UNIVERSITY OF
WEST LONDON

The &f’ﬂﬂ’ University

N/

UWL REPOSITORY

repository.uwl.ac.uk

Helpful post-diagnostic services for young onset dementia: findings and
recommendations from the Angela project

Stamou, Vasileios, La Fontaine, Jenny, O'Malley, Mary ORCID logoORCID: https://orcid.org/0000-
0003-3636-6197, Jones, Bridget, Parkes, Jacqueline, Carter, Janet and Oyebode, Jan R (2022)
Helpful post-diagnostic services for young onset dementia: findings and recommendations from
the Angela project. Health and Social Care in the Community, 30 (1). pp. 142-153. ISSN 0966-0410

http://dx.doi.org/10.1111/hsc.13383
This is the Published Version of the final output.

UWL repository link: https://repository.uwl.ac.uk/id/eprint/7776/

Alternative formats: If you require this document in an alternative format, please contact:
open.research@uwl.ac.uk

Copyright: Creative Commons: Attribution 4.0

Copyright and moral rights for the publications made accessible in the public portal are
retained by the authors and/or other copyright owners and it is a condition of accessing
publications that users recognise and abide by the legal requirements associated with these
rights.

Take down policy: If you believe that this document breaches copyright, please contact us at
open.research@uwl.ac.uk providing details, and we will remove access to the work
immediately and investigate your claim.



mailto:open.research@uwl.ac.uk
mailto:open.research@uwl.ac.uk

Revised: 4 March 2021

'.) Check for updates

Accepted: 15 March 2021

DOI: 10.1111/hsc.13383

ORIGINAL ARTICLE

WILEY

Helpful post-diagnostic services for young onset dementia:
Findings and recommendations from the Angela project

Vasileios Stamou PhD! | Jenny La Fontaine PhD! | Mary O'Malley PhD? |
Bridget Jones PhD® | Jacqueline Parkes PhD? | Janet Carter PhD* | Jan R. Oyebode PhD?

Faculty of Health Studies, Centre for
Applied Dementia Studies, University of
Bradford, Bradford, UK

2Faculty of Health, Education and Society,
University of Northampton, Northampton,
UK

3Department of Economics, Surrey Health
Economics Centre, University of Surrey,
Guildford, UK

“Division of Psychiatry, Faculty of Brain
Sciences, University College London,
London, UK

Correspondence

Jan R. Oyebode, Faculty of Health Studies,
Centre for Applied Dementia Studies,
University of Bradford, Bradford BD7 1DP,
UK.

Email: j.oyebode@bradford.ac.uk

Present address

Vasileios Stamou, Department of
Psychology, Manchester Metropolitan
University, Manchester, UK

Mary O’Malley, Department of Psychology,
University of West London, London, UK

Funding information
This work was supported by the Alzheimer's

Society [grant number 278 AS-PG-15b-034].

Abstract

There is a significant lack of evidence regarding optimum models for service provi-
sion in young onset dementia (YOD). Our study aim was to gather detailed informa-
tion about services experienced as helpful by those with YOD and family carers.
The objective was to identify the core features of these services to inform service
design, delivery and improvements. A qualitative approach based on appreciative in-
quiry was used, posing open-ended questions about services experienced as helpful,
as part of a national UK survey of people with YOD and carers. We used inductive
thematic analysis to analyse the free-text responses. The resulting template was used
as a basis for analysis of in-depth follow-up interviews, conducted to acquire greater
in-depth understanding. Two hundred and thirty-three survey respondents provided
856 examples of helpful support. Twenty-four follow-up interviews were conducted
(two with dyads, so 26 participants in total: 8 with people with YOD, 14 with carers,
2 with dyads). Twelve themes capturing the features of helpful services were clus-
tered into three super-ordinate themes. ‘Person-centredness’ reflects micro levels
of person-professional interaction (positive attitude, flexibility, collaborative, user-
friendly materials, and in-person). ‘Functional consistency’ captures the meso level,
demonstrating that services were helpful when organised consistently with needs
(age-appropriate, holistic, responsive, and accessible). ‘Organisational coherence’, at
the macro level, emphasises the need for service integration, specialist services and
service continuity. Key conclusions are that the needs for flexibility and a collabora-
tive stance may be particularly important for those under 65 years with dementia,
who have full lives and are used to being in control; to be age-appropriate, helpful
services need to provide activities and opportunities suitable for active middle-aged
people; and to be holistic, services need to provide for needs associated with rare
dementias and be family-centred. Specialist services need to be commissioned and

arrangements need to be stable over time to enable continuity.
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a. find person-centred interaction helpful: when staff have a
positive attitude, are collaborative and flexible, and provide
in-person support and user-friendly information.

b. find services helpful when they take younger age into account,
consider the whole family, are accessible and respond proac-
tively to changing needs.

c. find service systems helpful when there is specialist young
onset dementia provision, continuity over time and integration

across services.

