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Palliative care toolkit – West Norfolk

I have been told that my illness is terminal 

If you have recently been told that you don’t have long to live, you may be feeling overwhelmed or frightened. What is important to know is that there is lots of help available for you and for your family and loved ones at this time.  
You will be hearing lots of new words and phrases, the information here will help you to understand and to find the help that you need.  
People are considered to be approaching the end of life when they are likely to die within the next 12 months, although this is not always possible to predict. This includes people whose death is imminent, as well as people who: 
· have an advanced incurable illness, such as cancer, dementia or motor neurone disease 
· are generally frail and have co-existing conditions that mean they are expected to die within 12 months 
· have existing conditions if they are at risk of dying from a sudden crisis in their condition 
· have a life-threatening acute condition caused by a sudden catastrophic event, such as an accident or stroke 
 
 
Palliative care 

Palliative care is specialised medical care focused on improving the quality of life for individuals with serious illnesses, regardless of whether the illness is curable. It addresses the physical, emotional, psychological, social, and spiritual needs of the patient and their family.  
The primary goal is to improve the patient's quality of life by providing relief from suffering and supporting them in living as actively as possible. Palliative care is available when you first learn you have a life-limiting (terminal) illness. You might be able to receive palliative care while you are still receiving other therapies to treat your condition 
 
End of Life Care 

End of life care is support for people who are in the last year or months of their life. 
End of life care should help you to live as well as possible until you die and to support you to die with dignity. The people providing your care should ask you about your wishes and preferences and take these into account as they work with you to plan your care 
Different health and social care professionals may be involved in your end-of-life care, depending on your needs. For example, hospital doctors and nurses, your GP, community nurses, hospice staff and counsellors may all be involved, as well as social care staff, chaplains (of all faiths or none), physiotherapists, occupational therapists or complementary therapists. 

Yellow folder 

You may be offered a yellow folder which contains information about advance planning and financial support. You should keep your yellow folder with the ReSPECT form and your advance care plan in your home. Any health or social care professional visiting you at home will need to see these forms to ensure that you receive the care that you expect.  

The information contained in the yellow folder is also available online - Yellow Folder – Core Information - Knowledge NoW along with some additional information that you may find useful - Yellow Folder – Additional Information - Knowledge NoW

Some information is available in easy read format - Yellow Folder – Easy Ready Patient Information - Knowledge NoW

If you are printing these resources at home, please do make sure that they are placed in a yellow plastic folder so your healthcare professional knows where to access them. 
 
Advance Care planning 

Although it can sometimes feel upsetting, it can be helpful to talk to your family and loved ones about your wishes. Documenting your thoughts is important so those close to you know what your wishes are for now and for your future care. Advance care planning is a record of your wishes, feelings, beliefs and values. You can include what is important to you. More information will be given to you in your yellow folder. or you can find more information on our website. Palliative and End of Life Care - Knowledge NoW    
 
ReSPECT form 

In a crisis, healthcare professionals may have to make rapid decisions about your treatment, and you may not be well enough to participate in making decisions. The ReSPECT process empowers you to guide health and care professionals on what treatments you would or would not want to be considered for. 
Your views are crucial. The health and care professionals will make every effort to come to a joint agreement with you. The ReSPECT form can record preferences and recommendations for emergency situations, whatever stage of life you are at. 
 

My Care Choices Register (MCCR) 

MCCR is a secure digital system that records a person’s wishes about their care, especially as they approach the end of life. It includes things like preferred place of care, treatment decisions, and important contacts. Your healthcare provider will be able to talk to you about the My Care Choices Register and once you have a record, health and care professionals will be able to access the record to make sure care is aligned with what matters most to you. 
 
 
 





Looking after your physical health
 
It is important to look after your physical health even when you have a terminal illness. Stay active if you are able to. Consider complementary therapies, such as massage and aromatherapy, which may help you feel better. 
Active Norfolk - Active Norfolk - Active Partnership For Norfolk 
Adults' health - Norfolk County Council 
 
Virtual village hall 

The Virtual Village Hall is a free, online activity hub and community, designed to help people stay physically and mentally active, connected and having fun. No sign in or subscription required. Also offers a friendly face, a chance to chat and some very welcome social interaction for people who can’t get out as much as they’d like. 
Royal Voluntary Service - Norfolk Home Library Service | Norfolk Community Directory 
 
 
 We are undefeatable 

Charity for people living with a long term health condition. It supports and encourages people to be more active in ways that work for each particular health condition
Be More Active Whilst Living With A Health Condition








Looking after your emotional health 

It's normal to feel shock, sadness, anger and helplessness. 
But for some people, the feeling they're unable to cope with their situation does not go away, and they feel too low to be able to do any of the things they want to. If this happens to you and these feelings persist, it may be helpful to talk to a professional. 

