
 

Appendix 3: Evolution of Statements 

Domain 1: Structures and Processes of Care 

 

 

Domain 2: Preparing for the end of life 

6 Patients are encouraged to use advance care 

planning discussions to translate their values into 

priorities for care at the end of life 

 

Advance care planning is a process and not merely an 

outcome, with the focus on building up trust between the 

patient and the healthcare professional, and the sharing of 

mutual uncertainties and fears. 

 

Patients are supported to discuss their wishes 

for the end of life with their family and/or 

carers and healthcare professionals, so that 

their values can be translated into advance care 

plans. 

 
Whilst participating in advance care planning is to be 

encouraged, such conversations can be difficult and 

therefore should not be forced. Such discussions should be 

flexible, including the patient to the extent that they wish 

to be involved, their family and members of the MDT 

(including doctors, nurses, therapists and spiritual 

personnel). 

All members of the MDT should be prepared and equipped 

to have advance care planning discussions with patients if 

the appropriate opportunity arises. 

 

Patients are supported to discuss their wishes 

for the end of life with their family and/or 

carers and healthcare professionals, so that 

their values are reflected within advance care 

plans. 

 
Whilst participating in advance care planning is to be 

encouraged, such conversations can be difficult and 

therefore should not be forced. Such discussions should be 

flexible, including the patient to the extent that they wish 

to be involved, their family/carers and members of the 

MDT (including doctors, nurses, therapists and spiritual 

personnel). 

All members of the MDT should be prepared and equipped 

to have advance care planning discussions with patients if 

the appropriate opportunity arises. 

7 Advance care planning involves the patient, their 

family and all multidisciplinary team members. 

 

Utilising all care providers, from family members to 

therapists and consultants, in ACP discussions ensures that 

COMBINED WITH STATEMENT 6 COMBINED WITH STATEMENT 6 

# Round 1 Round 2 Finalised statement 

1 Patients approaching the end of life receive care that 

is well coordinated across different settings, services 

and providers. 

 

Care at the end of life for PD patients can occur across 

multiple different settings: both inpatient (admissions to 

the hospital or hospice), outpatient (clinics with specialists) 

and in the community (at home or in residential/nursing 

care facilities). For end of life care to be delivered 

effectively with continuity, there must be multidisciplinary 

and multi-agency collaboration. Local structures should be 

in place to facilitate integration of primary and secondary 

services. 

Patients approaching the end of life receive 

personalised care that is well coordinated across 

different settings, services and providers. 

 

Care at the end of life for patients with Parkinson’s disease 
can occur across multiple different settings including 

inpatient (admissions to the hospital or hospice), 

outpatient (clinics with specialists) and in the community 

(at home or in residential/nursing care facilities). For 

individualised end of life care to be delivered holistically 

with continuity, there must be multidisciplinary and multi-

agency collaboration. Local structures should be in place to 

facilitate integration of primary and secondary care 

services. 

 

Patients approaching the end of life receive 

personalised care that is well coordinated across 

different settings, services and providers. 

 

Care at the end of life for patients with Parkinson’s disease 
can occur across multiple different settings including 

inpatient (admissions to the hospital or hospice), 

outpatient (clinics with specialists) and in the community 

(at home or in residential/nursing care facilities). For 

individualised end of life care to be delivered holistically 

with continuity, there must be multidisciplinary and multi-

agency collaboration. Local structures should be in place to 

facilitate integration of primary and secondary care 

services. 

2 A named keyworker is responsible for the 

organisation and integration of an individual’s 
care. 

 
A named keyworker can act as a centralised point of 

contact for the patient, their family and other healthcare 

professionals. A key worker can also act an advocate for 

the patient, ensuring that they access the care that they 

require. 

A designated point of contact (be that an individual 

keyworker or a team) is responsible for the 

integration and coordination of a patient’s care. 

 

A named point of contact can act as a centralised locus for 

the patient, their family and other healthcare 

professionals. The keyworker (or keyworker team) can act 

as an advocate to ensure that the patient accesses 

appropriate services, as well as facilitating continuity of 

care and providing advice and support. This model of care 

enables keyworkers to stratify patients according to need 

and allocate resources and services accordingly. 

