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1. Introduction

This report presents the findings of a study conducted in
2017 by Alzheimer Europe (AE), Bangor University and five AE
member organisations on the important topic of the diag-
nosis of dementia. The study set out to better understand
the experiences of informal carers of receiving a diagnosis
of dementia across five European countries.

In 2006, AE had carried out a survey about carers’ expe-
riences of diagnosis. Since then there have been a lot

of changes in policy and practice affecting diagnosis.
Many European countries have developed and imple-
mented national dementia strategies or plans, several
of which have addressed the topic of diagnosis. In 2017,
we therefore decided to revisit the survey in order to
explore some new topics, as well as better understand
how these changes may have affected carers’ experiences
of diagnosis.

1.1. Alzheimer Europe’s 2006 survey on carers

experiences of diagnosis

The 2006 survey involved a total of 1181informal carers from
five European countries: France, Germany, Poland, Spain
and the UK (Scotland). The survey revealed several impor-
tant challenges in the process of receiving a diagnosis of
dementia and highlighted important gaps in the infor-
mation, care and support received by carers at the time of
diagnosis. Some of the key findings of this survey included:'

* the most frequent symptom which prompted help
seeking was memory/confusion (81%), however
difficulties with activities of daily living and behaviour
that challenges were also very frequently reported by
carers and experienced as more difficult to cope with
than cognitive symptoms

* many people (67%) had been diagnosed with dementia
for at least two years when the survey was conducted.
At the time of the survey 8% were in the mild stage
of dementia. The diagnosis had been made either
at a GP/primary care practice (31%) or in a hospital
(31%). Two-thirds of the people with dementia had

been informed of their diagnosis (64%), but there
were important differences between countries, and
in Spain only 23% of people with dementia had been
informed of their diagnosis

* the majority of carers felt that the provision

of information on all aspects of dementia was
inadequate: 19% of carers received no information
at the time of diagnosis; 66% received no information
on disease progression; 59% were not informed
about the existence of an Alzheimer’s association;
and 82% were given no information about available
services. Satisfaction with the information received
was relatively high: the average response from all
respondents was 3.5 (1 indicating ‘not satisfied at all’
and 5 ‘very satisfied’); this was much lower in Spain
(2.7). Almost half of the carers (46%) would have liked
more information on disease progression and services

e across all countries, 35% of carers used home support

and 45% day care services, but several services were not
available and often carers had to pay for the services



1.2. Other relevant literature

Current estimates suggest that over 9 million European
citizens (EU28) may have dementia.? Despite a great deal
of policy development and research efforts on diagnosis,
many people with dementia will never receive a diagnosis,
will receive it too late or will not be adequately supported.
An accurate and timely diagnosis is crucial for people with
dementia and their families. The diagnosis, whilst a critical
stage, is not the end of the journey. It should be accom-
panied by provision of timely and adequate information,
care and support.

The time before diagnosis and the experience of being
diagnosed and receiving the diagnosis can be quite chal-
lenging for some people with dementia and their families.
Regardless of the experience of diagnosis, it should come
at the right time. Often, carers and people with dementia
feel that diagnosis took too long or/and was made too
late. A survey carried out in 2005 in six European coun-
tries (“Facing dementia survey”)? revealed that it took, on
average, two years and two months to get a diagnosis (i.e.
from first symptoms to diagnosis), with relevant differences
between countries (ranging from 10 months in Germany
to 32 months in the UK).

The concept of timely diagnosis takes into consideration
the “right time” for the individual, as opposed to its chron-
ological sense*. An emerging body of literature has outlined
the benefits of a timely diagnosis of dementia, including
that diagnosis is a right and most people wish to know
it. Timely diagnosis can help people plan for their future,
make advance care plans, start treatments and/or gain
access to care, support and research. Diagnosis may also
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have psychological benefits for people with dementia and
their families, as it can put an end to uncertainties.>® The
potential negative impact of diagnosis on people with
dementia has also been investigated and is particularly
relevant in the absence of a cure or more effective treat-
ments for dementia. The potential impact of the diagnosis
may also depend to some extent on how and by whom it
is communicated.

Most people with dementia want to be told their diagno-
sis in a clear, straightforward way.”#2"° Family carers and
health professionals have often argued against disclosing
the diagnosis of dementia to the person on the grounds
that knowing the diagnosis may cause them psychologi-
cal harm. The disclosure of the diagnosis to the person is
one of the most difficult areas in dementia management.”
Whilst the person may feel initially upset and shocked,
these feelings may lessen after a period of time and it may
help the person to better understand the condition, attach
meaning to his/her experiences, find ways of coping with
the disease and plan for his/her future.”

Diagnosis without adequate support may not be as help-
ful.>B Following a diagnosis of dementia, people with
dementia and their families should be provided with
appropriate information and support.* The provision of
high-quality information is essential for helping the indi-
vidual adjust to dementia and for facilitating access to
adequate support and services. Lack of information or
information received in a “haphazard” fashion may hin-
der access to relevant services.s™
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2. Methodology

2.1. Purpose, conduct and financing of the study

The main aim of the study was to investigate the expe-
riences of informal carers of receiving a diagnosis of
dementia across five European countries. The study was
carried out jointly by Bangor University (Wales, UK), AE
(Luxembourg) and five AE’s member organisations: the
Czech Alzheimer Society (Czech Republic), Alzheimer Soci-
ety of Finland (Finland), Federazione Alzheimer Italia (Italy),
Alzheimer Nederland (the Netherlands) and Alzheimer
Scotland (Scotland, UK).