1 | INTRODUCTION

Young onset dementia (YOD) refers to dementia with onset under
65 years (Draper & Withall, 2016). Approximately 42,500 people
live with YOD in the United Kingdom (Prince et al., 2014), account-
ing for 5%-9% of dementia prevalence. YOD is significantly differ-
ent from dementia with late onset (LOD), due to the earlier stage
of life and higher prevalence of rarer types (Vieira et al., 2013), re-
sulting in distinctive needs. Those with YOD need active ways to
continue involvement and contribution to life; support to manage
difficulties associated with vision, communication, social cognition
and movement; advice on employment and finances; and support for
families with young people (Chaplin & Davidson, 2016; Mayrhofer
et al.,, 2018; Millenaar et al., 2016; Roach et al., 2016; Stamou, La
Fontaine, O’'Malley, et al., 2020).

Despite the distinctive needs, specifically commissioned YOD ser-
vices are few, and short-term commissioning means many are later dis-
continued (Cations et al., 2017; Mayrhofer et al., 2018). Most people
with YOD who receive post-diagnostic support, access this through
all-age dementia services (Stamou, La Fontaine, Gage, et al., 2020),
with the exception, in the United Kingdom, for dementia caused by
Down's syndrome, traumatic brain injury, HIV, Huntington's disease or
alcohol-related dementia, whose services are usually provided through
other specialist services. People with YOD are not well served by most
‘all-age’ services, which are geared towards older people with amnes-
tic symptoms, resulting in lack of support for those with rarer demen-
tias and provision of therapeutic activities that do not suit younger
generations (Cations et al, 2017; Giebel, Eastham, et al., 2020;
Mayrhofer et al., 2018; Sansoni et al., 2016; Stamou, La Fontaine,
Gage, et al., 2020). Sansoni et al. (2016) report a catalogue of short-

comings: lack of a care pathway, poor provision of information, unmet
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What is known about this topic?

e People with young onset dementia have distinctive needs.
e Most dementia services are ‘all-age’ and do not provide well for people with young onset.

e There is little UK research evidence on what sort of services are helpful.

e People with young onset dementia:

needs for social companionship, day-time activities and lack of help
regarding intimate relations, behavioural issues and communication.
This contributes to lower quality of life (Bakker et al., 2010; Baptista
et al., 2016; Chemali et al., 2012) and potentially preventable service
costs (Kandiah et al., 2016).

There is little evidence regarding optimum service provision
(Carter et al., 2018). In Australia, Westera and Fildes's (2014) litera-
ture review and stakeholder consultation suggested services should
be individualised, have staff with seven key attributes (e.g., flexibil-
ity) and care organisations should fulfil 12 key attributes (e.g., timely
provision). Also, in Australia, Hutchinson et al. (2020) consulted
people with YOD, families and care providers and concluded pro-
vision should be family-centred. In the United Kingdom, Mayrhofer
et al. (2018) consulted 11 people with YOD, 20 family members and
10 service providers about service and support priorities, recom-
mending community hubs would provide a good basis for provision.

Knowledge about what works in practice is crucial to inform ser-
vices. Appreciative inquiry (Al; Cooperrider et al., 1987), originally
developed to create ideas for organisational change by focusing on
what works well, is consistent with solution-focused research aims.
McCarthy (2017) suggested Al as potentially useful for resolving
care issues usually labelled as demonstrating ‘behavioural and psy-
chological symptoms’. He illustrated the application of all four phases
(discovery, dream, design, and destiny) of Al to find a helpful solution
in a fictional case. Scerri et al. (2015) applied an adapted version of
Al using only the discovery phase, to establish care processes that
led to positive experiences for people with dementia on in-patient
wards; then built on this, through staff workshops addressing the
remaining phases, to gain improvements in care (Scerri et al., 2019).

Bearing in mind the lack of evidence on the nature of positive
services, and the importance of hearing the voices of people with
YOD (Brown et al., 2012; Johannessen & Moller, 2013; Mayrhofer
et al.,, 2018), we aimed to contribute to the literature on how to
provide effective YOD services by using an adapted Al approach to
gather and analyse examples of helpful service support, from people

with YOD and family carers.

2 | DESIGN AND METHODS

We used a qualitative design based on the discovery and dream

phases of Al. The discovery phase involved gathering and analysing
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data from people living with YOD and carers to understand what
works well in support services; and the dream phase involved inter-

preting these findings to inform recommendations for good practice.

2.1 | Recruitment

Following ethical approval (South Central Berkshire Research Ethics
Committee, REC ref.: 17/SC/0296), we recruited through 14 English
National Health Service (NHS) sites, purposively selected to include
breadth of diagnostic pathways (YOD-specialist, neurology, all-age
dementia services), Join Dementia Research (a UK initiative encour-
aging people to register interest in research participation) and a wide
range of charitable organisations. The study was exploratory and
aimed for maximum recruitment.

