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ABSTRACT

Objectives To explore the views of commissioners,
service development leads, service managers and senior
staff in selected dementia services on increasing the role
of primary care in postdiagnostic support for people with
dementia.

Design Qualitative semi-structured telephone interviews
and a focus group.

Setting Participants were drawn from National Health
Service (NHS) Clinical Commissioning Groups, social care
commissioning and a range of dementia services across
primary care, secondary mental healthcare, social care
and the third sector. All participants were based in England
or Wales.

Participants 61 professionals, comprising 25
commissioners or service development leads; 25 service
managers; and 11 team leads or senior staff.

Results Participants had varied views on whether

a primary care-based approach for postdiagnostic

support for people with dementia and their families was
appropriate, achievable and/or desirable. Potential benefits
of a task-shifted approach were continuity and a more
holistic approach to care; familiarity for both patients and
staff; and reduction of stigma. Key challenges included

the capacity, ability and inclination of primary care to
deliver postdiagnostic support for people with dementia
and their families. We discovered a number of conceptual
challenges to implementing a task-shifted and task-shared
approach, including uncertainties around the nature of
postdiagnostic support, the definition of primary care and
identification of tasks that could be shifted to primary care.
Conclusions Our data highlight the concerns of key
professional staff around greater involvement of primary
care in postdiagnostic support for dementia. Further
research is needed to achieve a shared understanding and
consensus over what postdiagnostic support means in the
context of dementia. We will be undertaking such research
in the next phase of our programme.

INTRODUCTION

Postdiagnostic dementia care and support
has been defined as ‘holistic, integrated
continuing care in the context of declining
function and increasing needs of family
carers’.' Due to our ageing populations, and
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Strengths and limitations of this study

» We included the views of a range of participants in
terms of their role, sector and experience of different
service models.

» No comprehensive sampling frame exists for de-
mentia services within the UK, therefore not all
unique service models will have been included.

» However, our approach to identifying services was
robust and included extensive desk-based research,
a survey of commissioners and further snowball
sampling.

» A limitation of the study is that we were unable
to include professionals in Scotland and Northern
Ireland.

increasing pressure on specialist services, the
2016 World Alzheimer Report recommended
that postdiagnostic dementia support should
move towards a ‘task-shifted and task-shared
healthcare model’.! This involves shifting
tasks from specialist, secondary care services
to generalist healthcare settings, such as
primary care, and/or sharing tasks between
medical professionals and non-medical staff,
for example moving tasks from general prac-
titioners (GPs) to dementia case managers
(usually nurses or social care professionals).'*
A similar shift has occurred in the manage-
ment of other long-term conditions, such as
diabetes and depression.g_8

There hasbeen an international,1 and in the
UK national,9 policy emphasis on increasing
the role of primary care in postdiagnostic
dementia support. A recent systematic review
of primary care-based interventions® found
that primary care case management demon-
strated the greatest impact on outcomes, for
people with dementia, their family carers and
costs of care."”" However, despite evidence
of effectiveness, there is limited guidance on
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how to successfully implement and sustain a primary care-
based approach in practice.

The need for improved postdiagnostic support in
dementia has been demonstrated by international carer
surveys.'* In the UK, despite the existence of a national
dementia strategy,"” around 50% of people with dementia
reported receiving insufficient support after diagnosis."®
A variety of innovative postdiagnostic support projects
have been piloted in the UK to address this shortfall,
some of which have strong connections with primary
care." ' The aim of this UK study was to explore the
views and experiences of key professionals, including
commissioners and managers of dementia services, on
the concept of a task-shifted and task-shared approach.

METHODS

This study used qualitative methods to explore the views
and experiences of key professionals on ‘task-shifted” and
‘task-shared’ approaches to postdiagnostic support. All
analysis was conducted according to the standard proce-
dures of rigorous qualitative analysis22 and we drew on a
range of practices from different traditions, described in
more detail below. We used the Standards for Reporting
Qualitative Research (see online supplemental file 1)
reporting guidelines (see online supplemental file 2).%
The work reported here forms part of a larger programme
to develop and evaluate new approaches to primary care-
based, postdiagnostic dementia support; subsequent
workstreams investigated the views of other stakeholders,
including people with dementia, their family members
and frontline staff.

