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Lived experiences of Lewy body dementia
diagnosis and care in Ireland
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Lewy Body dementia (LBD) is a common yet under-recognised dementia that presents distinct
diagnostic and care complexities. This qualitative study explored experiences of LBD diagnosis and
care through semi-structured interviews with 17 care partners and 23 healthcare professionals across
urban and rural regions in Ireland. Participants described diagnostic delays and misdiagnoses linked
to limited clinical awareness, alongside fragmented service provision that was frequently navigated
through informal support networks. Care partners highlighted substantial emotional and financial
impacts and a lack of clear guidance following diagnosis, while healthcare professionals emphasised
system-level constraints and unmet training needs. Notably, both groups articulated clear, actionable
priorities, including improved diagnostic pathways and more integrated, age-inclusive services. While
several challenges overlapped with other dementias, participants emphasised the fluctuating
symptom profile, frequent misattribution of early symptoms, and gaps in LBD-specific expertise as
particularly important. Although situated in the Irish context, these findings offer transferable insights

to inform service development and equity-focused reforms for non-Alzheimer’s dementias

internationally.

Lewy Body dementia (LBD) is an umbrella term encompassing two closely
related conditions, dementia with Lewy Bodies (DLB) and Parkinson’s
Disease dementia (PDD). Both are characterised by the pathological accu-
mulation of alpha-synuclein'”. The clinical distinction between DLB and
PDD is traditionally based on the timing of symptom onset, ie. DLB is
diagnosed when dementia precedes or coincides with parkinsonism onset,
while PDD is diagnosed when motor symptoms precede dementia by at
least a year. However, this distinction has been increasingly questioned, with
some suggesting that the two conditions may represent points along a
spectrum of Lewy body disease*".

LBD accounts for an estimated 5-25% of dementia cases globally with
precise prevalence varying due to lack of formal diagnosis and under-
estimation being a global issue™. In Ireland, where approximately 65,000
people are living with dementia, it is estimated that between 7000 and 10,000
individuals may be affected by LBD"*. While specific diagnostic data for
Ireland are lacking, UK research from the DIAMOND Lewy programme
suggests that clinical recognition of LBD remains low; prior to the intro-
duction of structured assessment tools, fewer than 5% of dementia cases in
secondary care were diagnosed as LBD’.

LBD presents a particularly complex diagnostic challenge due to its
wide-ranging and fluctuating symptomatology. Affected individuals may
experience cognitive impairment, visual hallucinations, delusions, REM

sleep behaviour disorder, autonomic dysfunction, and features of
parkinsonism™*". This overlap with both psychiatric and other neurolo-
gical conditions contribute to frequent misdiagnosis or delayed
diagnosis''®. Furthermore, treatment is complicated by patients’ heigh-
tened sensitivity to antipsychotics'”"*, poor tolerance of antidepressants'’,
and the lack of established disease-modifying therapies™. Some commonly
prescribed treatments for Alzheimer’s or Parkinson’s disease particularly
certain antipsychotics and dopaminergic agents can exacerbate LBD
symptoms. Accurate diagnosis is therefore critical to minimise potential
harm and to guide appropriate, symptom-specific management””. As a
result, individuals with LBD and their care partners may experience frag-
mented diagnostic, treatment, and support services, with significant
implications for quality of life and clinical outcomes'**.

In Ireland, there is currently no standardised national clinical guideline
or formalised care pathway specific to LBD. While broader initiatives such
as the National Dementia Strategy”” have aimed to improve dementia
awareness and community-based supports, these have primarily focused on
Alzheimer’s disease, leading to less emphasis on complex and less informed
dementias such as LBD. This limited LBD-specific infrastructure,
across diagnostic, treatment, and support services, may contributes to
delayed recognition, inconsistent care experiences, and limited spe-
cialist input.
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Rural-urban disparities may further exacerbate these issues, as individuals
in more remote areas often have reduced access to neurology, geriatrics, or
multidisciplinary teams with experience in LBD. Consequently, both care
partners and clinicians may be required to must navigate fragmented path-
ways, often without condition-specific resources or support mechanisms”™".

The current study seeks to understand lived experiences of care partners
and healthcare professionals navigating the diagnostic and post-diagnostic
journey for LBD within the Irish healthcare context. We use the term care
partner to emphasise the collaborative and personal nature of support pro-
vided to people living with LBD. While caregiver can sound more clinical or
imply a professional role, care partner recognises the close, ongoing relation-
ship often shared between family members or close friends and the person they
support™”, This study builds on our earlier work, which examined the diag-
nostic journey from the perspective of people with LBD and Alzheimer’s
disease and identified important disparities in experiences and support along
the care pathway that warranted further examination™. By extending the focus
to include care partners and healthcare professionals, the present study moves
beyond individual experiences to capture the wider care ecosystem. Taken
together, these studies offer a comprehensive, lived experince and per-
son-centred understanding of the diagnostic and post-diagnostic journey for
LBD in Ireland, spanning the perspectives of those living with the condition,
those providing unpaid care, and those delivering formal services.

Results

A total of 40 individuals participated in this study, including 17 care partners
and 23 healthcare professionals. Summary demographic details for both
groups are presented in Tables 1 and 2.

Theme 1. Recognition and diagnosis

This theme captures the often complex and emotionally fraught journey
individuals, and their families face in the earliest phase of the care pathway.
Recognition of symptoms, navigating the diagnostic process, and receiving a
formal diagnosis were central concerns raised by both care partners and
healthcare professionals.