2.2 | Participants

Those with dementia needed to have received their diagnosis before
the age of 65 and could have any dementia diagnosis, defined by
DSM-5 (American Psychiatric Association, 2013), except for those
dementia types usually served by other specialist services (see the in-
troduction. Diagnosis was confirmed by services for those recruited
via NHS sites and by self-reports for others. Carers could be any
age and needed to self-identify as a ‘family member/supporter’ of

Section 1. Positive experiences of services and support

a person with YOD, with details gathered about the amount of care
provided (see Stamou, La Fontaine, Gage, et al., 2020 for details).

2.3 | Data collection

2.3.1 | Survey

We used a cross-sectional nationwide survey, to gather socio-
demographic data, information on service use and satisfaction,
and experiences of helpful support, between August 2017 and
September 2018. The survey was developed by the research team.
It was piloted twice using cognitive interviews (Willis, 2004) with
members of the Patient and Public Involvement (PPI) Group to refine
wording, content, length and format. This article reports on the anal-
ysis of helpful support services, with other aspects reported else-
where (Stamou, La Fontaine, Gage, et al., 2020; Stamou, La Fontaine,
O’Malley, et al., 2020).

Participants were provided with briefing notes, followed by
questions (Table 1). The briefing notes were developed with the PPI
group to help participants to recall their experiences and gave exam-
ples of general outcomes that might be helpful. Questions were pre-
sented in pairs, combining a closed question, to direct attention to
a time-period, and an open question asking for a free-hand descrip-
tion of ‘when the help and assistance you received was helpful’. The
questions addressed three time periods: (a) between seeking help

TABLE 1 Survey briefing notes and a
sample question on helpful services

We would like to know about good examples of help and assistance that have benefited
younger people with dementia and/or family members/supporter(s). These could include:

1. A service or form of support which has:

e helped you to maintain or improve your quality of life or,
e made your life easier or,

e addressed a concern you may have

This could include, for example:

a. help with your finances,

b. your health or,

c. maintaining activities that are important to you.

2

L]

. Advice or information. This could include, for example:
information about dementia,
e about how to cope with specific symptoms or,
e how to find the right services to meet your needs.

3. The approach or attitudes of a person who has provided help and assistance that has

benefited you.

Survey sample question:

During the year after diagnosis, can you think of times when the help and assistance you

received was helpful?

Yes

No

If you answered yes, please provide a detailed description of these experiences. We would like

to know:

. what was helpful?

. who was it helpful for?

. why was it helpful?

. who was involved (e.g., social worker, family doctor and nurse)?
. what was the name of the service(s)?

o Q0 T w
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TABLE 2 Interview guides used to elicit in-depth information on
the nature of helpful services for young onset dementia

Interview Version 1 (used with those at ease recalling survey
information)

Open discussion about the service examples provided in the survey.
Where possible explore the needs of the person with young
onset dementia and the family members/supporters separately.
Then explore any additional examples of helpful experiences with
services.

For each example given ask:

Can you tell me about the events/ experiences you had leading up
to being referred to/receiving this service? (prompts include)

e What prompted the referral?

e What were you feeling/ needing at the time?

e Tell me about the process that you went through to get the
service.

e What happened when you saw them/ began to receive the
service?

e What specifically was good about it?

o Why was it helpful to you?

e How was the person's/services approach helpful?

e How did it make you feel?

e How was this different from how you felt before?

Version 2 (used with those who found it hard to recall survey

information)

| would like to understand what is important in the lives of
people living with young onset dementia and their families and
supporters since receiving the diagnosis of dementia. Some
people find that life changes quite significantly and that some
aspects of their lives become more important. Others describe
how important it is to keep living life the way you have always
done.

| would like to know what is important to you now in your life?

| would like to discuss what helps you to achieve the things in your
life that are important to you. Some people find that they require
help and assistance to live well with dementia and achieve the
things that are important to them.

I would like to know what help and assistance you have received
that has helped to you achieve the things that are important to
you?

(i) What did they do for you?

(ii) How have they helped you?

(iii) What exactly was helpful about that?
(iv) Why has it been helpful to you?

and gaining a diagnosis, (b) during the year after diagnosis and (c)
between the first-year post-diagnosis and the present. Participants
were invited to give one or more examples for each time period and
to give examples about both the experience of the person with YOD
and those of families/carers.

The survey was made available through Bristol Online Surveys
(https://www.onlinesurveys.ac.uk) and on paper. It could be com-
pleted by people with YOD, alone or with help, or by a carer alone.
Capacity to consent was assumed for survey self-completions.
Where a researcher assisted, via Skype, phone, or face-to-face, ca-
pacity was assessed and written consent obtained. A list of national

sources of support was provided to all participants.
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2.3.2 | Interviews

Semistructured follow-up interviews were conducted with pur-
posively selected survey respondents, to acquire greater in-depth
understanding. Sampling was based on the need for further explora-
tion of particular survey themes and to capture diverse voices, for
example, of those with rarer dementias, from minority ethnic com-
munities or living alone. Interviews took place from September 2018
to January 2019. No participants were deemed to lack capacity to
consent and written consent was obtained from all.

