited resources, the duty officer provides a responsive informed serice to
clients, health professionals and the general community, ensuring that no call made
to a Community Palliative Care team will go unanswered.

A duty officer is a member of the community palliative care team who has knowledge
of the service and what it can provide. The duty officer has knowledge of current
clients of the sernvice and is responsible for taking all enquiries and calls, to act on
referrals and to ensure that information is communicated to the appropriate team
member.

The duty officer can provide advice about palliative care in Tasmania or other states
and about community resources, and will refer inquiries to another service provider if
appropriate.

The duty officer is available during normal business hours and can be contacted by
telephoning the Tasmanian Palliative Care Service in your area.

(Phone numbers are located in More Information on page 19)
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Clinical review process

Clinical review is a regular weekly meeting of the Community Palliative Care Teams
in Burnie and Launceston, and between the Community Palliative Care Team and
the Whittle Unit in Hobart.

The teams meet and discuss client care management issues, proposed interventions,
any new referrals to the serice, out-of-hours calls, ovemight care requests and
bereavement support requirements.

The benefits of clinical review to the client, their families and carers is access to the
whole team as well as valuable specialist input from many disciplines, without the
need for multiple visits and assessments.

The team consists of medical, nursing, social work, volunteer support, pastoral care,
allied health professionals and is extended to other care providers such as the
community nurses and general practitioners, if sought. If other care providers join in
clinical review, only the client they are providing care for will be discussed. The client
will be informed and consent must be obtained.

Clients and potential clients/patients are informed about the clinical review process
at their Introduction to the Service and/or on admission to Whittle. At that time, formal
consent is sought to share information confidentially, as part of the team function.
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Palliative care providers

Palliative care nursing

Palliative care nurses have specialised in the field of palliative care and bring
knowledge, skills and expertise to enhance the care provided by other services. They
work in the community, in the J W Whittle Palliative Care Unit and in some acute
hospital settings.

Community

Palliative care nurses care for referred people at home, in nursing homes or other
residential settings. They offer continued support to people through home visits,
phone calls and referral to other services, according to need. Palliative care nurses
work within a consultancy framework to provide information, advice and support to
individuals, their families, carers and other health care professionals. This is achieved
through:

[0 specialist advice on measures to relieve pain and other symptoms;

O emotional support to both the person and their family (being available to
discuss concerns, sometimes in partnership with the social worker);

O practical nursing help to enable the family to look after the person who is ill
(e.g. teaching nursing procedures to the carers)

O access to equipment to assist families to continue care at home; (see

Equipment and Resources page 16)

O co-ordination with the range of services involved to ensure the best possible
care is achieved;

O close liaison with other specialist services (such as oncology) through regular
meetings and clinical discussions, ensuring that all people who may be
involved in a person’s care have a shared understanding and are working
collaboratively;

O assurance of confidentiality of personal information; and

O education and information on palliative care to other health professionals,
volunteers and the wider community.

J W Whittle Palliative Care Unit

Registered and enrolled nurses work in the unit in conjunction with other team
members to provide:
0 a high standard of direct clinical care to inpatients;
advice on pain and symptom control;
psychological and emotional support;
discharge planning in conjunction with community supports;
bereavement follow-up to family and friends; and
close liaison with other specialist services through regular meetings and
clinical discussions.
(More about Whittle page 14)
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The acute setting

The issues that affect palliative care outcomes for patients and their families in an
acute hospital setting define the work of the hospital-based palliative care nurse
consultants.

Anyone can refer people to the Tasmanian Palliative Care Service but permission
must always be obtained from the patient prior to the Senice’s involvement.

Not all referrals received will involve the direct input of the palliative care medical
specialists.

Discussions involving the palliative care nurse consultant and hospital staff about
coordination of care without referral is encouraged. While the majority of referrals are
for ongoing support and interventions, some referrals are for one-off assistance with
comprehensive care plans.

Designated multidisciplinary teams (which may include medical, nursing, social
worker, occupational therapists, physiotherapists, psychologists, hospice volunteers
and pastoral care) are now well recognized for their role in improving the standard of
care for patients in major teaching hospitals.

The hospital-based palliative care nurses can provide:

O introductions to palliative care for patient and family;

O assessment and advice toward the management of pain and other
symptoms;

0 education on prevention of complications (e.g. medications and fatigue
management);

O end stage care/advice/support for patient/family/staff;

O advocacy to ensure that patient and family choices and goals are heard and
supported;

O discharge planning advice;

O liaison between various units and departments both within and external to the
hospitals (ensuring open access and reliable continuity of care); and

O palliative care education and support of hospital staff.