Sub-theme: overlooked or misunderstood early symptoms

Care partners described how the early signs of LBD were often subtle and
misattributed to other health issues, such as infections, hearing loss, or
normal aging. This misinterpretation, shared by both families and health-
care professionals, frequently led to delays in seeking or receiving a formal
diagnosis. In hindsight, care partners recognised that symptoms like con-
fusion, changes in hearing, and hallucinations were early indicators of LBD,
but these were not initially identified as such. As one care partner recalled:

“He was still a bit confused... they were treating him for sepsis. That’s
what they thought was happening.” (Care Partner P1)

Other instances involved symptoms being misattributed to unrelated
conditions:

“We got hearing aids because I thought he was not picking up things or
not following conversations was because of the deafness.” (Care
Partner P2)

Several healthcare professionals also noted how early symptoms, like
anxiety or hallucinations, are often misinterpreted, delaying the recognition
of dementia:

“People often present with anxiety or hallucinations before dementia is
suspected.” (Consultant Psychiatrist P22)

Sub-theme: diagnostic ambiguity and missteps
Both groups described how the fluctuating and complex nature of LBD
symptoms can lead to delays in reaching a diagnosis. Care partners, in

particular, reflected on the emotional toll and frustration of prolonged
periods without answers, while healthcare professionals acknowledged that
some cases likely remain undiagnosed due to the subtlety and variability of
symptoms.

“Three years of struggling with my dad. I was horrified. I was like, what
the hell? I said, and I said, do you understand? I said, what you’re after
doing? I said, we’re after losing three years.” (Care Partner P18)

Healthcare professionals echoed the difficulty in reaching a timely and
confident diagnosis:

“There was something different in their presentation that marked them
out. But I've no doubt that a number have gone undiagnosed.”
(General Practitioner P16)

Sub-theme: communication of diagnosis

Participants described the communication of diagnosis as a pivotal and
emotionally charged moment, with the manner of delivery, clarity,
empathy, and provision of follow-up support, shaping their overall
experience. Experiences ranged from confusion and a lack of struc-
tured support after diagnosis to appreciation of compassionate and
informative clinicians.

“It wasn’t delivered communicatively poorly, just the idea of supports.
And, you know, the fact that we were sent back to Limerick again and
just left, like, you know.” (Care Partner P18)

“Make sure people actually understand. And then when it’s an atypical
dementia syndrome like Lewy body, you know, people don’t really
know what that means.” (Geriatrician P5)

However, others described the compassion and professionalism of
clinicians who helped make the diagnosis more manageable:

“She is our hero. She was wonderful and always very courteous to us
and to my husband. He felt he was on a level pitch with her... able to
talk to her from both a medical and personal point of view. Our
meetings with her were informative and very welcomed.” (Care
Partner P1)

Sub-theme: uncertainty around who to approach and when

Care partners described confusion and uncertainty about which profes-
sionals to approach, what each role entailed, and when to seek their invol-
vement. This lack of clarity often left families feeling isolated and unsure if
they were accessing the right support at the right time, with some care tasks
being overlooked or delayed as a result.

“People often don’t know who to turn to - even starting the journey is
hard.” (Clinical Neuropsychologist P18)

“I'was frantic, you know, because the public health nurse didn’t want to
call. Nobody wanted anything to do with me.” (Care Partner P4)

“Considering speech and language... I mean, really, speech and lan-
guage therapist, why?” (Care Partner P17)

Theme 2. Systemic fragmentation and informal anchors

While the diagnostic phase posed challenges, participants described an even
starker vacuum after receiving a formal diagnosis. This theme examines how
families encountered a “cliff edge” in post-diagnostic care, marked by an
absence of structured follow-up, fragmented communication between
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Table 1 | Summary of care partner characteristics (n = 17)

Table 2 | Summary of healthcare professionals
characteristics (n = 23)

Characteristic Category n %
Gender Women 10 58.8% Characteristic Category n %
Men 7 41.2% Gender Women 11 47.8%
Age range 40-49 years old 3 17.6% Men 12 52.2%
50-59 years old 3 17.6% Role Consultant (Neurology, Psychiatry, 11 47.8%
Geriatrics)
60-69 years old 1 5.9% - - -
Allied Health (Occupational Therapist 7 30.4%
70+ years old 10 58.8% (OT), Physio, Dietitian, Speech and
Relationship to person Wife/Husband 13 76.5% LemgEgE Theraplst (LT,
with LBD Neuropsychologist)
Daught: 4 23.59
PG Sl Nurse Specialist/Advanced Nurse 4 17.4%
Duration of caregiving <3 years 5 29.4% Practitioner (ANP)
3-6 years 6 35.3% General Practitioner 1 4.3%
7-10 years 3 17.6% Years in Role <5 years 4 17.4%
>10 years 1 5.9% 5-10 years 6 26.1%
Unsure/Unspecified 2 11.8% 11-20 years 9 39.1%
LBD diagnosis type DLB 13 76.5% >20 years 4 17.4%
Young-onset DLB 3 17.6% Clinical Setting Public Hospital 11 47.8%
Parkinson’s disease 1 5.9% Private Practice or Dual Role 2 8.7%
dementialGon) Community/Primary Care 10 43.5%
t f tia® Earl 1 .99
Sladeicinentia ary SEPE Region Urban (e.g. Dublin, Cork, Galway, etc.) 17 73.9%
Mil 17.69
I g 2 Rural/Regional 7 30.4%
0,
acianced & A Counties Dublin, Galway, Louth, Meath, Cork,
Deceased 2 11.8% Represented Sligo, Wexford, Waterford, Limerick
Unsure/Unspecified 7 41.2% Years of experience reflect the duration participants reported working in their current role or
First point of contact General Practitioner (GP) 14 82.4% specialty. Some participantslprovided total Aylears of professi(‘mal ?xperience, includingAtir.ne in
broader healthcare roles, while others specified years solely in their consultant or specialist
Hospital (A&E, inpatient, 3 17.6% positions. Urban: participants in cities with tertiary/university hospitals and dementia services (e.g.,
outpatient) Dublin, Cork, Galway, Limerick, Waterford). Rural/regional: smaller towns/counties with limited
Diagnosed by Georiatriclan 7 41.0% specialist access. Roles grouped by discipline (e.g., consultant, allied health, nursing); settings
_ defined as public hospital, private/dual practice, or community/primary care.
Neurologist 4 23.5%
Psychiatrist (Geriatric) 6 23.3%
Region Urban (e.g. Dublin, Galway, Cork) 13 76.5%
Rural/Regional 4 23.5%

Counties represented Dublin, Cork, Galway, Kilkenny,
Limerick, Meath, Wexford,

Waterford, Cavan

Urban: participants in cities with tertiary/university hospitals and dementia services (e.g., Dublin,
Cork, Galway, Limerick, Waterford). Rural/regional: smaller towns/counties with limited specialist
access.

