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Access to HealthCare

Gypsies, Roma and Travellers

Sally Burrows, Sherrie Smith, Prof. Ewen Speed




N I H R Applied Research Collaboration University of Essex
East of England

O

NIHR Applied Research Collaboration East
of England

Inclusive Involvement in Research

“Nothing about us without us”

Finding ways to hear from people who are under-
represented and under-served




Prioritising an ethics of participation
Travelling Communities and Healthcare Workers

* Finding out what matters to Travelling communities and if/ how they want
Issues addressed

« Working with local organisations already supporting Gypsies, Roma and
Travellers

 Talking with health professionals and organisations regionally and
nationally

Applied Research Collaboration . .
N I H R I East of England University of Essex



Cultural Competency

« To engage with people you need sensitivity and understanding of their
different life experiences.

« Assume nothing - as an outsider, you can’t guess all those things or really
understand why someone would choose to live that life

* We need academics that are supportive and tolerant and used to working
with different people.

Applied Research Collaboration . .
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Inclusive research leads to better research and greater
Impact

Better questions

Better research samples

Better methods

Better interview quality

Better understanding of data

Better outcomes for participants, for knowledge, for understanding of all
stakeholders

Applied Research Collaboration . .
N I H R I East of England University of Essex
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Prioritising an Ethics of Participation
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Sally Burrows, Researcher

o
Sherrie Smith, Director of Gypsy and Traveller
Essex
1 ." Prof Ewen Speed, Principle Investigator
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mailto:sally.burrows@essex.ac.uk
mailto:sherrie.gatessex@gmail.com
mailto:esspeed@essex.ac.uk
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Evaluation of British Islamic medical +
association (BIMA) intervention for bowel @
cancer screening in the Muslim
community
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Delivery and evaluation in Luton and Peterborough

* Intervention: (a one-hour educational session delivered by a health professional from BIMA

educational session) delivered in mosques across Luton and Peterborough

« Evaluation: aimed to recruit 300 participants across Luton and Peterborough. Asked participants to

self-report use of cancer screening (before, immediately after and 6-12 months after attending the

intervention session)

« Survey looked at knowledge, awareness and attitudes to screening, accessibility and acceptability of

the intervention

* Focus groups with participants and interviews with health professionals to find out how the session went

N I H R Applied Research Collaboration BRITISH ISLAMIC Unlversrty of
East of England MEDICAL ASSOCIATION Hertfordshire
Eng Iand
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Barriers to bowel cancer screening in Muslim
communities

Bowel screening uptake is approximately 28%
lower in people of South Asian ethnicity,
compared to the general population

BIMA: National, democratic,
professional association of British
Muslim healthcare professionals
with 4,000+ members. Volunteer led,
funded, and delivered

Issues around fatalism, misconceptions, fake
news, services not sensitive to needs, inequity
of resources, uncertainty over religious
proscription, low (health) literacy/SES

\ 1

‘Faith-placed’ intervention — light
touch - using adapted CRUK
materials
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Fieldwork reflection from our research and
evaluation in Luton and Peterborough

sAwareness of research in different cultures
*Challenges in data collection

*\Ways to work around the challenges
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Awareness of research In different cultures:

Different levels of awareness of research, what it
entails, and why it is important.

*Being comfortable and familiar giving data and personal
detalls

O
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Challenges in data collection: O

* Recruiting participants and follow-up contact

 Filling-out questionnaires (worked in group
settings but not individual ones)

« Language barriers

M
)
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Ways to work around the challenges:

A bridge that we have to cross.:

*Reaching out

*\Working with community gatekeepers, particularly clinicians.
«Conducting research in culturally appropriate settings

Investing time and money in building relationships and
resources for translation.

@
l-Providing opportunities to get involved in research.
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Bedfordshire Luton and Milton Keynes
(BLMK) Cancer Action Group

Peterborough City Councill

Luton Borough Council

Cambridge and Peterborough CCG
BLMK CCG

BLMK Cancer Alliance

Luton Council of Mosques

MEDICAL ASSOCIATION

NHS

Midlands and East
Screening Hub .

