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TO PROVIDE AN OVERVIEW OF THE TO ALIGN FINDINGS TO PRACTICE
PROJECT IN RESEARCH TERMS AND SERVICE DEVELOPMENT



Background

* Alocal diabetes team expressed a desire

to look at diagnosis process at the
hospital

Diagnosis of paediatric type-1 diabetes
(T1D) is an emotional and practical
adjustment for families (Simpson et al.,
2021; Sousa et al., 2022)

« Diagnosis of paediatric T1D requires

health professionals to balance sharing
life-altering information, transfer
extensive medical knowledge, and
beginning of longer-term
patient/professional relationship (Baile et
al., 2000; Davies et al., 2017; Tranberg &
Brodin, 2023; Wolfe et al., 2014)



Ecological Systems Theory

(Bronfenbreaner,1979)
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Objective

To collaboratively
and systemically
explore parent and
clinician
experiences of
diagnosis of type-1
diabetes at a local
hospital

To collaboratively
create an action
plan to improve

support for parents

and clinicians at
diagnosis in the
local hospital



* Design: Participatory action research

o Participants: Parents of children who
were diagnosed in the previous three
years when child was under the age
of 12 years old; Clinicians involved in
paediatric T1D diagnosis at the local
hospital

« Data collection: Semi-structured - S
focus groups \

e Data analysis: Reflexive thematic
analysis (Braun & Clarke, 2006)
supported by participant reflective
groups
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Method summary




Study design

« Underlying principles (Abma et al., 2018; p8):
1) Maximising participation
2) Enabling people to take action
3) Adding local value

» Participatory action research:

“Learning to look at the world through a different
lens, one that sees the world in relational terms”
(Abma et al., 2018; p19)

 Method encapsulates broader NHS values &
principles



PAR cycle
(Mertler,
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Cyclical process of action research continues . . .




Participants

e Parents:

* Nine parents consented to take part in the study,
representing seven families

6 mothers and 3 fathers

« Children were diagnosed between the ages of 1-9
years old

e Clinicians:
e Five clinicians from the diabetes team

» Consultant Paediatrician, two Paediatric Diabetes
Specialist Nurses, a dietitian and a psychologist

» Two ward staff professionals expressed interest in
participating but could not on day of focus group
due to competing demands



PAR data
collection
and analysis
pProcess

February
2024

—

March
2024

April 2024

_—

First data collection point

Two weeks after focus groups

One month after first reflective
group

Parents and clinicians attend
independent focus groups
(parents, n =9; clinicians, n = 5)

Parents and clinicians attend
independent reflective groups
to reflect on important
messages and review draft
themes
(parents, n = 3; clinicians, n = 4)

Joint reflective session with
parents and clinicians reviewing
final themes and action
planning
(parents, n = 4; clinicians, n = 4)




FIndings

The limits and pressures on clinicians and the
system

Parents’ emotional lens at diagnosis

The power of knowledge

Difficulties with communication and transparency

Conditions for learning, adjusting and forming
relationships

Sharing experiences and gaining support



Themes

The limits and This included competing demands, Sometimes, there’s a pressure on us,
pressures on wider ward staff changes and like we have to go and give them this
clinicians and the hospital pressures information but actually, if you think of
yourself and someone giving you
information... | probably would have
switched off after a few minutes. So
you have to not think of what you
need to deliver but actually what they
can absorb in that time (Clinician 5)

system

EEI I e s-1Bl The emotional experience was In the beginning, though, you think it's

lens at diagnosis prevalent throughout all discussions the end of the world and to really

and there was an emotional journey miles ahead thinking, ‘he's not going

during diagnosis to be able to do this, and this, and
that’ (Parent 9)




Themes

The power of
knowledge

The majority of parents had low pre-
existing knowledge of T1D and this
Impacted their experience of
diagnosis. This was also a factor that
clinicians were mindful of. Varied ward
staff knowledge and the impact of this
was discussed by both groups.