A designated point of contact (be that an individual 

keyworker or a team) is responsible for the 

integration and coordination of a patient’s care. 

 

A named point of contact can act as a centralised locus for 

the patient, their family/carers and other healthcare 

professionals. The keyworker (or keyworker team) and can 

act as an advocate to ensure that the patient accesses 

appropriate services, as well as facilitating continuity of 

care and providing advice and support. Those acting as 

keyworkers are suitably trained with sufficient experience. 

3 Digital healthcare records are available to facilitate 

data sharing so that a patient’s prior expressed 
wishes and clinician input can inform future episodes 

of care 

 

Digital health records that are accessible to different 

services within a local region enable sharing of patient 

specific information, thus ensuring that ACP 

documentation and end of life plans are easily accessible. 

 

Healthcare records are accessible to facilitate data 

sharing so that a patient’s prior expressed wishes 
can inform future episodes of care. Ideally records 

should be in a digital format, although paper copies 

may be more appropriate. 

 

Healthcare records that are available to different services 

within a local region enable sharing of patient specific 

information. Through accessing DNACPR/Respect forms, or 

previous advance care planning discussions, healthcare 

professionals can be more familiar with a patient’s end of 
life wishes. This can contribute to reducing the distress 

experienced by a patient and their family and/or carers 

when the patient’s clinical condition. 

Healthcare records are accessible to facilitate data 

sharing so that a patient’s prior expressed wishes 
can inform future episodes of care. Ideally records 

should be in a digital format, although paper copies 

may be more appropriate. 

 

Healthcare records that are available to all services within 

a local region involved in a patient’s care enable sharing of 
patient specific information. Through accessing 

DNACPR/ReSPECT forms, or previous advance care 

planning discussions, healthcare professionals can be more 

familiar with a patient’s end of life wishes. This can 
contribute to reducing the distress experienced by a 

patient and their family and/or carers when the patient’s 
clinical condition deteriorates. 

4 Red flags are identified that trigger a referral 

from primary or community care to specialist 

Parkinson’s palliative care services. 
 
It is important that acute deterioration is recognised in a 

timely manner. Such red flags could include the use of a 

rotigotine patch, or a patient’s first aspiration event. 

End of life indicators (or ‘red flags’) that trigger 
consideration of referral from primary or community 

care to specialist Parkinson’s or palliative care 
services should be clarified and acted upon. 

 

It is important that acute deterioration is recognised in a 

timely manner in order for patients to receive appropriate 

specialist care. Triggers for referral to specialist services 

should be patient specific and include both clinical and 

social milestones, such as difficulty swallowing or 

admission to residential care. 

 

End of life indicators (or ‘red flags’) that trigger 
consideration of referral from primary or community 

care to specialist Parkinson’s or palliative care 
services should be clarified and acted upon with the 

patient’s agreement. 
 

It is important that deterioration is recognised in a timely 

manner in order for patients to receive appropriate 

specialist care. If not already known to specialist services, 

triggers for referral should be patient specific and include 

both clinical and social milestones, such as difficulty 

swallowing or admission to residential care. 

 
 

5 Health and social care workers have the required 

knowledge and skills to provide high quality care to 

patients approaching the end of life and support to 

their families and/or carers. 

 

It is important the generalist and specialist services 

providing care for PD patients at the end of life have a 

multidisciplinary workforce suitably skilled to deliver 

excellent care. Education of the whole multidisciplinary 

team in both primary and secondary is a priority to 

strengthen and improve end of life care for Parkinson’s 
disease. 

Health and social care workers have the required 

training and experience to provide high quality 

individualised care to patients approaching the end 

of life and support to their families and/or carers. 

 

It is important that the generalist and specialist services 

providing care for patients with Parkinson’s disease at the 
end of life have a multidisciplinary workforce suitably 

skilled to deliver excellent care. Education of the 

multidisciplinary team is a priority to strengthen and 

improve end of life care for Parkinson’s disease. 
 

Health and social care workers have the required 

training, experience and specialist support to 

provide high quality individualised care to patients 

approaching the end of life and support to their 

families and/or carers. 