Public Health England

NHS England and NHS
Improvement

BIMA (Dr Salman Waqar)

PPl Representatives

University of
Hertfordshire U H






Populations-in-Focus Approach

Peterborough & Fenland Great Yarmouth &

= Some of our work has focused on
working with specific areas of the 0 Wq
region - |

Populations-in-Focus

= Working with communities that are @ rusoroun s rensne

Cambridgeshire

varied; coastal, rural, diverse, Q stevenase
SOCioeCO no miCS o Great Yarmouth & Waveney
QThurrock )

= Previously underserved by research

N I H R Applied Research Collaboration
East of England



Review of the Populations-in-Focus Approach

= To explore how this approach has Peterorough & Feta S
1 1 H Waveney
been going, we interviewed 11 (o] q
researchers and 9 community : .
pa rtn ers Populations-in-Focus Cambridgeshire

o Peterborough & Fenland

= |nvolved with the ARC through a Q steverse
local charity, public contributor, Q et Yot & Waverey
local authorities, NHS primary Q ek
care, an ICS representative or
through Healthwatch.

NIHR | &5l ean cotaboraer



Engaging with communities and collaboration

= Engagement was varied across the
ARC research themes

= Working with communities and
organisations in these areas has
supported a deeper understanding

= Providing a focus and opportunity to
develop locally relevant research

NIHR | £5isiseancotaboraer



Each area has its own nuances and as ICBs or ICSs
we’re very much championing that sort of placed

based approach or that hyperlocal approach to
reducing inequalities.

| think that the other work you do around it, like
engagement co-production, needs to model that

approach, so | think it's good to have that local
research.

Community Partner

N I H R Applied Research Collaboration
East of England



| think the biggest outcome was just the relationship
everyone built together. It really felt like we had created
a bit of a sort of network.

To this day I still have a really good personal relationship
with the local authority on the back of doing that work,
as well as with the University and the community
organisation as well. So, building that network | think

was a great outcome.
Community Partner

N I H R Applied Research Collaboration
East of England



Public Contributor

What are your reflections about how the ARC is involved
with communities?

NIHR | £5isiseancotaboraer



Considerations for engagement

= The ARC Structure gives time to develop
relationships with communities

= Aligning with local and national priorities encouraged
investment of effort, resource and commitment

= The approach doesn’t necessarily fit with university
research agendas

= |nvisible work - People are often going above and
beyond when involved

NIHR | £5isiseancotaboraer



Reflections for improvement

= The terminology of ‘population-in-focus’ is inaccessible and meaningless to
anyone outside of ARC. Suggestions included to change the term to p/ace-
based.

= Share the learning from populations-in-focus projects and focus on what
difference it has made in the community.

= Be more explicit about what inequalities the work is addressing to demonstrate
the meaningful outcomes of the work.

= Support some central coordination of engagement and support the researchers
in being able to make those links in the communities and vice versa.

NIHR | £5isiseancotaboraer






N I H R Applied Research Collaboration
East of England

\
Session five:

Increasing skills for undertaking
research in the region

Chair:
Deputy Director and ARC Fellowship Lead
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Developing Research

INn Social Care

My experience of the ARC East of
England Fellowship programme
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Deborah Sheppard
Programmme Manager,
Hertfordshire County Council
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« How did | hear about the ARC Metal Health Fellowship? ‘

 Why did | apply?

 What was the application process like?

»

Ry

N
I
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« A year of monthly workshops and bi monthly
action learning sets

Research methods and design, ethics, critical
evaluation, system approach and boundary .
spanning etc

« Culmination in showcase event to present poster
and share topic, methods, findings
* Further series of Implementation workshops

Implementation science, project management in
practice, stakeholder engagement, behaviour
change etc
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 Invitation to join Supervisor’s Applied Social Science Group events O
and learning experiences

« Access to wider research community to support with practice based
challenges

* Mutual support and collaboration
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discussions

« Development of local ‘reading group’ between social care and mental
health professionals to review new research and implement change

* New and sustainable skills and knowledge to apply to my Local
Authority role

» Strengthening evaluation of and utilising research in practice based
development

 Becoming an ambassador for evidence informed practice

« Keen to pursue future opportunities

M
)

* |ncreased confidence in local and national policy and practice O
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Thank you!