LBD Lewy Body dementia, F Female, M Male, A&E Accident and Emergency.

“Dementia severity was reported by the care partner and not assessed using a formal clinical tool.

services, and heavy reliance on informal networks to manage complex and
evolving needs.

Sub-theme: navigating a disjointed system

Care partners described a fragmented and confusing care system, where the
lack of clear pathways and coordination left families feeling lost and
unsupported. Without a clear care roadmap, care partners often took on the
role of coordinator, advocate, and navigator, struggling to manage the
fragmented system themselves.

“And when you’re going through it, without anybody seeming to know
what to do, just made it so much worse, because I just felt lost.” (Care
Partner P16)

Despite these system-level barriers, many participants emphasised the
positive impact of individual healthcare professionals who went above and
beyond to support families. These trusted figures often GPs, geriatric

psychiatrists, or dementia nurse specialists became informal anchors in an
otherwise uncertain care landscape.

“Like anything that you want, really, they’ll get you. They’re very, very
helpful. They’ve been very, very good and very efficient. Yeah. I have
nothing but praise for the HSE, I have to say.” (Care Partner P15)

“I didn’t feel we were being listened to until we went to [Consultant].
Because everything seemed to be based on the Lewy’s bodies dementia,
but not what was happening in my home, Misidentification.” (Care
Partner P16)

Sub-theme: absence of structured follow-up

Both care partners and professionals highlighted the lack of structured
follow-up after diagnosis, describing how families were often left to navigate
the next steps alone, with minimal guidance or support from services.

“There was no discussion about how to handle symptoms. Or I often
used to go to the consultation and think, why am I bothering?” (Care
Partner P8).

“He wasn’t understood, he was ignored... that’s been the most chal-
lenging” (Care Partner P18)

Some families described needing to “chase” referrals or follow up
multiple times to ensure action was taken, leading to delays in receiving
support.
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Sub-theme: lack of communication among healthcare profes-
sionals within the care pathway

Both care partners and healthcare professionals described frequent break-
downs in communication and coordination between different parts of the
healthcare system, leading to fragmented care, repeated delays, and a lack of
clarity about roles and responsibilities. These gaps left both families and
professionals feeling unsupported and frustrated.

“There was no real offer of understanding of places to go, networks to
connect with — nothing” (Care Partner P18).

“I think that’s a big challenge. And then again, I suppose, coordination
and communication really amongst the, all the teams, like with the
geriatrician, the neurologist.” (Consultant of Psychiatry of Later
Life P3)

There was limited continuity between hospital, primary care, and
community supports. One psychiatrist noted the frustration of providing
specialist input that was later disregarded, stating,

“...what'’s the point in getting us involved if youre going to undo
everything we’ve done?” (Consultant of Psychiatry of Later Life P3).

“So, there isn’t that the communication between hospitals isn’t...
nobody taking responsibility. So, it’s like might be changing medica-
tions and they might get a referral to somebody else. They might
change, you know, so yeah, no clear pathway, I don’t think.”
(Advanced Nurse Practitioner (ANP) - Memory P23)

“it’s a weakness of our system, I think, is that the public health nurses
have a hugely important role to play, and they’re really well trained,
and they carry a heavy workload. But the coordination is a problem,
and that’s backed the way we organise our services.” (General
Practitioner P16)

In contrast, some healthcare professionals brought up a promising
example; an integrated online communication system used across services,
which enabled real-time updates and improved coordination of referrals,
appointments, and follow-up actions.

Sub-theme: reliance on informal networks

With limited formal support, families often relied on informal networks-
such as neighbours, charities, and peer groups-for practical help and
emotional support. While these resources were deeply valued, their necessity
highlighted the inadequacy of statutory services and the patchwork nature
of support available.

“But... I found that... only for the support I was getting from my next-
door neighbour... I couldn’t have done a lot of things.” (Care
Partner P9)

“The Alzheimer’s Society has good, really good stuff, so we tend to go
through that with people and explain it and do our best from that point
of view.” (Consultant Psychiatrist P17)

Theme 3. The emotional and practical burden of care

As the realities of LBD set in, both care partners and healthcare professionals
described emotional and practical challenges. This theme is about the
intense labour, both emotional and logistical inherent in sustaining care for
someone with LBD, and the strategies participants use to cope.

Sub-theme: emotional toll on care partners
Care partners described experiencing ongoing exhaustion, burnout, and
emotional strain as they managed the unpredictable and demanding nature

of LBD. This constant vigilance and responsibility often led to feelings of
isolation and a pressing need for additional support, as echoed by both care
partners and professionals.

“I am so tired. And he'll say, Mom, you just you know, you have to get
in help, or you have to get. But it’s not help. It’s not physical help.” (Care
Partner P1)

“I think I'm burnt out. I can’t take the responsibility anymore.” (Care
Partner P13)

“But also, I think we need to look at the supports around family
members. Yeah, we can do look at the carer burden from that aspect.”
(PD Nurse Specialist P14)

Sub-theme: frustration with system limitations

Both care partners and healthcare professionals described how
limited resources and time constraints within the health system led
to brief, unsatisfactory consultations and a sense of frustration.
These systemic limitations left families feeling unsupported and
professionals unable to provide the level of care they aspired to
deliver.