Sample and setting

The sample comprised service commissioners and senior
staff of health, social care or third sector services providing
postdiagnostic dementia support across the UK; to obtain
the fullest picture, we aimed to recruit a service manager
and commissioner linked to each service. Since no formal
sampling frame exists, services were identified primarily
through extensive desk-based research, comprising
internet searches and reviews of relevant documentation,
such as recommendations for practice and lists of award
winners. Additional services were identified through an
e-survey of commissioners in England.** The services
thus identified were reviewed, with priority given to those
which:stated they provided care across a full dementia care
pathway; had been recognised as providing good practice
(eg, through winning an award; named in national docu-
ments); offered a range of components of care; and/
or were either based in or appeared to have clear links
with primary care. Sampling continued iteratively, with
suggestions from both the e-survey and interview partic-
ipants followed up. The concept of ‘data saturation’ in
qualitative research has been critiqued®; for this study,
we defined ‘saturation’, or the data adequacy of our
sample, as the point at which no further new participants

or novel ways of organising postdiagnostic support had
been identified.

Potential participants were initially approached via
email; all email addresses were obtained from public
sources (eg, service websites) or from direct enquiries to
the service or commissioning group. Participants who did
not respond after three contacts were excluded from the
study.

Data collection and analysis

Data were collected between March and August 2019 by
GB (clinical psychologist) and AW (sociologist). A topic
guide for interviews/focus group was informed by existing
literature® and refined following one initial interview and
focus group. Questions covered three main topics: details
of current services commissioned/provided for people
with dementia and their families; views on task-shifting
and task-sharing postdiagnostic dementia services; and
views on National Institute for Health and Care Excel-
lence (NICE) recommendations for practice (see online
supplemental file).

Interviews were conducted by telephone. This was
for practical reasons: while there are potential disad-
vantages to telephone interviews, such as lack of body
language cues,?” their use enabled us to access a highly
geographically diverse sample and allowed professionals
to participate with minimum disruption to their work. It
was appropriate as we pug;osively sampled participants
for their specific expertise.z The focus group was carried
out face to face. Participants were offered the option of a
focus group where pre-existing groups wished to take part
collectively; only one such group was identified.

All interviews and focus groups were audio recorded,
transcribed (by an external company; all data were
transmitted over secure connections), checked and
pseudonymised for analysis (by CB, GB and AW). An
inductive, thematic approach to analysis was employed.*
A coding frame was developed iteratively by CB, GB and
AW through a series of data workshops throughout the
period of data collection; initial transcripts were read
and reread for data familiarisation, and then annotated
line by line with suggested themes. Themes from all
researchers were integrated and refined through group
discussion, and iterations of the coding frame were
tested through application to new transcripts using the
constant comparative Inethod,29 until no further new
themes were generated. Data were subsequently coded
by GB and AW using NVivo V.12. A small number of
transcripts were coded by both researchers to ensure
concordance; differences were resolved through discus-
sion. Narrative summaries, a form of ‘analytic memo’,30
of each code were written by two researchers (CB, GB,
AW) independently; this process enabled us to check
the coherence of each code and compare how different
researchers made sense of the data. Summaries were
discussed in further data workshops and integrated to
produce trustworthy final versions.

2

Wheatley A, et al. BMJ Open 2020;10:e040348. doi:10.1136/bmjopen-2020-040348

1ybuAdoo
Ag paosioid 'seo1nas Arelqr] 10N ¥e 0202 ‘S 1890100 uo /wodfwq uadolway/:dny woly papeojumod "0Z0Z 1aquwaidas Tz Uo 87€0¥0-0202-uadolwag/9eTT 0T Se paysignd 1suy :uado rINg


https://dx.doi.org/10.1136/bmjopen-2020-040348
https://dx.doi.org/10.1136/bmjopen-2020-040348
https://dx.doi.org/10.1136/bmjopen-2020-040348
https://dx.doi.org/10.1136/bmjopen-2020-040348
http://bmjopen.bmj.com/

Patient and public involvement

We established a Dementia Care Community (DCC)
group to inform all stages of the research, bringing
together people with dementia, their family members,
health and social care professionals from a range of
organisations, and voluntary sector workers.” The DCC
met regularly and were involved in refining the sampling
frame and topic guides, and discussing the findings.

