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Abstract 

This research examines the lived experiences of those living with dementia and their family carers. Support for carers is important 

because most care for persons with dementia is unpaid and provided by family members. This difficult role is associated with 

emotional and psychological problems, physical health issues, financial burden, and social isolation. We conducted this study in 

collaboration with a United Kingdom (UK) hospice offering a six-week course for carers. We asked people to tell their stories 

from pre-diagnosis to the present day. The final sample (n =33) comprises 5 people living with dementia, while the rest are family 

carers. We uncovered a journey beset by delays, access barriers, power struggles, and fear. Early delays were due to reluctance, 

on the part of patients and their families, to admit to a problem and seek help. We also identified a perception that medical 

professionals did not properly listen to family members. This power imbalance between provider and service user led to diagnosis 

delays, and feelings of frustration and vulnerability among carers as they struggled alone. Post-diagnosis, feelings of isolation 

and fear arose partly from contemplation of new role expectations (or demands), and partly from the complexity of the service 

system they needed to access. Surprise and relief were typical of experiences when people did access the hospice for the carer’s 

course. Peer support emerged as a key benefit of the course, helping to mitigate experiences of isolation. Nevertheless, overall, 

we identified major gaps in service provision, both for the people with dementia themselves and a desperate need for support 

and respite for isolated and exhausted caregivers. 
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1. Introduction 

Dementia is a progressive and debilitating condition. While 

symptoms among individuals differ across dementia types 

(Alzheimer’s disease and vascular dementia), dementia typi-

cally affects memory, cognition, spatial and temporal aware-

ness, communication, behavior, and the ability to undertake 

activities of daily living [1]. Approximately one million peo-

ple are estimated to be living with dementia in the UK [1], 

more than six million in the United States [2], and 55 million 

globally [3]. Among adults aged 70 and over, dementia is 

ranked as the third leading cause of death and disability [4]. 

As populations age, the number of people affected is expected 

to increase substantially [5, 6]. Dementia has consequently 

been recognized as a public health priority [7] and remains a 

growing public health concern [8]. It also carries substantial 

financial costs. In the United States, for example, the total 

monetary cost of dementia was estimated at approximately 

US$200 billion in 2010 [9]. 

Much of the day-to-day support required by people living 

with dementia is provided by unpaid family members and 
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friends [10]. Although experiences differ according to indi-

vidual, relational, and contextual circumstances, dementia can 

have pervasive effects on the everyday lives of both people 

living with the condition and those who support them [11]. 

Reported challenges include reduced social connectedness 

[12], disruption to employment [13], changes in personal re-

lationships [14], and adverse effects on emotional and physi-

cal wellbeing [15]. Reliance on unpaid care can therefore cre-

ate significant practical, emotional, social, and financial pres-

sures for families. 

Formal services can help those living with dementia and 

family carers to respond to these challenges. Social-care pro-

vision [10, 16], training and educational interventions [17], 

and support groups [18] have the potential to improve wellbe-

ing, particularly when they strengthen service users’ sense of 

agency [19]. Nevertheless, timely access to appropriate care 

and support remains difficult for many [20, 21]. Reported bar-

riers include reductions in social care funding [22], limited 

availability of specialist provision [23, 24], and concerns 

among those living with dementia and their families about los-

ing control over care decisions [25]. 

Delays in obtaining support can adversely affect both peo-

ple living with dementia and family carers [21]. Delays may 

also reduce the likelihood that a person living with dementia 

can maintain independence at home as the condition pro-

gresses [26-28]. Access should therefore be understood not as 

a single point of entry into a service, but as a journey involving 

the recognition of symptoms, help-seeking, assessment, diag-

nosis, service navigation, and continuing support. Experiences 

across this journey may be shaped by interactions among peo-

ple living with dementia, family members, professionals, and 

by the organization and availability of services. 

Existing research demonstrates the value of including the 

perspectives of people living with dementia [29] and family 

carers [30]. However, further attention is needed to examine 

how these groups experience barriers across the trajectory 

from the recognition of symptoms to diagnosis and post-diag-

nostic support. In particular, examining their accounts to-

gether can illuminate how interactions with professionals and 

service systems affect experiences of agency, power, vulnera-

bility, and isolation. 