“I think it’s due to the fact that’s due to the fact you're in there for five
minutes. It’s not a proper consultation because the public system
doesn’t have the capacity to do it” (Care Partner P8 discussing hospital
resource issues caused the diagnosis delay).

“They’re trying to bypass the system... rather than having to wait for
geriatrics. And I get why they do that... but it’s kind of frustrating for us
because then we get looped into diagnostics when I don’t have access to
a lot of stuff... We end up getting drawn into stuff we don’t have the
resources for... but we’ve accepted the referral in good faith.” (Con-
sultant Psychiatrist P3)

“And the actual resources for the team haven’t changed in about 20
years, but the demand for the service has gone way up. And so, we feel
that, you know, I guess a lot of places in healthcare are feeling this way.
We feel it’s inadequate for patients and for people who are referring in
and for families.” (Consultant Psychiatrist P4)

These systemic barriers not only limit the support available to families
but also contribute to the financial and emotional pressures described by
care partners.

Sub-theme: financial and resource constraints

Participants also spoke about the financial burden that came with accessing
care, including the costs associated with travelling for appointments, paying
for home care, or seeking out private care options due to gaps or waiting lists
in public services. Care partners commented on the problems of getting a
medical card which would alleviate these stresses and streamline access to
care supports:

“It was actually every doctor was writing up about that medical card....
And eventually I got it...I thought you’d get what you’re entitled to and
that’s that, you know... It shouldn’t be the way though.” (Care
Partner P4)

“Yeah, so they refused him not on the basis of his medical needs but on
his age. He was under 65~ (Care Partner P2 discussing medical card)
furthermore stating its impact “It went from... paying for everything
and trying to manage everything independently... all of these allied
professionals and Timetables and... appointments... suddenly like
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everything’s just like landing on your lap... Where was this when I
needed it five years ago?”

“Lewy body is one of the hardest conditions to care for — carers need
more than basic support.” (Consultant Geriatrician P15)

Theme 4. Inequitable access and training gaps

Theme 4 brings together two interrelated challenges: inequitable access to
services and gaps in professional training. Participants’ accounts revealed
that living in a rural area or being under 65°° often meant facing additional
barriers to care, but these barriers were compounded when local profes-
sionals lacked the expertise to recognise or manage LBD. Thus, inequity in
access was not only a matter of geography or age, but also of the knowledge
and preparedness of the workforce. Addressing one without the other would
be insufficient to improve the care pathway for people with LBD.

Sub-theme: rural vs. urban service disparities
Participants, especially those in rural areas, described significant barriers to
accessing specialised care and community supports, often citing long travel
distances, limited local services, and inconsistent availability of resources.
These challenges contributed to delays in diagnosis and treatment, as well as
increased emotional and practical strain for families.

“...Yeah, yeah, getting to it. It’s, it’s like, it just, you need to go out and
getabus, or pay for a taxi every week and sure, that’s it.” (Care Partner
P17 discussing day centres and inability to get to it)

“Some areas are good but in others dementia isn’t prioritised in the
community.” (Occupational Therapist P6).

“Community resources are patchy — some places have cafes, others
have nothing.” (Advanced Nurse Practitioner (ANP) - Memory P23)

These geographic barriers are further complicated when local profes-
sionals lack specific training in LBD, making it even harder for families to
access appropriate care.

Sub-theme: age related service mismatch and exclusion
Age-based criteria for certain services emerged as a significant barrier,
particularly for younger individuals with LBD. Individuals with young onset
LBD (under 65) were noted to experience specific challenges in accessing
appropriate care. Many had difficulty finding healthcare providers who were
familiar with early-onset LBD, and there was a lack of tailored resources for
this age group. Spouses attending support groups also mentioned there was
preconceptions that they were the child of an individual with LBD rather
than a spouse as they were much younger than the general attendees.

“Everybody my age was in the support group was looking after their
mother or their father who was in their 80 s. Yeah, so while the support
group is good it, I was the only one that was trying to deal with the
spouse and lost my job because of this and he gave up my job had to give
up my business had to scale back my life.” (Care Partner P2)

“I was looking at nursing home care this is another problem nursing
home care is not appropriate for young onset dementia whether it’s
Alzheimer’s or LBD not appropriate” (Care Partner P13)

“Many under 65 s can’t access services — it’s much harder for them.”
(Consultant Neurologist P2).

Sub-theme: limited LBD-specific expertise
Both care partners and healthcare professionals pointed to gaps in LBD-
specific knowledge and training as contributing to missed or delayed

diagnoses and uncertainty in care. Care partners described situations where
classic symptoms were overlooked, while professionals highlighted the need
for more education and awareness to improve recognition and management
of LBD.

“Well, they might have been the classic symptoms, but the consultant
didn’t make the diagnosis” (Care Partner P8)

“And I said, but are you not going to ask like why he fell, I mean, I
didn’t push him, he wasn’t painting the wall, like why did he fall? What
happened and they said, oh, no, no, no, no, our job is just to, whatever”.
(Care Partner P2)

“You know, it’s just really more knowledge, more education and
enabling patients and carers more, 1 think, and then more research as
well, because I guess more research will lead to more publicity.”
(Consultant Neurologist P2)

Sub-theme: inconsistent professional training

Healthcare professionals described variability in their roles and responsi-
bilities, even among those with the same job title, which sometimes limited
their ability to apply their specialist training in practice. As one consultant
psychiatrist noted, this mismatch between training and real-world practice
was a source of frustration, particularly when resources or support for
diagnosing and managing LBD were lacking.

“But that’s frustrating... to have been trained to specialise in something
and then not to be able to actually do it... when you meet somebody
where they very clearly have a LBD, and you don’t really have the
resources to diagnose that... you're really just part of like an immediate
problem... that’s really the way things have gone now.” (Consultant
Psychiatrist P4)

Many participants highlighted the need for more LBD-specific edu-
cation and training, observing that gaps in understanding among staff could
make hospital admissions and ongoing care especially challenging for
people with LBD.