RESULTS
Interviews were completed with staff involved in 40 of
the 57 services approached. Three services advised us to
approach a different service; we received no response
from potential participants in 10 services; and one service
did not have capacity to participate. A further three
services, one in Scotland and two in Northern Ireland,
were abandoned; despite a 9-month period of negotia-
tion and numerous contacts with different people, many
of whom requested duplicate documentation and raised
recurrent queries, we were unable to achieve the neces-
sary research governance permissions for these prior to
the end of our data collection period. A broad range
of different services providing a range of interventions
were approached: these included memory services based
in the secondary mental health sector; dementia prac-
titioners based in GP practices; community dementia
support teams; third sector advice and support services;
Admiral Nurse-led services based in various locations; and
specialist services (for example, for younger people or
Black, Asian and Minority Ethnic (BAME) groups). The
geographical spread of the 40 services is shown in table 1.
We completed 49 individual or joint interviews and one
focus group with 11 participants (all focus group partic-
ipants were members of a social care commissioning
association). A breakdown of the roles and sector of the
participants is shown in table 2. Professional backgrounds
of participants included GP, Old Age Psychiatrist, Occu-
pational Therapist, Admiral Nurse, Nurse and Social
Worker. Some participants had personal experience of
implementing dementia services in primary care, while
others spoke hypothetically. Our goal of interviewing a

Table 1 Location of included services
NHS area

Services (n)

East of England

London

Midlands

North East and Yorkshire
North West

South East

South West
Wales

W W oo o o Ww N O

NHS, National Health Service.

manager or team lead and a commissioner linked to each
service was achieved for 12 services; for the remaining
services, either a manager or commissioner declined to
participate.

Participants identified a range of benefits and chal-
lenges to adopting a task-shifted and task-shared
approach to postdiagnostic dementia support (table 3).
Additionally, we identified a lack of shared understanding
of certain concepts (table 3).

Benefits to a task-shifted and task-shared approach

Most frequently expressed was the idea that shifting
postdiagnostic support to primary care would allow for
a more holistic approach with increased continuity, as
primary care would be best placed to evaluate a patient’s
comorbidities alongside their dementia care.

I believe, like most long-term conditions, the majority
of their care probably should fit in with primary care
most appropriately [...] because it’s not always clear
whether a change is to do with the condition [de-
mentia], to do with other comorbidities. Sometimes
juggling the comorbidities and their treatments are
quite relevant when we’re looking at the cognitive im-
pairments. (S046, GP)

Another aspect of a holistic approach was the potential
to explicitly join up dementia care with care pathways for
other long-term conditions, end of life care and/or frailty.
Participants thought that conceptualising dementia as a
long-term condition was important.

A further benefit identified by participants of shifting
postdiagnostic support to primary care was the famil-
iarity and accessibility of primary care for service users.
As primary care staff may already know the person with
dementia, their family and their circumstances, there was
potential to build on existing rapport and reduce repeti-
tion and duplication.

I think it’s absolutely fantastic for it to be based within
the practice, because you really get to know your fam-
ilies and your patients, and I'm sure that the fact that
someone with dementia has got a familiar face that
they trust and feel comfortable with, that if they’re
becoming agitated etc. and that person goes in to
try and help them out... I'm sure it’s half the battle.
(5025, GP practice manager)

It was also thought that locating postdiagnostic support
within primary care would allow for faster and more
efficient communication between professionals, either
because of shared systems and data or because of phys-
ical proximity. One GP practice manager described how
colocation and regular multidisciplinary team meetings
(MDT5) had improved care.