Psychological and spiritual support is offered to improve quality of life by managing distress, anxiety, depression, and existential concerns, while also helping patients and their loved ones cope with the challenges of serious illness and end-of-life care.  

Norfolk and Waveney talking therapies - Helping you live your life - The Norfolk and Waveney Talking Therapies Norfolk and Waveney 
 
 
Mind – Norfolk
https://www.norfolkandwaveneymind.org.uk/ 
Norfolk and Waveney Mind, the mental health charity that believes no one should have to face poor mental health alone.

My possible self – Free mental health app -My Possible Self: a mental health app - Priory















Money, bills and benefits 

Money can be a worry if you or a family member need to take time off work as a result of illness or to care for someone with a terminal illness. But there is support available.  
Ask a GP, hospital doctor or nurse to refer you to a hospital social worker or community social worker. They can assess your financial situation and give you advice on benefits. They can also tell you about any special funds you might qualify for.  
Your healthcare team can also complete an SR1 form which might mean that you are able to get benefits at a higher rate.  

Other services that can help are: 

Help with living costs - Norfolk County Council 
Ask Bill | Free and Impartial Help About Money and Bills 
Tackling Financial Insecurity Together | Turn2us 
Disability Grants - Charitable Funding for the Disabled 
Citizens Advice 
Free and impartial help with money, backed by the government | MoneyHelper
Welfare advice - Big C Cancer Charity
Benefits and entitlements for pensioners and the elderly | Age UK

 
 
 
 







Looking after your loved ones 

You might be worried about your family and people close to you. Support is available to them.  
Carers Matter Norfolk offers free, independent, and confidential support. They can help with: 
· Financial and practical advice 
· Your rights as a carer 
· Health and wellbeing support 
· Education and training 
 
Support, Advice & Education for Carers | Carers Matter Norfolk 
Carers Voice – With Carers at the heart of everything we do 

Norfolk County Council
 Support for carers - Norfolk County Council

Carers emergency plan 
An emergency plan contains important information about the person you care for. It explains what needs to happen in an emergency if something happens to you. For example, if you are unwell or have an accident and cannot care for the person. Having this plan in place makes it easier and quicker for someone else to support them when you can't. 
https://www.norfolk.gov.uk/article/42042/Create-an-emergency-plan  
 
You can also contact the social services department of your local council and ask for a care needs assessment. This will tell you if you’re eligible for any funding. 

Ask Cora is a new AI-powered WhatsApp digital assistant providing around-the-clock access to information, guidance and resources for unpaid carers
Ask Cora: digital support for unpaid carers - Norfolk County Council

Nelson’s journey
Nelson's Journey | Child Bereavement Help for Norfolk | (nelsonsjourney.org.uk)
Nelson’s Journey’s vision is that every bereaved child in Norfolk will look forward to a positive future, empowered to reach their full potential. 






Organisations that can support you and your family 

Hospice UK 
Homepage | Hospice UK 
Hospice UK fights for hospice care for all who need it. The information and support page gives guidance and tips to help you and your family  
 
Marie Curie   
Marie Curie | The UK’s leading end of life charity | Marie Curie 
Marie Curie are here to help you to live your best life when you have a terminal diagnosis. Marie Curie nurses provide expert help in your own home and Marie Curie companions provide the emotional and practical support that you need. 
 
Age UK  
Age UK | The UK's leading charity helping every older person who needs us 
Free information and advice to help with topics as diverse as claiming benefits to care homes. 
 
Macmillan  
Macmillan Cancer Support | The UK's leading cancer care charity 
Support and information about different types of cancer 
 
Dementia Support 
Alzheimer's Society / Home - Dementia UK 
Help and support for people living with dementia 
 
My care matters 
Products and services to improve people's experience of care - Mycarematters Trading 
A social enterprise with a mission to improve people’s experience of care in any care setting. Their goals are to improve people’s awareness of the decisions and options available to them as they approach later life, to normalise conversations round death and dying, and to encourage people to make plans for their later life, future care and end of life. 
 
The silver line helpline 
The Silver Line Helpline 
Run by AGE UK, is a free 24/7 confidential telephone service for older people.  
 
End of life Doula UK 
Home - End of Life Doula UK 
A charity supporting people to have conversations, choices and care they need at the end of life.   
 
