File reference
Key words
Date of release
Attachments

W18FOI168
Intensive Care and Critical Care Patient Diaries and Follow
Up
26/07/2018
Yes

Freedom of Information Act Disclosure log - Reply Extract
You asked
1)

Please supply any policies and procedures relating to Intensive
Care/Critical Care patient diaries and follow up.
Please find attached document

Attachments included: Yes

Guidelines for the
Implementation, use and follow up
of
Patient Diaries in
Intensive Care

Version

V2

Name of Author

Laura Hunt

Produced

Jan 2016

Updated

Sept 2016

Review Date

Sept 2018

Contents
Background

Page 3

Purpose and Scope

Page 3

What is a Patient Diary?

Page 4

Process Flow Diagram of the Implementation and follow up of diaries

Page 4

Inclusion and Exclusion Criteria

Page 5

Management of diaries

Page 5

Diary Content and Writing Style

Page 6

Examples of diary entries

Page 7

Patient Support

Page 8

Consent

Page 9

End of life

Page 9

Appendix One-Information for Relatives and Consent Form

Page 10

Appendix Two- Patient feedback Questionnaire Letter

Page 11

Patient Questionnaire
Appendix Three- Relative feedback Questionnaire Letter

Page 12,13
Page 14

Relatives Questionnaire

Page 15,16

References

Page 17,18

1. Background
Patients recovering from a critical illness may experience physical and psychological
problems post discharge from ICU that may impair their recovery (Ullman et al. 2015). Patient
diaries can be used to help patients understand and come to terms with what has happened to
them whilst they have been critically ill. The diary is designed to provide a record of factual
events which has occurred throughout a patient’s admission to the ICU so as to improve any
gaps in memory. They provide a context for memories that exist and can help dispel inaccurate
and delusional beliefs.
The National Institute of Clinical Excellence (NICE) recommends that rehabilitation
following critical illness starts as soon as possible and acknowledges that patient diaries can
help patients to understand their critical care stay (NICE, 2009; Backman and Walther, 2001;
Roulin et al. 2007). Providing intensive care patients with a diary have proven effective in
reducing post-traumatic stress (Jones et al. 2010) as well as anxiety and depression (Knowles
and Tarrier, 2009) which is prevalent in many ICU survivors.

2. Purpose and Scope
These guidelines have been produced to offer guidance to General and Neuro Intensive Care
Units at Plymouth Hospitals NHS Trust on the use of patient diaries during the process of
rehabilitation following critical illness. These guidelines provide information on standards to be
achieved in terms of writing, storage and handover of diaries.

The clinical aims of the diaries are:

To fill in
disparities in
memory

Reduce the
incidence of
psychological
problems

Help patient
avoid having
unrealistic
expecations
regarding their
recovery
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3. What is a Patient Diary?
3.1

Diaries are written for patients in ICUs, during a period of mechanical ventilation and

sedation by nurses and relatives (Bergbom et al. 1999; Backman and Walther, 2001). A patient
diary is considered a way of keeping a very patient centred record of stay. All members of the
multidisciplinary teams, patient’s relatives and anyone that comes to visit the patient are
encouraged to write in the diary using everyday language (Backman et al. 2014). An entry
should be made at the beginning of the diary describing the reasons and details that led to the
patient’s admission (Zetterlund et al. 2012). Further entries that follow should include the
patient’s progress, observations, thoughts and reflections on the patient’s condition (Backman et
al. 2014).

4. Process Flow Diagram of the Implementation and follow up of
diaries

Patient admitted to Intensive Care
following an Emergency

Family given information and
consent obtained from family or
patient

Diary started at 24-48 hours
post admission
First entry in the Diary should summarise
patient’s admission.
Subsequent entries should be made at
least daily

If required patient and family can contact
the ICU at a later date if they feel that they
would like to go through anything in the
diary.