The interview schedule (Table 2) was developed by three re-
searchers in consultation with the PPl Group. To accommodate
different degrees of cognitive impairment, it included two different
approaches. Which approach was taken was determined through a
prior telephone conversation with each participant and depended
on whether the person appeared to recall the survey. A direct ap-
proach, focused on in-depth discussion of participants' survey
responses, was followed with those who were able to recall their
survey responses. For others, a more open approach was employed,
which avoided participants having to recall their survey responses,
by focusing on discussion of what was important in the participant's

life now and on forms of support that helped to meet related needs.

2.4 | Analysis
241 | Survey

Socio-demographic data were analysed using SPSS 23. Inductive the-
matic analysis (Braun & Clarke, 2013) was used to analyse the free-text
responses. Emergent codes were clustered into three groups concern-
ing what was provided, how it was provided and why it was helpful. This
article reports on the how codes (see Stamou, La Fontaine, O’Malley,
et al., 2020 for an analysis of what codes). Manual coding was car-
ried out by two researchers (VS and JLF) after repeated reading of
the data, with coding consistency achieved via constant comparison
and research team discussions. The codes were then clustered by con-
sensus among the researchers (VS, JLF and JO) into subthemes and
themes, based on relevance and similarities in meaning. Two research-
ers (VS and JLF) further revisited the dataset to confirm that the final

themes accurately captured participants' accounts.

2.4.2 | Interviews

Interviews were audio-recorded, transcribed verbatim, an-
onymised and analysed via template analysis (Brooks et al., 2015),
using the survey themes as the initial template. Meaningful seg-
ments were labelled using the template and new emergent codes
were added to existing themes or clustered into additional themes.
Interview analysis took place alongside data collection. Initially,
three co-authors (VS, JLF and JO) independently read three tran-

scripts and engaged in preliminary coding, leading to modification
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of the template, which was then applied to successive sets of three
interviews. Further refinements were made by consensus as nec-
essary, following coding of each set. Interviews and analysis con-
tinued until data saturation was reached. The final template was
then re-applied to the whole dataset by VS to check no further
refinements were required. The inductively derived themes ad-
dressed the discovery phase of Al, which appreciates what is done

well.

2.4.3 | Derivation of superordinate themes

In the dream phase of Al, we considered the themes from the per-
spective of theirimplications for YOD service provision. A researcher
(VS) and two experienced clinical-academic researchers (JLF and JO)
interpreted the implications of each theme for service provision and
a set of superordinate themes was agreed through discussion and

consensus.

2.4.4 | Quality assurance

Specific quality criteria for qualitative research are contested
(Bryman et al., 2008). However, to enhance confirmability, we paid
attention to reflexivity through keeping detailed reflexive notes and
holding regular team discussions and coding seminars. We estab-
lished credibility by discussing the themes with the PPI group, wider
research team, Steering Committee and external audiences to obtain

feedback on plausibility.

3 | RESULTS

Of 233 survey respondents, 40 did not provide examples of helpful
post-diagnostic services, because there were none or they had only
been recently diagnosed. The remaining 193 gave 856 examples be-
tween them (see Stamou, La Fontaine, Gage, et al., 2020) for socio-
demographic details). The survey coding template was finalised
after analysis of 502 examples (Appendix S1), as thematic satura-
tion had been reached, confirmed via coding of the remaining exam-
ples, which did not reveal new meanings or themes (Bowen, 2008).
Twenty-four follow-up interviews took place: eight with people with
YOD, two with dyads and nine with carers using the open approach,
and five with carers using the semistructured approach (see Table 3
for their socio-demographic data). As two interviews were with
dyads there were 26 participants in total.

Analysis led to 12 themes, grouped into three superordinate
themes reflecting the level at which they could be best enacted in
practice: ‘Organisational coherence’, ‘Functional consistency’ and
‘Person-centredness’ (see Table 4). Figure 1 gives a diagrammatic
representation, with the superordinate themes presented as reflect-
ing macro, meso and micro levels of practice. Each superordinate

theme and its associated themes is described below.

3.1 | Organisational coherence

This superordinate theme incorporates three themes with implica-
tions for overall coherence of YOD services: the helpfulness of inte-
grated services, of care being managed in specialist services and of
service consistency over time.

