Digital ICU Diaries in Germany

How it started, Implementation & Considerations

Tagebuch-Eintrag

Daturm: 16.08.2023

Tagebuch von: Anna Miiller
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Donnerstag, 10.08
09:28 Uhr

Sie sind heute naoch der OP direkt zu uns ouf die
Intensivstation gekommen. Sie wurden noch mit
einem Schlouch beatmet und waren nicht...

Donnerstsag, 16.08
16:38 Uhr

16:38 Uhr

Hallo Frau Miller. Es ist nun die dritte Nacht,
dass ich Sie betreue und Sie machen langsam
Fortschritte. Wenn ich Sie anspreche, versu

Hallo Frau Miiller. Es ist nun die dritte Nacht, dass ich Sie betreue und Sie
machen langsam Fortschritte. Wenn ich Sie anspreche, versuchen Sie die
Augen zu offnen und Sie driicken auch die Hande. Sie sind aber noch sehr
mide und schlafen immer wieder gleich ein. Das ist normal und braucht
etwas Zeit. Ihre Frau hat angerufen und ich habe den Hérer an lhr Ohr
Freitag, 17.08 e gehalten: Sie haben etwas geldchelt und Ihr Blutdruck ist runtergegangen.
1508 Uhr ' ' Ihre Frau kommt sie morgen besuchen. Fachkrankenschwester Maria

Liebe Anna, es fiel mir gonz schwer, dich so zu
sehen. Es sind so0 viele Schluche und Gerfite um
dich herum. Anja, deina Pflegekraft hat mir aber...

Virtual International Conference on ICU Diaries 2025
June 24th: Digital ICU Diaries - Nikolas Groth
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n =12 HCP / n = 25 Relatives in 2023

Feedback on ICU Diary implementation in 2023

ICU HCP

* “We try to do it for patients who fit, but it really depends on who is on shift”

e “We often only see fit after a couple of days, but we don’t start a diary after day 3 as too much is
missed.”

e “Especially young colleagues are motivated but afraid what to write so they don’t write anything”

Relatives (& Patients)

e “| didn’t know something like that exists. But | would like to have something to look back and
reflect on this at some point”
® “| am not sure | would use this - who can see what | wrote?”

e “| am afraid my relative does not want to see this and live through it again.”
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ICUSteps had done huge work with refining user stories, demands and protoypes

Tremendous work from ICUSteps

As a patient

| 'want to link my account to my instance of
critical illness

So | can take ownership of my diary

As a patient / super user
| want to fold diary entries that upset me
So | can review the diary without being offended

As a patient

| want to be able to silence all entries by a
specific individual

So | can manage the entries | see

Az a patient

| want to be made aware when opening my diary
for the first time that it should be done in the
company of a close friend/ relative/ healthcare
professional

So | can be forewarned of the potential
emotional impact of viewing my diary

As a patient

| want to be made aware before opening media
files that they may cause particular upset

S0 | can prepare myself and make an informed
decision

As a user
| want to be able to access the guide to critical

a) Has access their own diary
b) Has access to admin privileges for their diary

users.

Patient needs to be presented with screen to
confirm they are the patient and wish to take
ownership of the diary.

The confirmation will cause the super user
permissions to be be demoted to a standard
user.

*** This has now been superseded with the
functionality of super user status being passed
to the patient, ***

Is there any risk of the previous super user not
giving permission for the patient to take on the
super user role?

Patients should be able to hide posts from the
main feed that they do not wish to see
accidentally.

This is for the scenario that a patient diary may
have been contributed to by a friend or relative
that the patient wishes to effectively erase from
their diary.

This would just be for the first photograph and
first audio file the patient views /[ listens to in
order to reinforce the initial warning on taking
ownership of the diary (super user status)and
confirming they are the patient.

This is a link in settings, promoted in intro slider.

Could be to the booklet on the website, made
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As a friend [ relative

| want 1o add a text entry to the patient diary
50| can add text

A5 a healthcare professional

| want o add a text entry to the patient diary
50| can add text

A5 a friend [ relative

| want to add a retrospective text entry to the
patient diary

5ol can add a text entry into a specific point of
the diary timeline

A5 a healthcare professional

| want to add a retrospective text entry to the
patient diary

5ol can add a text entry into a specific point of
the diary timeline

A5 a friend [ relative a) add a photograph to the diary timeline Do we need the consent message every time?

| want 1o take a photograph from the app b} be presented with a consent message before We're thinking only once, but this could be

5ol can add a photograph to the patient diary  taking a photograph every time or every nth time as a reminder.
[Alternatively first photo every n days)

A= a healtheare professional a) add a photograph to the diary timeline

| want 1o take a photograph from the app b) be presented with a consent message before relatives/friends.

5ol can add a photograph entry to the patient  taking a photograph Could be a variant of the text if appropriate.

diary

Same consent notification as for

Az oa friend [ relative

| want to record an audio clip from the app
5ol can add an avdio recording entry to the
patient diary

A5 a healthcare professional

| want to record an audio clip from the app
5ol can add an avdio recording entry to the
patient diary

A5 a healthcare professional In progress
|'want 1o be able to add a standard text snippet

to a diary entry

5ol can reuse and edit commeon diary entry text

Work from Peter, Rob, Christina and everyone else at ICU Steps






What we think was
Important

0 k Accesible all day ﬁ Private entries no one
A and from everywhere R else can ready

P
2 <o g\% Can be used by all @ Less barrier to entry &

< relatives & friends time consuming

Entries can be archived
and saved for years

Printed as PDF
on demand

Challenges to
work through

“Nudging” HCP to use it
(via existing software)

0‘ Educating relatives &
%4 HCPs on benefits

Build trust and show =_& Making it easy to use
that all data is safe for the elderly




Thing we learned over time & we still try to improve on

Considerations to make implementation easier

Automatic creation & Embedding it into Notifications, education
entries existing software & Inspiration
® For every patient, a digital e Admin & Setup is percieved as a ® \We remind users via push-
diary is created on admission barrier — relatives are already notifications daily & gently.
e Daily messages are part of our software ¢ \We educate relatives (digitally)
automatically condensed into e Connecting it to a “mandatory”, and HCP (on site) before
diary entries daily task would help a lot! ¢ \We always give examples &

Inspiration - never a blank page.
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