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Guidelines for interviewing a patient in hospital at 6 months 
 
Questionnaire order for people in hospital - advice on specific questions 
 
1. EQ-5D 
Question 3, page 1: Usual activities: ask this question, expect patient to answer 
“I am unable to perform my usual activities” 
 
2. Physical examination 
Arm movements, Spirometer 
Ask how tall they are if they are unable to stand – Spirometer measurements are every 5cm anyway, so does 
not have to be 100% accurate 
 
3. Additional questions 
Sleep questions – as normal 
 
4. SGRQ 
Part 1 
Replace “Since returning home” with “since leaving intensive care”. 
 
Part 2 
Section 2, 4, 6 and 7– try to relate activities to what they may be doing in hospital e.g. walking about ward, 
walking up stairs in ward.  
 
 
5. SF-36 
Question 3 apply to hospital situation, as for SGRQ 
Question 4, 5 and 10 expect patient to say “all of time”. Question 6 “extremely” 
 
 
6. HAD 
As normal 
 
7. MMSE 
As normal 
 
8. Economic questions 
2 page questionnaire replacing patient costs questionnaire 
 
9. Carer questionnaire 
Does not apply 
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Guidelines for researchers conducting a 6 month follow-up assessment 
 
Outline 
Survivors at 6 months post randomisation will be assessed and examined at home by a researcher.  In 
cases where this is not possible a telephone interview will be attempted.  When a patient has agreed to the 
6 month follow-up an assessment pack is sent to the researcher in Leicester by the Data Co-ordinating 
Centre in London.  The patient’s GP should be contacted by the researcher, on receipt of the assessment 
pack, to check that the patient is still alive, registered with that GP and that there are no reasons why it 
would be inappropriate to contact the patient.  The researcher is then responsible for (in liaison with 
Hillary Watkinson): 

• arranging the appointment with the patient (using the method indicated on the patient summary 
sheet) 

• sending the confirmation letter (with the EQ-5D and SGHRQ to be completed and collected at the 
visit) 

• notifying Steven Robertson at the Data Co-ordinating Centre of the appointment details.  
In order to avoid researchers accidentally finding out patient allocation, all appointment arrangements will be made by 
Hillary Watkinson, in liaison with Steven Robertson and the assessment researchers. 
 
The patient will also be sent a scarf to conceal any scars, so the researcher remains blinded to allocation.  
The patient will be asked to return the scarf in a freepost envelope after the researcher has left.  During 
the visit the researcher will assess whether the patient has a carer and, if relevant, details will be collected 
on the 6 month follow-up assessment checklist.  If a carer has been identified, and is present, a Caregiver 
Strain Index questionnaire will be given and the carer will be asked to complete this and return either 
before the researcher leaves or at a later date in a freepost envelope.  If the carer is not present the 
researcher will write to the carer asking him/her to complete and return the questionnaire.  When the 
interview has been conducted the researcher should photocopy all of the documents, complete the 6 
month follow-up assessment checklist, and send the copies in the envelope provided to:  

Steven Robertson 

CESAR Data Co-ordinating Centre 

Medical Statistics Unit 

London School of Hygiene & Tropical Medicine 

Keppel Street 

London WC1E 7HT 
 

  ISRCTN47279827 
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The originals of all documents should be kept in the CESAR folder at the Department 
of General Practice and Primary Health Care at the University of Leicester. 

Interview pack contents:  

-  Guidelines for conducting a 6 month follow-up 
-  Guidelines for researchers 
-  Patient summary sheet 
-  EQ-5D (send with confirmation letter) 
-  St George’s Hospital Respiratory Questionnaire (send with confirmation letter) 
-  The SF-36v2TM Health Survey 
-  HAD Scale 
-  Patient Costs Questionnaire 
-  Additional questions and examination (including spirometry) 
-  Caregiver Strain Index 
-  6 month follow-up assessment checklist 
-  Copy of signed patient agreement to CESAR accessing patient data from GP records 
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CESAR 6-month follow-up: Guidelines for researchers 
 
1. Introduction to patients 

• Reinforce purpose of assessment – to assess long term outcomes for two different ways of 
treating respiratory failure. 

• Recognise that patient has been very ill and they should say if they are feeling too tired to 
continue or would like to take a break. 

• Emphasise the need not to know where or how patient was treated so researcher cannot be 
biased, hence the need for scarf to be worn for the duration of the assessment. 

• Tell patient that interview will include a series of questions about specific aspects of their 
health and an assessment of their breathing.  Some questions may not seem relevant to them 
but important all are answered so we can compare patients in the trial. 

• If the patient is followed up in hospital please refer to Guide l ines for int ervi ewing a pat i ent  
in  hospi tal  at  6 months  Ju ly  2004  for specific guidelines 
 
 

2. Questionnaires sent to patients (if patient is in hospital these may not be posted but 
completed at interview instead) 

• Check EQ-5D and SGRQ received. 
• Ask if any problems completing and check responses. 
• Ask patient to fill in any incomplete responses. 

 
 

3. SF-36 

• Explain this is a questionnaire designed to measure general health and whether there are any 
problems with activities, and that it was designed for self-completion. 

• If patient asks for clarification re-read the question and response options but do not reword 
question (see detailed guidance in photocopy of chapter 4 from SF-36 manual). 

• Check for completeness of responses and draw attention of patient to any omissions. 
 
 
4. HAD Scale 

• Explain that treatment in intensive care may affect the way people feel and that this  
self-completed questionnaire is designed to detect them. 