The helpfulness of ‘integrated care’ was reflected through exam-
ples of collaboration between services and through the value placed
upon having a tailored, coherent care pathway. Participants stressed
the significance of collaboration between different arms of the NHS.
One dyad, in their joint response, wrote: “During this period, we moved
to 'shared care' between Memory Clinic and GP. They liaise and co-
ordinate in terms of our joint care and very much treat us as a couple
who both need support and help” [Survey Participant (SP) 128]. A carer
wrote about the value of contact between mental and physical health
services: “The assigned dementia nurse was able to meet with my hus-
band's diabetic nurse, so that they both had a better understanding and
the approach is ‘joined up’ [...]. It was very helpful” [SP79]. These re-
sponsesiillustrate the value placed on inter-organisational collaboration.

Participants stressed the value of a tailored care pathway, often
facilitated by a designated professional who helped the person with
YOD and/or the carer to navigate a relevant pathway through ser-

vices. A carer explained:

Our link worker, that one person that was immediately
designated to be with us [...]. [Link worker] was able to
offer the information at the right time. She offered us
[access to] carer’s education, to a psychologist for me,
and a counsellor for [person with dementia]. If we had
to go through the GP for this, it would have been a long
wait. [Interview Participant (IP) 21]

In this extract, the link worker introduced this dyad to information,
services and professionals, steering their route through an appropriate
timely pathway as their needs changed.

Participants emphasised the benefits of “YOD specialist ser-
vices'. A carer wrote: “Once we reached the Young Onset [locality]
team everything changed for the better. The emotional support and
care by the local young onset community team was great.” [SP42],
and a carer, in a dyad interview, spoke of his discontent at the pros-

pect of his wife being discharged to primary care:

They are trying to move this special care that my wife
needs into the GP and that's just not going to work.
[..] It's lack of experience, it's lack of understanding,
they just can’t give the right advice, you need special-
ist professionals in this place to give people the right
advice [...], you don't get that from a GP. [IP17]

Here, the husband stresses the need for specialist care from pro-
fessionals experienced in YOD.
The majority underlined the importance of service ‘consistency’

across time. A person with YOD stated: “My strongest and most
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TABLE 3 Socio-demographic characteristics of the 26 interview participants

Younger people with dementia (N = 10)

M SD Min Max
Age distribution
Age at diagnosis 57.4 4.09 51 65
Age at study participation 60.6 4.3 55 68
Frequency Percent
Gender
Female 7 70.0
Male 3 30.0
Diagnosis
Alzheimer's 4 40.0
Frontotemporal dementia (language and behavioural variants) 1 10.0
Vascular dementia 1 10.0
Mixed (Alzheimer's + cerebrovascular disease) 1 10.0
Posterior cortical atrophy 1 10.0
Don't know 2 20.0
Time living with the condition
1-2 years 2 20.0
5-6 years 5 50.0
7-9 years 2 20.0
>9 years 1 10.0
Carers (N = 16)
M SD Min Max
Age distribution
Age at diagnosis 52.63 8.16 35 67
Age at study participation 56.13 8.99 37 72
Frequency Percent
Gender
Female 9 56.2
Male 7 43.8
Carer's relationship with younger person with dementia
Daughter 1 6.3
Son 1 6.3
Partner 1 6.3
Spouse 13 81.1
Carer living with younger person with dementia
Yes 14 87.5
No 2 12.5
reliable professional support has come from [charity]. These are the morphed from a few hours to complete days. [...] He
people who have shown true concern and have remained interested in became his best friend and, 7 years later, still is. [...]
my physical and mental well-being and have been available for me to This is the single most thing that has affected us both
talk to.” [SP157] and a carer wrote: and | cannot stress this enough. [SP1]
When my husband retired most of his friends for- These quotes with their emphasis on services ‘remaining’ inter-
got him. [...] [Dementia Companion] started by just ested and ‘still’ being involved, show the value placed on continuity

going for walks with my husband, but these gradually over time.
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TABLE 4 The nature of helpful services for young onset dementia: super-ordinate themes, main themes and theme descriptions derived

from a survey (n = 233) and interviews (n = 24)

Super-ordinate themes Themes

Organisational coherence Integrated care

Care managed by specialists

Consistent

Functional Consistency Age-appropriate

Holistic

Responsive
Accessible

Person-centredness Positive attitude

Collaborative

Flexible

In-person

User-friendly material

3.2 | Functional consistency

This super-ordinate theme groups together four themes (age-
appropriate, holistic, responsive and accessible) related to the way
helpful services were organised and delivered to meet the needs of
those affected by YOD.

Participants emphasised the significance of services that pro-

vided ‘age-appropriate’ support:

It's important to get support and care that is age-
appropriate; when you find people who are willing to
talk to you on a level appropriate to your needs in-
stead of trying to apply your needs to fit old people

services. [IP5]

This quote illustrates the relief of finding services that fitted a
younger age rather than having to accommodate to old age services.
Activities that were age-appropriate were often quite adventurous, in-
cluding canoeing, cycling and, in this example, boating: “(Professional)
even organised a boat trip [...] [they had] a specially designed boat [...].
It's something different that takes people out of themselves and it's

another relaxing thing that you can do” [IP18].