Main contributors:”

* Bangor University

- Bob Woods (academic lead)
* Alzheimer Europe

- Jean Georges

- AnaDiaz

5 a...

mintsan Ceskd £ Muistiliitto
. P \zheimer Centralfrounde
BANGOR alzheimerovska
UNINERRITE spole¢nost

2.2. Data collection

The data were collected using a survey collectively devel-
oped by the study authors, using as a basis the format of
the AE’s 2006 carers survey, with revisions and additions
to address the aims of the current study.

® (Czech Alzheimer Society
- Martina Matlova
* Alzheimer Society of Finland
- Eila Okkonen
- Anna Salmi
* Federazione Alzheimer Italia
- Mario Possenti
- Francesca Arosio
* Alzheimer Nederland
- Wendy Werkman
- Susanne van den Buuse
* Alzheimer Scotland
- Lindsay Kinnaird

The survey was conducted in the Czech Republic, Finland,
Italy, the Netherlands and the UK (Scotland) and was made
possible thanks to an educational grant from Roche to
Alzheimer Europe.

O W

alzheimer Scotland
nederland Action on Dementia

c’ ALZ|

Lo forza di

The final questionnaire included 57 questions and
addressed the following topics: demographics of the carer
and person with dementia; the symptoms that were expe-
rienced and prompted help-seeking; the pathway through

*  The full list of people who have contributed to this work can be found in the acknowledgements section at the end of this report.



the diagnostic process; the experience of the diagnostic
process; support and information offered at the time of
diagnosis; emotions experienced immediately after the
diagnosis and subsequently; and the carers’ experience
of their community as “dementia friendly”.

The questionnaire was drafted in English and profession-
ally translated from English into Czech, Dutch, Finnish and
Italian, and the translations verified by a process of back
translation and rechecking against the English version. An
online version of the survey in each of the five languages
was created on the Bristol Online Survey platform, and a
paper version also made available.

The link to the online survey was distributed through
the participating national Alzheimer’s associations (e.g.
e-mail, social media and newsletters) and the paper ver-
sion made available on request or mailed out according to
local circumstances. The paper version was not used in the

2.3. Data analysis

The main statistical analysis was carried out by Bangor
University using a statistical software package (IBM SPSS
Statistics 25). This involved a descriptive analysis of the
whole sample as well as of findings from each individ-
ual country, and, when appropriate, some cross-country
comparisons.
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Netherlands. The different online versions of the survey
were live between February and July 2017, with differences
between countries in the time needed for recruitment
(e.g. Finland finished the recruitment in around a week
whereas some other countries, such as the Czech Republic
and the UK (Scotland), needed a little over two months).
Information about the survey and links to the national
online surveys were also disseminated through Alzheimer
Europe’s electronic newsletter.

To be able to take part in the study, the person had to be
currently supporting or providing care to a family member
or friend who had received a diagnosis of dementia. Both
the respondent and the person with dementia had to be
resident in one of the five participating countries.

Ethical approval was given by Bangor University Health-
care Sciences Ethics Committee.

In this report, the overall findings for all the questions
included in the survey are reported. The national findings
are only presented to highlight relevant differences between
countries. In addition to this report, two academic articles
are planned for publication in international peer-reviewed
journals which will examine in detail factors associated
with timely diagnosis and post-diagnostic support.
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3. Who took part in the study?

3.1. Demographic information of the carers

Atotal of 1409 carers participated in the survey. Of those, 212
lived in the Czech Republic, 363 in Finland, 339 in Italy, 268
in the Netherlands and 227 in the UK (Scotland). The major-
ity of the participants completed the survey online (83.4%).

The demographic characteristics of the carers are as follows:

* more than two-thirds were female
e the median age was 57
- carers in Finland and the Netherlands were slightly
older with a median age of 62
* around half of the carers (52.6%) were adult children
and a bit more than a third (35.6%) were spouses
- the Czech Republic and Italy were the countries with
the lowest percentages of spouses completing the
survey (18% and 21.6% respectively). The Netherlands
had the highest percentage of carers who were
spouses (53.7%)

Figure 1: Gender of carers (n=1393)

. Female, 83%

. Male, 17%

three-quarters of the carers (73%) identified themselves

as being the main carer or sharing this role with another

person(s) on an equal basis

the sample was in general quite highly educated,

around half of the carers had completed tertiary

education (college, university or equivalent)

- the Netherlands and the UK (Scotland) had the
highest proportion of carers who had completed
tertiary education (75.7% and 69.8% respectively)

the majority of carers were in paid employment (44%)

or retired (36%). 8% of carers claimed not to be able to

work due to the carer role

- in Finland only 2.2% of the carers felt they
could not work due to this role, whereas in
the UK (Scotland), 15.6% said they were not in
paid employment due to be caring for a person
with dementia

Figure 2: Relationship of the carer to the person
with dementia (n=1404)

B rather/mother, 53%

[ ] Spouse/partner, 36%

B Father/mother-in-law, 4%

. Friend, 1%

Other relative, 5%

Other, 1%
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Figure 3: Role as carer (n=1405) Figure 4: Level of education (n=1403)

D

. | am the main carer, 58%

College, university or equivalent, 51.5%

| share care-giving with one or more
people on an equal basis, 15%

Secondary education, 43.0%

Primary education, 3.6%
No - another person has much

greater day-to-day involvement, 18% No formal education, 0.4%

[ other, 9% Other, 1.6%

Figure 5: Employment status (n=1402)

'\

Working in paid employment
(full or part time), 44%

Retired, 36%

Not in paid employment
due to carer role, 8%

Not in paid employment
for another reason, 6%

Other, 6%
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Table 1: Summary of demographic characteristics of carers by country