We have [Ambulance Trust] working from the same
building, we have [Mental Health Trust] working
from the same building, we have all our social pre-
scribing, we have an education programme going in
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Table 2 Role of participants

Joint health/

NHS Social care social care Third sector All sectors
Commissioners/service development leads 14 7 8 1 25
Service managers 17 1 0 7 25
Team leads/senior staff 7 1 0 8 11
All staff 38 9 3 11 61

NHS, National Health Service.

there. That goes along with [Hospital], GP services,
community, Macmillan, social care and everything
that’s already involved. Social care come to our daily
MDTs as well [...] There’s a bit of joined-up work that
comes from everybody having access to everybody
else. I think the only way you can do that is to co-
locate it. (S033, GP practice manager)

Moreover, some participants suggested that primary
care locations would be perceived by patients to carry
less stigma in comparison with mental health services or
a memory clinic.

If people see that location as inappropriate, well,
they’re not going to go back. It doesn’t really matter
how much you say, so, shifting services into GP prac-
tices is helping to remove some of that stigma. (S051,
manager, specialist BAME dementia service)

Some participants shared views which were specifically
related to their own experiences of a task-shared model
in which a dementia specialist was employed within
primary care. Reported benefits of this model included
a reduction in GP workload and prevention of hospital
admissions.

Table 3 Views on a task-shifted and task-shared approach
to postdiagnostic dementia care

Key themes Subthemes

Benefits Improved continuity for patients
More holistic care

Familiarity of setting and personnel
Reduction of stigma

Improved access to specialist
services when required
Challenges Primary care workload
Lack of appropriately skilled staff
Appetite for change among GPs

Conceptual
challenges around
the nature of:

Dementia
Postdiagnostic support
Primary care

Care coordination

GPs, general practitioners.

I know that when they were piloting it, they found the
workload on the GPs lifted a lot. It saves a lot of GP
time. And also it does stop a lot of hospital referrals
and people going to A&E in crisis. (S031, specialist
dementia practitioner)

It was also suggested that having such a specialist
embedded in a service could increase staff skill and aware-
ness of dementia.

We got an awful lot at the practice out of [Dementia
Nurse Specialist] working here, which you do. If you
have a specialist in ENT here, you find all the doctors
start learning more about ENT. Because they’'ve got
somebody to pass ideas off. So, when you’ve got that
specialist skill in, it helps the whole service. (S033, GP
practice manager)

Challenges to a task-shifted and task-shared approach
Participants identified a number of potential barriers to
implementing postdiagnostic support in primary care.
Commonly mentioned were the capacity of, and appe-
tite for change in, primary care. GPs in particular were
perceived as already stretched and the feasibility of adding
to their workload was questioned, while the amount of
time allocated to standard GP consultations were consid-
ered too short for people with dementia.

We know it takes longer to actually have a conversa-
tion with somebody with dementia and their family,
so a 10-minute appointment isn’t going to cut it. So,
I think it’s right from a medical point of view, pull-
ing things together, but in terms of giving the person
time to have that conversation, I don’t know that that
is the best place. (S002, Social Care Commissioner,
focus group)

The level of interest, skills and knowledge of dementia
among GPs was variable and this could be another barrier
to implementing postdiagnostic support in primary care.

I think that’s an ongoing challenge to make sure
we’re reaching everybody with new updates, and new
experience, and best practice and so forth. And not
all GPs are interested. That’s the whole thing about
a general practice, general practitioner. They might
not have specific special interest (S046, GP)
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Participants often drew explicit parallels with diabetes
care in terms of a model to emulate. However, others
pointed out the increased complexity of dementia care
compared with care for diabetes.

I think the difficulty is, with dementia it’s so complex
and there’s so many potential areas of need, as I say,
with things like, “Well, do you need help with toilet-
ing? Do you need help with bathing? Do you need a
sitter service overnight?” It’s such a broad range of
needs that a person with dementia would require.
(S050, NHS commissioner)

Some professionals working in secondary care identi-
fied tasks that they thought would always require specialist
input. These often involved particularly complex or chal-
lenging presentations.