“I think more education can only be, but yeah, I think it must be hard

for people when they have to be admitted, when people with Lewy body
have to be admitted and there’s no understanding there and they do
have to be admitted.” (PD Nurse P1)

These accounts suggest that inconsistent professional development
and limited access to targeted training contribute to difficulties in both
diagnosis and ongoing management, reinforcing the need for more stan-
dardised pathways, dedicated roles, and integrated care models.

Theme 5. Call for awareness and structural change

While gaps in support services were a major concern post-diagnosis, par-
ticipants also reflected on broader systemic needs sharing their hopes for a
more informed, structured, and compassionate approach to LBD care in
Ireland. Participants across roles shared aspirational ideas for improving
care pathways. This theme captures their recommendations for systemic
reforms, new roles, and models of care that could address the gaps identified
in earlier stages.

Sub-theme: standardised national diagnostic pathways
Participants across both groups highlighted the need for standardised
national guidelines and referral pathways for LBD. They felt that such
frameworks would help reduce diagnostic uncertainty, improve consistency
of care, and make support more accessible and predictable for both families
and professionals. Some also noted recent improvements and ongoing
efforts to address these gaps but felt that further progress is needed.
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Table 3 | Summary of key themes and perspectives on the LBD care pathway

Theme Main conclusion

Care partner perspective

Healthcare professional perspective

1. Recognition and Early symptoms are often overlooked or

Early signs dismissed as aging, stress, or

Difficulty distinguishing LBD from other

diagnosis misattributed, leading to delayed and other conditions; long, confusing diagnostic ~ conditions; limited awareness and diagnostic
emotionally challenging diagnoses journeys; emotional impact of delayed confidence; need for targeted training and
recognition and misdiagnosis clearer referral protocols
2. Systemic Post-diagnosis support is fragmented, with Lack of structured follow-up; confusion Frustration with system limitations; value of

fragmentation and
informal anchors

families relying on informal networks and
individual professionals to fill gaps

about roles and referral pathways; reliance
on charities, voluntary organisations, and
individual clinicians for support

informal anchors; challenges in
communication and coordination across
services; administrative barriers

3. Emotional and
practical burden
of care

Both groups experience significant emotional
and practical challenges, with care partners
facing high stress and professionals
constrained by limited resources

Chronic stress, burnout, financial strain, and
social isolation; need for more support and
recognition of carer burden; difficulties
accessing financial and practical resources

Limited resources and time; frustration at
being unable to provide adequate support;
increased demand without increased
resources; systemic constraints

4. Inequitable access
and training gaps

Disparities in access to care and knowledge
gaps hinder optimal support, especially for
rural and younger individuals

Barriers due to rural location or young onset;
lack of tailored supports; difficulties
accessing appropriate services; feelings of
exclusion and isolation

Need for more LBD-specific training;
inconsistent expertise and professional
development; recognition of system-wide
inequities and patchy service provision

5. Call for awareness
and structural change

Participants called for system-level reforms,
including clearer national pathways and
specialist, multidisciplinary models, to provide
more consistent and responsive LBD care

Desire for clear, national diagnostic and
referral pathways; better follow-up and
clarity about available interventions; hope
for more structured, predictable and
equitable LBD services

Advocacy for standardised national
guidelines and referral routes; recognition of
the value of specialist roles (e.g. nurse
specialists, coordinators) and
multidisciplinary clinics; ongoing but
incomplete progress through education and
service development initiatives

“I guess online educational supports pathways. You know, obviously,
the ASI [Alzheimer’s’ Society Ireland] is good for people with dementia.
And, you know, I think people have looked to maybe ASI and trying to
get some information on DLB. But I think some patients have been
linking a lot with the UK based supports. So, I think a dedicated Irish
network would be would be very, very helpful.” (Consultant
Neurologist P2)

“Once a GP wants to refer on for secondary care assessment, it’s, you
know, clear guidelines as to whether it goes to the geriatricians, to
neurology, to us.” (Consultant of Psychiatry of Later Life P22)

“It’s not like with like with heart patients, cancer patients. They all have

follow ups in terms of, you know, if they require extra intervention, it’s
made available to them, whereas I don’t know what the extra inter-
ventions are.” (Care Partner P1)

“I think the last year has improved a lot... there was a big unmet need
intheunder 70 s... I think we’ve done as much as we can.... between the
education sessions with GPs and everything else.” (Geriatrician P5)

Sub-theme: specialist and multi-disciplinary care models
Participants described the value of specialist roles and multidisciplinary
teams in improving care for people with LBD. They highlighted how
dedicated positions, such as nurse specialists or care coordinators, and
collaborative models, like memory clinics, can enhance continuity, com-
munication, and holistic support for both individuals with LBD and their
families. These examples were seen as models for future service
development.

“It’s kind of more to try and manage the carers around them, rather
than the people themselves... I have quite a difficult case at the
moment... a Parkinson’s related dementia, but it’s gone very like a
Lewy-Body’s... It’'s more to care for the person or the people living with
them, rather than the person themselves.” (Advanced Nurse Practi-
tioner (ANP) — Movement Disorders P14)

“Like similar to how in many regions, there is a Parkinson’s specialist.
That is something that we’re kind of would, well, certainly I would like

to have, if we were in time able to have more of a regional kind of clinic,
that you would be able to upscale one person to have more of an
ownership for people with Lewy body.” (Consultant Geriatrician P5)

“I did have an excellent CNS, a dementia CNS link to my clinic. She’s
unfortunately moved to another post, but she was a great liaison with
primary care centres, public health nurses and then community MDT
as well.” (Consultant Neurologist P2)

“It’s unusual that you have two specialties that work hand in glove with
regards to any condition and even with regards to memory. One of the
conditions that is most appropriate for is with Lewy body.” (Con-
sultant Geriatrician P15)

Table 3 provides a summary of the key themes identified in this study,
along with the main conclusions and perspectives from both care partners
and healthcare professionals.