Brief theme description
Services provided collaboratively, rather than in silos, organised in a
way that enables a coherent tailored care pathway

Care provided and co-ordinated by specialist services and
professionals who are trained and experienced with YOD

Services that give the person regular and continuing contact with a
known person and/or service, who remains in touch as needs change
over time

Services that provide support to fit the younger age profile and needs
of people with YOD and their families, and involve approaches/
activities appropriate to age, life stage and lifestyle

Services that consider and address the multiple facets of YOD and the
needs of all in the family who are affected, including children and
young people

Services that are proactive in response to changing needs and which
respond to these in a timely manner.

Services that are easily accessible in terms of being local, affordable,
dementia friendly and delivered at convenient times

Professionals who interact with service recipients in an attentive,
respectful, compassionate, genuine manner, going beyond the
minimum to ensure needs are met

Professionals who treat service recipients as active and equal partners,
forming a collaborative partnership regarding current and future
support

Professionals who adjust the support they offer to the needs of
service recipients

Support offered through personal contact, rather than on-line

Clear, concise material about YOD, how to cope, and available services

Participants appreciated a ‘holistic’ approach that addressed all
aspects of this multi-faceted condition and all members of affected

families. One couple wrote:

[Charity] has been amazing. [...] [They] provide an
‘all family’ service. They have provided practical
support and advice for the family as a whole. They
have put on workshops for the person affected and
for the carer to give useful information around the
condition and practical issues to consider. They
also provided an evening with a solicitor to explain
some of the legal considerations. The children have
been given the opportunity to learn about the ill-
ness in a friendly environment while taking part in
‘fun’ stuff. [...] Without them, it would be very dif-
ficult. [SP50]

It is apparent that this service was valued due to its provision for
different aspects of the condition, as well as addressing the needs of all
family members, including children.

Participants also emphasised the ‘responsiveness’ of helpful ser-

vices, through providing timely responses as needs changed:
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FIGURE 1 Overview of the framework of good practice in young onset dementia service design and delivery, as reported by younger

people with dementia and carers

| think in the very beginning we got 3 h a week of a
support worker [...]. The help was for [person with
YOD], but it was such a huge benefit to me as well.
[...] As the disease progressed the amount of support
hours increased. [...] Having that level of support com-
ing in very early on, it prepares the pathway for ac-
cepting help [...] it just seemed natural, it didn’t seem
like | was putting my hands up and saying | am failing.
[IP21]

In this example, the carer emphasises consistency and responsive-
ness, and expresses appreciation of the service proactively stepping up
the level of support.

Participants highlighted the importance of services being ‘ac-
cessible’, in terms of being local, available when needed, provided
in dementia-friendly ways and affordable. A person with YOD de-
scribed the importance of local services:

On the whole, | feel | am lucky in the area | live as |
have heard stories from people from other areas who
are not as fortunate as me. [Local YOD services] staff
are amazing. [...] | would not be where | am emotion-

ally or mentally without them. [SP67]

One person with YOD implied that being able to call on the service

as needed gave a sense of security, stating: “We could call our memory

clinic at any time and there would be someone on the other end of the
line to help with any information we needed” [SP55]. Carers stressed
the need for services to be at an appropriate time, as employment could
otherwise prevent them from attending. A carer said: “[There are] car-
ers support networks that | could go to, but they're all during the day,
and I'm 51 and I've got a mortgage to pay, and we've lost my husband's
income. [...] | can't go to things during the day” [IP19]. Affordability was
frequently mentioned. A carer said: “I found a weekly exercise class
specifically for people with dementia. [...] My husband can work hard
and achieve aerobic exercise without fear of falling. [...] We are lucky
because we can afford the £3 entrance fee” [SP30].

3.3 | Person-centredness

The third superordinate theme contains five themes (positive atti-
tude, collaboration, flexibility, in-person support and user-friendly
material) that captured aspects of person-centred interaction with
care providers.

Professionals were seen as being helpful when they conveyed
a respectful, compassionate, attentive and genuine ‘attitude’
Participants valued interactions with respectful professionals. A
person with YOD explained:

[I value] people who are willing to listen and give me

credit. [...] | still know my own mind, | can make my
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own choices, and to feel like | am in partnership with
my own treatment and support rather than just being
doled out. [IP5]

In this example, it is apparent that the participant appreciated being

treated as an active partner in treatment. A carer described:

My husband has been attending the [Hospital Balance
Centre]. The physiotherapist understands the effects
of frontotemporal dementia well. She has made a
good bond with my husband. [...] [She] treats him with
respect and gives him a set of exercises tailored to his
needs which have helped him to gain confidence and
have kept him walking. [SP30]