I think the very specialist interventions are the areas
where primary care are less able to work in that way. I
have to say, we have good connections with them, and
they’ll phone up and say, “We’ve got a query about
X, Y or Z. Have you got any views?” And we can talk
to them and give them some guidance. But there are
people who [we] do need to go and see, so that side
of that, definitely I think is the area that deserved-
ly sits with specialist mental health at the moment.
(S022, manager, Memory Assessment Service)

One of the most discussed postdiagnostic support
tasks to be taken on by primary care was the Quality and
Outcomes Framework annual dementia review. Imple-
mentation of the review was perceived as variable, with
concerns expressed about whether and how such reviews
were conducted. Some participants described consider-
able variation between GP practices over the completion
of reviews; others felt the quality was questionable, particu-
larly since patients and carers often seemed unaware that
areview had been completed.

I don’t think that activity goes on to any robust level
[...] They are not aware of the GPs reviewing them.
(S012, manager, Memory Assessment Service)

While a task-shared model in which specialist staff were
based in primary care could potentially address the skills
gap and provide ongoing support and training, this was
not seen as sustainable. This partly reflected the large
number of GP practices compared with the number of
specialist staff, but also concerns over how distributed
staff would be supervised and the lack of opportunities
for specialists to work as a team. Physical space within
primary care was also a limiting factor. Furthermore, the
variation in practice size meant that rolling out interven-
tions to small practices could be challenging due to the
relatively small numbers of patients or carers who would
use the service.

Obviously GP practices can be quite full so they’ve
not always got space to enable that [carers’ clinic] to
happen. Some of the smaller practices, it’s not really

always a viable option to have a carers’ clinic within
a small branch or smaller practice because you don’t
get the flow through. (S017, NHS commissioner)

Conceptual challenges

Our data show that a lack of shared understanding of
a number of key terms and concepts may contribute to
difficulties in shifting or sharing postdiagnostic dementia
care. In this section, we will discuss the challenges we
identified around conceptualising 'dementia’, ‘postdiag-
nostic support’, ‘primary care’ and ‘care coordination’.

Dementia

There was some debate about the nature of dementia,
particularly around whether it was a physical or mental
health condition. Multiple professionals argued that
mental health services were the wrong location for
dementia care, with some suggesting that locating
dementia services within primary care could help bridge
the gap between mental and physical health.

I think one of the big problems we have as a system
with dementia is, dementia, is it a mental health con-
dition? Is it a physical health condition? Where does
it really sit? I think actually putting it more primary
care space in stops those awkward situations. (S054,
manager, community dementia service)

The ‘medical model’ of dementia was also contested
by some participants, who favoured a more social or
community-focused model, though not necessarily
within primary care. Examples of what this might involve
included: having services based in community locations,
such as dementia hubs, and run by nurses or allied health
professionals; having integration between health, social
care and third sector providers; making services flexible
and accessible, for example using drop-in sessions.

What is postdiagnostic support?

While the World Alzheimer Report defined postdiag-
nostic support as ‘holistic’ and ‘continuing’,' some partic-
ipants conceived of ‘postdiagnostic support’ as a single
meeting that occurred immediately following diagnosis
or a series of follow ups that were explicitly linked to
titration of medication. ‘Postdiagnostic support’ was seen
by some participants as a discrete point on the pathway
rather than an ongoing process, with a strong emphasis
on the peri-diagnostic period.

They have the assessment, the diagnosis, post-
diagnostic support, then they’re referred back to the
GP. It’s at this point- Well, it could be any of that path-
way that they might refer to a memory support work-
er, but they definitely talk about a memory support
worker at post-diagnostic support. (S013, dementia
service manager)

Some participants raised questions around the content,
delivery and outcomes of postdiagnostic support,

Wheatley A, et al. BMJ Open 2020;10:e040348. doi:10.1136/bmjopen-2020-040348

5

1ybuAdoo
Ag paosioid 'seo1nas Arelqr] 10N ¥e 0202 ‘S 1890100 uo /wodfwq uadolway/:dny woly papeojumod "0Z0Z 1aquwaidas Tz Uo 87€0¥0-0202-uadolwag/9eTT 0T Se paysignd 1suy :uado rINg


http://bmjopen.bmj.com/

compared with diagnosis where measurements of success
were more straightforward.