Czech . UK
Total Republic Finland Italy Netherlands (scotland)
n=1409 n=212 n=363 n=339 n=268 n=227
(AL % female 82.80% 82.90% 86.90% 80.30% 75.80% 88.40%
(n=1393)
Median age
(n=1400) Years 57 57 62 50 62 57
Education Secondary 43.0% 43.9% 46.4% 66.2% 21.3% 27.6%
(n=1403) Tertiary 51.5% 49.5% 43.9% 29.4% 75.7% 69.8%
Yes 58.1% 49.5% 57.2% 51.3% 66.0% 68.1%
Main carer? — T
Shared equa
(I'I='|405) q y 0% 209 89 .09 79 79
with other(s) 15.0% 19.30% 13.8% 19.0% 12.7% 9.7%
Relationship Spouse 35.6% 18.0% 41.2% 21.6% 53.7% 42.7%
to person with .
dementia (n=1404) Adult child 52.6% 62.1% 50.8% 64.8% 38.4% 45.8%

3.2. Demographic information of people with dementia

The demographic characteristics of the people with demen-
tia are as follows:

¢ the median age was 77
- people with dementia in the Czech Republic and Italy
were slightly older (median age 82)
e around two-thirds (61%) of the people with dementia
were female
- thiswas not the case in the UK (Scotland) where there
were slightly more men than women with dementia
(53.1% and 46.9% respectively)
* the majority had completed secondary (42%) or primary
education (26%)

Figure 6: Gender (n=1395)

- more people with dementia in the Netherlands and
in the UK (Scotland), had been to college/university
(41.4% and 34.4% respectively)

in relation to living arrangements, at the time of

the diagnosis, the majority of people with dementia

were living at home either with a carer (67%) or alone

(30%); a very small proportion (0.4%) was at that

pointin time in residential care. Currently (i.e. at the

time of completing the survey), whilst an important
percentage were living in the community, fewer people
were living alone (13.6%) and more had moved into

a care home (22%)

- the proportion of people living in residential care was
particularly high in the Netherlands (36.9%)

B vale 39%

. Female, 61%




Figure 7: Education (n=1404)

)
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Figure 8: Living arrangements at diagnosis (n=1402)

. Secondary education, 40.0% . At home, with carer or other relatives, 67.5%
[ | Primary education, 28.3% 0 Athome, living alone, 29.5%

. Tertiary education, 23.0% . Sheltered accommodation, 0.9%

. No formal education, 6.5% . Residential care facility, 0.4%

B other,22% B other,17%

Figure 9: Current living arrangements (n=1407)

At home, with carer or
other relatives, 57.8%

At home, living alone, 13.6%
Sheltered accommodation, 3.0%

Residential care facility, 21.9%

Other, 3.7%

Table 2: Summary of demographic characteristics of people with dementia by country

Czech . 1]¢
Total Republic Finland Italy Netherlands (scotland)
(::':;;) % female 60.4% 68.4% 55.6% 73.9% 57.4% 46.9%
Median age
Years 82 82
(n=1399) 77 77 77 77
Living arrangements Living at home 13.60/0 10.40/0 21.8% 1340/0 5.00/0 16.30/0
now (n=1407) Residential care 22% 28.9% 19.0% 12.1% 36.9% 17.2%
Primary 28.3% 23.8% 35.5% 45.5% 22.4% 2.2%
Education
Secondar 0% 6% 26.7% 1.7% 0% .0%
(n=1404) y 4 47 7 41.7 34 59
Tertiary 23% 20.5% 17.6% 8.0% .4% 34.4%




4. Results

4.1. First indications that something

was wrong and seeking help

Carers were asked:

1. What were the first indications they had noticed that
something was wrong
2. What had first prompted them to actively seek help

For each question, there was an identical list of 36 items
related to the following categories: difficulties with mem-
ory and attention; difficulties with activities of daily living;
difficulties with mobility; difficulties with communication/
speech/social activities; difficulties with mood and behaviour.

The results showed that:
* “memory/confusion” was reported by the vast majority

of participants (87.6%) as the first indication that
something was wrong

¢ this was followed by “difficulties finding belongings”
and “difficulties following a conversation” which were
mentioned by more than half of the carers (59 and
56.2% respectively)
e “difficulties with financial activities”, “depression”,
“personality changes” and “difficulties travelling outside
of the house” were also frequently mentioned (by
around 40% of the carers)
e thesame answers (and in the same order) were reported
when carers were asked about the difficulties which
prompted them to seek help

Table 3 shows the most recurrent difficulties which were
mentioned by carers, i.e. all items which were mentioned
as a first indicator or as a difficulty which prompted seek-
ing help by at least 30% of the participating carers.

Table 3: Difficulties mentioned as first indicator and which prompted seeking help

First indicators

Prompted seeking

(n=1409) help (n=1409)

Difficulties with memory Memory/confusion 87.6% 83%
and attention Concentration/attention 37% 29.7%
Finding belongings 59% 50.4%

Financial activities 45.9% 36.1%
Difﬁcu::g;‘;v; tl::I?::vities Using the telephone 38.3% 30.2%
Cooking 36.9% 30.2%
Shopping 31.7% 26.9%
Difficulties with mobility Travelling outside home 43.2% 42.2%
Driving a vehicle 37% 33.4%

Difficulties with communication/ | Following a conversation 56.2% 521%
speech/social activities Hobbies/interests 361% 27.6%
Depression/low mood 41.9% 39.1%

Personality changes/mood 1% 39%
Difﬁ:::;i;;:’: iltill::ood Social withdrawal 34.5% 30.3%
Irritability 33.4% 29.7%

Lack of energy/apathy 32.6% 30%




4.2. The journey to diagnosis

4.2.1.  Overall timeframe

The overall mean length of time between problems being
noticed and the diagnosis being made was 2.1 years
(n=1242). This was shorter in Italy and the Czech Repub-
lic where the mean length of time was 1.6 years. Carers
in the Netherlands reported the highest mean length of
time (2.6 years).

