Supplementary File Four
Right Place Right Time Survey 
Section 1: Background Case Information
This section of the survey will consider the type of service in which the patient is receiving. 
1. Please make up a Provider ID here using the first 3 or 4 letters ONLY of the child’s address. Do not add anything personal 


2. Location of the child 

· East Midlands 

· West Midlands

3. Provider Group

· NHS                                                                             

· Voluntary

· Local Authority

· Private

· Other- including hospices and charities 
4. Provider Service Specialism 
· NHS Community Palliative Care Team

· NHS Acute Palliative Care Team
· NHS Children’s Community Nursing Team 
· Hospice

· Non-NHS Community Palliative Care Team

· Hospice Daycare

· Private Sector (for profit)
· Local Authority 

· Other 

5. If relevant, identify any qualifications or additional training that you have completed relevant to your role 

6. Provider Service Specialty                                                                            
· Adult based service 

· Paediatric based service 

· Combined adult and paediatric based service 

7. Service Lead
· Consultant led specialist palliative care team

· Consultant led palliative care team

· Non- Consultant grade led palliative care team- GRID trainee
· Non-Consultant grade led palliative care team- SPIN trainee
· Nurse-led palliative care team

· Other- please identify in the space below 
8. Main Care Setting
· Permanent place of residence (where the child considers their home)
· Temporary place of residence

· Residential care home – Local Authority

· Residential care home – NHS

· Residential school 
· Nursing home – Local Authority

· Nursing home – NHS

· Nursing home - Other

· NHS outpatient clinic

· Hospice

· Unknown 
· Other- please state below 
9. Care Service Type
Please tick all relevant options 
· Assessment of needs

· Coordination

· Clinical Care 

· Social Care 

· Spiritual Care

· Psychological Care
· Advisory- please identify in the space below 
10.  Sole Care Provider?
· Yes

· No

· Unknown
11.  Please add any additional comments you feel relevant to the background case information

Section 2: Patient Case Information 
This section of the survey will be about the child or young person, their condition and the patient demographics

12. Age of patient 
· pre-birth
· 0 to 28 days
· 29 to 90 days (under 3 months)
· 91 to 364 days (approximately 3 months to under 1 year)
· 1 year to under five year 

· 5 years to 11 years 

· 12 years 16 years 

· 16 – 19 years 

· Other- please state below 
13. Patient’s Gender 
· Male 
· Female 
· Unknown 
· Other- please state below 
14. Is there a need for an interpreter to communicate with the patient/family?
· Yes
· No 

· Unknown

15. Patient Ethnicity 
· White British  

· White Irish 

· Mixed White/Asian 
· Indian 

· Pakistani  

· Bangladeshi 
· Black Caribbean 
· Black African 
· Chinese 
· Other- please state below 
16. Patient Living Circumstances 
· Lives with two parents/carers
· Lives with one parent/carer 
· Lives with two parents/carers with other children who have a life-limiting condition

· Lives with one parent/carer with other children who have a life-limiting condition
· Other- please state below 
17. Parent/Carer Availability 
· Caregiver available and involved in the patient’s residence 
· Caregiver available and involved outside the patient’s residence 
· No caregiver availability 
· Unknown 
18. Primary End of Life Care Diagnosis
· Congenital and Chromosomal disorders 

· Nervous system disorders (including muscular dystrophy, epilepsy)
· Conditions originating in the perinatal period (including birth asphyxia, cerebral palsy) 

· Non-active haematological/oncological diagnoses 

· Circulatory disorders 

· Respiratory disorders (including cystic fibrosis) 
· Endocrine, nutritional and metabolic disorders 
· Musculoskeletal and connective tissue disorders 

· Infections and immune disorders 

· Genito-urinary disorders 

· Other- please state below 
19.  If relevant, please identify any secondary diagnoses below

