
NHS Tees Valley Clinical Commissioning Group is committed to ensuring that the services we provide
to people who are in the last months of their life, known as end of life and palliative care services are
patient centred, offering individuals and their families access to collaborative, co-ordinated care
throughout their journey. 

We are seeking to understand the views of those who have supported a loved one with a long-term
condition or cancer during the end stages of their life (in the last two years).  We appreciate that this
may be a very difficult time for you and that discussions around death and dying can be
uncomfortable, however if you feel that you would like to and are able to contribute, we would
appreciate your input into this work.

We would like to invite you to take part in a survey to help us gather information on your experience of
health care services, supporting a loved one in the last three months of life. 

At this stage we are seeking to hear all views and opinions, including opinions on new or innovative
ways to enhance care, your responses will be analysed anonymously, and it is important that you are
as honest as possible to allow us to hear things we otherwise may have missed or ideas we may not
have thought of. We will use the feedback provided to monitor and improve the services we
commission.

Your views are really important to us and will help improve local services. We apologise if this enquiry
has caused you any distress There is no requirement or expectation for you to complete this survey; if
you do not wish to, we still appreciate your time in reading this summary and would always be open to
hearing your feedback in the future. 

If you do wish to take part, please complete the survey below.

The survey will run from 17 May until 19 July 2021.

This is just one of the ways people can share their views. You can e-mail us
NECSU.engagement@nhs.net, call Judith McGuinness, Senior Communication and Engagement
Officer on 07785601944 to arrange a one to one interview. If you need any further information
regarding this engagement please e-mail NECSU.engagement@nhs.net or call Judith McGuinness,
Senior Communication and Engagement Officer on 07785601944.

If you require this survey in any other format or require support in completing the survey,  please e-
mail NECSU.engagement@nhs.net or call Judith McGuinness, Senior Communication and
Engagement Officer on 07785601944.

In this survey we use the word 'they' to refer to the person close to you who has recently passed away.

Palliative and End of Life Care Survey
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Have you recently had experience of Palliative and End of Life Care for someone close to you? Please
use this section to tell us about that.

SECTION 1 – Services

Palliative and End of Life Care Survey

1. How long had they been ill before they died?  

They were not ill – they died suddenly

Less than 24 hours

One day or more but less than one week

One week or more but less than one month

One more or more but less than six months

Six months or more but less than one year.

One year or more

Not sure

2. In which area of the Tees Valley did they reside and receive care?  

Darlington

Hartlepool

Middlesbrough

Redcar & Cleveland

Stockton-on-Tees

3. If they spent time at home in the last three months of life, did they receive help at home from any of the
services listed below? These may be provided by different organisations, such as voluntary organisations, a
private agency or social services. (Tick all that apply) 

If no, please skip to question 5 

A district or community nurse (a nurse in uniform who
comes to the house).

A Macmillan nurse, hospice home care nurse or specialist
(a care nurse who visits or telephones to talk and advise on
medications and other aspects of care. Not in uniform)

A Marie Curie nurse (someone who comes to the house for
a few hours or overnight to care for the patient)

Any other nurse at home

Home care worker, home care aide or home help

Social worker/support worker

Counsellor

Religious leader

Meals-on-wheels or other home delivered meals

Hospice at home

Occupational therapist

Macmillan Carers Team (team of nurses and home care
workers who provide care over the short term to allow
someone to remain at home and prevent hospital
admission)

The individual did not receive any care in their home

Don't know

Other (please specify)
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4. If services were provided in the home during the last three months of life, did all these services work well

together? 

Yes, definitely

Yes, to some extent

No, they did not work well together

Don’t know

Not applicable – did not receive any care in the home

If no, what further help or support would have made a difference to you?

5. Overall, in the last three months of care, do you feel that you and your family received sufficient help and

support from health and social services? 

Yes, we got as much support as we needed

Yes, we got some support but not as much as we needed

No, we did not get help or support

 No, although we tried to get more help

You or the person close to you who you were caring for may have had to contact health services
urgently during the evening or weekend in the later stages of life. Please use this section to tell us
about that experience.

Section 2 - Urgent Care

Palliative and End of Life Care Survey

6. In the last three months of life, while they were at home, did they ever need to contact a health professional
for something urgent in the evening or at the weekend? 

(If no, please skip to Section 3) 

Not at all in the last three months.

Once or twice

Three or four times

Five times or more

Don't know
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7. The last time this happened, who did they contact, or who was contacted on their behalf?  

The GP or Out of Hours provider

NHS 111

District Nurses

Macmillan Nurses

'Lifeline' pendant

A hospice

999

Continuing Healthcare Team

Other (please specify)

8. Did the required services respond right away? 

Yes

No

Not sure

If you feel the care was poor, what could have been done to improve this?

9. Overall, do you feel that the care they received when they needed care urgently in the evenings or

weekends in the last three months of their life was: 

Excellent

Good 

Fair

Poor

Don't know

Please use this section to tell us about how the person close to you was supported and cared for
during the last few months of their life.

SECTION 3 - Individual Experience of Care

Palliative and End of Life Care Survey

10. If you have any feedback you'd like to share related to a specific service please use the box below to

describe your experiences and specify which service you are describing i.e. District Nurse, GP. 
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11. Overall, do you feel that they treated with dignity and respect by health care professionals involved in their

care? 