This study examines how people living with dementia and 

family carers experience the journey from recognizing symp-

toms and obtaining a diagnosis to accessing post-diagnostic 

care and support. Drawing on qualitative accounts collected in 

collaboration with a UK hospice, the study traces experiences 

from the earliest recognition of symptoms through to engage-

ment with ongoing support services. The findings demonstrate 

that this journey is frequently marked by delays, barriers to 

access, struggles for recognition and support, and the emo-

tional burden of uncertainty and isolation. They also show the 

value of timely relationship-based interventions, with peer 

support emerging as an important resource for carers. Overall, 

the study highlights substantial shortcomings in current ser-

vice provision and argues for a more integrated and person-

centered approach to dementia care that better supports both 

individuals living with dementia and the family members who 

care for them. 

2. Materials and Methods 

2.1. Ethics 

Given the biophysical vulnerability of this population, eth-

ical issues took on elevated scrutiny. University ethical ap-

proval entailed detailed written documents, and the research 

team made an in-person defense of the research to the Univer-

sity’s Ethics Committee. All documentation confirmed that 

the research was opt-in, totally voluntary, anonymous, and 

confidential. All participants were able to give informed con-

sent. 

2.2. Recruitment Procedure 

The research was a collaboration between the research team 

and a hospice unit that until recently has focused on palliative 

care. In recognition of the need for dementia support, the hos-

pice had begun to offer a 6-week course for people caring for 

dementia patients. During the sessions, people with dementia 

are looked after by hospice staff and volunteers, where singing, 

love to move sessions (chair-based exercises), and craft clas-

ses are offered. Clearly, from this perspective, service users 

comprise both people with dementia and their caregivers. Ad-

vertisements detailing the study were placed in the hospice 

and these provided details of how to participate. 

2.3. Data Collection 

Participants were given a choice of data collection settings. 

Some opted for a quiet room in the hospice, some preferred 

the research team to visit them in their own homes, and a few 

chose Zoom. With permission, interviews were recorded and 

transcribed verbatim. 

To aid systematic data collection, we adapted the Trajectory 

Touchpoint Technique [31]. Touchpoints can be physical, 

sensorial, symbolic, and social and incorporate service user 

expectations, barriers, motivators, feelings, and emotions [32]. 

The technique involves showing participants images of poten-

tial touchpoints that guide systematic data collection as people 

tell their story. The touchpoint images are presented as rich 

cartoon pictures, which are particularly appropriate for com-

plex research situations [33]. The range of touchpoints enable 

rich data collection pertaining to multiple forces and interac-

tions and have been shown to capture and illuminate influ-

ences that may otherwise have remained hidden [31]. 

Each image relates to a potential touchpoint within a stage 

of the journey. Illustrated in Figure 1, in our case stage 1 com-

prises diagnosis and relates to concerns, conversations, and 

visits to doctors and clinics. It is designed to capture their ini-
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tial concerns, who they turned to for answers, their unan-

swered questions, and how they felt. Stage 2 covers potential 

touchpoints during the information seeking and attempts at 

service access. Here, service access relates to specific demen-

tia-related services. It incorporates those they spoke to, and 

how easy it was to gain information and access. These images 

are depicted in Figure 2. Finally, stage 3 captures dementia-

service experiences, both for the person with dementia and 

their carers. Figure 3 illustrates these. 

 
Figure 1. Touchpoints at Diagnosis Stage. 

 
Figure 2. Information Seeking and Service Access. 

 
Figure 3. Service Experiences. 

The touchpoint images act as an aide memoir, and partici-

pants are free to choose all, none, or some of them. They are 

also free to talk about any touchpoints they found important 

that were not contained in the sets of images we offered to 

them. We stressed to participants that the aim of the conver-

sation was to capture their story, viewing their narrative as a 

journey from the experiences leading up to diagnosis, through 

to the present day. 

2.4. Sample 

We reached saturation at around 30 narratives. The final 

sample (n =33) comprises 5 persons with dementia while the 

rest are family caregivers. All participants were White British, 

most were from higher socioeconomic statuses, and 45% were 

male. 