Section 3: Healthcare Professional’s Role 

Section 3 is about the healthcare professional and their role during the visit/consultation with the patient 
20. Identify the reason for the selected visit
Please tick all that apply 

· Assessment only

· Symptom Management

· Psychological Support

· Terminal/Dying Care

· Procedure

· Unknown
· Other- please state below 
21. The service the patient required at the identified visit 
· Palliative medical
· Palliative nursing team 
· Non-specialist palliative nursing 
· Community children’s nursing
· Community paediatrician 
· Hospital paediatrician based at a district general hospital  
· Hospital paediatrician based at a tertiary center

· Community nursing 

· Child and adolescent mental health teams 

· Child development team 

· Learning disability team 

· Occupational therapy 

· Respiratory physiotherapy 

· Body physiotherapy 

· Speech therapy

· Play therapy 

· Audiology 

· Dietetics 

· Podiatry 

· Hydrotherapy 

· Social care 

· Psychiatry 

· Chaplaincy 

· Interpreter services 

· Counselling services 

· Pharmacy 

· Pain management 

· Mental health services 

· 24 hour service provision 

· Discharge coordinator 

· General practitioner 

· Education 

· Other- please state below 

22. Identify the services the patient has available to them or have been referred to at the time of the identified visit
· Palliative medical
· Palliative nursing team 
· Non-specialist palliative nursing 
· Community children’s nursing
· Community paediatrician 
· Hospital paediatrician based at a district general hospital  
· Hospital paediatrician based at a tertiary center

· Community nursing 

· Child and adolescent mental health teams 

· Child development team 

· Learning disability team 

· Occupational therapy 

· Respiratory physiotherapy 

· Body physiotherapy 

· Speech therapy

· Play therapy 

· Audiology 

· Dietetics 

· Podiatry 

· Hydrotherapy 

· Social care 

· Psychiatry 

· Chaplaincy 

· Interpreter services 

· Counselling services 

· Pharmacy 

· Pain management 

· Mental health services 

· 24 hour service provision 

· Discharge coordinator 

· General practitioner 

· Education 

· Other- please state below 

23. How do you think professional teams integrate services across your area? 

Section 4: Visit Information 
Section 4 is about the patient during the selected consultation/visit. The consultation/visit has been split into two phases; the start of the phase is the beginning of the visit, and the end of the phase is at the end of the visit. 

24. Stage of illness at the beginning of the phase 
· Stable 

· Unstable 

· Deteriorating 

· Dying 

· Unknown 

25. Functional status at the beginning of the phase 
· 100% - Baseline Normal

· 90% - Able to carry on their normal activity, minor impact on activity

· 80% - Able to carry on their normal activity with some effort, some additional signs of symptoms of disease

· 70% - Unable to carry on their normal activity

· 60% - Occasional additional assistance required

· 50% - Requires considerable additional assistance and frequent medical care

· 40% - Less active than normal for more than 50% of the time

· 30% - Almost completely inactive

· 20% - Totally inactive and requiring additional nursing care by professionals and/or family

· 10% - Comatose or barely arousable

· 0% - Dead

26. Problem Severity – Pain (from the perspective of the professional) 
· 0 – Absent

· 1 – Mild

· 2 – Moderate

· 3 – Severe

· Unknown
27. Problem Severity – Respiratory symptoms (from the perspective of the professional) 
· 0 – Absent

· 1 – Mild

· 2 – Moderate

· 3 – Severe

· Unknown
28. Problem Severity – Other physical symptoms (from the perspective of the professional) 
· 0 – Absent

· 1 – Mild

· 2 – Moderate

· 3 – Severe

· Unknown
29. Please briefly identify the other physical symptoms in the box below 

30. Problem Severity- Psychological/Spiritual Problems (from the perspective of the professional)
· 0 – Absent

· 1 – Mild

· 2 – Moderate

· 3 – Severe

· Unknown
31. Overall condition severity in the opinion of the professional 
· 0 – Absent