She illustrates how a respectful approach enabled a trusting rela-
tionship to develop. A compassionate attitude was also valued. A carer
said: “The support worker [...], the understanding and the compas-
sion that they brought into my house got into our lives and the whole
family's life” [IP21], giving a sense that the support worker's attitude
enabled her to provide huge emotional support to the heart of this
family. Similarly, a person with YOD described a sense of warmth from

staff, which seems to have been very important to their well-being:

After the diagnosis, [professional] came out from
[YOD NHS service] and the next week | went. | was
nervous about going. [...] The staff were friendly and
helpful, lovely. They care and if | needed a hand, they
always help me. They kept me going. [SP159]

Participants also found it helpful when professionals took time to
listen attentively to expressed concerns. A person with YOD stated:
“Professionals were great listeners and gave good explanation and ad-
vice.” [SP163], and a dyad wrote: “Our GP and hospital consultant [...],
give time when [person with dementia] has any difficulty. We never feel
rushed” [SP128]. Participants spoke of appreciating genuineness con-
veyed via professionals' honesty. A person with YOD stated: “The best
help | got was an honest and frank discussion with the psychiatrist [...].
| said, ‘Cards on the table, let's be honest here’. So, facts were best and
that's how | moved forward” [SP151]. In other cases, professionals went
beyond what was expected to ensure needs were met. A dyad wrote:
“[The] local GP and pharmacist, [they] go the extra mile if needed. The
pharmacy sort out any problems with medication. [...] [They] reduced
waiting times and any uncertainty about what to do” [SP181].

These positive attitudes appeared to lay the foundation for ‘ther-

apeutic collaboration’, expressed here by a carer:

The social worker assigned to us began to think cre-
atively about the care needed rather than following
the normal path associated with an Alzheimer's di-
agnosis. We are forging a new path together to think
more creatively about [our] care needs. This allowed

us to put in place care funding. [SP78]

The use of the word ‘we’ in this excerpt is significant, indicating the
sense of partnership and the use of the expression ‘forging a new path
together’ show a strong sense of collaboration.

Descriptions of tailored support often referred to professionals'
‘flexibility’ as they adjusted their approach to the individual, illus-
trated in the written response from a person with YOD:

| did not want to go to [peer support] groups. [...] |
had outreach visits twice weekly. We talked about
diagnosis and response from family. Staff came to
house originally, then we met for coffee to talk,
alternating with [peer support group] fortnightly.
[SP163]

Seeing professionals ‘in-person’, rather than online, was pre-
ferred, as personal contact generated a stronger sense of con-
nectedness, especially when related to social support. A carer
explained:

| could look on the internet and look at a website that
let you chat with other people, but it's not the same
as talking to somebody and meeting the other person
with dementia as well. That's very important, | like

meeting others. [IP18]

Finally, participants appreciated the use of clear, concise, under-

standable ‘user-friendly material’. A carer said:

It was pretty difficult and swamped with informa-
tion about where to go and what to do. [...] It was
just confusing, there was no single place, no kind
of focus of where to go to actually get everything
| needed. [...] | met this guy from [charity], he was
very good. [...] Best way to describe it is he was a
signpost service, he said, ‘If you want this you go
there'. [IP17]

4 | DISCUSSION

In this study, we used an adapted version of Al. Through the discov-
ery phase, we inductively developed twelve themes about the nature
of helpful YOD services and, through the dream phase, we inter-
pretively grouped these into superordinate themes at micro, meso
and macro levels, to draw out practice implications. These levels
have been widely applied to conceptualise facilitators and barriers
to successful service delivery, including in dementia care (Meiland
et al., 2004; van Mierlo et al., 2014).

The micro level relates to the person-centred nature of helpful
interaction between professionals and people with YOD/carers. The
helpful facets of positive attitude that we identified correspond closely
to those that have been found important to people of all ages with de-

mentia, resonating with the theory of person-centred dementia care
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(Brooker, 2019) the human-rights approach (Cahill, 2018) and the di-
mensions of a core outcome set for assessing the quality of psychoso-
cial community-based interventions (Reilly et al., 2020). It is therefore
not surprising that these qualities emerged as central in our study or
that they have been found within other YOD research (Johannessen
& Moller, 2013; Westera et al., 2016). Possibly more particular to the
YOD population was the emphasis on flexibility, also identified in
Australian studies (Brown et al., 2012; Cations et al., 2017; Westera
etal., 2016). This may be especially important to those under 65 years,
who usually have many ongoing responsibilities, varied needs and
ambivalence about receiving support, due to stigma attached to un-
timely experience of dementia. Collaborative partnerships between
those with YOD/carers and professionals, also identified as important
by Mayrhofer et al. (2018) and Johannessen and Médller (2013), may
equally be particularly valued by those in middle-age, who have not
yet reached an age when they are reconciled to relinquishing control
to younger generations. Support delivered via a collaborative, con-
tinuing relationship has been found in previous research to engender
trust and prevent isolation (Roach & Drummond, 2014) and enables
services to be responsive to changing needs (Carone et al., 2016). The
value placed on in-person support was unexpected and has become
particularly noteworthy at this time of the Covid-19 pandemic (British
Psychological Society, 2020; Giebel, Cannon, et al., 2020) when social
distancing has led to the suspension of social groups and activities.