Methods

Study setting and recruitment

Participants were recruited from healthcare settings across Ireland,
including memory clinics, neurology and geriatric consultation services, as
well as dementia and Parkinson’s support networks. Care partners were
primarily recruited through support networks and outreach via gatekeepers
in healthcare institutions such as St. James’s Hospital and Tallaght Hospital.
Healthcare professionals were recruited through professional networks,
institutional contacts, and online platforms, including LinkedIn and
Twitter.

To ensure diversity, we specifically sought to include care partners and
healthcare professionals of varying ages, genders, and professional
backgrounds. We also made efforts to reach participants from both
urban and rural areas by engaging with national and regional support
organisations and targeting a range of healthcare disciplines to cap-
ture a wide spectrum of perspectives and experiences related to LBD
care pathways in Ireland.

Care partners eligible for inclusion were individuals who were either
currently providing care, as the primary carer, for someone diagnosed with
LBD or who had recently done so, including those whose care role had
ended due to the person’s move into long-term care or bereavement within
the past two years. Consistent with our use of the term in this study, care
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partners encompassed spouses, children, siblings, and other close family
members or friends who actively participated in care and support™**, This
focus on informal care partners was intentional, as their experiences
encompass not only the practical aspects of care but also the profound
emotional, social, and familial impacts of LBD, which were central to
understanding the holistic care pathway from a personal perspective.
Healthcare professionals were recruited from a range of disciplines,
including neurologists, geriatricians, psychiatrists, clinical psychologists,
neuropsychologists, social workers, occupational therapists, physiothera-
pists, speech and language therapists, nurses, and dietitians.

Recruitment for both care partners and healthcare professionals con-
tinued until no new significant themes emerged in later interviews, con-
sistent with the concept of thematic saturation. However, we also considered
the principle of information power”’, recognising that the adequacy of our
sample depended on the specificity of our aims and the diversity of our
participants. This was assessed based on the richness and relevance of the
data, the specificity of our research questions, and the diversity of participant
backgrounds.

Data collection

A trained qualitative researcher conducted all interviews. The interviews
were designed as semi-structured to capture both the practical and emo-
tional aspects of care, including the challenges in navigating the healthcare
system, the delivery of diagnosis, the services available post-diagnosis, and
the emotional burden of caregiving.

The semi-structured interview schedule-one for care partners
and one for healthcare professionals-was developed based on a review
of relevant literature**** and informed by input from a Patient and
Public Involvement (PPI) group, who provided valuable feedback on
the relevance and clarity of the questions for both groups. To further
refine the interview guide, practice runs were conducted with both a
healthcare professional and a care partner who were not included in
the main study.

Care partners were asked to reflect on their journey from the initial
recognition of symptoms to the diagnosis, the communication and delivery
of the diagnosis, and the post-diagnosis services they accessed. They were
also encouraged to share the most difficult aspects of living with and caring
for someone with LBD and provide suggestions for improving the care
process.

Healthcare professionals were asked about their roles in the pathway
for LBD, diagnosing if applicable and managing LBD, including their
experiences with referral pathways, the availability of resources, and the level
of collaboration across disciplines. They were also invited to discuss what
they perceived as gaps in the care pathway and what changes they would
recommend improving the pathway for individuals living with LBD and
their care partners.

Interviews were conducted either over the phone, via video call, or in
person, based on the participants’ preferences from January 2024 to March
2025. Interviews typically lasted between 60 and 90 min. All interviews were
recorded with consent and transcribed verbatim.

Data analysis

We conducted a reflexive thematic analysis, following the most recent
guidelines outlined by Braun and Clarke (2021)**"'. Our approach was
inductive and iterative, aiming to develop a nuanced understanding of the
diagnostic and care pathways for LBD in Ireland. Codes and thematic
categories were managed using Microsoft Excel to organise and track coding
decisions.

The analytic process began with repeated readings of the transcripts to
ensure familiarisation with the data. One researcher led the initial coding,
with a second team member independently reviewing a subset of transcripts
to enhance the credibility and trustworthiness. Coding decisions and the-
matic development were discussed and refined in regular team meetings,
with discrepancies resolved through collaborative dialogue and reference to
relevant literature on dementia care and health systems.

Thematic categories were developed around key domains of the care
experience, including recognition and diagnosis, navigation of services,
post-diagnostic support, and the emotional and structural challenges
described by participants.

This study adhered to the COREQ (Consolidated Criteria for
Reporting Qualitative Research) 32-item checklist to support transparency
and rigour in reporting”.

This study was approved by the Trinity College Health Policy Man-
agement/Centre for Global Health committee in March 2023 (for con-
ducting interviews with care partners) and June 2024 (for conducting
interviews with healthcare professionals). Informed consent was obtained
from all participants, and confidentiality was maintained throughout the
study by anonymising all interview data.

Discussion

The primary aim of this study was to gain an in-depth understanding of the
lived experiences of care partners and healthcare professionals as they
navigate the diagnostic and post-diagnostic care pathways for LBD in Ire-
land, complementing the perspectives of people living with LBD explored in
our earlier work™. The focus was on identifying key challenges, supports,
and recommendations for improvement.

This study reveals interconnected systemic issues in the diagnosis and
support for LBD in Ireland. Drawing from care partner and healthcare
professional perspectives, the findings point to a fragmented care system,
inconsistent clinician knowledge, and limited post-diagnostic supports.
Importantly, our findings show that these issues are not isolated, rather,
systemic fragmentation, knowledge gaps, and informal coordination are
deeply interconnected, each reinforcing the other and shaping the lived
experience of LBD care in Ireland. Further, these issues are not unique to
Ireland™*, but in this context, they are exacerbated by the absence of
national standardised LBD-specific frameworks and uneven resource
allocation.