Diary given to patient on discharge from
ITU and family/patients encouraged to
continue with updating the diary

Adapted from Hale et al. (2010)
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5. Inclusion and Exclusion Criteria
4.1 Inclusion Criteria
A diary should be considered for any patient who may have difficulty adjusting
emotionally to their experience of critical illness. Whilst patients that are sedated and ventilated
for three or more days are likely to benefit from a diary, other patients may experience
psychological distress and the benefit to them may be no less significant. Diaries should be
started after the initial 48 hours in ICU to allow them and their families adjust to the environment.
4.2 Exclusion Criteria
Any patient who is admitted for organ donation
Any elective patients (planned stay less than 48 hours) unless deemed to be appropriate

6. Management of Diaries
6.2

The diaries will be an A5 ruled book. The pre-printed sticker on the front of the patient’s

diary should be completed with the patient’s name, hospital number and the date the diary
is commenced. No other patient identifiable information is required.

6.3

New diaries will be kept in a dedicated drawer on each unit and should be easily

accessible to all staff so that they can be started promptly.

6.4

Whilst on ICU, the diaries will be kept in top drawer of the patient’s bedside storage

trolley.

6.5

When a diary is commenced, please ensure that the patients’ name is added to the Diary

Register (inside the box). This allows the diary team to keep track of who has a diary.

The register will contain the following information,


Patient name



Date diary commenced



Date and location of patient discharge from ICU
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6.6

Patients relatives should be given an information sheet when a diary is started. However,

the diary remains the possession of the patient.

6.7

The diary will then follow the patient when they are discharged to the ward and families

and patients will be encouraged to continue to write in the diary.

6.8

In the event that their loved one dies or does not regain capacity the diary can be offered

to the relative or loved one. The relative or loved should be offered support through this process.

7. Diary Content and Writing Style
7.1

Please use Black ink

7.2

Entries should be made when there is a significant milestone or event to write about. If

patient progress is slow still try to make regular entries. However entries need not be made
every shift.

7.3

A multi-disciplinary approach to the diaries is hoped for. All members of staff are invited

and are welcome to make diary entries. A diary with contributions from nurses, doctors,
physiotherapists, chaplains and relatives are likely to hold more meaning than a diary filled in by
one person alone.

7.4

Avoid including information that could be of a sensitive nature or that a patient may wish

to keep confidential (Malignancy, HIV, Substance abuse). A sensible approach is to write only
what you would be comfortable to disclose verbally to a patient or relative at the bedside.

7.5

Avoid jargon and medical abbreviations. Use laymen’s terms when describing clinical

terminology. Try to relate what you write to how you would normally verbalise the information to
a patient or relative. There will be a glossary within the diary (to explain ART lines, CVC line
etc.)
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7.6

Staff should sign the diaries using their FIRST name only to maintain anonymity

7.8

Writing style should always be professional and relevant, keep it factual. As much care

and consideration should be taken with diary entries as any other form of professional
documentation.

7.9.1 All entries should be dated. The first entry should include a description of the reason for
ICU admission.

7.9.2 If you have any concerns about how to describe an aspect of care or an event for entry
into a diary, please consult a member of the diary team for advice.

8. Examples of Diary Entries
Below are some examples of how it is expected to write in the diary. Please use everyday
language. A glossary will be provided at the back of the diary therefore some medical
terminology can be used. Entries should be made most days and should include information
such as,
• Aims/Plans for the shift
• Names of people who have visited
• Any changes in their condition
• Milestones reached
• Current events
• Any news from home

Some examples of how to write in the diary are shown below,


"You have shown some progress today, we have managed to reduce your oxygen
requirements and you appear to be coping well. You are also requiring less assistance
from the breathing machine. Your Mum and Dad have been sat at your bedside for the
majority of the day”
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"We have tried to reduce your sedation today but unfortunately the pressure in your head
became too high so we have put you back to sleep and we will try again tomorrow. You
have been visited by your friends this afternoon and they have been telling you about
work"



"You have been quite unsettled today and unsure of your surroundings. The nursing
team and your family have been giving you lots of reassurance"



"Today has been the first day you have sat out in chair, because you have been in bed
for so long your muscles have become weak and so we have had to lift you out of bed
using a hoist. However you are having daily physiotherapy and you are getting stronger
day by day"

PLEASE DO NOT WRITE


Frustrations



Inappropriate comments



Information regarding family conflict

9. Patient Support
Patients may require support following reading their diaries and the opportunity to talk through
their diary and experiences. This can be a very emotional and distressing experience for both
the patient and their families. However expressing emotions can be part of the recovery
process and patients should be encouraged to talk about their experiences. At present this
support will be offered by the diary team if requested by the patient or their relative.