N I H Applied Research Collaboration
East of England

How the ARC fellowshlp
shaped my career

Allison Bentley
20" September 2023




Background
Dementia research nurse

» Community nurse NIHR funded project DIAMOND-Lewy

DIAMOND-Lewy \ 3 University

District nurse —
. About Publications Assessment Toolkits Management Toolkit
Community matron
. L DIAMOND-Lewy
Palliative care nurse
Welcome to the NIHR Funded DIAMOND-Lewy website.
Pa rkl nson S n u rse g;s:;;ﬁr;:;ﬁ::ﬁ ’;:eet’\z;sjziiment Toolkits, and the Manag t Toolkit, Publicati , and look at
Research nurse

Newecastle University, Institute of Neuroscience, Campus for Ageing and Vitality, Newcastle upon Tyne NE4 5PL, United Kingdom. Telephone: (0191) 208 1310
© 2017 Newecastle University
The DIAMOND Lewy programme i funded by the National Institute for Health Research (NIMR) under its Programme Grants for Applied
Research Programme (DTC.RP-PG-0311.12001)

Hosted by In collabor ation with:
(NS B s S
. - Northumberland, Tyne NHS | B UNIVERSITY OF
-

e CAMBRIDGE

https://research.ncl.ac.uk/diamondlewy/

N I H R Applied Research Collaboration
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Lewy body dementia

® Includes dementia with Lewy bodies (dementia first) and dementia in
Parkinson’s disease (“one year rule”)

® Age related dementia. Characterised by presence of certain
symptoms and appearance of Lewy bodies in the brain

® Lewy bodies are small ‘clumps’ of protein that develop inside nerve
cells

® Common in pathological series, up to 15-20% dementia.
Underdiagnosed clinically, but by how much is unclear

® Relatively little known or studied in comparison to Alzheimer’s disease

s I“ g N
E Py
‘;f"/ '{' T ) ..k';
) . ' F -
TAkn . LS
’t/";',"’ $ AN
te ‘ _.“. % '
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Research idea forms 2014-2016

Working clinically with people with Lewy body dementia +
Completing a notes review for the DIAMOND-Lewy study

Noticed patients had many debllitating physical symptoms compared to the
other dementias.

Got me thinking?

How is this problem affecting patients and family carers?
What are the experiences of living with the

physical symptoms of Lewy body dementia?

NIHR | &5l ean cotaboraer



ARC fellowship 2016

* One day a week funding for time to complete the research
* Monthly training and meeting other fellows.
e Support from supervisors to write proposal

» Support from CPFT service user and carer involvement in research
group. Brought together 4 family carers

« Design, interview topic, information sheets, poster, analysis,
dissemination plans.

Ethics Committee
Completed 12 semi structured interviews.
Together we managed to reach preliminary analysis stage within the year

NIHR | £5isiseancotaboraer



ARC fellowship opened doors

Grants

Alzheimer’s Society Dissemination Grant 2017

« Dissemination grants provide funding for
researchers who wish to disseminate the findings of
a completed research programme or project.

 Joint application with family carer.