• Respond to queries in same way as for SF-36. 
• Please calculate the HAD score and enter onto the datasheet 
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5. Additional questions and examination 

5.1 Sleep questions  
• Explain sleep problems can occur after intensive care and that these questions are designed to 

detect them. 
• Read questions and record responses. 

 
 
5.2, 5.3 Examination 

• Explain that you would now like to make a brief examination.  Arm movement can be 
affected by intensive care treatments, so you would like to check this (no need for patient to 
undress).  Secondly, you would like to test breathing, and finally measure height, as this 
determines their breathing scores. 

• Show card to check no contraindications to spirometry. 
• Repeat test until 3 readings which differ <10% obtained. 
• Circle best of three for each variable. 
• Calculate and record predicted values. 

 
 
5.4 MMSE (use pad version) 

• Explain some patients experience confusion after intensive care and that this is a standard 
questionnaire to detect it.  Some of the questions may seem inappropriate but it is important 
that all are answered. 

• Some of the questions are very easy, some are not so easy.  Don't worry if you think you have 
“got any wrong”. 

• It is important to reassure the patient, as anxiety can affect performance. 
• Aim to be neutral in feedback e.g. “thank you” not “yes that’s right”, or “no, that's wrong”. 
• If the patient gets distressed at being asked the questions, it is up to the interviewer's 

discretion whether you stop or not. 
 
 
Guide to completing MMSE 
 
Question	  1 Season	  –	  use	  discretion	  e.g.	  different	  cultures	  have	  different	  seasons,	  may	  

not	  know	  exactly	  when	  spring	  ends	  and	  summer	  begins. 

Question	  2 “Building/floor”	  –	  asking	  address	  is	  OK. 

Question	  3 “Apple,	  table	  penny”,	  the	  order	  in	  which	  the	  patient	  repeats	  them	  is	  
irrelevant. 

Question	  4 Ask	  the	  patient	  to	  spell	  “world”	  forwards	  If	  they	  don’t	  understand	  the	  
word	  describe	  it.	  If	  OK,	  then	  ask	  them	  to	  spell	  it	  backwards.	   

Question	  8 Read	  out	  instruction	  all	  in	  one	  go,	  no	  prompts 

Questions	  9	  and	  10 If	  physically	  unable	  to	  write,	  read	  or	  is	  illiterate,	  then	  score	  out	  of	  29	  or	  28. 
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6.	   Patient	  costs	  questionnaire	  

• Read	  out	  interviewer	  script	  on	  front	  page.	  
• Ask	  patient	  if	  they	  would	  prefer	  you	  to	  read	  out	  questions	  or	  complete	  it	  themselves.	  
• Note	  whether	  Events	  Diary	  was	  used	  on	  the	  checklist	  
• If	  patient	  fatigued	  offer	  later	  telephone	  administration	  and	  note	  on	  checklist.	  
	  

	  

7.	   Identifying	  carers	  

• Identify	  if	  patient	  has	  a	  carer,	  if	  yes	  record	  details	  on	  checklist	  
• If	  carer	  is	  present	  give	  them	  a	  Caregiver	  Strain	  Index	  questionnaire	  and	  ask	  to	  complete	  

during	  visit.	  	  	  
• Give	  carer	  a	  freepost	  envelope	  in	  case	  they	  prefer	  to	  return	  at	  a	  later	  date	  
• If	  carer	  identified	  but	  not	  present	  collect	  details	  on	  checklist	  and	  write	  to	  them	  asking	  to	  

complete	  the	  Caregiver	  Strain	  Index	  questionnaire.	  
• The	  patient	  should	  not	  see	  or	  be	  given	  a	  copy	  of	  the	  Caregiver	  Strain	  Index.	  

	  
	  

8.	   Finishing	  the	  interview	  

• Thank	  patient	  for	  their	  time	  and	  attention.	  
• Remind	  them	  that	  they	  will	  receive	  a	  copy	  of	  the	  trial	  results	  if	  requested.	  
• Remind	  the	  patient	  to	  keep	  the	  scarf	  on	  until	  after	  you	  have	  left	  and	  give	  the	  patient	  the	  

freepost	  envelope	  to	  return	  it	  in.	  
• Note	  duration	  of	  interview	  on	  the	  checklist.	  
• Complete	  checklist	  and	  return	  a	  copy	  to	  DCC	  in	  London	  with	  copies	  of	  all	  other	  

documents.	  
	  

9.	   Potential	  problems	  

• Patient	  cannot	  read	  but	  is	  not	  mentally	  impaired.	  	  Administer	  all	  questionnaires	  orally.	  
• Patient	  appears	  too	  frail/unco-‐operative	  –	  restrict	  interview	  to	  EQ-‐5D,	  physical	  

examination	  and	  SF-‐36	  in	  that	  order.	  
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Patient summary sheet 
  
 
 
Surname:   
First name:   
 
 
 
 
 
Address: 
 
 
Postcode: 
 
Telephone number:  
 
NHS number: 
 
GP’s name: 
GP’s address:  
 
 
Postcode:  
 
GP’s telephone number: 
GP’s fax number:  

 
 
 
 

 
Method by which patient has requested contact:  
 
   
  (approximately 6 months post randomisation) 
 

               
        
 

 Date researcher should contact patient to make appointment:                                                dd/mm/yyyy 

 (approximately 2 months before assessment is due) 
 
 

Please contact GP before making direct contact with patient 
 

Date of birth:                                              dd/mm/yyyy CESAR study number:   

Date of randomisation:                                              dd/mm/yyyy 

Date of discharge:                                                      dd/mm/yyyy 

Date 6 month assessment due:                                                dd/mm/yyyy 

  ISRCTN47279827 
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