[what] would good post-diagnostic support look like?
How could we measure it, and how can everybody
demonstrate that they meet those standards? And it’s
up to everybody how to deliver it, but at least there’s
a bit more equality across the board. Everybody
with suspected dementia, for example, will be seen
by the memory service, or will be diagnosed within
fourweeks, and those kinds of things. (S021, NHS
commissioner)

What is primary care?

The WHO defines primary care as ‘first-contact, acces-
sible, continued, comprehensive and coordinated care’.%?
However, when discussing the recommendation that post-
diagnostic support could be task-shifted, there was some
confusion around what exactly was meant by ‘primary

care’.

It depends what you mean by primary care. So, as I
said, I see primary care as the whole team. So, you
know, that’s looking at the local authority, looking at
[Charity], plus the GP, because I think the GP can’t
do all of those things very well really, not just the re-
sources and signposting to all these activities, and
things like that. (S042, NHS commissioner)

It all depends if primary care is GP practice, or is wid-
er, I don’t know. Because I think practice nurses do a
lot, as well. (S021, NHS commissioner)

As illustrated in previous quotations, many partici-
pants focused on GPs when considering the potential
for primary care to take over postdiagnostic dementia
support.

What is care coordination?

The 2018 UK NICE dementia guidelines recommended
that people with dementia should have a ‘single named
health or social care professional who is responsible for
coordinating their care’.** With the exception of services
where a dementia specialist was embedded within a GP
practice to review and follow-up people with dementia, few
participants were providing care coordination, although
some felt that GPs took on this role. Other services were
meeting the ‘single named person’ portion of the recom-
mendations but did not provide coordination across
health and social care. Overall, many participants iden-
tified having a named point of contact to provide conti-
nuity and familiarity as important, regardless of whether
or not this included care coordination.

the Admiral Nurse or Dementia Guide could provide
that link around continuity and care. I think continu-
ity of care is crucial to support people right through
their journey. (S015, Admiral Nurse)

However, the terms ‘coordinating care’ or ‘care coor-
dination’ were problematic for some participants. Those

working in secondary mental health strongly associated
the term ‘care coordinator’ with the Care Programme
Approach, a UK Department of Health strategy for
supporting people in receipt of mental health services
who have ‘complex characteristics’ such as risk of harm to
themselves or others or non-physical comorbidities such
as alcohol misuse.” Participants felt that this terminology
was inappropriate for dementia care.

Jargon of a care coordinator — at least in the men-
tal health world — goes with being under a Care
Programme Approach, and there’s no way that every-
body with dementia needs to have their care under a
Care Programme Approach because that’s designed
for a particular threshold around peoples risks and
needs. So, I don’t think it’s that helpful to use the
term ‘care coordinator’. (S016, joint health and so-
cial care commissioner)

Some participants were reluctant to use the term ‘care
coordination’ to describe their services even when they
felt they were delivering the NICE recommendation;
this has implications for the wording of future guide-
lines around this topic. Various other terms were used
by participants to describe a similar role, including care
planning, key worker, guide and navigator; these terms
were used inconsistently and the qualifications, roles and
responsibilities vary across geographical locations.

DISCUSSION AND CONCLUSIONS

Overall, participants’ views varied on whether a primary care-
based, task-shifted and task-shared approach for postdiag-
nostic support for people with dementia and their families,
was appropriate, achievable and/or desirable. Participants
with experience of taskshared services, for example an
Admiral Nurse based in a GP practice, were often positive
about the benefits of such services for both staff and people
with dementia. Some other participants had concerns about
the capacity and ability of primary care to take on postdiag-
nostic support for dementia. However, what was understood
by the term ‘primary care’ was not always consistent; there was
an emphasis on the ability of GPs to take on additional tasks,
whereas a task-shared model might be more likely to involve
a team or additional specialist staff. While some participants
emphasised the value of multidisciplinary working along with
nurse-led and/or allied health professional-led services, they
did not always envision these services fitting with primary
care.