You don't really know what you're looking
for. | mean you know the word diabetes
exist and you know that people can get it
(Parent 1)

[Impact of high ward staff T1D knowledge
and weekend of ward staff and parents
doing injections and carbohydrate counting
together] We came on Monday and it was
just like, you know, you feel like it's a walk
in the park... they were just at a better
place really....That was really positive
(Clinician 3)



Themes

DIl A1 s For parents, pre-diagnosis  Yeah, being transparent about what they're looking
communication [aielinEUlela RV {(=To R=1l0) at... what's the possibility... They don't share

and transparency communication at the everything with you. | guess there’s limitations, but
hospital was not always you know... (Parent 3)

clear. Clinicians reflected on
some of the systemic
difficulties with
communication in a busy
hospital setting. Both groups
thought that increased
communication and
transparency about the initial
treatment, including length of
stay and items required on
discharge, would be helpful.

You know, it's difficult here in that...a nurse does
your obs [observations], and then an SHO [senior
house officer] and they'll often clock first and then a
reg [registrar] will come round after and then they'll
speak. And so you're seen by quite a few people, it
takes quite a long time. ...And then maybe me
[consultant], if | come to them next and they've got
all this information to untangle, have they been
given the right information? ...but how much have
parents been told already? It's not always clear from
the notes (Clinician 2)




Themes

Conditions for
learning, adjusting
and forming
relationships

This related to the conditions in One thing that was an issue was that the

the hospital and included
conversations around the
length of the hospital stay, the
suitability of the food, the
availability of equipment to
support learning (e.g. weighing
scales), and it not being
reflective of their day-to-day
lives.

weighing of the food, there was only one
weighing scale... ‘Ohh, no, it’'s not that you
can't eat that because of diabetes, it's
because we can't get into the kitchen’ [parent
mimicking explaining delay to child] (Parent
2)

And it's hard working out their insulin
requirements, if they're not active, lying down
all the time (Clinician 4)



Themes

Sharing experiences
and gaining support

Both parents and clinicians
spoke about needing more
space to share with others who
had shared experiences as
way of gaining support.
Parents expressed barriers to
accessing support for
themselves and clinicians
reflected on needing to remind
themselves of their role in
facilitating this support.

Yeah, because you as a parent feel... your
emotion and everything... but... it's not me,
it's my child and you think, ‘I can't be selfish.
It's not me that’s going through it’. But you
need someone there as well (Parent 4)

That we never get an opportunity to sit
around and talk about things like this and
hear from our colleagues, other
professionals. And wouldn't it be nice if
sometimes our staff could sometimes fit in,
and just have some directive topics and how
do you feel about that? That would be really
useful (Clinician 1)



FIndings

Parents’ emotional lens

The power of
knowledge

Difficulties with
communication &
transparency

The conditions for
learning, adjustment
and forming
relationships

Sharing
experiences and
gaining support

Sharing life-altering news

Learning & adjusting

Communication & relational process

Limits & pressures on clinicians & the system
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Action plan

Based on themes a comprehensive actlon pl
was created

Suggested actions from_ both focus groups
formed basis of discussions in final reflectlv

group \
Actions included: LA
U Facilitating reflective space for ward é"gaff AN

U Exploring potential to co-produce local .
information video for newly diagnosed-.
families P

d Crea’ungg1 communication sheet for us,;e o
the ward during diagnosis

U Exploring options for sourcing Wefg d )
scales for each newly diagnosed farn c*»ff

0 Continuing collaboration between fan [
and diabetes team e.g. through atte w 1)
at team away days

.......



Bringing two perspective
together highlighted the
difficulties in the complex task
of both sharing life-altering
news and the learning task in
T1D diagnosis

Clinicians need more space to
connect and reflect on practice
to support them and support
good practice
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Conclusions & reflections

There was a strong connection
between systemic difficulties
and parental distress -
focusing on improving the
systems and processes at
diagnosis could have a positive
Impact on initial parental
experiences and early
adjustment

Both clinicians and parents
appreciated the space to
connect with each other and
there was a continued desire to
work together



Limits &
future
directions

Considering other perspectives in the system /
Interaction: Who's story has not been told?

Thinking about service development: Are there
other areas this process could be applied to?

Facilitating collaboration: Do we need to adapt
methods further to facilitate ‘community’
engagement and attrition?

The impact of power: How do we break down the
barriers between health care and the
communities we serve?



Feedback

and
guestions

Contact:
Danielle.shaw@wales.nhs.uk
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