Participants described a health system in which families were often left
to navigate the LBD care journey alone. Diagnostic pathways were unclear,
service responsibilities overlapped, and follow-up was inconsistent or
absent. Care partners frequently acted as de facto care coordinators, with no
formal support. These findings echo the De-Stress study that found that
nearly half of spousal care partners spent all their waking time providing
caring, with many experiencing high levels of depression and anxiety due to
inadequate professional support structures™.

Healthcare professionals similarly reported working around resource
and structural constraints, gaps in LBD-specific training, relying on personal
networks or informal coordination to meet patient needs. Healthcare pro-
fessionals further expressed their own difficulties in delivering care within an
under resourced and inconsistently structured environment. As noted in
previous research this reliance on workaround strategies reflects a system
struggling to meet the complex demands of dementia care™*. Alongside these
system-level weaknesses, younger individuals with LBD faced an additional
layer of exclusion from services designed around older populations.

Care partners supporting younger individuals with LBD highlighted
the unsuitability of current dementia services. Eligibility criteria based on
age, inappropriate nursing home environments, and a lack of peer support
created barriers that intensified the emotional and financial burden. Parti-
cipants emphasised the need for care to be needs-led rather than age-
restricted, particularly for conditions like LBD where young-onset is not
uncommon’”*. As one participant noted, existing supports often assumed
an “older age” context that failed to reflect their lived experience.

These findings align with broader research indicating that individuals
with young-onset dementia frequently face systemic challenges in accessing
appropriate services™". Studies have highlighted that services are often
designed with older populations in mind, leading to environments and
activities that may not resonate with younger individuals’ interests and life
stages''. Additionally, restrictive eligibility criteria based on age can exclude
younger individuals from accessing necessary support”. Healthcare pro-
fessionals have also reported difficulties in finding suitable care placements
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for younger individuals, as many facilities cater predominantly to older
adults®.

Irish policy acknowledges this mismatch®. The Health Service
Executive (HSE) has noted that younger people with dementia face chal-
lenges in accessing appropriate services yet reforms are slow to materialise®.
Despite these challenges, participants also identified key sources of support
and resilience emerging from communities and informal networks.

In the absence of formal structures, community-based supports such as
dementia cafés, Alzheimer’s Society initiatives, and Men’s Sheds provided
vital lifelines. These grassroots efforts were frequently praised for offering
both practical support and opportunities for dignity, understanding, and
solidarity among peers in the face of a complex and misunderstood con-
dition providing accessible, non-clinical supports that enhance quality of life
and delay the need for more intensive interventions. Research from Europe
and the US confirms the value of peer-led interventions in dementia care,
particularly in settings with stretched professional resources”’ ™.

For instance, peer-led support groups have been shown to provide
emotional support, shared experiences, and a sense of community among
caregivers of individuals with Parkinson’s disease without dementia, a
condition with overlapping features to LBD". Additionally, initiatives like
the Peer Support Workers (PSW) programme in dementia care across
several European countries have demonstrated the effectiveness of trained
peers in providing advocacy and support, enhancing the quality of care,
particularly in settings with stretched professional resources®. Evidence
suggests that participation can improve self-worth, reduce loneliness, and
enhance community belonging***.

While peer support offers vital relief, it cannot fully compensate for the
lack of formal system integration and professional expertise, highlighting
the interconnectedness of these challenges. A recurring theme was the
limited knowledge of LBD among healthcare professionals, particularly
regarding its early and atypical presentations. While the study didn’t use a
formal knowledge-attitude-practice (KAP) framework, it was evident that
many healthcare professionals involved in the care pathway were only
partially familiar with the broader complexity of LBD. Many tended to
remain within the boundaries of their own specialty, and even within the
same professional role there were differing views about when and how to
involve allied health services. This reflects broader training gaps and a siloed
service structure, where professionals often focus on their immediate remit
rather than the broader, multidisciplinary needs of those living with LBD.

These findings echo Agarwal et al. ' and Armstrong et al. > who found
that throughout the world LBD remains poorly understood, with many
clinicians unfamiliar with its diverse symptomatology, leading to mis-
diagnoses and delayed treatment. Similarly, Rafiola™ found that even with
revised diagnostic guidelines, detection rates in routine clinical settings
remain low due to poor familiarity with the condition’s diverse
presentations™.

Without a clear referral process and training protocols, many health-
care professionals reported frustration at being “looped into diagnostics”
without the resources to contribute meaningfully. This patchwork model of
care leave families bore much of the coordination burden themselves. These
findings reinforce calls for widespread healthcare professionals’ education
and the establishment of mapped integrated model of care, with general
practice as a supported frontline player.

One of the most consistent observations across both care partner and
healthcare professional interviews was the pivotal role of general practice
(GP) and primary care in initiating and sustaining the care pathway. In rural
regions particularly, GPs were frequently the first, and sometimes only,
consistent point of support. Despite being the initial point of contact for
many families, they were often under-informed about LBD-specific
symptom profiles and lacked access to timely referral pathways due to
resources. This aligns with findings from Fagan (2017), which noted
variability in memory service access across Ireland, particularly for non-
Alzheimer’s dementias™. International studies have similarly found that
primary care clinicians frequently struggle to differentiate LBD from other
dementias, leading to misdiagnosis or inappropriate referrals™.

Participants in this study consistently called for clearer diagnostic
guidance and better integration of primary care teams into shared-care
models. While recent developments such as the Integrated Care Programme
for Older Persons (ICPOP) hubs represent important steps towards
improving acute care and reducing hospital admissions, participants noted
that these services do not consistently provide continuous support
throughout the full course of LBD. Communication between services
remained uneven, and referral pathways were especially unclear for those
with young-onset or atypical symptom presentations™.

Taken together, these findings illustrate a cycle in which systemic
fragmentation and knowledge gaps among healthcare professionals rein-
force one another, leaving care partners to fill the gaps through informal
coordination and community supports. Addressing any one of these chal-
lenges in isolation is unlikely to be sufficient, rather, a coordinated, system-
wide response is needed to improve the diagnostic and post-diagnostic
journey for people with LBD and their families.