Taking into account the relationship, gender and education
of both the carer and the person with dementia, it took
longer to have the diagnosis when the carer was a woman
and when the person with dementia was a man. On the
other hand, with regard to education, it took longer in the

Table 4: Overall mean length of time by country

Mean length of

time (years) N
Czech Republic 1.6 185
Finland 2.2 332
Italy 1.6 265
Netherlands 2.6 255
UK (Scotland) 2.5 205
Total 2.1 1242

case of more educated people with dementia and carers.
In-law relatives tended to report shorter timeframes for
receiving the diagnosis.

Considering the year when the diagnosis was provided,
those receiving a diagnosis in 2006 and 2007 seemed to
have experienced the shortest length of time between
problems being noticed and the diagnosis being made.
However, these figures should be viewed with great cau-
tion as in some years (e.g. 2006, 2005) very few people
in the sample were diagnosed (see table 8 for details of
number of people diagnosed by year).

Table 5: Length of time by gender, education and relationship (in years)

Carer | Person with dementia
Mean length Mean length
of time N of time N
Male 1.8 222 2.4 500
Female 2.2 1010 1.9 732
No formal education 1.1 5 23 79
Primary education 1.8 38 1.8 336
Secondary education 1.9 517 2.0 494
Tertiary education 2.4 658 2.6 302
Spouse/partner 2.2 465
Father/mother 2.1 638
Father-in-law/mother-in-law 1.9 57




12 | EUROPEAN CARERS' REPORT

Figure 10: Mean length of time for diagnosis (n=1232)
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4.2.2. Specific timeframes

More specifically, the length of time between the person
noticing that something was wrong and seeking help and
between seeking help and the diagnosis being commenced
tended to be quite long. In nearly half of the cases (46.7%),
it took more than a year to seek help and in 21.5% of the
cases, it took more than a year to commence diagnosis.

Where help was sought from a general practitioner (GP), the
timeframe before then seeing a specialist appeared quicker.
More than three-quarters of the carers (79.3%) reported
that the person with dementia had the first visit with the

Figure 11: Comparison of timeframes

60
51.7%
50

39.4%

30 27.6%

20.3% 20.4%

20

10 5.4%

i

specialist doctor or service within 6 months of the first
visit to their GP (i.e. “a month or less” or “1to 6 months”).

The Czech Republic and Italy had the fewest people
reporting that it took a year or more at each of the three
timeframes (i.e. between changes being noticed and help
being sought, between seeking help and assessment
being commenced and between GP visit and special-
ist visit). In the Netherlands, whilst the length of time
between seeking help and assessment commencing,
and between GP visit and specialist visit seemed shorter,
the time between changes being noticed and help being
sought was the longest.

47.6%

27.3%

21.5%
18.8%

12.4%
8.3%

1 B

A month or less 1 to 6 months

6 months to a year More than a year

Seeking help and assessment commenced (n=1396)

B P visit and specialist visit (n=736)

[ | Changes being noticed and help being sought (n=1337)




Figure 12: Comparison of timeframes by country
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4.2.3. Who was involved?

The professional from whom carers had most often first
sought help was the GP. In the UK (Scotland), the Nether-
lands and Finland, a high proportion of carers had sought
help in this way (83.9%, 78.4 and 57.3% respectively). In
the Czech Republic and Italy, several carers had also
sought help from memory clinics, outpatient service in
hospitals or private clinics.

Likewise, when carers were asked whether they had got a
referral from the GP, this was the case for the majority of
the carers in the UK (Scotland) and the Netherlands, and
less frequent in the other countries.

In more than half of the cases (64%), a family member
(this could be the person completing the survey or another
family member) had made the decision to seek help in this

way. In Italy and the Czech Republic, this was more com-
mon (e.g. 83.6% and 68.4% respectively). In only 4% of
cases, the person with dementia had decided him/herself
to seek help for diagnosis. However, in more than a quar-
ter of cases (27%), carers reported that the person with
dementia and the carer had made this decision together. In
the Czech Republic and Italy, fewer carers reported having
made this decision jointly (21.3% and 12.5% respectively).

In the majority of cases (58.9%) the diagnosis was made
in a memory clinic or at an outpatient service in hospi-
tal. This was followed by GP/primary care practice where
16.9% of the people with dementia were first diagnosed
and a private clinic (12.7%). People living in Finland, the
Czech Republic and in the UK (Scotland) were more often
diagnosed in primary care (24.6%,19.6% and 19.5% respec-
tively), whilst Italy had the highest proportion of people
being diagnosed in a private clinic (26.1%).




14 | EUROPEAN CARERS' REPORT

Figure 13: Where person sought help first
(n=1336)

[ ] GP/primary care practice, 60%

. Memory clinic, 12%
Private clinic, 1%

. Hospital - outpatient, 6%

. Alzheimer association, 4%
Hospital - inpatient, 4%

. Social care agency/social services, 2%
Nursing home, 1%

. Information centre/helpline, 0%

Figure 14: Who made the decision to seek help Figure 15: Where the diagnosis was made
(n=1400) (n=1392)

professional), 5%
[ | Hospital - inpatient, 6.4%

. The person completing the survey . Memory clinic, 39.2%
or another family member, 64%
. Hospital - outpatient, 19.7%
[ The person with dementia and
the carer did this together, 27% GP/primary care practice, 16.9%
. An outside person (e.g. a . Private clinic, 12.7%