At meso level, we grouped aspects of support that reflected
functional aspects of services. The need for age-appropriate, ho-
listic support has been stressed over many years in previous YOD
research (Beattie et al., 2004; Hutchinson et al., 2020; Mayrhofer
et al., 2018), and the needs we identified for services to be respon-
sive and accessible have also been previously reported (Bentham
& La Fontaine, 2005; Brown et al., 2012; Cations et al., 2017;
Mayrhofer et al., 2018; Westera & Fildes, 2014). However, only
two studies were UK-based of which one was localised (Bentham
& La Fontaine, 2005), and the other had relatively small samples
(Mayrhofer et al., 2018). Our study therefore amplifies existing
knowledge by virtue of the large set of examples provided directly
by people with YOD and carers.

At macro level, our themes are consistent with valued organisa-
tional attributes in the Australian context (Westera & Fildes, 2014).
Other findings of the Angela project highlight that specialist services
are not only subjectively valued but also outperform other service
delivery models on quality indicators (Stamou, La Fontaine, Gage,
et al., 2020). Consistency of professional and team input was very
highly valued by participants, who usually require support over a
number of years. Yet this can be interrupted by service reorgani-
sations due to short term funding or commissioning (Mayrhofer
et al., 2018) or be prevented when only short-term follow-up is
commissioned from memory services (Giebel, Eastham, et al., 2020).
Although this factor could have been placed at meso level, we in-
cluded it at macro level as, without long-term commissioning, it is not
possible to have the stability needed for service consistency over

time.

151
R iy

4.1 | Limitations

Our survey carried a risk of selection bias, towards educated partici-
pants in contact with services. Despite targeting recruitment towards
Black, Asian and Minority Ethnic (BAME) communities via social media
and specialist third-sector organisations, we were only able to recruit
a few participants from BAME communities. The briefing notes, used
in the survey, may have primed recall of particular features of services.
However, the notes were general, and the majority of participants'
responses were specific and detailed. Additionally, no one under
50 years when diagnosed was interviewed, although YOD prevalence

is higher in the 50s than at earlier ages (Vieira et al., 2013).

4.2 | Implications

The YOD-related essence of our themes may become diluted when
raised to high level labels. However, the first-hand words and ex-
amples demonstrate that these vital service attributes apply dis-
tinctively in the context of YOD. The findings bring research to a
point where the qualities needed to provide helpful YOD services
are now well established. Future research needs to move beyond
rehearsing what is needed to co-production and evaluation of in-
terventions. Our envisioning of changes needed at each of three
levels has something in common with the circles of influence out-
lined by Westera and Fildes (2014). Our findings imply that at the
level of professional development, it would improve service quality
to develop and test interventions to ensure staff in all-age services
have the awareness, knowledge and competence needed to enact
the flexible collaboration that is required to provide for those af-
fected by YOD. Such research would help to operationalise the rec-
ommendations of the UK National Institute for Clinical Excellence
Guidelines (National Institute for Health & Care Excellence, 2018)
to involve people with YOD and carers in decisions about their care
and would be consistent with NICE emphasis on the importance of
staff having YOD-specific training. Additionally, at the present time
of social restrictions due to Covid-19, and given our findings show
the central importance of continuity and in-person support, ser-
vices are challenged to find new ways of maintaining contact with
those with YOD, for example via the Internet. At the meso level,
future research could focus upon co-producing and evaluating ser-
vice improvements based on complex interventions that ensure
YOD services are age-appropriate, holistic, responsive and acces-
sible; for example, testing the impact of family-centred approaches.
Our study emphasises that long-term commissioning is needed to
give stability to those with YOD, given its long-term progressive na-
ture, and that commissioners need to find ways of achieving service
integration (Department of Health, 2019). People affected by YOD
find specialist services particularly helpful. Such services have been
recommended (Royal College of Psychiatrists, 2018) and would
provide a gold-standard service equivalent to specialist services

for other rare conditions, such as Motor Neurone Disease (National
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Institute for Health & Care Excellence, 2016). This has been recog-
nised in the Netherlands (Carter et al., 2018) and should be emu-
lated in the United Kingdom.

5 | CONCLUSIONS

To the best of our knowledge, this is the first large-scale UK study to
report on specific features of helpful services from the perspective
of people with YOD and carers. Over the past 5 years, research has
moved from identifying needs in YOD to considering what needs to
change to meet these needs. Our findings consolidate and expand
on this work. The Al approach allowed us to take inductively-derived
themes and use them to envision the implications for how they could
be enacted, leading to a three-tiered set of recommendations for

good practice at the levels of service design, function and delivery.
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