2.5. Data Analysis 

We used manual thematic analysis to analyze the data, fol-

lowing the stages and processes suggested by Braun and 

Clarke [34]. Analysis was conducted iteratively, with re-

searchers moving back and forth between the data, codes, and 

emerging themes to refine interpretations and ensure that the 

themes remained grounded in participants’ accounts. Initial 

codes were generated from the dataset and subsequently re-

viewed, compared, and consolidated into broader themes. 

Through repeated engagement with the data, themes were re-

fined and developed until a coherent thematic structure was 

achieved, capturing patterns of meaning relevant to each stage 

of the journey. 

3. Results 

3.1. Diagnosis Seeking 

The first stage of the dementia journey centered on recog-

nizing changes in cognition or behavior and seeking a formal 

diagnosis. Initial concerns were most commonly identified by 

family members or future carers, who often initiated conver-

sations with the person affected and encouraged engagement 

with healthcare services. However, even family members 

were often reluctant to fully admit that there was a problem. 

This reluctance is typical for so-called negative services [35], 

which exist to fix people or things, often when the problems 

are serious and non-routine [36]. Further delays were caused 

when, even when family members accepted the problem, the 

person with dementia typically refused to acknowledge any 

difficulties whatsoever. 

Participants described turning primarily to GPs and 

memory services for answers, although experiences of access-

ing assessment and diagnosis were also frequently character-

ized by uncertainty and delay. Reflective of previous findings 

[20, 21], many carers reported prolonged diagnostic pathways 

involving repeated consultations over months or years before 

receiving a diagnosis. In several cases, symptoms were ini-

http://www.sciencepg.com/journal/ss


Social Sciences http://www.sciencepg.com/journal/ss 

 

304 

tially attributed to normal ageing, leaving carers with unre-

solved concerns and unanswered questions regarding the 

cause of observed changes. As one participant explained, “this 

had taken a year plus, we’re going into our second year of me 

attempting to get some answers” (Carer). One underlying rea-

son for delays at this stage was a perception that medical pro-

fessionals did not properly listen to family members, often 

contradicting caregiver insights and not sufficiently valuing 

their opinions and experiences. A clear power imbalance be-

tween provider and service user led to significant delays to 

diagnosis, and to feelings of frustration and vulnerability 

among caregivers as they struggled alone. Service user vul-

nerability can arise from knowledge imbalances [37]. The ex-

perience that healthcare professionals “just put it down to age-

ing” (Carer), despite repeated attempts to seek advice, was 

typical. 

A prominent theme concerned tensions between carers' ex-

periential knowledge and professional assessments. Partici-

pants frequently felt that their observations were discounted, 

despite being those most familiar with the person’s everyday 

functioning. This generated considerable frustration and un-

certainty. One carer reflected, “Nobody really wanted to 

know… They all said, ‘Well he’s fine’. and there is me back at 

home thinking, I know it’s a problem” (Carer). Others simi-

larly emphasized that family members possessed valuable in-

sights that were not always recognized within clinical encoun-

ters, with medical professionals overruling the lived experi-

ences of family members. 

Overall, this stage was characterized by concern, persis-

tence in seeking answers, and frustration with delays and per-

ceived dismissal of family observations. While carers played 

a central role in recognizing symptoms and navigating access 

to services, many described feeling unsupported and uncertain 

during this period. 

3.2. Information Seeking and Service Access 

Following diagnosis, carers entered a period of actively 

seeking information and support, often with limited guidance 

regarding which services were most appropriate to their cir-

cumstances. Indeed, a common (though not universal) theme 

in participant narratives was a substantial gap between receiv-

ing a diagnosis of dementia and receiving meaningful, con-

sistent support, a problem documented in previous literature 

[21]. The beginning of this period was commonly marked by 

what carers considered an unsatisfactory interaction during 

and immediately after the diagnosis, which gave them the 

sense that they were expected to simply go away and deal with 

it alone: “I remember him telling me I’d got to behave like a 

saint. He didn’t say, “Well, it’s going to be tough,” etc. He 

said, “you’ve just got to behave like a saint”. That wasn’t very 

helpful, no. Not very impressed! It seemed to be a case of go 

on this medication, go away, and live with it” (Carer). 

Multiple participants described issues with connectedness, 

coordination, and communication between different services. 