 
It is important that the generalist and specialist services 

providing care for patients with Parkinson’s disease at the 
end of life have a multidisciplinary workforce suitably 

skilled to deliver excellent care. Education and integration 

of the multidisciplinary team is a priority to strengthen and 

improve end of life care for Parkinson’s disease. 
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the patient’s holistic needs are considered. Conversations 
about dying and death be normalised, rather than 

medicalised. 

 

 

8 Planning for the end of life is started in a timely 

manner early in the disease trajectory according to 

patient needs and wishes 

 

As Parkinson’s disease progresses, cognitive and 

communication issues may impair decision making. Thus, 

ACP discussions should be offered well before thepatient 

enters the palliative phase. 

Opportunities for planning for the end of life should 

be available early and throughout the disease 

trajectory according to the needs and wishes of the 

patient and their family and/or carers. 

 

As Parkinson’s disease progresses, cognitive and 
communication issues may impair decision making. Ideally 

ACP discussions should be offered well before patient 

enters the palliative phase, although this must be done 

sensitively and in accordance with patient wishes. 

 

Opportunities for planning for the end of life should 

be available early in the disease trajectory according 

to the needs and wishes of the patient and their 

family and/or carers. 

 

As Parkinson’s disease progresses, cognitive and 
communication issues may impair decision making. Ideally 

advance care planning discussions should be offered well 

before patient enters the palliative phase, although this 

must be done sensitively and in accordance with patient 

wishes. 

9 Advance care plans are reviewed with the patient 

and their family at regular intervals, where 

appropriate, to facilitate changing expectations and 

goals of care. 

 

The disease trajectory in Parkinson’s disease is often 
unpredictable and fluctuating in nature. Patients should be 

offered opportunities to regularly review and develop their 

care plans in accordance with their changing needs and 

preferences. 

Advance care plans are reviewed with the patient 

and their family and/or carers at appropriately 

spaced intervals to facilitate changing expectations 

and goals of care. 

 

The disease trajectory in Parkinson’s disease is often 
unpredictable and fluctuating in nature. Patients should be 

offered opportunities to regularly review and develop their 

care plans in accordance with their changing clinical needs 

and personal preferences. 

 

Advance care plans are reviewed with the patient 

and their family and/or carers at appropriately 

spaced intervals to facilitate changing expectations 

and goals of care. 

 

The disease trajectory in Parkinson’s disease is often 
unpredictable and fluctuating in nature. Patients should be 

offered opportunities to regularly review and develop their 

care plans in accordance with their changing clinical needs 

and personal preferences. 

10 Patients have high quality contact with services 

including time that is unrushed and continuity of 

expert care and information. 

 

Time is a priority for patients with Parkinson’s disease. 
Appointments and visits should allow sufficient time for 

thorough assessment and discussion of present and future 

needs. 

 

Patients approaching the end of life have high 

quality contact with services, including the provision 

of ample time and the continuity of expert care and 

information. 

 

Ample time is a priority for patients with Parkinson’s 
disease given that they are likely to suffer from 

communication impairment and difficulties when 

mobilising.  Appointments and visits should allow sufficient 

time for thorough assessment and discussion of present 

and future needs. Appointments should be scheduled to 

coincide when patients are most likely to better interact 

(e.g. according to medication schedules). 

 

Patients approaching the end of life have person-

centred contact with services, including the 

provision of ample time and the continuity of expert 

care and information. 

 

Ample time is a priority for patients with Parkinson’s 
disease given that they are likely to suffer from 

communication impairment and difficulties when 

mobilising.  Appointments should be scheduled to coincide 

when patients are most likely to better interact (e.g. 

according to medication schedules). Appointments and 

visits should allow sufficient time for thorough assessment 

and discussion of present and future needs of both the 

patient and their family/carers. 

 

 

 

Domain 3: Care in the last weeks of life 

11 Care at the end of life is holistic and individualised 

 

Care at the end of life is patient centred, taking into 

account the physical, psychological, cultural and spiritual 

dimensions of the patient. 

Care at the end of life is holistic and individualised. 

 

Care at the end of life is patient centred, taking into 

account the physical, psychological, cultural and spiritual 

dimensions of the patient. 

 

Care at the end of life is holistic and individualised. 

