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SUMMARY INFORMATION MEETING
A lot was discussed during the information meeting. Below you will find a short summary of the information given during the information meeting, so that you can read it back at your own pace. This is followed by additional information. 

Palliative care
Palliative care is appropriate care for all persons with a life-threatening illness or slow deterioration, where cure is no longer possible. For example, people who have cancer, pulmonary emphysema, heart failure, vascular disease, kidney disease, dementia or after a stroke. There is no time limit to palliative care, sometimes it is provided for days or weeks, but more often for months or more than a year. Palliative care is not given with the aim to extend life as long as possible, but to live as well as possible.

The meaning of the last phase of life for you
To find out what is important to you, answer the following questions or discuss them with someone.
- What is important for you at the end of life?
- What rituals would you like to do? 
- What religious values do you consider important?
- What are you afraid of?
- Where do you want to die and who are with you?
- What does dying mean to you?

Besides these questions, there are also practical issues you can think about. 
- Do you have funeral insurance? 
- Do you want to be buried or cremated? 
- Do you have a testament? 
- And for people not born in the Netherlands; do you want to return to your country of origin before or after death?



Wishes at the end of life
You can think about whether there are treatments you would want or not. If there are treatments you would not want to receive/have, you can put this in writing. This is called an advance directive. But your doctor can also decide to stop treatment, for example if the treatment is medically futile. Some treatments you can think about whether you still want them or not are resuscitation, hospitalization or admission to an Intensive Care Unit (ICU).

Starting a conversation
Talk to loved ones and your doctor about your end-of-life wishes, even if you do not yet know exactly what you want.



ADDITIONAL INFORMATION

You can find internet links below with additional information so you can have a look at it at home.

If you received this document via email, you can open the links by holding down the ‘Ctrl key’ and clicking on the underlined sentences with your mouse. If you have received this document on paper, you can type over the blue texts in your web browser (e.g. microsoft edge, google chrome, safari).

Informative websites (All websites are in Dutch)
The website ‘Over palliatieve zorg’ provides patients and loved ones with information about palliative care (including possible symptoms and choices that can and should be made), stories of experts by experience and information on organizations that can provide care and support https://overpalliatievezorg.nl/ 

Also the ‘Patiëntenfederatie’ (a patient organization) offers additional information about palliative care: https://www.patientenfederatie.nl/over-de-zorg/palliatieve-zorg

Do you want information about voluntary stopping with eating and drinking? See this brochure: https://www.nvve.nl/informatie/sterven-eigen-regie/bewust-stoppen-met-eten-en-drinken/ 

Short movies
Parts of the films ‘De Dappere Patiënt’ (in Dutch) and/or ‘Doodziek’ (in Turkish) were shown during the information meeting. You can find the full films at www.youtube.com.
· Search for ‘De Dappere Patiënt’ in YouTube with the following search terms: ‘’Film: de dappere patiënt’’. This is posted by Elaa.
Short version of 8 minutes: https://www.youtube.com/watch?v=j4rEMafzBpo
Full film of 27,5 minutes: https://www.youtube.com/watch?v=ZYixac0K-WQ 
· Search for ‘Doodziek’ in YouTube with the following search terms: “Ölüme çare yok Doodziek”. You will then see the full 14:31-minute film (posted by End of life care): https://www.youtube.com/watch?v=JAg8oWvngTg

Pharos has short movies in four languages about care at the end of life (Papiaments, Kantonese (subtitles in Mandarin), Turkish and Moroccan-Arabic). You can find these here: https://ingesprek.pharos.nl/ 

Decision aids (in Dutch)
Thuisarts - As an aid, you can use the decision aid from the website Thuisarts: https://www.thuisarts.nl/keuzehulp/verken-uw-wensen-voor-zorg-en-behandeling

Conversation card - Questions about life and death when you won't get better (developed by NFK - Nederlandse Federatie van Kankerpatiëntenorganisaties (Dutch Federation of Cancer Patient Organisations) and Pharos together with patients: https://www.pharos.nl/kennisbank/gesprekskaart-vragen-over-leven-en-dood-als-je-niet-meer-beter-wordt/

Conversation guide for people with incurable cancer. A booklet that helps patients think about which treatment a person does or does not want. Developed by Pharos, NFK (Dutch Federation of Cancer Patient Organisations)) and Amsterdam UMC:
https://www.pharos.nl/kennisbank/gesprekswijzer-voor-mensen-met-ongeneeslijke-kanker/ 
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