The person with dementia, 4%

Home visit, 2.7%

. Care home, 0.1%

Other, 2.9%




Table 6: Comparison by country
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Czech . UK
Total Republic Finland Italy Netherlands (scotland)
Mean length of time (years) 21 1.6 2.2 1.6 2.6 2.5
Carer/family . o o o o o
Who made D 64% 68.7% 54.1% 73.6% 59.4% 52.7%
decision (n=1402)
JOintIy 27% 21.3% 31.5% 12.5% 30.8% 39.8%
Primary care/GP 16.9% 19.6% 24.6% 6.2% 10.1% 19.5%
Memory clinic 39.2% 29.7% 47% 43.3% 34.3% 33.6%
Where diagnosis ;
_ Hospita
was made (n=1402 % 2% 7% 6% 6% 7%
( ) — outpatient 19.7% 18.2% 4.7% 16.6% 33.6% 32.7%
Private clinic 12.7% 12.9% 16.3% 261% 0.4% 1.3%

4.3. The diagnosis

4.3.1. Assessments carried out

The majority of the carers reported memory tests as part of
the assessment (89.6%) and around two-thirds referred to
an interview with the person with dementia and to brain
scans (76.3% and 73.2% respectively). An interview with a
carer was slightly less frequent (66.5%), and less than half
of the carers referred to physical examinations (44.3%) or
blood tests (39%). Having a visit at home (11.6%) or lum-
bar puncture (8.3%) was rarely mentioned.

Figure 16: Assessments carried out (n=1409)

Memory tests

Interview with person
with dementia

Brain scan

Interview with a relative
Physical examination
Blood tests

Visit to the person’s home

Lumbar puncture

The Czech Republic was the country where, overall, fewer
assessments had been carried out. In particular, the number
of people who reported a brain scan as part of the assess-
ment was much lower than in the other countries (55.9%
Vs.70.5%, 73.7% and 84.3% reported in the other countries).
Inthe Netherlands, on the other hand, carers reported the
highest proportion (18.3%) of people with dementia having
alumbar puncture as part of the diagnostic assessment.

89.6%

60 80 100




16 | EUROPEAN CARERS' REPORT

Table 7: Assessments reportedly carried out by country

R:;EE:C Finland Netherlands (ScoLtJIIan)
Memory tests 89.60% 78.70% 92.80% 87.90% 92.20% 93.90%
wittel:‘::n":;:: person 76.30% 62.60% 78.20% 86.70% 72.00% 75.90%
Brain scan 73.20% 55.90% 84.30% 73.70% 70.50% 73.70%
Interview with a relative 66.50% 65.40% 66.10% 69.60% 63.80% 66.70%
Physical examination 44.30% 42.70% 64.20% 38.10% 46.30% 2110%
Blood tests 39% 22.30% 47.70% 43.70% 41.80% 30.70%
\;Lsri:ot;::zme 1.60% 710% 1.80% 2.40% 16.00% 24.10%
Lumbar puncture 8.30% 5.20% 8.50% 6.50% 18.30% 1.80%

4.3.2. Year when diagnosis was made

Table 8 shows the year when the person received the diag-
nosis of dementia. In almost half of the cases (45.5%) the
diagnosis was quite recent (i.e. had been made in the three
years prior to the survey — between 2014 and 2016).

Table 8: Year of diagnosis (n=1392) Figure 17: Year of diagnosis (n=1392)

2016 206 14.8
2015 237 17.1
2014 190 13.6
2013 200 14.4
2012 151 10.8
20m 101 73
2010 106 7.6
2009 67 4.8
2008 38 2.7
2007 24 17
2006 12 0.9
2005 13 0.9
Before 2005 47 3.4

B Before 2014, 54.5%

. Between 2014 and 2016, 45.5%




4.3.3. Condition diagnosed prior to
dementia and type of dementia

Another diagnosis had been made before the diagnosis of
dementia in about a quarter of cases (25%). Of these people
(n=353), the most common conditions diagnosed before
dementia were depression and mild cognitive impairment
(28% and 25% respectively). Depression was particularly
high in the UK (Scotland) (44%).

Figure 18: Condition before diagnosis (n=353)

B other31%
. Depression, 28%
Mild cognitive impairment, 25%
B o1d age’, 8%
. Anxiety or stress, 6%

‘Burn-out’, 2%
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In relation to the diagnosis, more than half (55%) received
a diagnosis of Alzheimer’s disease. This was followed by a
diagnosis of vascular and mixed dementia (both 11%).12%
of the carers referred simply to a diagnosis of “dementia”.
The proportion of people with Frontotemporal dementia
(FTD) and dementia with Lewy bodies (DLB) was very small
(5% and 2% respectively). The number of people diagnosed
with vascular dementia was higher in the UK (Scotland)
than in any other country.

Figure 19: Type of dementia diagnosed (n=1340)

B Alzheimer's disease, 55%

. Dementia, 12%
Vascular dementia, 1%

. Mixed, 11%

B rrontotemporal dementia, 5%
Other type of dementia, 4%

. Dementia with Lewy bodies, 2%
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4.3.4. Severity and
timeliness of diagnosis

At the time of diagnosis, according to the doctor who made
the diagnosis, around half of people were at a mild stage
of dementia (53%), around a third (36%) at moderate and
4% at severe stage. A small proportion (7%) had mild cog-
nitive impairment.

In terms of the timeliness of the diagnosis, only a very
small minority of carers (1%) felt the diagnosis had been
made too soon. Slightly over half of the carers (53%) felt
the diagnosis should have been made earlier and 46%
reported that the diagnosis was made at the right time.

Overall, carers of people diagnosed at later stages tended to
feel more often that the diagnosis should have been made
earlier and vice versa, carers of people at milder stages felt
more often that the diagnosis was timely. Still, of those
diagnosed at mild stages, a significant proportion (41.5%)
would have preferred an earlier diagnosis.

Figure 20: Stage (n=1148)

D

. Mild cognitive impairment, 7%

B wild dementia, 53%
. Moderate dementia, 36%

. Advanced dementia, 4%

In the Netherlands, more carers reported that the diag-
nosis was timely. In Italy and the Czech Republic, more
carers reported that the diagnosis should have been
made earlier.