Royal British legion 
Royal British Legion | Armed Forces Charity 

Cancer Care Map
Homepage - Cancer Care Map
 

 





Norfolk wide services 
  
Norfolk County Council 
End of life care - Norfolk County Council  
Care, support and health - Norfolk County Council 
 
Dementia support Norfolk and Waveney 
Dementia Support Norfolk and Waveney | Alzheimer's Society 
Help and support for people living with dementia in Norfolk and Waveney 
 
Carers identity passport  
Carers Identity Passport Information – Carers Voice 
A free carers ID passport in Norfolk and Waveney ensuring unpaid carers are identified and recognised in hospital settings.  
 
Norfolk swift response 
Norfolk Swift Response (Norfolk County Council) | Norfolk Community Directory 
A free 24 hour service that provides practical help to adults with an urgent, unplanned need at home.   
 
The Healing Harbour 
The Healing Harbour Charity | Facebook  
A North Norfolk based charity supporting the wellbeing of people with serious illnesses that shorten lives in north Norfolk.  
 
Carers Matter Norfolk 
Support, Advice & Education for Carers | Carers Matter Norfolk 
A Norfolk charity providing support to unpaid carers.  
 
Norfolk community support 
Home | Norfolk Community Directory 
Contains activities, services and groups to help all Norfolk residents live healthy, active and fulfilling lives. 
Norfolk and Waveney Community Support Service - Community Support Service 
Provide short term, practical support for people living in Norfolk 
 
Imagine Norfolk together  
Imagine Norfolk Together 
An organisation aiming to celebrate and support the work of local Christians in their communities  
 

Big C
Our centres - Big C Cancer Charity
Multiple support groups and wellbeing activities, counselling and complementary therapies 



Local services – West Norfolk 

 A Social Prescriber can introduce you to a community group, charity, new activity or a local club. They can help you find legal advice or debt and money management guidance. Arrange an appointment with a Social Prescriber by contacting a member of staff at your GP practice. 
Referrals made directly by the reception teams and by clinicians within the surgeries.  

	Area
	Group / Service
	Description
	Contact / Location


	Kings Lynn
	Big C King’s Lynn support centre 

	comfort and a listening ear
	King's Lynn Centre - Big C Cancer Charity 


	Kings Lynn
	King’s lynn Men’s Shed 

	A group of men working on projects of their own choosing at their own pace and in a safe, friendly and inclusive venue.  
	 
King’s Lynn Men’s Shed, King's Lynn 
Open Tuesdays and Thursdays 10.00 – 16.00. 


	Kings Lynn
	Steam house café, King’s Lynn 
	A safe space to seek mental health and wellbeing support. Open 7 days a week. 
	
King's Lynn - Steam House Cafe

	Kings Lynn
	Macmillan health and wellbeing centre, QEH King’s Lynn 

	Support centre providing confidential advice to people affected by cancer. Services include benefits guidance, complementary therapy, access to counselling, courses, workshops, lifestyle assistance and financial support.
	Cancer services - Cancer Wellbeing and Support Centre | The Queen Elizabeth Hospital King's Lynn NHS Foundation Trust 
Open Monday to Friday, 9.30am to 4.30pm

	Kings Lynn 
	Keeping abreast 
	Sympathetic and friendly support from our volunteers who have been in a similar situation

	Support – Kings Lynn - Keeping Abreast


	Kings Lynn
	Kingsman prostate support group
	Based at our King’s Lynn Centre, the Prostate support group (Kingsmen Group) supports men following a prostate cancer diagnosis, offering a space for men to come together with a similar diagnosis, share experiences and support one another
	Prostate support group (Kingsmen Group) - Big C Cancer Charity


	West Norfolk
	Lily
	West Norfolk online directory which lists organisations, services and activities that can help people live healthy, active and independent lives.   

	LILY 


	West Norfolk
	The Norfolk Hospice Tapping House
	Hospice for adults living with cancer and other life limiting conditions and their loved ones and carers. It offers palliative and end of life care in people's homes and at the hospice, including emotional support, carer/family support, financial advice and bereavement care.
	About Us - Tapping House


	West Norfolk
	The Tulip centre at Tapping house 

	The Tulip Centre provides a support for patients and their families. Offers services, activities and therapies such as gentle exercises, cookery, seated yoga, breathlessness workshops, men’s groups and wellbeing in nature groups. For people with life limiting illnesses.  

	https://www.tappinghouse.org.uk/the-tulip-centre/  


	Swaffham and Litcham
	Swaffham and Litcham home hospice support  

	A non-medical organisation giving free practical and emotional support to patients with cancer and other life threatening illnesses. Services include home support, ‘Home Companionship’ for patients, carers support, assistance with transport, an art and craft group, equipment loan, Headstart, an ‘Open Door Drop-In’ support group for people affected by cancer, complementary therapies such as Reflexology and Reiki, a bereavement group, bereavement support and counselling. 
	
http://www.swaffhamandlitchamhomehospice.co.uk/  
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