- £2500

* Presented poster at Alzheimer’s Society conference

@ei.mter!
ocie
C =2

British Geriatric Society Nursing Grant 2018
Alzheimer’s Research UK — Travel grant 2019

N I H R Applied Research Collaboration
East of England



Dissemination

Nursing
Older PeOple

= : :
™ Newsroom | Evidence & Practice | Features | O

Clinical articles | CPD articles | Test your knowledge | Prac astion

How to inform service users
dementia care

Chris Carling
Allison Bentley
Posted O2 October 2018 - 12:13

Nurses and people living with dementia can work together to conduct simple,

research studies that inform services

N I H R Applied Research Collaboration
East of England




ARC research led to other questions

Mortality in dementia with Lewy bodies
compared with Alzheimer’s dementia: a
retrospective naturalistic cohort study

BM) Open

To cite: Price A, Faroog R,
Yuean J-M, f 2l Mortality

in dementia with Lewy

bodies compared with
Alzheimer's dementia: a
retrospective naturalistic
cohort study. BM.J Open
2017,7:e017504. doi:10.1136/
bmjopen-2017-017504

» Prepublication history for
this paper is available online.
To view these files please visit
the jourmnal online (hitp://de.dol.
orgf10.1136/bmjopen-2017-

Annabel Price,? Redwan Farooq,? Jin-Min Yuan,® Vandana B Menon,*

Rudolf N Cardinal," John T O'Brien'*

ABSTRACT

Objectives To use routine clinical data to investigate
survival in dementia with Lewy bodies (DLB) compared
with Alzheimer's dementia (AD). DLB is the second most
common dementia subtype after AD, accounting for around
% of dementia diagnoses in secondary care, though
studies suggest that it is underdiagnosed by up to 50%.
Most previous studies of DLB have been based on select
research cohorts, 5o little is known about the outcome of
the disease in routine healthcare settings.

Setting Cambridgeshire & Peterborough NHS Foundation
Trust, a mental health trust providing secondary mental
health care in England.

Strengths and limitations of this study

» Large clinical cohort of dementia with Lewy bodies
Lases.

» Study design reflecting clinical conditions.

» Cases identified by treating clinician diagnosis;
therefore, undiagnosed/wrongly diagnosed cases
may have been missed.

» Possibility of bias introduced by secondary care
study setting.

Clinical
Experience

+

Patients and
families tell us

In palliative care
why is dementia
taken as one group
when different types
such as LBD may
have different
needs?

NIHR

Applied Research Collaboration

East of England



ARC fellowship — platform for PhD

Experiences of living and dying with Lewy body dementia:
A longitudinal narrative study

« Service user and carer involvement group
* Experienced centred narrative research

3 interviews with couples over 6 months

* One interview was life story work

* Narrative research helps to explore the character of different health
experiences and encounters

 Gives voice for people living with Lewy body
« Makes visible gaps

The Lewy Body Society %l,ofgce l Iﬁancastgr CambridQQShire and
i ne Lewy Body Socier igntingale niversity Peterborough
NHS Foundation Trust

NIHR | &5l ean cotaboraer



ARC fellowship — start of a career pathway

« Research associate - Cambridge University
« Palliative and end of life care group in Cambridge (PELICam)
« Department of Public Health and Primary Care

. \C/;VIcD)rking on palliative care projects with community nurses and
S

* NIHR funded post to develop projects and seek external
funding

https://www.phpc.cam.ac.uk/pcu/research/research-groups/end-of-life-care/

NIHR | £5icieserch colaboratin


https://www.phpc.cam.ac.uk/pcu/research/research-groups/end-of-life-care/

To summarise

« ARC fellowship enabled me to:

« Develop research skills and confidence

« Work collaboratively with people living with Lewy body dementia and
family carers

» Opened doors to further research funding.
» Gave idea for a PhD project

 Started a process that allowed me to enter an academic career, which
can be particularly challenging within the community nursing
profession.

NIHR | £5isiseancotaboraer



Thank you

Dr Allison Bentley
ab2251@medschl.cam.ac.uk
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Session six:
The journey of our research

Chair:
Theme Lead, Ageing and Multi-morbidity
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The journey of the DACHA study
(CLAHRC to the ARC)

Claire Goodman
wlversny of Hertfordshire
~ ‘\




4\  Why involving care homes in health and care
ﬁ research matters

:é: The national CLAHRC/ARC care home
network

P rese ntatl O n %"  Better Together

q The DACHA study

B Outputs and impact



Care Homes

* Divided from the NHS..... but key
partner

* 11,000 care homes >65s : 5,000
different providers.