Carers who reported that the diagnosis should have been

made earlier (n=655) were asked about the reasons for the

delay of diagnosis. The most frequently mentioned rea-
sons can be grouped together in four categories: factors

relating to the person with dementia; factors relating to

carers; factors relating to the healthcare professional; and

factors relating to the system. Table 10 provides details

for each category.

Not being aware of dementia and attributing the symp-
toms to old age were reasons which were frequently given
in Italy and the Czech Republic. The person with dementia
not wanting to seek help tended to be more common in
Finland and the Netherlands. The professional not consid-
ering anything was wrong and the long time for referral or
diagnosis were more frequent in the UK (Scotland).

Figure 21: Carers' perception of timeliness of
diagnosis (n=1243)

It would have been better if the
diagnosis had been made earlier, 53%

| The diagnosis was made at
the right time, 46%

. The diagnosis was made too soon, 1%
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Table 9: Comparison of severity of dementia as diagnosed by doctor and perceived timeliness

At the time of diagnosis, which stage or severity of dementia

did the doctor say the person was in? (n=964)

Carers’ perception of timeliness Mild dementia Moderate dementia Severe dementia
Too early 0.7% 0.3% 0.0%
Right time 57.7% 31.7% 261%
Too late 41.5% 67.9% 73.8%

Figure 22: Perception of timeliness of diagnosis by country (n=1163)

56.5% 52.2% 60.3% 40.4% 53.8%
100
90
80
70

57.9%
60
{7
50 435% AzE B.2%
38.0%
40
30
20
10
0% 0% 1.7% 1.7% 1.0%
1}
Czech Republic Finland Italy Netherlands UK (Scotland)
(n=104) (n=335) (n=287) (n=240) (n=197)

. Should have been made earlier

Made at the right time

. Made too soon

Table 10: Factors for delay of diagnosis (n=655)

Factors relating to the carer (i.e. the carer thought it was just old age or was not aware of dementia) 40.9%

Factors relating to the healthcare professional (i.e. first professional seen did not consider that anything

5%
was wrong or suggested it would not be worthwhile pursuing diagnosis) 39:5%

Factors relating to the person with dementia (i.e. person with dementia refused to seek help) 37.8%

Factors relating to the system (i.e. referral or assessment took a long time) 25%
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4.3.5. Disclosure of diagnosis

To the person with dementia

The diagnosis was shared with the person with dementia
in the great majority of cases, either by a healthcare pro-
fessional (72.4%) or by another person (7.5%). However,
20% of the people with dementia in this study were not
informed of their diagnosis. This proportion was much
higher in Italy where 59.3% of the people with dementia
were not informed of their diagnosis.

In only a small proportion of cases did this reflect the
expressed wish of the person with dementia (10% of the
282 who were not informed). The other reasons for non-dis-
closure fell into 4 main categories: not wishing to upset
the person; the person would not understand or was not
aware; the family thought it unnecessary; and the doctor
advised against telling the person.

When the diagnosis was shared with the person with
dementia, in the majority of cases, this was communi-
cated by a geriatrician (30%) or a neurologist (29%). In
9% of the cases, the GP was the professional informing
the person about the diagnosis. A carer was present in the
meeting in almost all the cases (89%).

To the carer

The great majority of carers completing the survey were
informed about the diagnosis of dementia by a health-
care professional (84.5%) and in a meeting where the
person with dementia was also present (75.4%). In Italy
and the Czech Republic, the person with dementia was
present in the meeting less often (person with demen-
tia present in 56.3% of the cases in Italy and 63.4% in
Czech Republic).

Figure 23: Diagnosis shared with person with dementia by country (n=1400)

23.3% 1.1% 59.3% 5.8% 4.4%
100
98.9%
95.6%
90 91.8%
80
76.7%
70
60
50
40 40.7%
30
20
10
0
Czech Republic Finland Italy Netherlands UK (Scotland)
(n=210) (n=363) (n=332) (n=268) (n=227)
No

B ves
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Figure 24: Professional who disclosed
diagnosis (n=958)

29

Neurologist, 29% [ In a meeting with the carer or
another relative present, 92%

Figure 25: How the diagnosis was
communicated (n=988)

Geriatrician, 30% . .
In a meeting without the carer

Psychiatrist, 13% or other relative present, 5%

[ ] Hospital doctor, 1% [ | By letter, 0.5%
[ XA I By telephone, 0.5%
Psychologist/neuropsychologist, 4% B other 2%
[ ] Psycho geriatrician, 3%
Psychiatric nurse, 1%
Table 11: Disclosure to carers
h
Total Czec . Finland Italy Netherlands UK
Republic (Scotland)
Informed by a healthcare
84.5% 81.4% 3% 0.7% 88.4% 81.7%
professional (n=1400) e 47 793% 90.7% 4% 77
In a meeting where
person with dementia 75.4% 63.4% 91.3% 56.3% 85.7% 79.8%
was present (n=1180)
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4.3.6. Quality of the disclosure

In relation to the quality of the disclosure of diagnosis, rat-
ings for the disclosure to the person with dementia and the
disclosure to the carer were, for the majority of the items,
very similar, and in both cases the general perception of
the disclosure was quite positive:

* around three-quarters felt that the doctor was
well prepared (72.7% and 70%) and had explained
everything clearly to the person with dementia and
carer (80.9% and 75.1%)

* the specific diagnosis (i.e. not vague terms such as
forgetfulness or memory problems) was stated in the
majority of the cases (79.3% in case of disclosure to
person with dementia and 81% for carer)

* in 63.7% of cases, it was felt that the doctor had
established a good relationship with the person and
in 62% with the carer

