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Alzheimer’s Disease dementia (AD)
• Effective treatments remain elusive
• Evaluating new treatments & interventions is challenging
• Difficult to access reliable, meaningful data
• Outcomes of relevance to people most affected often not measured
ROADMAP - Real world Outcomes across the AD
spectrum for better care: Multi-modal data Access
Platform
• aims to improve this
• identify key outcomes
• enable data access
• guide use of real-world evidence
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1. review all published evidence
2. gather opinions directly

1. Systematic literature review
- which outcomes of AD do stakeholders think matter?

Methods:
 Develop search strategy to find all relevant
published research
– Stakeholders: PwD, caregivers, healthcare
professionals
 Interrogate multiple databases & ‘informal’
sources of published studies
 Include all languages
 Published in last 10 years
Found evidence:
• 34 research studies
• 13 countries & 4 languages
• several data collection methods
•
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surveys, interviews, focus groups, diaries,
counselling sessions, clinical tests

Outcomes of AD described by female caregivers
Mental health
“it’s quite easy for him to slip into a depression. Just sitting
on the sofa and staring at the wall or television is not good.
So we try to get that bit under our belts every day.”
- wife of PwD
Health services & disease information
“The truth is we need a lot more information to get
out to our community, not just in Spanish, but in
ways people can understand and makes sense to
them.” - daughter of PwD
“If there is something I don’t understand, I will go
on [the computer] and look it up. I just want to be
able [to] take care of him as far as [possible] in
every situation.” – wife of PwD

Stigma
“Before I learned about the disease, I
suffered a lot and could not adjust to
[the caregiving role]. Now I feel
less embarrassed and much more
comfortable doing
it. Initially, I wasn’t
used to the looks
people gave me
when I took
mom out.
Now, I feel more
relaxed and less
stressed”
- daughter of PwD

Cargiver burden
“I felt guilty and overwhelmed and I felt
frustrated people didn’t understand.”
- wife of Pw mild cognitive impairment
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Independence & autonomy
“I don’t want to ever make him feel like he is less of a person.” – wife of Pw mild cognitive impairment
“We just go [along] every day as we always did. He can’t be coddled, you know, to the point that I’m
going to baby him, I don’t think that’s the way to go”. – wife of Pw early stage dementia

Outcomes of AD identified by all stakeholder groups

Other AD outcomes raised by caregivers
• physical health & mobility
• medication side effects
• judgement & insight
• stability of symptoms
• delaying entry into care
• maintaining hobbies
• social engagement
• driving
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2. Surveys
- which outcomes of AD / dementia are most important?
Methods:
 3 stakeholder groups groups
–
–
–



2 approaches:
–
–



People with dementia / AD (PwD)
Caregivers
various professionals (eg clinicians, advocacy
group, scientists)
online: mailing lists, social media
paper: memory clinics, postal

Who responded?





12 pre-defined outcomes
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83 caregivers
Mostly women (75%)
Mostly from the UK (87%)
Roughly half of female respondents caring for a
parent (49%) or a spouse (44%)
– Among male respondents the majority
(79%) were caring for spouse
Female respondents’ mean age: 61
– Men: 71
40% of women currently employed – slightly
more than half full-time
– 22% of male respondents employed
– Employment status associated with age
Similar mean weekly hours spent caring for PwD
(women: 66, men:71)

How important is each outcome to female caregivers?
95% of female
respondents
considered these
outcomes fairly or
very important

Evidence suggests female
respondents placed
greater importance (than
males) on:

personal financial
situation

use of healthcare
and social services

ability to manage
self-care
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Conclusions & next steps
Outcomes of AD/dementia important to female caregivers
encompass several aspects:
 Clinical / healthcare related
–
–



Practical
–
–



PwD’s ability to manage self-care
Access to information and services

Socio-economic
–
–
–



Mental health of PwD, behavioural & psychological symptoms, memory
& thinking abilities
Significant disease-related life events

Next steps
 Priority outcomes matched to
real world data sources
 Facilitate use by those designing
& undertaking future trials

Caregiver burden & quality of life
Personal financial situation
PwD’s quality of life

Personal / relationships
–
–

Protecting the automony & independence of the PwD
Stigma
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