Such problems are typical to complex service systems com-

prising multiple agencies [38]. Coordination problems im-

pacted the journey, causing delays and frustrations. This situ-

ation placed even greater pressure on carers and led to incon-

sistencies in treatment received. Participants described navi-

gating a complex landscape of dementia-related organizations, 

charities, social prescribing services, and statutory support, 

but frequently reported uncertainty about how to identify re-

sources that matched their specific needs. Information was of-

ten perceived as generic rather than tailored to the type of de-

mentia, stage of illness, or individual family situation. As one 

carer questioned, “There are a lot of things out there. Which 

one is suitable?” (Carer). 

Although information was generally available, many par-

ticipants felt overwhelmed by the volume of literature pro-

vided following diagnosis. Written resources were often ex-

perienced as burdensome at a time when families were already 

coping with significant emotional and practical challenges. 

Consequently, carers expressed a preference for personalized 

guidance and opportunities to discuss their circumstances with 

knowledgeable professionals rather than relying solely on 

leaflets and websites. One participant reflected that, while in-

formation was plentiful, “Nobody did anything practical” 

(Carer), highlighting the perceived gap between information 

provision and active support. 

A recurring theme was the expectation that carers them-

selves would coordinate and navigate support pathways. Par-

ticipants described investing considerable effort in identifying 

services, establishing contacts, and determining eligibility for 

support. Digital literacy emerged as an important facilitator of 

this process, enabling carers to access online resources, con-

dition-specific information, and referral pathways. In contrast, 

those with limited digital skills often encountered additional 

barriers and relied heavily on family members, support work-

ers, or service representatives to help them access information 

and complete referral processes. 

Personal networks frequently played a critical role in facil-

itating access to services. Many participants reported learning 

about beneficial resources through friends, neighbors, rela-

tives, or professionals already connected to dementia care. 

Consequently, access to support was often perceived as de-

pendent on informal connections rather than clear, systematic 

signposting. As one carer observed, “This is the only way you 

find things out. it’s not a case of what you know, it’s who you 

know” (Carer). Several participants expressed concern that, 

without such connections, they may never have become aware 

of important sources of support. 

The interconnectedness of services also influenced experi-

ences of support-seeking. Once carers established contact with 

a key professional or organization, access to further resources 

frequently expanded through onward referrals and signposting. 

However, participants commonly reported fatigue associated 

with repeatedly contacting different agencies and recounting 

their circumstances. These experiences suggested limitations 
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in information sharing and coordination across services, re-

sulting in additional emotional and administrative burdens for 

carers. 

Closely linked to information-seeking experiences was a 

widely reported gap between receiving a diagnosis and access-

ing meaningful ongoing support. Many participants described 

diagnosis as a transactional event that provided a label and, in 

some cases, medication, but little practical guidance regarding 

next steps. Carers frequently recalled leaving diagnostic ap-

pointments feeling unsupported and uncertain about how to 

manage the future. One participant described the experience 

as “this is your diagnosis, go on and get on with it” (Carer), 

while another reflected that they were “just sent home” and 

left to investigate support options independently (Carer). 

A lack of structured follow-up emerged as another signifi-

cant concern. Participants felt that proactive contact from 

healthcare or support services in the weeks and months fol-

lowing diagnosis could have facilitated earlier access to ad-

vice, community resources, and psychosocial support. In some 

cases, carers reported that promised follow-up never material-

ized, leading to prolonged periods without support and requir-

ing them to reinitiate contact themselves. Such experiences re-

inforced perceptions of discontinuity within the care pathway. 

Importantly, participants emphasized that delayed awareness 

of available services could have lasting consequences. Several 

carers only discovered valuable resources, including specialist 

dementia support and educational programs, well after diag-

nosis and believed that earlier access would have significantly 

improved their confidence and preparedness. As one partici-

pant reflected, the information received through a carers' 

course “would have been immensely helpful” had it been 

available earlier in the dementia journey (Carer). 