However, some aspects may need further attention. In
the case of the disclosure to the person with dementia:

in around half of the cases (53.2%), the person with
dementia was not asked prior to the diagnosis
whether they wanted to know the diagnosis or
who they would have liked to be involved in the
process (52.6%)

one in five carers (22.6%) felt that during the meeting
the doctor had mainly spoken to him/her

around a quarter of the carers (27.8%) felt the person
with dementia had not understood the diagnosis

In the disclosure to the carer:

more than half of the carers (56%) felt the doctor did
not give them an opportunity to speak to him/her
without the person with dementia present

in the case of the disclosure to the carers, many carers
felt that the meeting was too short (47.2%), however
this was less often the case for the disclosure to the
person with dementia (20.9%)

in many cases (40.1%) a written summary of the
meeting was not provided



Table 12: Quality of disclosure

The person with dementia was asked if
he/she wanted to know the diagnosis 694 26.6% 26.6% 20.6% 16.8% 9.5%
before it was made

The person with dementia was asked
who else should be involved before the 71 26.4% 26.2% 19.4% 18.6% 9.4%
diagnosis was made

The doctor gave the carer an opportunity
to speak to him/her without the person 718 26.3% 29.7% 10.7% 21% 12.3%
with dementia present

During the meeting the doctor mainly

2 15.69 .69 22.19 179 69
spoke to the carer 23 5-6% 39.6% %o 7% 5.6%

In your opinion, the person with dementia

1 10.8% 17% 18.3% 6.7% 17.2%
understood the diagnosis . ° /i 2 T =

The doctor sharing the diagnosis explained everything clearly

Disclosure to the person with dementia 733 4.2% 71% 7.8% 44.2% 36.7%

Disclosure to the carer 1047 41% 9.1% 1.7% 46.6% 28.5%

The meeting was too short

Disclosure to the person with dementia 715 15.9% 37.2% 26% 14.3% 6.6%

Disclosure to the carer 1018 5.6% 19.8% 27.3% 331% 14.1%

There was plenty of opportunity to ask questions

Disclosure to the person with dementia 721 5.4% 1.2% 17.3% 46.5% 19.6%

Disclosure to the carer 1014 5.4% 7% 18.1% 42% 17.5%

The doctor established a good relationship with

Disclosure to the person with dementia 731 6.6% 11.5% 18.3% 37.8% 25.9%

Disclosure to the carer 1039 71% 1.2% 19.7% 39% 23%

The specific diagnosis was stated

Disclosure to the person with dementia 724 4.7 8.0 8.0 43.9 35.4

Disclosure to the carer 1027 3.6% 6.5% 8.9% 50.5% 30.5%

The doctor was well prepared for the meeting and had all the information needed

Disclosure to the person with dementia 728 3.8% 7.4% 16.1% 451% 27.6%

Disclosure to the carer 1022 3.9% 8.3% 17.7% 45% 25%

A clear written summary of the meeting was provided

Disclosure to the person with dementia 725 19.7% 20.4% 13.8% 29.4% 16.7%

Disclosure to the carer 1037 16.4% 20.6% 1.3% 34.5% 17.2%

Clear arrangements were made for further contact and follow-up

Disclosure to the person with dementia 729 10.3% 13.4% 16.7% 37.6% 21.9%

Disclosure to the carer 1032 8.9% 1.6% 15.1% 40.8% 23.5%
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4.3.7. Reactions to diagnosis

The findings show the diversity of emotions and reactions
which carers and people with dementia may feel at the time
of diagnosis and after some time. The top three reactions
from carers at the time of diagnosis were: worry, uncer-
tainty and sadness (74%, 43.2% and 38.5% respectively).
Two-thirds of the carers (74%) reported feeling worried
about the future at the time of diagnosis.

At the time of the survey, worry about the future contin-
ued to be the most frequently reported emotion, but fewer
carers reported this (58.2%). Also, at the time of the survey,
acceptance was reported by almost half of carers (46.4%)
and resignation by almost a quarter of the carers (24%).
Feeling “unconcerned” was at the bottom of the list at
both times (0.7% at both times).

The carers reported the same three reactions from people
with dementia at the time of diagnosis (i.e. uncertainty,
worry, sadness). However whilst these were the most fre-
quently mentioned, they were only reported in around

one-third of the cases (30%, 29.2% and 28% respectively).
At present, sadness continues to be common (23.7%). The
other most common reactions from people with demen-
tia, were unconcerned and acceptance (both reported by
around 20% of carers).

On the other hand, feelings of relief, which were reported
by several carers at the time of diagnosis (22.9%) seemed
to be less important in the case of people with dementia,
and this feeling was only reported for 4.6% of people with
dementia at the time of diagnosis and 1.3% at present.

Whilst both groups may have felt worried and concerned

at the time of diagnosis, it appeared people with demen-
tia’s feelings had then evolved more to acceptance or being
unconcerned. Sadness was reported as an important emo-
tion for carers and people with dementia both at the time

of diagnosis and at present. Higher levels of acceptance
were reported for both groups at present.
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Table 13: Reactions to diagnosis

Carers

Time of diagnosis (n=1409) Now (1409)

Reaction Frequency % Reaction Frequency %o
Worried about . o Worried about 820 -
the future 4 74 the future e
Uncertain about

L 608 43.2 Acceptance 654 46.4
the implications
Sad/depressed 543 38.5 Sad/depressed 487 34.6
Mixed feelings/ . .

i 420 29.8 Resignation 338 24.0
ambivalence

Mixed feelings/
Acceptance 366 26.0 ) 323 22.9
ambivalence
. Uncertain about
Relief 323 22.9 o 303 21.5
the implications
Shock 241 17.1 Reassured 177 12.6
Despair 217 15.4 Despair 175 12.4
Anger 170 121 Relief 133 9.4
Reassured 140 9.9 Anger 18 8.4
Disbelief 128 9. Optimism 60 4.3
Resignation 127 9.0 Shock 39 2.8
Panic 122 8.7 Disbelief 38 2.7
Optimism 43 3.1 Panic 31 2.2
Unconcerned 10 0.7 Unconcerned 10 0.7
People with dementia
Time of diagnosis (n=1184) Now (1409)

