Journey of People Living with Dementia (PLWD) and their Caregivers (CG) Seeking a Dementia Diagnosis

1) Noticing Symptoms 2) Acceptance & Seeking Help 3) Diagnostic Process 4) Diagnosis Disclosure

5) Post-diagnosis Disease Management
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LDA topic modeling of the UK Alzheimer’s Society Dementia
Support forum. The resulting journey maps highlight barriers
and facilitators in early diagnosis and caregiving. These maps
are crucial for policymakers, NHS workers, designers, and
academics to enhance early diagnosis rates and support for
PLWDs and their CGs.

& DEMENTIA SYMPTOMS

Symptom variability from person-to-person: Cognitive (memory loss, disorientation, delusions), behavioral (aggression, mood swings, anxiety), and physical symptoms (mobility issues, incontinence).

Symptom fluctuation from day-to-day: Significant variability within the same individual hinders routine and predictability in caregiving.

Observation and early detection: In most cases relatives and friends notice changes; early signs often mistaken for emotional problems; sharing observations is crucial to ensure everyone is equally informed.

+> PROVIDING CARE

Loss of independence: With progressing dementia PLWDs lose ability to be independent, requiring CGs to move in or hire caregiving staff.

Resistance and Aggression: PLWDs may resist care and resent CGs, perceiving them as taking away their independence.

“Y CG BURDEN

Increasing burden: Worsening condition of PLWD causes increasing physical and emotional burden on CGs, leading
them to feel resentment toward PLWD due to behavioral changes and intense caregiving demands.

Discreet Care Approach: CGs try to maintain PLWD's sense of independence; interested in use of security technologies.

4
CG burnout: CGs prioritize caregiving over personal time, neglecting their own needs, ultimately leading to CG burnout 3
and need for respite through placement of PLWD in temporary or full-time care facilities. CGs relatives to PLWD

CGs unrelated to PLWI
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COPING STRATEGIES
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I £ SUPPORT FROM FAMILY & FRIENDS . . . o . !

: a CG loneliness: CGs feel isolated, lacking pre-caregiving social ! :

. : : . Child CGs

: connections. Spousal CGs experience a profound sense of loss due :

to PLWD behavior changes. Child CGs report inadequate sibling Spousal CGs

: involvement, leading to resentment and strained family relationships. ; 39

i g\,/) SUPPORT FROM HEALTHCARE & SOCIAL SERVICES i

: Lack of adequate support: CGs seek comprehensive support from healthcare professionals ;

! (seeking advice on managing caregiving for a PLWD) and social services but frequently find it :

: . | Female CGs

. inadequate. i PLWDs

: ; Male CGs

: i CGs
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(&) SUPPORT FROM ONLINE FORUMS _ _ Seeking support and advice: CGs use online forums for advice on managing symptoms, legal and

] PLWD forum interaction: PLWDs use forums to seek financial matters, and coping with behavioral changes. Majority joins the forum post-diagnosis. !

! support, share experiences, record symptom progression, :

: and showcase creative works. Emotional outlet: Online forums offer a judgment-free space for CGs to vent, share burdens, and : PLWD'S DIAGNOSIS STAGE

receive empathy, helping in stress management. )
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: @ OTHER STRATEGIES _ _ : : - - . » . » ! \\

: PLWD coping strategies: PLWDs engage in creative activities, a positive outlook, and supportive communities to manage their condition. !

Early Mid |} Late Undefined

CG Coping Strategies: CGs personify dementia to separate it from PLWD, reducing frustration and resentment.

CAREHOME | care home placement: Consider care homes due to inability to provide care; DIAGNOSIS STAGE

the decision involves guilt and betrayal, seeking reassurance in online forums.

Refusal to join care home: PLWDs experience distress and worsening £t = o1

symptoms after moving to a care home, with a strong desire to return home.

L PLWD diagnosed PLWD not diagnosed Undefined

EXTERNAL FACTORS
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A Dementia Perception & Stigma: CGs worry about others' perceptions of PLWDs. -5 15 13

Fear of stigmatization also prevents PLWDs from accepting symptoms and seeking a diagnosis.

#% IMPACT OF COVID At home Care home Undefined

Lockdown isolation: Worsened dementia symptoms in PLWD,
hindered obtaining diagnoses, and reduced care home visits.

All values are drawn from TA categorisation
of a sample of 100 coded posts
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