Consistent with clinical literatures [23, 39], we identified 

major gaps in service provision, primarily relating to the wider 

health and social care system. Caregiver narratives repeatedly 

highlighted the need for a single point of contact: someone 

they could turn to throughout the entirety of their journey, who 

would help them navigate service systems, face challenges as 

they arose, and help with future planning. Finally, and sup-

porting findings reflected in caregiver surveys [40], there is a 

desperate unfulfilled need for respite for caregivers. Caregiv-

ers reported feeling exhausted, burnt-out, and for some, feel-

ings of resentment arose. 

Overall, this stage was characterized by a substantial bur-

den of information seeking placed upon carers, who were of-

ten required to navigate fragmented service systems with lim-

ited guidance. While some participants ultimately accessed 

extensive networks of support, this frequently depended on 

personal initiative, digital capability, or fortunate connections 

rather than systematic and proactive service coordination. 

3.3. Experiences of Hospice-Based Services 

A major finding was the persistence of misconceptions re-

garding the role of hospice care. Many participants associated 

hospice services exclusively with cancer and end-of-life care 

and were unaware that dementia-specific support was availa-

ble. As one carer reflected, “I didn’t know then that Hospices 

had anything to do with dementia. I thought it was really end-

of-life terminal cancer care” (Carer). Consequently, partici-

pants were unlikely to seek hospice-based support inde-

pendently and often reported discovering services only 

through referrals from other organizations, community profes-

sionals, or informal networks. Several carers suggested that 

greater publicity and clearer communication regarding the 

hospice's dementia offer would facilitate earlier engagement. 

Routes into the service were varied and often indirect. Alt-

hough some participants were referred through expected path-

ways such as primary care or specialist memory services, 

many learned about the program through carers' organizations, 

social services, community groups, or personal contacts. 

These findings further reinforce the importance of effective 

inter-service signposting within dementia care pathways. 

Participants frequently described feelings of surprise and 

relief upon first engaging with hospice services. Expectations 

of a clinical or end-of-life environment were often challenged 

by experiences of a welcoming, non-medical setting that pro-

moted comfort and dignity. One carer described the environ-

ment as “a pleasant surprise that it wasn’t clinical in any way. 

it was relaxing” (Carer). Initial apprehension about whether 

services would be relevant or beneficial typically diminished 

once participants observed the supportive atmosphere and ac-

tivities provided for both carers and people living with demen-

tia. 

However, echoing experiences reported earlier in the care 

journey, some participants felt overwhelmed by the volume of 

information provided during their initial engagement. While 

carers ultimately valued much of the content, some described 

difficulty identifying immediately relevant information, par-

ticularly when their relative was at an earlier stage of dementia. 

Nevertheless, participants were overwhelmingly positive 

about the quality of care provided by hospice staff and volun-

teers. Staff were characterized as kind, approachable, and sen-

sitive to the needs of both carers and people living with de-

mentia. Importantly, participants valued the service's recogni-

tion that dementia experiences differ substantially between in-

dividuals. This emphasis on person-centered care contrasted 

with previous experiences of generic information and stand-

ardized approaches elsewhere. Indeed, a key strength of the 

program was its ability to accommodate diverse preferences, 

abilities, and disease stages. While many participants high-

lighted the benefits of social interaction, music, and structured 

activities, carers also noted that activities were not universally 

suitable. Experiences demonstrated the importance of tailor-

ing support to individual personalities, interests, and levels of 

cognitive impairment. As one participant observed, “there 

isn’t a one size fits all” (Carer). Participants also valued op-

portunities for meaningful stimulation and social engagement 

for people living with dementia. Several carers felt that such 
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opportunities were as important as, or in some cases more im-

portant than, medical interventions. One carer reflected that 

“the stimulus side is probably more important than the medi-

cation” (Carer), emphasizing the perceived contribution of so-

cial and cognitive engagement to wellbeing. 