 

Care at the end of life is patient centred, taking into 

account the physical, psychological, cultural and spiritual 

dimensions of the patient, as well as their family. 

12 Dopaminergic medication is delivered in the 

appropriate dose and form, with consideration 

of both patient symptoms and drug side effects. 

There is regular review of dopaminergic 

medication by experts in PD/palliative care. 

 
Dopaminergic medication should generally be continued at 

the end of life. Nonetheless, dopaminergic medication may 

be less effective, cause side effects or be difficult to deliver 

via the oral route. Assessing a patient’s response to 
dopaminergic therapy and the appropriateness of reducing 

dopaminergic medication should be done with the 

expertise of a movement disorder specialist or CNS. 

Medication, including but not limited to 

dopaminergic medication, is given in the appropriate 

dose and form, with consideration of both patient 

symptoms and drug side effects. 

 

All medication prescribed to patients with Parkinson’s 
disease in the last weeks of life should be reviewed 

regularly, with access to expert support from Parkinson’s 
disease or palliative care specialists. In particular, 

dopaminergic medication may be less effective, cause side 

effects or be difficult to deliver via the oral route. Assessing 

a patient’s response to dopaminergic therapy and the 
appropriateness of reducing dopaminergic medication 

should be done with the expertise of a movement disorder 

specialist. Support for generalists should be easily 

accessible. 

 

Medication, including but not limited to 

dopaminergic medication, is given in the appropriate 

dose and form, with consideration of both patient 

symptoms, drug side effects and patient preference. 

 

All medication prescribed to patients with Parkinson’s 
disease in the last weeks of life should be reviewed 

regularly, with access to expert support from Parkinson’s 
disease or palliative care specialists. In particular, 

dopaminergic medication may be less effective, cause side 

effects or be difficult to deliver via the oral route. Rationale 

for continuing or withdrawing dopaminergic medication 

should be overseen by a movement disorder specialist. 

Support for generalists should be easily accessible. 

 

13 Terminal symptoms are carefully assessed and 

diagnosed to guide appropriate management 

 

Patients with Parkinson’s disease often have troublesome 
symptoms at the end of life, including pain, nausea and 

delirium. It is important that the root cause of the 

symptom is investigated to ensure that underlying issues, 

such as intercurrent infections or constipation, are 

identified. 

Symptoms at the end of life are carefully assessed to 

guide appropriate management in a manner 

consistent with the patient’s expressed wishes. 

 

Patients with Parkinson’s disease often have troublesome 
symptoms at the end of life, including pain, nausea and 

delirium, which may be harder to recognise if patients have 

impaired communication. It is important that the root 

cause of the symptom is investigated to ensure that 

underlying issues, such as intercurrent infections or 

constipation, are identified. Clinicians should make use of 

national and local guidelines based on palliative care 

principles specific for Parkinson’s disease (such as 
recommendations in the Palliative Care Formulary) with 

consideration of individual patient needs. Nonetheless, if 

patients have capacity or advance decisions to refuse life-

prolonging treatment, such as treatment of infections, 

these must be respected. 

 

Symptoms at the end of life are carefully assessed to 

guide appropriate management in a manner 

consistent with the patient’s expressed wishes. 
 

Patients with Parkinson’s disease often have troublesome 
symptoms at the end of life, including pain, nausea and 

delirium, which may be harder to recognise if patients have 

impaired communication. It is important that the root 

cause of the symptom is investigated to ensure that 

underlying issues, such as intercurrent infections or 

constipation, are identified. Clinicians should make use of 

national and local guidelines based on palliative care 

principles specific for Parkinson’s disease (such as 
recommendations in the Palliative Care Formulary) with 

consideration of individual patient needs and preferences. 

14 Management of symptoms follows guidance that is 

specific for patients with Parkinson’s disease, e.g. 
the Palliative Care Formulary 

 

The PCF offers a comprehensive guide to management of 

rigidity, nausea and vomiting, pain and delirium. 

COMBINED WITH STATEMENT 13 COMBINED WITH STATEMENT 13 

 

Domain 4: Care in the last days of life 

15 The dying process is often difficult to predict, and 

this is acknowledged between the patient, their 

family or carer and the healthcare team. 