While many of these challenges - such as diagnostic delays, fragmented
post-diagnostic support, and the significant emotional and practical burden
on care partners - resonate with experiences reported across various forms
of dementia” ™, our findings also illuminate aspects that are particularly
pronounced or unique to the LBD care pathway. The fluctuating and
complex symptom profile of LBD, encompassing cognitive, motor, and
neuropsychiatric features, often leads to a distinct pattern of early symptom
misattribution and prolonged diagnostic odysseys. For instance, the mis-
interpretation of visual hallucinations or fluctuations in alertness as signs of
other conditions, as highlighted in our findings, appears to be a more
prominent feature in LBD compared to, for example, typical Alzheimer’s
disease.

Furthermore, the consistent reports of limited LBD-specific expertise
and inconsistent professional training among healthcare providers suggest a
particular gap in the healthcare system’s preparedness for this less common,
yet highly complex, dementia subtype. This lack of specialised knowledge,
coupled with the diagnostic ambiguity inherent to LBD, contributes to
unique challenges in establishing clear care pathways and ensuring appro-
priate, timely interventions.

Compared to models in the UK, Canada, and the US, Ireland is still
developing its approach to structured diagnostic and post-diagnostic sup-
port for LBD. For example, the UK’s Diagnosing Advanced Lewy Body
Dementia Using a Multidisciplinary Team Approach (DIAMOND Lewy)
programme and the National Institute for Health and Care Excellence
(NICE) guidelines offer clinicians standardised diagnostic tools and care
pathways, while Canada’s First Link and the US-based LBD Association
provide coordinated follow-up, education, and advocacy™**. Ireland’s cur-
rent system is evolving, with many families and professionals often navi-
gating care pathways without formalised frameworks, indicating an
opportunity for further development.

Encouragingly, efforts to enhance LBD care in Ireland have recently
gained momentum. The EMERALD Lewy project, the country’s first
initiative dedicated exclusively to LBD, is now underway®. With continued
support, this initiative has great potential to establish an integrated, needs-
led model of LBD care in Ireland, helping to address the complexity of this
condition and align national practice with international advances™'.

This study offers rich, in-depth insights into the diagnostic and post-
diagnostic experiences of both care partners and healthcare professionals
involved in LBD care in Ireland. While we aimed for thematic saturation, we
primarily assessed the adequacy of our sample based on the concept of
information power”. The sample included participants from a range of
counties and diverse professional backgrounds, which enhanced the rele-
vance and credibility of the findings. However, some limitations remain.
Geographical representation was uneven, with certain regions most notably
the Midlands less well represented, which may mean that regional differ-
ences in service access or delivery were not fully captured. Additionally,
there is the possibility of selection bias, as those who participated may have
been more likely to share challenging or negative experiences. This does not
diminish the validity of their accounts but may have influenced the overall

npj Dementia| (2026)2:2


www.nature.com/npjdementia

https://doi.org/10.1038/s44400-025-00050-y

Article

tone of the findings. Another limitation is the absence of perspectives from
social workers and public health nurses, whose roles are central to dementia
care coordination in the community and limited representation of GPs.
While care partners frequently identified GPs as the first point of contact,
our findings regarding the GP role should be interpreted with caution, as
they may not fully capture the diversity of GP perspectives and experiences.
In line with recent qualitative research guidance”, we recognise that the
limited GP input reduces the information power regarding this key group.
Future research should seek to include a broader range of GPs to more fully
explore their perspectives and contributions to the LBD care pathway.

The findings of this study highlight important opportunities to further
strengthen how LBD is diagnosed and supported in Ireland. There is a clear
benefit to developing a national, standardised care pathway for LBD that
ensures consistency across regions, includes clear referral guidelines, and
addresses both typical and young-onset presentations. Given that general
practitioners are often the first point of contact for families, enhancing their
role in the diagnostic process will be key. This can be supported through
continued investment in targeted GP and frontline staff training, focusing on
recognising the full spectrum of LBD symptoms beyond standard cognitive
assessments. Strengthening the primary care response is essential to creating
a more equitable and effective national care pathway, including providing
primary care teams with clear protocols and access to multidisciplinary
support. Efforts to reduce regional variation in access to diagnosis, follow-up,
and specialist input remain important, alongside clearer role definitions
within the pathway to improve coordination across sectors. Any national
framework should also be age-inclusive, recognising the specific needs of
younger individuals with LBD who may currently face gaps in service.

Equally important is continued investment in structured post-
diagnostic supports, not only for individuals with LBD but also for their
care partners. Participants described significant emotional strain, burnout,
and financial challenges, often with limited formal support. Expanding
access to ongoing supports such as counselling, respite services, financial
guidance, and peer-led education will be critical to sustaining family-based
care and reducing long-term stress. The development of dedicated roles
such as LBD nurse specialists or care coordinators could further assist
families in navigating complex systems with greater ease.

Irish health policy’s emphasis on ageing in place as a key goal of
dementia care (Department of Health, 2024) aligns well with the needs of
those living with LBD®. However, to make ageing at home sustainable,
adequate clinical, emotional, and financial supports for care partners are
essential. Many care partners, often older spouses or adult children, manage
significant physical and emotional challenges themselves. As one partici-
pant noted, “the system just totally takes you for granted...Yeah, it should
never be assumed that a person wants to do it either. Just because you're
married to somebody doesn’t mean that you want to be their 24-hour carer.”
(Care Partner P8). Strengthening support for care partners will be key to
making home-based care a viable and positive option for families living
with LBD.

Finally, while community and voluntary organisations remain
invaluable, they must complement, not substitute, statutory provision. Their
contributions should be recognised and integrated within a more robust,
publicly supported system of dementia care.

Data availability

Due to the sensitive nature of the interviews and privacy commitments
made to participants, the data generated during this study are not publicly
available.
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