The carers' education program emerged as one of the most 

highly valued aspects of hospice support. Participants consist-

ently described the course as informative, comprehensive, and 

practically useful, providing knowledge that was often una-

vailable elsewhere. The program helped carers better under-

stand dementia, navigate available services, and prepare for 

future challenges. One participant noted that there were “even 

more things that I didn’t know” despite already having several 

years of caring experience (Carer). The course was particu-

larly valued for bringing together information on clinical, le-

gal, financial, and practical issues in a single setting. Partici-

pants highlighted the usefulness of learning about services 

such as Specialized Dementia Nursing, safety planning, care 

navigation, and symptom progression. Equally important was 

the opportunity to contextualize and normalize their experi-

ences through discussions with knowledgeable facilitators and 

other carers. Participants also particularly valued discussions 

relating to advanced dementia and end-of-life care. While 

emotionally challenging, information regarding disease pro-

gression, swallowing difficulties, care planning, and future de-

cision-making was perceived as highly beneficial. However, a 

small number of carers felt insufficiently prepared for the re-

alities of end-stage dementia and bereavement, illustrating the 

difficulty of addressing these topics while balancing informa-

tional and emotional needs. 

The program's contribution to carer wellbeing extended be-

yond information provision. Caring responsibilities were 

commonly described as relentless, with participants reporting 

feelings of responsibility, guilt, exhaustion, and social isola-

tion, all of which reflect previous well-documented caregiver 

burdens [12-15]. Many carers struggled to prioritize their own 

needs and found it difficult to attend appointments, socialize, 

or take breaks due to concerns about leaving their relative un-

attended. Hence, a particularly valued feature of the hospice 

model was the simultaneous provision of support for people 

living with dementia while carers attended educational ses-

sions. This arrangement enabled carers to participate fully 

while remaining confident that their relative was safe, en-

gaged, and enjoying meaningful activities. One participant 

commented, “I wouldn’t have gone on it if I couldn’t have 

brought her” (Carer), illustrating how essential this provision 

was for access. Likewise, peer support emerged as a key ben-

efit of the caregiver course and other social groups, helping to 

mitigate experiences of isolation and being cut off from exist-

ing social ties. Our findings support those in the clinical liter-

ature pertaining to the often-unmet social needs of caregivers 

[12]. Often, connections were maintained after courses ended, 

providing a much-needed longer-term source of mutual sup-

port. 

The only negative but recurring observation was that access 

to the course often occurred later than would have been ideal. 

Several participants felt they would have benefited most from 

receiving this support shortly after diagnosis. Although the in-

formation remained valuable, some described the course as 

confirming actions they had already taken rather than shaping 

earlier decision-making. 

Overall, hospice-based dementia services were experienced 

very positively and were perceived to address several of the 

gaps identified in earlier stages of the care journey. Partici-

pants valued the welcoming environment, person-centered 

ethos, tailored support, comprehensive educational provision, 

and opportunities for respite. However, awareness of available 

services remained limited, access pathways were frequently 

indirect, and several carers felt that engagement with such 

support would have been most beneficial had it occurred ear-

lier following diagnosis. 

4. Discussion 

This study examined the lived experiences of people living 

with dementia and family carers across the journey from 

symptom recognition and diagnosis through to accessing sup-

port services. The findings reveal a trajectory characterized by 

delays, uncertainty, fragmented service provision, power im-

balances between families and professionals, and substantial 

emotional burdens for caregivers. At the same time, they 

demonstrate the transformative value of timely, relationship-

based, and person-centered support. Taken together, the find-

ings suggest that challenges experienced by families are not 

confined to the progression of dementia itself but are signifi-

cantly amplified by the way support services are organized, 

communicated, and accessed. 

A key contribution of this study is the identification of di-

agnosis as a prolonged and contested process rather than a dis-

crete clinical event. Consistent with previous research on bar-

riers to diagnosis and care access [20, 24, 25], participants de-

scribed lengthy pathways often characterized by repeated con-

sultations, uncertainty, and frustration. However, our findings 

extend existing literature by illustrating how delays emerge 

from multiple interacting sources. Initial reluctance among 

both people with dementia and family members to 

acknowledge possible symptoms delayed help-seeking, while 

subsequent interactions with healthcare professionals were 

frequently perceived as dismissive of family concerns. Family 

carers often occupied a difficult position whereby they pos-

sessed substantial experiential knowledge gained through 

daily observation but lacked the authority afforded to profes-

sional expertise. The resulting imbalance created feelings of 

powerlessness and vulnerability, reinforcing broader discus-

sions of service user vulnerability arising from knowledge 

asymmetries in service encounters [37]. These findings also 

resonate with research emphasizing the importance of shared 

decision-making and collaborative relationships between pro-

fessionals and families [31]. Greater recognition of caregiver 

observations may therefore facilitate earlier diagnosis while 
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simultaneously reducing distress among carers. 