Medical specialists in palliative care

There are palliative care medical specialists in each of the three regions of Tasmania
as well as medical support for the in-patient J W Whittle Palliative Care Unit (in the
Repatriation Centre in Hobart). They provide mentoring and leadership, working with
the other palliative care team members to ensure the delivery of the highest standard
of palliative care.

Palliative care medical specialists provide medical consultancy, advice and support
to:

O patients and families;
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the Community Palliative Care Teams in each region;
general practitioners in the community;

other specialist medical practitioners;

hospital based medical practitioners;

community nurses; and

members of the public (occasionally).

Ooooood

They are actively involved in the provision of education to:

O general and other medical practitioners;
O health professionals; and
0 undergraduate students in

0 medicine,

0 pharmacy,

0 psychology, and

0 nursing.

Palliative care medical specialists undertake research and take an active role in
improving the practice of palliative care. Through the medical director, they provide
high-level policy input and are also active in the national process of palliative care
development, through involvement in national bodies such as Palliative Care
Australia, The Australian and New Zealand Society of Palliative Medicine and the
Australasian Chapter of Palliative Medicine.

Palliative care medical specialists, following referral from the person’s doctor, provide
direct medical consultation, working with general practitioners and other members of
the care team to provide care in:

O the person’'s home;

O nursing homes;

O private hospitals;

0 public hospitals; and

O J W Whittle Palliative Care Unit.

Maintaining partnerships with the person’s general practitioner and other specialists
is an essential part of this process.

Social work in palliative care

Social workers assist people to be active participants in their own care, to ask
questions, to make decisions and to exercise choice about what is important to them.

Social workers are focussed on supporting people and their families with honesty,
respect and without judgement, as their priorities and needs for living change. They
support people as they experience a range of emotions such as fear, anger, anxiety,
sadness and hope.
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As well as providing a specialist social work service to palliative care clients and to
their families, social workers also coordinate the Bereavement Support Service.

Palliative care social workers can provide:

0O specialist counselling and support in a range of areas (adjustment to illness,

changes in lifestyle, maintaining relationships with family and friends,

managing feelings of anxiety, depression, loneliness, reactions to loss, setting

goals and living well);

access to written information and resources;

O family mediation and support (helping families to manage differences in
needs, ideas and feelings);

0 co-ordination and participation in case conferences (getting everybody
together to talk about people’s needs, concems and wishes);

O advocacy, liaison and referral to other services (assisting people to access the
community’s support and help - ie. Centrelink, Carer's Respite);

O client, community and professional education;

O information and referral to support groups; and

O consultancy to/with other health professionals.

O

(More information is available in the Tasmanian Palliative Care Service Social Work
Pamphlet available from every Service)

Pastoral care worker

An interdenominational pastoral care worker is available to address the spiritual and
emotional needs of inpatients and families in the JW Whittle Palliative Care Unit and
those clients and families registered with the Community Palliative Care Team (South).

Referral to the pastoral care worker is either via the Palliative Care Unit staff members
or the interdisciplinary community team.

Pastoral care is one expression of the total care that is offered to people seeking
palliative care, to their families and to those who support them. Often it simply
involves listening to someone tell their story of the highs and lows of living with a
terminal illness..laughing with them at the good times and resonating with their
sadness when times have been hard.

“Why is this happening to me?” and “Where is this God when | need him?”

People who feel abandoned by God or are perplexed in the face of illness frequently
ask questions like this.

Admission to the Palliative Care Unit can cause patients, family, friends, carers to re-
evaluate the priorities and meaning in their lives. Some are challenged to draw
deeper from the well of their faith, others go in search of a God to call their own.
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Pastoral care provides the opportunity to:

O talk about some of the emotional and spiritual questions that arise following
admission or re-admission to the unit;

0 give some voice to fears and concerns and anxieties that both patients and
carers may have;

O explore what it means to walk these next, perhaps final, steps in the journey
of life; and

O receive support for the patient and the carers.

Spiritual support is recognised as an important aspect of care for all people referred
and admitted to any of the Tasmanian Palliative Care Teams who provide assistance
to either continue or initiate contact with pastoral care workers.

Allied health professionals

Palliative care practitioners work collaboratively and in a holistic way with other health
professionals such as occupational therapists, physiotherapists, speech therapists,
respiratory therapists, dieticians, psychologists and pastoral care workers to ensure
that all needs of the person and family are addressed.

Cultural sensitivity

It is a responsibility of the Tasmanian Palliative Care Service to ensure the delivery of
appropriate care that is culturally sensitive to the needs of Aboriginal people and to
people from culturally and linguistically diverse backgrounds.