The Team is


Laura Hunt (Registered Nurse)



Rachel Clarke (Clinical Psychologist)
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If further psychological support is required then the patient will be highlighted to a member of the
medical team (if this patient is still receiving medical treatment). If not then it may be appropriate
to liaise with the patients G.P. If the patient has been discharged from hospital then they would
have already been sent a letter with details regarding their admission.

10. Consent
The patient is unlikely to be in the position to consent. Relatives will have the diary explained to
them. If the relatives feel that they think that the diary would be inappropriate for their loved one
then they can refuse the diary from being written. The diary will remain the property of the
patient. When the patient gains capacity then they will also be able to withdraw their consent
from any further diary entries being made. In the event of this happening, the diary should be
stopped and given to the patient if requested. The patient and relatives can also decline to
receive the diary. In this case the diary should be kept within a secure locked cupboard on the
unit. The diary should be kept for up to 15 years.

11. End of life
In the event that the patient dies or does not regain capacity the diary can be offered to the
relative or loved one. The relative or loved should be offered support with going through and
reading the diary if required. A number for further support is situated on the back of all the
diaries. In the event that the family does not want the diary, the diary will be kept in a secure
locked cupboard on the unit for up to 15 years.
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11. Appendix One
Information for Relatives

Patients who have been looked after in Intensive care often have little or no memory of
their stay. Their memory can be affected by many things which include, their illness, the
sedative drugs we give to keep them comfortable and extreme fatigue. Unfortunately, these
different factors can also cause patients to hallucinate and experience vivid dreams which can
be very frightening.
Although doctors and nurses explain to patients why they have been admitted to the
intensive care unit, patients often forget what we have told them. Research has suggested that
the use of a diary is beneficial in helping patients understand more about their illness and what
they have been through. The diary can also help to fill in those important ‘gaps in memory’ which
can greatly assist patients during the recovery and rehabilitation phases of their illness.
Patient diaries are considered a therapy rather than a medical record. We feel that a
diary would be appropriate for your relative. The nursing staff will make diary entries to explain
why your loved one has been admitted to the intensive care unit and will continue to write in it
regularly to say how they are progressing each day. We would encourage you to write in the
diary, to pass on your messages to your loved one or to tell them news from home that they
would like to read about in the future. When writing in the diary please avoid using any language
that could cause offence to anyone who may read the diary afterwards.
Your family member’s diary will be kept at the bedside in ICU; you just need to ask the
nurse looking after your relative if you would like to make a diary entry. This diary will follow your
relative throughout their stay in hospital, so please continue to write in it after they have left the
Intensive Care Unit so your loved one has a keepsake from their experience in hospital.
If you have any questions about patient diaries, please do not hesitate to ask the nurse
looking after your relative.

10

12. Appendix Two
Intensive Care Department
Level 4
Plymouth Hospitals NHS Trust
Derriford Road
Crownhill
Plymouth
PL6 8DH
Tel: 01752 431404
www.plymouthhospitals.nhs.uk
Date
Name and Address
Dear,

Re: Patient Feedback Questionnaire
You have recently received a copy of your patient diary which was filled in during your stay
on Intensive Care.
Many patients have very little memory of their stay in Intensive Care, therefore the aim of
your diary is to act as a record of your stay and help fill in any memory gaps. Your relatives, friends
and different members of staff may all have contributed to your diary.
We are constantly trying to improve the service we provide therefore we would be very
grateful if you could fill in this questionnaire and return it to the address above using the selfaddressed envelope enclosed at your earliest convenience. All information will be confidential and
anonymous.
We wish you all the best in your recovery.