Our findings further highlight the limitations of viewing di-

agnosis as the endpoint of a care pathway. Participants fre-

quently described receiving a diagnosis with little accompa-

nying practical guidance, creating a sense that they had been 

left to manage alone. This supports previous observations that 

post-diagnostic support remains one of the weakest compo-

nents of dementia care provision [20, 21]. Importantly, the is-

sue was not simply a lack of information. Rather, participants 

often reported receiving extensive written information that 

was difficult to process, generic in nature, and insufficiently 

tailored to their circumstances. This finding challenges as-

sumptions that information provision alone constitutes effec-

tive support. Instead, our results suggest that families require 

guidance that is personalized, staged, and responsive to chang-

ing needs over time. The data therefore reinforces arguments 

for care models that prioritize navigation support and ongoing 

engagement rather than one-off information delivery [39]. 

Another important finding concerns the burden placed upon 

carers to coordinate access across fragmented systems of sup-

port. Dementia care typically involves interactions with mul-

tiple organizations spanning healthcare, social care, charitable 

services, and community groups. Consistent with literature 

describing service systems as complex adaptive networks [38], 

participants frequently reported difficulties understanding 

how services connected together, who was responsible for 

particular forms of support, and how to access appropriate re-

sources. Consequently, successful navigation often depended 

upon personal initiative, digital literacy, and informal social 

connections. Particularly striking was the perception that ac-

cess frequently reflected “who you know” rather than a trans-

parent and equitable system of referral. This raises important 

questions regarding inequalities in access, since those lacking 

social resources, confidence, or digital competence may face 

additional disadvantages. The repeated calls for a single point 

of contact suggest a need for more integrated and coordinated 

models of dementia care, whereby professional care naviga-

tors can support families throughout the disease trajectory. 

These findings also contribute to understanding caregiver 

burden. Existing literature has consistently documented the 

emotional, physical, social, and financial pressures experi-

enced by dementia carers [10, 12-15]. While our results con-

firm these burdens, they additionally illustrate how service de-

ficiencies contribute directly to caregiver strain. Feelings of 

exhaustion, burnout, resentment, and isolation were not solely 

consequences of caring responsibilities but were intensified 

by difficulties obtaining information, navigating support sys-

tems, and accessing respite. This distinction is important be-

cause it suggests that some sources of caregiver burden are 

modifiable through improved service design. Supporting car-

ers is therefore not only a matter of addressing the conse-

quences of dementia but also of reducing unnecessary burdens 

created by fragmented systems of care. 

A particularly significant finding relates to the positive ex-

periences reported by participants accessing hospice-based 

dementia services. Hospices have traditionally been associ-

ated with cancer care and end-of-life support, and many par-

ticipants initially assumed that such services were irrelevant 

to dementia. This misconception delayed engagement and 

highlights an important awareness gap within the wider public 

understanding of dementia support. Once engaged, however, 

participants consistently described hospice services as wel-

coming, person-centered, and responsive to individual needs. 

These findings support growing calls for palliative and sup-

portive approaches to be introduced earlier in the dementia 

trajectory rather than being reserved solely for end-of-life care 

[23]. 

The hospice model appeared particularly effective because 

it addressed several shortcomings identified elsewhere in the 

care pathway. First, support was tailored rather than generic. 

Second, carers and people living with dementia were sup-

ported simultaneously, enabling caregivers to participate 

without anxiety regarding the safety and wellbeing of their rel-

atives. Third, the model combined information provision with 

emotional and social support. The importance of peer support 

was especially evident. Consistent with previous research [18], 

participants reported that interactions with other carers re-

duced feelings of isolation, normalized their experiences, and 

created enduring networks of mutual support. In many cases, 

these social connections appeared as valuable as the educa-

tional content itself. This finding underscores the importance 

of recognizing social support not as an optional component of 

dementia services but as a central element of caregiver well-

being. 

The timing of support also emerged as a critical issue. Alt-

hough participants valued hospice services highly, many felt 

they had accessed them too late in their caregiving journey. 