* No centralised system of control or
voice

e Under-valued, under resourced,
misunderstood




CLAHRC to ARC : Local and National Care Home focus

« East of England research workshops CLAHRC funded studies

« National network: Researchers, Clinicians care home providers and

dementia charities
NIHR | & i eeeech

« Reducing duplication and fragmentation
* Resource i

« 3 Summary Reports

« 3 face to face London meetings

« Capacity building and research priority setting
« Briefing...........

Applied Research Collaboration

N I H R Applied Research Collaboration Care Home Network Event
East of England ————————————

Join us to collaborate and discuss care

home research across England



Collaboration led to....

 Less duplication & exposure to different methods
* Pandemic response

* Grant capture

0o

ll Top Tips for Tricky Times: Helping care home residents
with dementia to use video to communicate with their families

dementia to connect with family — the extra clues of body

1) Image and sound: Using video (e.g. Skype, Zoom,
m FaceTime, WhatsApp) can work well. It helps residents with
language help the conversation.

2) Reducing isolation: It can help residents feel more
6-0 connected, less lonely.

3) Support and timing: Residents will need support to use the
a technology. You may not have enough time to do this ~
allocate staff set times to sunnort different residents

» Capacity building (Dementia research)

£
ﬂll} Top Tips for Tricky Times: Hydration and Covid-19

Remember: Routine tests for dehydration (such as dry mouth
or skin, dark coloured urine) do not work in older people living
in care homes, so offering drinks is generally the best way of
preventing dehydration

before breakfast, with breakfast, and two moming rounds

Timing: Offer lots of drinks earlier in the day, including one
of drinks.

Frequency: If using small cups, glasses or mugs, offer
drinks more often and if drinks are not finished, offer more
drinks more often.

UL

S
3

Avoid missing drinks rounds and ensure all residents are
offered drinks during each round.

3
3

Encourage drinking in a social, pleasant environment as it is
more enjoyable.

Variety: Offer a variety of drinks, including hot milky drinks
and fruit juice so drinking is more enjoyable. Offer foods high
in fiuid content such as soup, jellies or ice-lollies.

E
i

[ ] [ ] n [ ] 1)
W
e DIssemination on hew ways of Worklng |
o
IR 3)
»
R
= _ 5
Using Online Consultations L
to Facilitate Health and i“’
Social Care Delivery During =
COVID-19: An Interview 35 7)
Study of Care Home Staff RESEARCH w

Find out resident's preferences for drinks types and
presentation, and record in resident's individual hydration
care plan. (Alcohol can be offered unless this is not advised.)

> Res Involv Engagem. 2021 Mar 20;7(1):18. doi: 10,118, & vecon vo v voewr o

PROJCT IRP16

Initiate: Do not rely on residents asking for, or helping
themselves to drinks, offer them.

A realist evaluation of a collaborative model t¢ CHAPPI: Care Home

support research co-production in long-term FNCTVI - F T S

Provide a g drink with icati ]
1

settings in England: the ExCHANGE protocol & TETT Y010 14
° S ilki l y 2 ompson-Coon £ oodwin 2 iabo 2 oxan 3 (o) IHVOIve'nent in
N I H R AppIIEd Research CO"abOI'atlon K Wilkinson ', J Day <, J Thomp: C . V Good ,Kliabo =, GC ,GC

C Marriott 5, 1 A Lang 2 research as meaningful
EaSt Of Eng|and Affiliations + expand actiVityforcal‘e home
PMID: 33743827 PMCID: PMC7980357 DOI: 10.1186/540900-021-00257-2 residents

NICHI
LEED:!