Volunteer support

Volunteer support is provided through the Volunteer Support Service in the North, and
through Hospice Care Associations in the South and the North West.

The volunteer organisations work closely with the Community Palliative Care Teams
to provide support services to people living with a life-threatening illness, their carers
and families.

The Volunteer Support Service and the Hospice Care Associations train and support
volunteers who give freely of their time to provide:
O respite for carers;
companionship and support to clients, carers and families;
help with practical tasks, for example shopping, transport;
overnight support; and
in-patient support in palliative care units and hospitals.

OOooQg

Further information about volunteer services, is available from:

Hospice Care Association of Southern Tasmania - Ph: 6224 3808
Palliative Care (North) Volunteer Support Service - Ph: 6336 5544
Hospice Care Association of North-West Tasmania - Ph: 6440 7110
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The Tasmanian Palliative Care
Service

J W Whittle Palliative Care Unit

In dedicated palliative care inpatient units such as the 10-bed facility known as the
JW Whittle Palliative Care Unit (named after Sergeant Whittle, WW1 Victoria Cross
recipient), the focus is on the provision of 24-hour care.

Admission to the J W Whittle unit is usually for a short stay to relieve pain and other
distressing symptoms. Many people then return home to be cared for by their local
community nurses and the Community Palliative Care Team. Others choose to remain
on Whittle until their death.

The JW Whittle Palliative Care Unit was previously a part of the Repatriation General
Hospital and then the Royal Hobart Hospital — and since 1997 has been a part of the
Tasmanian Palliative Care Service. The units team works in an interdisciplinary
capacity with the Southern Community Palliative Care Team.

Since becoming a dedicated palliative care unit, there have been significant
refurbishments to mirror similar hospice facilities both interstate and internationally. To
differentiate from a typical acute ward for example, there is a childrens’ play area and
three rooms where relatives and friends can spend time together away from the
patient's bedside.

The JW Whittle Palliative Care Unit has 10 single rooms and the emphasis is to create
a family-oriented space. The décor and colours used evoke a home-like environment
with open visiting hours and families welcomed and accommodated, enabling them
to comfortably stay with their loved ones if desired.

Palliative care espouses returning control in decision-making to the individual and
their family. In a dedicated palliative care inpatient unit, away from the inherent (and
necessarily) busy acute ward environments, there is the opportunity for all involved to
come to terms with their disease, with death and dying, a time for reflection and
building family relationships.

(See Admission Criteria on Page 5)

Philip Oakden House

This six-bed hospice is situated within the Manor complex in the Launceston suburb
of Kings Meadows, with provision of three State-funded and three privately-funded
beds. It is a charitable not-for-profit organization that works collaboratively with the
Tasmanian Palliative Care Service.

Admission is available for public and private patients, with access for approved




Department of Veterans Affairs patients. The medical care of each patient is usually
provided by his or her own doctor.

(See More Information on page 19 for contact details)
Bereavement Support Service

The Tasmanian Palliative Care Service recognise that people suffering bereavement
can sometimes encounter difficulties following the death of a loved one, as supports
naturally diminish over time.

The Bereavement Support Service is founded on the view that grief although painful,
is a very normal part of being human.

The Bereavement Support Service provides:

O individual support and counselling;

family support and counselling;

group work;

access to information and resources on grief and bereavement;
community and professional education;

memorial services;

consultancy to other professionals; and

referral to other support services.

OoOooooao

The Bereavement Support Service offered by the Tasmanian Palliative Care Service
and Hospice Care Associations is provided to the family and others who have a close
relationship with palliative care clients who are or have been registered with the
Service.

People can access the Bereavement Support Service by contacting any of the
Community Palliative Care Teams and/or Hospice Care Associations.

People need to give permission before being referred to the Bereavement Support
Senvice.

(More information is available in the Tasmanian Palliative Care Service’s
Bereavement Support Service Booklet available from every Service)

Out-of-hours service (OOH)

Palliative care provides both medical and nursing out-of-hours advice, information
and support to clients and patients who are registered with the Service. It is also
accessible to families, carers and health professionals involved in the care of
someone with a terminal illness.

It is primarily a telephone advice line, although a visit may be necessary.

The out-of-hours service provides advice and support on symptom control problems
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(pain, nausea, vomiting, falls, anxiety) and other urgent issues that are not able to wait
until the next day.

The service operates out of normal business hours as an on-call facility, seven days
a week and includes evenings, weekends and public holidays.

Some senices such as community nursing may provide evening and weekend
support visits, and it may be more appropriate to call the community nurse in the first
instance (if they normally visit). The on-call nurse may contact the community nurse,
general practitioner or ambulance if, following assessment, these services are
considered more appropriate to respond.