 

Parkinson’s disease lacks a predictable trajectory, and 

recognising the dying phase can be challenging. This 

prognostic uncertainty should be acknowledged by 

healthcare professionals and shared with the patient and 

their family. 

Parkinson’s disease lacks a predictable trajectory, 

and death is difficult to predict. This prognostic 

uncertainty should be sensitively discussed with the 

patient and their family and/or carers. 

 

Living with uncertainty is challenging – and this can extend 

to the final days of life. Patients and their families/carers 

should be prepared regarding the difficulty in 

prognostication. 

Parkinson’s disease lacks a predictable trajectory, 
and death is difficult to predict. This prognostic 

uncertainty should be sensitively discussed with the 

patient and their family and/or carers. 

 

Living with uncertainty is challenging – and this can extend 

to the final days of life. Patients and their families/carers 

should be prepared regarding the difficulty in 

prognostication. 
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16 Patients who have signs and symptoms that suggest 

that they may be in the last days of life are 

monitored by healthcare staff and/or family so that 

responsive and compassionate care can be provided. 

 

It is important to utilise the family and all members of the 

multidisciplinary team to support patients in the terminal 

phase. Family members and nursing staff are particularly 

equipped to recognise signs of terminal agitation or 

distress. 

Patients who have signs and symptoms that 

suggest they may be in the last days of life are 

assessed by healthcare staff promptly so that 

responsive and compassionate care can be 

provided. Appropriate medication, including 

anticipatory medication for pain and agitation, 

should be available in a timely manner. 

 
Family members should be equipped to recognise signs of 

terminal agitation or distress. There should be an 

established and effective communication route for family 

and/or carers to get immediate help as symptoms change. 

 

Patients who have signs and symptoms that suggest 

they may be in the last days of life are assessed by 

healthcare staff promptly so that responsive and 

compassionate care can be provided. Appropriate 

medication, including anticipatory medication for 

pain and agitation, should be available in a timely 

manner. 

 

Family members and carers should be equipped to 

recognise signs of terminal agitation or distress. There 

should be an established and effective communication 

route for family and/or carers to get immediate help as 

symptoms change. Specialist support from Parkinson’s or 
palliative services should be available to support 

healthcare workers in the community. 

 

17 Anticipatory medications are prescribed 

appropriately for patients with Parkinson’s 
disease. 

 
Patients should be prescribed anticipatory medications 

with individualised indications, avoiding D2 antagonists 

that may precipitate extra-pyramidal symptoms. 

COMBINED WITH STATEMENT 16 COMBINED WITH STATEMENT 16 

18 Comfort, rather than location of death, is a marker 

of quality end of life care 

 

A ‘good death’ does not necessarily mean death outside of 
hospital. Regardless of location, maximum comfort and 

time with loved ones should be markers of a ‘good death’. 
 

A good death is defined by high quality 

individualised care that maximises patient comfort 

and prioritises patient wishes. 

 

A good death is about asking patients 'what's important to 

you?' and facilitating those wishes. This may include a 

preferred location of death, maximum time spent with 

loved ones or specific symptom control. These vary for 

each patient and discussions should be individualised to 

each situation. 

 

A good death is defined by high quality 

individualised care that maximises patient wishes 

and takes their family/carers views into account. 

 

A good death is about asking patients 'what's important to 

you?' and facilitating those wishes. This may include a 

preferred location of death, maximum time spent with 

loved ones and/or specific symptom control amongst 

others. These vary for each patient and discussions should 

be individualised to each situation. 

19 Bereavement support is available for families and 

carers, both immediately and in the long term 

 

Families and carers should be prioritised after the death of 

a loved one, and should be offered emotional, spiritual, 

social and financial support. 

Bereavement support is available and accessible for 

families and carers according to need, both 

immediately and in the long term. 

 

Families and carers should be supported after the death of 

a loved one, and should be offered emotional, spiritual, 

social and financial help if required. 

 

Bereavement support is available and accessible for 

families and carers according to need, both 

immediately and in the long term. 

 

Families and carers should be supported after the death of 

a loved one, and should be offered emotional, spiritual, 

social and financial help if required. Professionals should 

be able to signpost families and carers to local 

bereavement resources as needed. 
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