Nurtuiring Innowvataan in Care Horne Exvrolleonce in |+




DACHA

Developing resources And minimum
data set for Care Homes' Adoption

DEVELOPING A MINIMUM DATASET FOR OLDER
ADULT CARE HOMES IN THE UK: THE DACHA
STUDY

BEBUNIVERSITY OF University of A University
oo UM SONERDOE  UENEaiee’  EXETER @ yhesy Kent

INSORED BY

SPOI
N I H R I National Institute University of
for Health Research Hertfordshire UH

8 Newcastle The University of The : -
UNIVERSITY OF ng.‘.s %Umversny E | Nottingham o Foundation N I H R ! ::mﬁ,:;“c::ﬁz;a,m




Study
Deliverables for
working in and

with care
homes

Guidance on resident assessment, outcome
measurement and implementation of innovation

New methods to support staff and resident
engagement in research

Trial repository for secondary data analysis

(currently 6000+ older people, 340 care homes)

Prototype MDS tested in three Integrated Care
Systems (ICS)

Recommendations on implementation of MDS
for social care



Age and Ageing 2023;52: 1—10
httpsi/doi.org/10.1093/ageinglafad063

© The Author(s) 2023, Published by Oxford University Press on behalf of the British Geriatrics Society.
This is an Open Access article distributed under the terms of the Creative Commans Attribution
License (tips/fcreativecommons orgflicenses/tsy/4.01), which permits unrestricted reuse, distribution.
and reproduction in any medium, provided the original work is properly cited.

REVIEW

Outcome measures from international
older adult care home intervention research:
a scoping review

Sarar KeLwr' 2, Anpy Cowan', Gizoem Akpur®, Lisa IRviNg’, Gur Perver®®, Sie WeLsHé,
Stacer Ranp’, lain A, LanG®?, Ann-Marie Towers'®!!, Karen Spissurr'>'%, Anme Kier*s,
Abam Lee Goroon'#15, Barsara HanratTy!'®17 L1z Jones'®, JuLienne Mever!®1%,

CLaire GoobMan®, JenniFer KIRsTY BURTON®

Visual Summary

Nathonal nstitute
for Health Research

NIHR|

of success

A Visual Guide

Where is information recorded when a
person in an English care home falls?

, by vz
between th

care homes have
their best chance

OSONE

s DACHA

Suddenly social care data

matters! So let’s future proof it

properly

July 7th, 2021 | Categories: DACHA Blog

‘sdny woy papeciuneq

http://dachastudy.com

Ensuring trial
interventions in

g an Ageg 2007811 1-2 B Tho Authvor(s) 2022, Publshed by Oxford University Pross on bohia of the Brtish Geritrics
Hitns g Seciety For s, plese ek e

NTORIAL

Ising linked health and social care data to
nderstand service delivery and planning and
nprove outcomes

Keywords: Older peogle, bong-term care, social care.data social care amongat older adults age 75 and over) and build

a predictive risk model forecasting futuse service use
The Northvwest Loadon Discorer Darabase, which is used

Key Points in the rescare wa from primary, secondary and
Lertiary cae, <o ity and mental health care, emergency
« “The COVID-19 pandemic has highlighted the need for  departments and social care. The linked data contain rich

sediable, routinely collected. shared care data.
= Existing linked data scss are not comprehensive cnough ro
accurately predict demand for long:erm care in England.

infarmation of participanss” saciodemogaphic characreris-
tics and health conditions. However, its power o accurarely
prodice demand and access w adult social care is limited
by 2 lack of data on key indicators. such as availabity of
infarmal suppor (whether or nor the person ived alone was
missing; for 829 of the sample), the indivi

o

= The DACHA study will pio linking health and social care

data for service planning and delivery: vidual's sociocco-

tha
likely to receive long-term, publicly funded adult social care
iF they were older, lived in arcas with higher sociocconomic
deprivation and had 2 preesisting mental health or neu-
rological condition (which are kely to be asocited with
Tass of funcrion and independence in old age). The lack of

Adule social care provides sbor or long-term suppore with
many essenial activities of daily living, such as washing,

1 Population Health Soences Institute,
Hewcastie University, Newcastie
upon Ty, UK
Institute of Carciovasculr and
Wedical Sences. University of
Glasgoww, Gasgow, UK