Many thanks
Laura
The Patient Diary Team
Intensive Care Department, Plymouth Hospitals NHS Trust
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Patients Feedback Questionnaire
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Thankyou for taking the time to complete this questionnaire. Your comments are
gratefully appreciated.
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16. Appendix Three
Intensive Care Department
Level 4
Plymouth Hospitals NHS Trust
Derriford Road
Crownhill
Plymouth
PL6 8DH
Tel: 01752 431453
www.plymouthhospitals.nhs.uk
Date
Name and Address
Dear,

Re: Relatives Feedback Questionnaire.
During your relative’s recent stay in Intensive Care you may have contributed to their diary.
This diary had been commenced to help improve your relative’s factual memory of the time they
spent in Intensive care. They help build a complete picture of what happened and help families and
patients regain some of their ‘lost time’ and make sense of their experience. We hope that this has
been beneficial to you both.
We are continuously trying to improve the service we provide; therefore we would appreciate
it if you could complete the attached questionnaire and return it using the stamped addressed
envelope enclosed at your earliest convenience. All information will be strictly confidential and
anonymous.

Many thanks
Laura

The Patient Diary Team
Intensive Care Department, Plymouth Hospitals NHS Trust
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Relatives Feedback Questionnaire
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Thankyou for taking the time to complete this questionnaire. Your comments are
gratefully appreciated.
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Information guide for commencing a Patient
Diary
Who can have a
Diary
• Any patient
whether they
are sedated
or not
Exclude
Patients
admitted for
Organ Donation
& planned stays
<24 hours.

Who can write
in the Diary
•

Anyone

• Encourage
relatives to
write in it

When can you
start the Diary

What should it
include

Avoid

Where
should it be
kept

• Start the
diary 24-48
hours
following
admission

• First entry should
summarise
admission

• Jargon and
Medical
Abbreviations

• Subsequent
entries made at
least daily

• Sensitive
Information

• Keep all
diaries in
the
patients
bed space

Example

• Keep
confidentiality
in your mind

“You have shown
some progress
today, we have
managed to reduce
your oxygen
requirements and
you appear to be
coping well. Your
Mum has also been
in to visit you
today”

Any issues then please contact Laura Hunt. Email: laurahunt3@nhs.net

Discharge

• Send the
diary to the
ward with
the patient
upon
discharge
• Encourage
patients and
their relatives
to continue
to write in
the diaries
after
discharge

PATIENT DIARIES
INFORMATION FOR RELATIVES
We would like to start a diary documenting your relatives stay in the Intensive Care Unit. The
reason for this is that many patients that have had a stay in Intensive Care often have little memory
of their stay on the unit. It is common for patients not to remember what has happened and this
can be due to the illness or the sedative drugs that we give to help keep people comfortable. People
may also not know where they are, what has happened to them or how unwell they have been.
Being a relative of someone in Intensive Care can also be very stressful. Diaries can also help
you and other family members and friends. Therefore, we encourage you to write in the diary, to
pass on your messages or to tell your loved one news from home that they would like to hear. Your
family member’s diary will be kept at the bedside; you just need to ask the nurse looking after your
relative if you would like to make an entry in the diary.
The diary is usually started a day or so after admission and will tell a story of what has
happened to your relative whilst they have been in Intensive Care. Regular entries will be made
which will give information on how your relative has been progressing. Your relative will then
receive the diary when they are discharged from Intensive Care. Once your loved one has left the
Intensive Care Unit the diary will not be regularly updated by the ward staff. We therefore
encourage you and your relative (if able) to continue to write in the diary documenting their
continuing progress .
We are keen to ensure that this diary meets your needs and we are constantly looking to
improve the service we provide therefore we may ask for your feedback in the future. If you have
any questions about patient diaries then please do not hesitate to ask the nurse looking after your
relative.

