. Adaptation of a digital intervention for carers of people with Parkinson’s and T Northumbria
niversity

For Parkinson’s Carers cognitive impairment NEWCASTLE
Greenwell, K. Slodkowska-Barabasz, J.', McCarthy, A.2; Turton, S.3; Sultana, A.%; Hand, A.%°

University of

1. Primary Care Research Centre, University of Southampton, Southampton, UK; 2. Faculty of Health and Wellbeing, Northumbria University, UK; 3. Public contributor, UK; 4. School of Psychology, ‘ , Southampton

University of Southampton, Southampton, UK; 5. Newcastle Hospitals NHS Foundation Trust, UK; * Presenting author; Email: K.Greenwell@soton.ac.uk

SPARC home Thinking and memory changes Being a care partne

E" Background | ‘ SPARC intervention ~ Wtcome o eARC

MOSF care,negds of pe.o.ple with SPARC (Supporting PARkinson’s Care partners) aims to improve the quality of life of carers of PwP-CIl through:
Pa rkl NSON’S Wlth CO gn |tlve SPARC is a website that provides support to care partners of people with Parkinson’s experiencing changes to their

thinking, memory and behaviour. These changes may include forgetting things, problems concentrating and finding it difficult

Impairment (PwP-CI) are met by Increasing confidence in providing support and care to the person with Parkinson’s (e.g. dealing with complex

The website has been developed by care partners of people with Parkinson’s, people with Parkinson’s, and a team of Parkinson’s

informal CarerS, bLIt the Caring I’Ole behavioural Changes’ SUppOrted deCiSiOn making’ planning fOr the futu re); experts using the most up-to-date research evidence. Find out more about the team who developed this website.

SPARC will help you to understand changes in thinking, memory and behaviour in the person you care for and what you can

'

do to help. This will help you to feel confident dealing with any challenges when they arise. It will also give you some tools

Is associated with increased carer Empowering carers to attend to their physical and emotional needs;

diStreSS1 anc there iS a laCk Of Click on the boxes below to find out more.
. . . . . b °
support for these carers. Improving communication between the person with Parkinson’s and the carer;

ISupportis a globally available Empowering carers to seek support from others (e.g. friends and family, health professionals).
digital intervention for dementia

carers?. However, it:
* Does not capture the unique

and complex challenges of
Parkinson’s CI; Results: Guiding principles Results: Think-aloud interviews

s less relevant to carers of e Following the PBA common guiding principles, we implemented several * Carers generally liked the website content and found it relevant,
those without a formal intervention features to promote carer autonomy, carer competence and a helpful and easy to understand.

dementia diagnosis; and positive emotional experience and sense of relatedness. * Theyvalued the stories and advice from other carers, that the
Has been informed by some « We also developed guiding principles highlight key intervention design intervention focused on them, and how it addressed the non-

carer feedback, but further objectives and features to address the needs of this target group. medical aspects of caring (e.g. communication, involving
carer engagement would others).

maximise engagement. Key design objectives (examples) Intervention features (examples) In response to feedback, we made several intervention
modifications, such as adding in more practical advice on

dealing with challenging behaviours and re-organising
Information to avoid overwhelm.

To empower carers to talk about and Provide education about Parkinson’s CI

seek help with the symptoms of Cl and Stories from other carers about their

behavioural changes in the person experiences to normalise talking about ClI
they care for with the PwP-CI; friends

To adapt the iSupport digital and family; and health and social care
Intervention to meet the specific professionals

needs of carers of PwP-CI.

Provide advice on when and how to talk to ¢¢ Everybody thinks it’s [Parkinson’s] €6 Oh, my gosh, it sounds
health professionals about Cl and how to this physical, shaky issue when it like, me. [lauéhs] Yes, |
Involve others in care isn’t...it’s the memory and the like that quote from
mental health issues that I’'m finding Fatima. That’s... | like
the hardest to manage. So, the fact that very much. Yeah, |
that it’s recognised straightaway it's agree with that.’

great!.’ ) )

Signpost to Parkinson’s carer groups to seek
support and talk confidentially with others
In a similar situation

Methods To engage a diverse group of carers Provide core modules that most carers may
 The adaptation was guided by the who care for people with Parkinson’s find helpful, e.g., ‘Thinking and memory
Person-Based Approach (PBA)3, who may experience different Cl changes in Parkinson’s’, ‘Involving others’

iInformed by: symptoms Provide optional modules carers can chose

* co-production with carers, depending on their current needs and PwP [>[>| Conclusions For further

. . , information
people with Parkinson’s, health symptoms about iSupport-

and social care professionals, * QOurguiding principles highlighted key design PD and SPARC,

and the Parkinson’s UK charit ing Inclusiv rminology (.g., "Car objectives and features to consider when please use the QR
’ . . . t
l_||era| ure on Pa rk|nson’s carer develop” |g Interventions IOr carers OI PWP'CI.

needs and experiences; and different carer demographics +  Think-aloud interviews helped optimise

To improve carer’s confidence Minimising medical content and including intervention engagement and demonstrated that
regarding the non-medical aspect of modules focusing on carers’ own health and SPARC is likely to be acceptable to this population

the carer role wellbeing and their relationship with the » Arandomised control trial subsequently assessed
PwP-CI intervention feasibility and acceptability (P13.06).

think-aloud interviews with 31
diverse carers of PwP-CI
* Think-aloud data was analysed
using the PBA table of changes®.
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