3 University of Hertfordshire, Hatfield,
UK

Residents of care homes are centre stage in the
covid-19 pandemic for all the wrong reasons. Home
to vulnerable people with complex needs, these
settings should have been an obvious focus and
priority in pandemic planning. Almost half of newly
admitted residents in the UK are transferred from
hospitals, creating a resident population with wide
ranging needs spread across 450 000 beds in almost
11000 homes.* This is mare than double the number
of beds in NHS hospitals,* but unlike NHS facilities
most homes are privately owned, with residents
responsible for some or all of the costs of their care.
- - -pss the UK, mi

ientific Advisory Group for

Hosptal, Derty, UK

School of Health Care, Liversty of
Leedk, Leerks UK
Correspondence tor Barbara Hanratty
Barbera hanratty@newcastie ac uk
Cite this as B 2020.365m2663
ity colorg/0 1 36/bmim2ae3
Publshect 24 june 2020

Covid-19 and lack of linked datasets for care homes
The pandemic has shed harsh light on the need for a live minimum dataset
Barbara Hanratty, ' Jennifer Kirsty Burton, * Claire Goodman, * Adam L Gordon, * Karen Spilsbury®

te d:

was i duced in England to

home bed occupancy and staffing. "
To date there has been no national, systematic
approach in the UK to develop care home datasets or
to exploit their full potential to enhance residents’
care. We are collaborating on a study to design,
develop, and implement a minimum dataset for UK
care homes such as that developed in the US for the
Centers for Medicare and Medicaid Services."” The
learning from covid-19 will directly inform this work,
and we intend that any minimum dataset built for
UK care homes should be a resource to support
residents’ care and not just a tool for regulation or
cost i

on care

of proposed

priorities an

ussed yt

Person living in a care home falls

undertaking an
‘Back: A visual summary of the mo:
features of collaboration.
Care home staff document External Regubitors
the fall in multiple places ‘working wi also
and in different formats want information on the fall on the fallin their desired
in their desired format format.

Community pharmacist

:

These organisations
‘monitor quality and safety
Care home head office

a
<
Information  required,
usually in diffe formats
and stored electronically

Physiotherapist

Information is usually stored
electronically and collected
ina variety of ways:

Information Is stored on
paper or electronically

Process - from designing the rot s e i cam v A

f2020.%
placed aspotlighton

Developing a minimum data set for older adulyg
care homes in the UK: Key principles

amary weten by s ones
mal iz orwenationsiareforum ey k.
igned and eted by Jo Mrton, Chios Bentt & Gl Akhur

Definitions

O

What s burden?
The time and effort o gather an
keep information up o date.

‘What is duplication of effort?
The same tasks being complete
more than once.

y is an MDS needed

A streamlined, shared data collection that is It would enable staff to have more time t
mutually beneficial to both care homes and dedicate to direct care, rather than responding
external organisations offers the chance to  to multiple and overlapping data requests; anc

better analysis, management and use of th
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Abstract
Background: Care homes povide g tem care for lder people. Countes with siandardised approaches o

residents assessment, care planning and feview (known data sets (MDS}) use the aggregate data to

quide resource afiocation, monitor quality, and for research. Lessis known about how an MDS affects how staff assess,
provide and review residents'everyday care. The review aimed to develop a theory-driven understanding of how care
home staff can effectively implement and use MDS to plan and deliver care for
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Reforms to social care in response to the COVID-19 pandemic, in the UK and internationally, place data at the heart

data to support care home residents. Often, what is included privileges data on resident health over day-to-day care
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innovations and solutions. The principles are not well established of what constitutes core, or minimum,

d quality of life. This Personal View argues for evidence-based principles on which to base the development
iimum data set (MDS) for care homes. Co-produced work involving care home staff and older people
1 stakeholders is required to define and agree the format, content, structure, and operationalisation of the