Study strengths and limitations

A key strength of the study is the broad focus on postdi-
agnostic support from varied providers, rather than only
primary care led services. Furthermore, by including partici-
pants with and without experience of postdiagnostic services
in primary care we were able to explore both perceived and
actual barriers to a task-shifted approach. A further strength
is the number and range of participants, achieved despite
the lack of a comprehensive sampling frame of all dementia
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services within the UK. We took a robust approach to iden-
tifying services, including extensive desk-based research, a
survey of commissioners and snowball sampling based on
emerging information from experts. While we achieved a
good geographical spread of services across England and
Wales, we were unable to include services in Scotland or
Northern Ireland due to research governance issues. Our
study is therefore not UK-wide.

Comparison with existing literature

Our study adds to existing literature on primary care-based
postdiagnostic dementia care by highlighting that a lack of
clarity of some key concepts is a major challenge to devel-
oping and implementing a task-shifted and task-shared
approach in real world settings. Importantly, the core issue
of what comprises ‘postdiagnostic support’, especially in
terms of its longevity to end of life,' was not always mutually
understood. Existing literature on dementia support typically
focuses on the first year following diagnosis.”* A lack of shared
understanding has the potential to frustrate or complicate
the development and implementation of appropriate post-
diagnostic support for people with dementia, whether in
primary care or elsewhere.

Our participants also identified the challenge of imple-
menting recommendations without concrete, practical guid-
ance. If primary care is to take a greater role in postdiagnostic
support, issues such as scaling and sustainability need to be
addressed. These can be facilitated by examples of successful
models of primary care-based postdiagnostic support and/or
a shared care pathway, defined as a systematic approach for
improved organisation of care processes for a well-defined
patient group in a well-defined time period.” Some coun-
tries have already developed dementia care pathways,>™
but challenges remain regarding their implementation and
uptake and the unrealistic linear management approach
implied within their framework.” The term ‘integrated care
pathway’ was developed to incorporate multi-agency involve-
ment care beyond healthcare™; however the newer concept
of a care, or service, map, which emphasises and reflects
the complexity and multiplicity of ways in which patients
engage with multiple services, may be more appropriate
for postdiagnostic dementia support especially for service
commissioners.*

Furthermore, the majority of older people with dementia
have comorbidities and physical/sensory impairments.*!
Some of our participants conceptualised dementia as a long-
term condition with ongoing support needs and thought
that it should sit alongside, and be integrated with, other
long-term condition pathways, especially frailty and end
of life care. However, others felt dementia should remain
under the domain of secondary mental health services. This
suggests that more work is needed to negotiate a shared
understanding of the nature and scope of agencies involved
in providing postdiagnostic support especially in terms of
overall leadership responsibility. Moreover, while parallels to
the care of other long-term conditions such as diabetes were
identified by several participants, a question remains about
whether the nature of ongoing management for diabetes and

dementia is truly similar or whether the additional complexi-
ties associated with a deteriorating neurodegenerative condi-
tion such as dementia require a different approach.

CONCLUSIONS AND RECOMMENDATIONS FOR FUTURE
RESEARCH

Despite a growing policy emphasis on shifting postdiag-
nostic dementia support from specialist secondary services
to primary and community care, our data highlight the
concerns of key professional staff as to whether this is appro-
priate, achievable and/or desirable despite the potential
advantages. To improve dementia care, research is urgently
needed with key stakeholder groups and care agencies to
achieve a shared understanding of postdiagnostic support
in the context of dementia and also to identify successful,
ongoing examples of good practice, and the factors which
have contributed to their success. We will be undertaking
such research in the next phase of our programme with the
aim of developing a good practice intervention for primary
care-based postdiagnostic dementia support and evaluate
their feasibility and acceptability in routine practice.
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