This finding aligns with broader evidence suggesting that ear-

lier interventions can improve preparedness, confidence, cop-

ing, and decision-making [26-28]. Earlier referral into educa-

tional, psychosocial, and respite services may therefore yield 

benefits not only for caregivers but also for people living with 

dementia through improved care quality and longer mainte-

nance of independence. The challenge for service providers is 

consequently not only developing effective interventions but 

ensuring that families are connected to them at appropriate 

points within the care trajectory. 

Several implications arise from these findings. At a policy 

level, there is a need for more coordinated dementia pathways 

that extend beyond diagnosis and incorporate proactive fol-

low-up, service navigation, and integrated support. At a ser-

vice level, healthcare professionals should place greater em-

phasis on recognizing caregiver expertise and ensuring carers 

are active participants in assessment and planning processes. 

Investment in care navigation roles, respite provision, and 

caregiver education may also alleviate some of the burdens 

currently experienced by families. Finally, hospice organiza-

tions may benefit from increasing public awareness of their 

broader role in dementia support, thereby enabling earlier ac-

cess to valuable services. 
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This study should be considered in light of several limita-

tions. First, participants were recruited through a single hos-

pice-based dementia support program, and experiences may 

therefore reflect the characteristics of that service context ra-

ther than the full range of dementia care pathways. Second, 

the sample comprised exclusively White British participants 

and was largely drawn from more affluent socioeconomic 

backgrounds, limiting insight into the experiences of ethni-

cally diverse, socioeconomically disadvantaged, or geograph-

ically isolated populations who may face different barriers to 

diagnosis and support. Third, the majority of participants were 

family carers, with only a small number of people living with 

dementia included in the sample. Consequently, the findings 

primarily reflect caregiver perspectives and may not fully cap-

ture the lived experiences of those directly affected by demen-

tia. In addition, participants recounted experiences retrospec-

tively, creating the possibility of recall bias and the selective 

reconstruction of events over time. As with all qualitative re-

search, the aim was to generate rich contextual understanding 

rather than statistical generalization; therefore, the transfera-

bility of findings to other settings, populations, and healthcare 

systems should be considered with caution. 

Future research could extend this work in several ways. 

Longitudinal studies would improve understanding of how 

support needs evolve across different stages of dementia and 

how experiences of access change over time. Comparative 

studies examining different models of post-diagnostic support 

may identify service characteristics associated with improved 

outcomes for both carers and people living with dementia. Fu-

ture research should also explore the experiences of more di-

verse populations, including ethnic minority communities, 

lower socioeconomic groups, and individuals living in rural 

areas, whose service access challenges may differ substan-

tially from those identified in the present sample. Finally, 

quantitative studies may be valuable in examining whether 

early access to navigation, peer-support, and hospice-based 

interventions leads to measurable improvements in caregiver 

wellbeing and service outcomes. 

5. Conclusion 

In conclusion, this study demonstrates that the dementia 

journey is frequently characterized by delays in diagnosis, 

fragmented service pathways, difficulties accessing meaning-

ful support, and substantial emotional burdens for family care-

givers. Experiences of vulnerability were often intensified by 

perceived power imbalances between families and profession-

als, inadequate post-diagnostic guidance, and the expectation 

that carers would independently navigate complex service 

systems. At the same time, the findings reveal the significant 

value of person-centered, relationship-based support. Hos-

pice-based dementia services were perceived as addressing 

many of the deficiencies experienced elsewhere in the care 

pathway through tailored support, practical education, respite 

opportunities, and peer connection. In particular, peer support 

helped reduce isolation and enabled carers to develop lasting 

networks of mutual assistance. 

The study highlights the importance of viewing dementia 

care as a continuing journey rather than a series of discon-

nected service encounters. Effective support requires not only 

timely diagnosis but also coordinated and ongoing assistance 

that recognizes the interdependent needs of people living with 

dementia and their family carers. Greater integration across 

services, earlier access to support, and recognition of care-

giver expertise may improve experiences throughout the de-

mentia trajectory. Ultimately, the findings demonstrate that 

improving dementia care requires attention not only to clinical 

needs but also to the relational, social, and systemic factors 

that shape everyday experiences of living with and caring for 

dementia. 
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