'mentation decisions will determine the success of the MDS, affecting aspects including data quality, :;"":‘:u“ “"':;Tn:z”“ﬁxm
s, and usability. Care home staff who collect the data need to benefit from the MDS and see value in (A:’\‘Nolt::MScr [:r'm for
ution, and residents must derive benefit from data collection and synthesis. Health Services Studies
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Abstract

sbust data on care home
s or prevent risk. Large
salution. The value of detailed data

Background: Approximately 418,000 people live in care homes in the UK, yet acce
Fopulations and crganization are lacking, This ham i, allocate resous
randomised contrelled trials (RC rtial

) conducted in care hames offer a po
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Summary

 Addressed underserved area of research with care homes’ interests and
needs at the centre

* Encouraged collaboration and priority setting
 Built capacity and grant capture

* Infrastructure of support, expertise and interest nested within national ARC
theme for ageing and dementia

« Care homes valued research partners
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Thank you!

c.goodman@herts.ac.uk

ARC Care Home network: Krystal Warmoth
k.warmoth@herts.ac.uk
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Plan of presentation

My research journey

Why sleep in the ambulance sector

From SleepSmart to CATNAPS

Preventative approaches to sleep management at work
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My Research Journey

 Public Mental Health Researcher

 How can MH services can be improved for the benefits of patients, their
families and friend and staff? CLAHRC EoE

« How structural inequalities impact the mental health of individuals and the
communities where they live? MHF

 What mechanisms can we put in place to improve work conditions in the
emergency sector? UEA
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Wwhy the Ambulance Sector?

Perform
consistently
worse than other

Increased risk of
suicide In
comparison to

both the general health sectors on

staff experience
Including
engagement,
sickness
absenteeism,
morale

Increased risk of

a range of poorer
health outcomes

workforce (x2-x4)
and other
emergency
service
occupations
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From SleepSmart to CATNAPS CATNAPS

Fighting Fatigue in
Ambulance Services

First study in UK looking at Head“ne reSUItS

sleep quality and fatigue in
ambulance staff using Data collected from 689 staff
clinically relevant measures  60% reported clinically

in one Trust important levels of mental and
physical fatigue, 75% reported
poor sleep quality

Fatigued staff were more likely ~ Coproduce and implement a
to report being injured and to fatigue and risk framework
feeling unsafe at scene with stakeholders involved in

No NHS ambulance trust in managing sleep and fatigue

England had a fatigue
management policy

Develop new national study

Focus on public health
approaches

N I H R Applied Research Collaboration
East of England



Public health approach to sleep health: examples

Predictive Proactive Reactive

: : Policies and
B;%ngg%?i?ﬁg' Promote good procedures for self-
sleep habits identification of

scheduling dangerous fatigue

Manage mental and
physical health
conditions that

impact sleep (naps)

Personal fatigue

Personalised rotas countermeasures

N I H R Applied Research Collaboration
East of England



CATNAPS: building a coalition of the willing

CATNAPS

Fighting Fatigue in
Ambulance Services

Association of
Ambulance Chief
Executives
national groups

National
Ambulance
Partnership
Forum incl.

Coproduction unions
of FRMS*

Ambulance
service staff

Fatigue experts
(Health & Safety

Executive)

*Fatigue Risk Management Systems

N I H R Applied Research Collaboration
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CATNAPS: how can we make a difference?

ldentify best ldentify what Is
practice in fatigue § currently done in
management NHS ambulance

How to make
change happen

Design an implementation strategy based on what staff and patients have told us will
help make strategies fit for purpose for ambulance sector and for different
staff/settings, feasibility test

NIHR | £5icieserch colaboratin



If you'd like to stay in touch with +
the study please do contact us:

@
CATNAPS catnaps.study@uea.ac.uk

Fighting Fatigue in

Ambulance Services chiara.lombardo@uea.ac.uk
kristy.sanderson@uea.ac.uk
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Get in touch with
ARC East of England

For more information, visit our
website or scan the QR code:
arc-eoe.nihr.ac.uk

1 ARCOffice@cpft.nhs.uk

] @Arc_EoE
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