Access to the out-of-hours service is made upon referral, assessment and admission
to the service, and more detailed information and contact numbers is provided at that
time.

To ensure both the safety of the client and that of the nurse on call, an out-of-hours
visit without a prior assessment cannot be made.

Equipment and resources

The Tasmanian Palliative Care Service has a small quantity of equipment available,
such as hospital beds, commodes, wheel chairs, pressure relieving mattresses, bed
poles, pans etc. The equipment is partially purchased and maintained from
donations and bequests to the service. Equipment can also be accessed from other
services, for which there may be a charge.

Someone from your local Palliative Care Service can advise you about this.
Information dealing with a wide range of health issues and related topics is also
available from the Service for the benefit of health care providers as well as clients
and carers.

Education

Palliative care practitioners provide formal and informal education, information and
resources to clients, carers, professionals and the wider community on a variety of
topics tailored to meet individual or group needs. (ie pain and symptom
management, grief and bereavement).

For more information about the range of education programs provided, and any
associated costs, please feel free to contact your local Palliative Care Service.

Quality and Research
The Palliative Care Service is committed to providing the best possible care

appropriate to peoples’ needs. This requires evaluation and re-evaluation to
continually improve the service.




Quality services are developed through consultation with people accessing palliative
care and through forums such as the Palliative Care Service Development Committee
that has non-government and community representative involvement.

Palliative Care is committed to learning, researching and exploring improved
approaches to care with the contribution and participation of people who wish to
share their experience for the benefit of others.

The current medical and planned nursing conjoint appointments between Palliative
Care and the University of Tasmania, will offer many innovative research opportunities.

Effective care is underpinned by research and service evaluation and development.
Palliative care practices in partnership with the community, university, and health
providers locally, nationally and intemationally to maintain contemporary palliative
care standards.




List of recommended on-line services for service
providers

0O Palliative Care Australia Incorporated (http://www.pallcare.org.au)

Palliative Care Australia is the peak body for palliative care in Australia. This
website contains general palliative care information, which identifies the major
areas of work for the organisation. There is direct access to PCAs policy
documents, newsletters and publications. Also has links to palliative care in
each state of Australia.

O Palliative Drugs.com (http://www.bulletinboard@ palliativedrugs.com)

This site provides essential, comprehensive and independent information for
health professionals about the use of drugs in palliative care. It highlights
drugs given for unlicensed indications or by unlicensed routes and the
administration of multiple drugs by continuous subcutaneous infusion.

O The Australian Cancer Society (http://www.cancerorg.au/acs.htm)

The ACS site covers topics relating to the structure and affiliation of the
organisation, along with links to sites that cover issues around cancer, and the
associated information on palliative functions.

0  Anti-Cancer Council of Victoria (http://www.accv.org.au)

This site provides education, dictionaries, information on support groups,
details of cancer treatments and professional information. The Anti-Cancer
Council of Victoria is an independent volunteer-based charity whose mission
is to lead, coordinate, implement and evaluate action to minimise the human
cost of cancer for all Victorians.




More Information

For further information about the Tasmanian Palliative Care Senice, contact your
treating health professional or your nearest Tasmanian Palliative Care Service office:

State Office

Tasmanian Palliative Care Service

1st Floor, Peacock Building

Repatriation Centre, Hampden Road
HOBART, TAS 7000

Ph: 03 6222 7265

emalil: state.palliativecare@dhhs.tas.gov.au

South

Community Palliative Care Team - Ph: 03 6224 2515
1st Floor, Peacock Building

Repatriation Centre, Hampden Road

HOBART, TAS 7000

email: reginasarac@dhhstas.gov.au

J W Whittle Palliative Care Unit - Ph: 03 6220 2400
Lower Ground Floor, Peacock Building

Repatriation Centre, Hampden Road

HOBART, TAS 7000

North

Community Palliative Care Team - Ph: 03 6336 5544
Volunteer Support Service — Ph: 03 6336 5544
Allambi, 33-39 Howick Street

LAUNCESTON, TAS 7250

Email: palliativecare.north@dhhsitas.gov.au

North West

Community Palliative Care Team - Ph: 03 6440 7111
Level 3, Parkside, 1 Strahan Street

BURNIE, TAS 7320

Email: palliativecareservicenw@dhhstas.gov.au

Non-Government and Charitable Organisations

Hospice Care Association Inc. (South) - Ph: 03 6224 3808
Hospice Care Association Inc. (North West) —  Ph: 03 6440 7110
Phillip Oakden House Hospice) - Ph: 036343 3214
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