· 1 – Mild

· 2 – Moderate

· 3 – Severe

· Unknown
32. Overall condition severity in the opinion of parents/carers
· 0 – Absent

· 1 – Mild

· 2 – Moderate

· 3 – Severe

· Unknown
33. Patients symptoms at the end of the phase  
· Stable 

· Unstable 

· Deteriorating 

· Dying 

· Unknown 

34. Patient’s functional status at the end of the phase 
· 100% - Baseline Normal

· 90% - Able to carry on their normal activity, minor impact on activity

· 80% - Able to carry on their normal activity with some effort, some additional signs of symptoms of disease

· 70% - Unable to carry on their normal activity

· 60% - Occasional additional assistance required

· 50% - Requires considerable additional assistance and frequent medical care

· 40% - Less active than normal for more than 50% of the time

· 30% - Almost completely inactive

· 20% - Totally inactive and requiring additional nursing care by professionals and/or family

· 10% - Comatose or barely arousable

· 0% - Dead

35. Have you been required to make a referral to another service based upon the visit/consultation?
· Yes 

· No 

36. Does the patient have an escalation care plan? 
· Yes

· No 

· Unknown

37.  If the patient has an escalation plan, identify below what the escalation plan is for and includes 


38. Is it outlined in the patients care plan which wards/specialist units they would be admitted to at their baseline health? (This question excludes those who are admitted to hospital where their condition has deteriorated)
· Yes

· No 

· Unknown
39. Please state where you, from the healthcare professional’s perspective, feel is the most appropriate clinical area where the patient could be managed, in hospital, at their baseline health and the reasons why

40. If required, are you about to access a rapid response service to assess the patient?
· Yes

· No 

· Unknown

(question will only appear if answered yes to question 40) 
41. Identify the specific type of rapid response service available and how they would assess the patient 

42. Is 24/7 end of life medical and nursing care available within the team caring for the patient? 
· Yes- the team is available 24/7
· No- the team is not available 24/7 and would require a referral to another service 
43. Was there any additional services or interventions that you identified that you feel would benefit the care of the child/young person and/or their family?


44. How do you feel COVID has impacted professionals working within palliative and end of life care services? (such as resources, care plans, support ect)
45. How do you feel COVID has impacted children and their families (such as availability of resources, care plans, treatments ect) 

46. Please add any additional comments that you feel relevant to section 4 

Section 5: Time Information 

This section is about the time required for the identified visit/consultation 

47. Identify the date and start time of the identified visit 

48. Identify the time at the end of the visit 

49. Which of the following statements applies to the identified visit/consultation
· Too much time allocated for the visit  

· Not enough time was allocated for the visit 
· The time allocated for the visit and the time it took was right 

· No time allocated- flexible timing 
· Other- please state below 

50. Please add any additional comments that you feel relevant to section 5 

Section 6: Patient Care Overview 

This section is an overview of the services involved within the child’s care

51. Identify the professionals involved within the child’s care 

Tick all that apply 

· Medical 
· Specialist nurse 
· Nurse 

· Unqualified nurse
· Therapy- occupational therapy 

· Therapy- physiotherapy 

· Therapy- speech 

· Therapy- swallow 

· Therapy- play 

· Allied- Audiologist 

· Allied- dietician 

· Allied- hydrotherapy 

· Allied- care assistant 

· Psychosocial- social worker 

· Psychosocial- psychologist 

· Psychosocial- chaplain 

· Interpreter 

· Volunteer

· Administer 

· Education 

· Other- please state the service 

52. If known, provide an estimate of the amount of hours per week that the professionals involved will allocate to the child’s care 

53. Identify if any additional tests were undertaken during the visit/consultation with the patient. This could include blood tests, lung function tests and swabs
· Yes

· No 

· Unknown

Section 7: Additional Information 
54. Please provide any additional comments from the professionals perspective or comments that a child or family has made about the service that you feel is relevant 
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