Always

Most of the time

Some of the time

Never

Don't Know

 
Strongly

agree Agree
Neither agree
or disagree Disagree

Strongly
disagree

Does not
apply Don't know

There was enough help
available to meet their
personal care needs (i.e.
such as toileting needs)

There was enough help
with nursing care, such
as giving medicine and
helping them find a
comfortable position in
bed

The bed area and
surrounding environment
had adequate privacy

Their emotional needs
were considered and
supported

Efforts were made to
make sure they were in
the place they most
wanted to be cared for

12. Please look at the following statements and tick the answer box that corresponds most with your opinion

about the help that was provided in the last stages of life 

 Strongly
agree Agree

Neither
agree nor
disagree Disagree

Strongly
disagree

Does not
apply Don't know

Not
applicable

I/we were kept informed
on their condition and
care

I/we had enough time
with staff to ask
questions and discuss
their condition and care

I/we understood the
information provided to
us

13. Overall, how much do you agree with the following statements about communication between you and

health care professionals in the last days of their life? 
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This section is about where the person close to you died. We want to know your experience of
location, choice of location and whether their  wishes were able to be taken into account?

SECTION 4 - Choice of Location

Palliative and End of Life Care Survey

14. Where did they die? 

In their own home

In the home of another family member or friend

In a hospital ward

In a hospital Accident and Emergency department

In a hospital Intensive Care Unit

In a hospice

In a care home

In an ambulance on the way to hospital or hospice

Somewhere else

15. Did they ever say where they would like to die?  

Yes

No - go to question 18

Not sure

Palliative and End of Life Care Survey

16. Where did they say that they would like to die?  

At home

In a hospice

In a hospital

In a care home

They said they did not mind where they died

They changed their mind about where they wanted to die

Somewhere else

17. Did the healthcare staff have a record of this? 

Yes

No

Not sure
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18. Do you think they had enough choice about where they died?  

Yes

No

Not sure

They died suddenly

19. On balance, do you feel that they died in the right place? 

Yes

No

Not sure

Please tell us about your experience of the support you received at their time of death

SECTION 5 - Support at Time of Death
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20. Were you or family members provided enough help and support by the healthcare team at the actual time

of their death? 

Yes, definitely

Yes, to some extent

No, not at all

Not sure

21. After they died, did staff deal with you or other family members in a sensitive manner?  

Yes

No

Not sure

Does not apply - I did not have any contact with the staff

22. Is there anything that could be done to improve the support provided at the actual time of death or after

they died? 

7



Please tell us about your overall experience of End of Life and Palliative Care Services

SECTION 6 - Overall experience

Palliative and End of Life Care Survey

23. Overall and taking all services into account, how would you rate their care in the last three months of life?

Outstanding

Excellent

Good

Fair

Poor

Not sure

24. Is there any other information you would like to share with us at this point that you think would help us to
improve End of Life and Palliative Care services in the Tees Valley? What else might people need, or might be

useful that isn’t provided? 

25. Tell us in your own words, what are the most important things to you in the last year of life?

(e.g. how will people be treated on diagnosis, how will they be supported right the way through their illness,
what are the most important things for patients and carers during this time, what other support is needed as

well as excellent medical care, are there any small things that will make a big impact) 

26. Tell us in your own words what is the most important thing to you at the end of life (when you die)?

(e.g. being cared for close to home, being looked after by family, having access to hospital, hospice, etc?)  

Palliative and End of Life Care Survey
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It would help us to understand your answers better if we knew a little bit about you. These questions
are completely optional, but we hope you will complete them.

About you

27. How old are you? 

16 - 17

18 - 24

25 – 34

35 – 44

45 - 54

55 – 64

65 – 74

75 or older

Prefer not to say

28. What is your gender? 

Male

Female

Other

Prefer not to say

29. Does your gender identity match your sex as registered at birth? 

Yes

No

Prefer not to say

30. Are you currently pregnant or have you been pregnant in the last year?  

Yes

No

Prefer not to say

Not applicable

31. Are you currently…? 

Single (never married or in a civil partnership)

Cohabiting

Married

In a civil partnership

Separated (but still legally married or in a civil partnership)

Divorced or civil partnership dissolved

Widowed or a surviving partner from a civil partnership

Prefer not to say
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32. Do you have a disability, long-term illness or health condition?  

Yes

No

Prefer not to say

33. Do you have any caring responsibilities? (Please tick all that apply) 

None

Primary carer of a child or children (under 2 years)

Primary carer of a child or children (between 2 and 18
years)

Primary carer of a disabled child or children

Primary carer or assistant for a disabled adult (18 years
and over)

Primary carer or assistant for an older person or people (65
years and over)

Secondary carer (another person carries out main caring
role)

Prefer not to say

34. Which race or ethnicity best describes you? (Please select one box only)  

Asian/British Asian: Bangladeshi

Asian/British Asian: Chinese

Asian/British Asian: Indian

Asian/British Asian: Pakistani

White: British

White: Irish

White: European

Black/British Black: African

Black/British Black: Caribbean

Mixed Race: Black & White

Mixed race: Asian & White

Gypsy or traveller

Rather not say

Another race or ethnicity (please state in box below)

35. Which of the following terms best describes your sexual orientation?  

Heterosexual or straight

Gay man

Gay woman or lesbian

Bisexual

Asexual

Prefer not say

Other (please specify)
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36. What do you consider your religion to be? (Please select only one)  

No religion

Christianity

Buddhist

Hindu

Jewish

Muslim

Sikh

Prefer not to say

Other religion (please specify)

There may be opportunities for you to help further with the review of the End of Life and Palliative
Care service and share more detail of your experience with the CCG.

If you would like to be involved please share your details below and we will contact you with any
further opportunities and you can decide if you want to take part at that point.

Please note to ensure your questionnaire responses remain anonymous, your contact details will be
detached from the completed questionnaire upon receipt.

Please provide details of your preferred method of contact:
 

Further involvement

Palliative and End of Life Care Survey

37. Please tell us your name and your preferred method of contact, telephone number or e-mail address?  

Thank you for completing this survey

Palliative and End of Life Care Survey
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