Reaction Frequency % Reaction Frequency %o
Uncertain about

el o 355 30.0 Sad/depressed 290 23.7
the implications
Worried about

346 29.2 Unconcerned 250 20.4
the future
Sad/depressed 332 28.0 Acceptance 249 203
Mixed feelings Mixed feelings,
I . Ines/ 326 27.5 . Bs/ 238 19.4
ambivalence ambivalence
. . Worried about
Disbelief 293 24.7 235 19.2
the future
Uncertain about
Unconcerned 220 18.6 o 221 18.1
the implications
Acceptance 168 14.2 Resignation 207 16.9
Shock 168 14.2 Disbelief 125 10.2
Despair 123 10.4 Anger 102 8.3
Anger 139 1.7 Despair 96 7.8
Resignation 98 83 Reassured 78 6.4
Panic 92 7.8 Panic 47 3.8
Relief 54 4.6 Optimism 44 3.6
Optimism 42 3.5 Shock 23 1.9
Reassured 37 3.1 Relief 16 13




4.4. Post-diagnostic support and treatment

4.4.1. Information received,
satisfaction and information
which carers would have liked
at the time of diagnosis

More than a quarter of people with dementia (27.9%) and
almost a fifth of carers (19.9%) did not receive any type of
information at the time of diagnosis. When carers and
people with dementia did receive information, overall,
this seemed to be more often related to medical aspects
(i.e. drug treatments, 56% in the case of carers and 47.3%
of people with dementia; dementia 48.4% of carers and
35.1% of people with dementia; disease progression 38.4%
of carers and 211% of people with dementia). Carers also
seemed to have often received information about Alzheimer
organisations and practical advice about coping and liv-
ing well with dementia (38% and 35.1%). Only around a
quarter of the carers received information on available ser-
vices, support groups and healthy lifestyles (27%, 26% and
26%). For all types of information, people with dementia
received information less often than carers. Information
about taking part in research and advance care planning
were particularly low in both cases (i.e. carers 13.8% and
15.3% and people with dementia 7.5% and 7.6 respectively).

Overall, carers were quite satisfied with the information
received. The average response from all respondents was
3.5 (on a scale from 1to 5, with 1indicating ‘very dissatisfied’
and 5 ‘very satisfied’). Carers were particularly satisfied with
the information received about Alzheimer organisations
(3.83), driving (3.79) and prevention e.g. healthy lifestyle to
reduce rate of further decline (3.58).

51.1% of carers would have liked to have received infor-
mation on practical advice about coping and living well
with dementia, 46% on available services and 40.2% on
disease progression. Reported needs about information
on care allowances, legal rights/issues and existing help/
support groups were also considerably high (39.2%, 38.1%
and 37.8% respectively).

Table 14 shows detailed information about the informa-
tion that carers and people with dementia received at

the time of diagnosis, the carers’ satisfaction with the
information received and information they would have
liked to have received. It has to be kept in mind that
the sample was recruited via Alzheimer associations, so
perhaps this had an impact on the type of information
which they received.

In the Czech Republic and Italy, the top three types of infor-
mation for which carers had received information were drug
treatments, disease progression and dementia. In Finland,
the Netherlands and the UK (Scotland), several carers had
also received information on other psycho-social aspects
(Alzheimer organisations or help/support groups).

In the Czech Republic, Finland and UK (Scotland), at least

25% of carers had received information for eight types of
information and in the case of the Italian carers, at least

25% had received information for nine different types of
information. In the Netherlands, this was only the case for
five types of information (see Table 16). Overall, carers in Fin-
land and the Netherlands were the most satisfied with the

information received (both average score 3.8). Satisfaction

with information on driving in these two countries was par-
ticularly high (4.11and 4.03 respectively). Carers in Italy were

less happy with all types of information received. With the

exception of medical information (dementia, drugs and pro-
gression) and information on Alzheimer associations, the

satisfaction with all other types of information was below 3.
In Italy, satisfaction with information received on advance

care planning, information on legal rights and services was

particularly low (mean: 1.94, 2.38 and 2.39 respectively).

People with dementia living in Italy were also less likely to
receive any type of information compared with all the other
countries (see table 17), and almost half of the Italian peo-
ple with dementia (49%) had received no information at all.
On the other hand, people with dementia in Finland were
more likely to receive all different types of information. In
Finland, there were six types of information which at least
25% of the people with dementia had received; this was
the case for four types of information in the Netherlands
and UK (Scotland), three types of information in the Czech
Republic and one in Italy.
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Table 14: Information received, satisfaction and information they would have liked

Received Satisfaction Would have Received
(n=1409) (1tog)” liked (n=1409) (n=1409)

Dementia 48.4% 3.48 16% 35.1%
Disease progression 38.4% 3.44 40.2% 21.4%
Drug treatments 56% 3.56 21.8% 47.3%
Alzheimer organisations 38% 3.83 29.5% 17.6%
Other help/support groups available 26% 3.53 37.8% 15.2%
Services available 27% 3.38 46% 15.9%
Healthy lifestyle to reduce rate of further decline 26.2% 3.58 25% 21.1%
Care allowances, welfare and finance issues 29% 3.51 39.2% 13.5%
Legal rights and issues 20.9% 3.32 38.1% 7.9%
Advance care planning 15.3% 3.29 26.5% 7.6%
Driving 19.7% 3.79 7.8% 18.8%
Taking part in research studies 13.8% 3.36 19.9% 7.5%
No information provided 19.9% N.A. N.A. 27.9%

* Top three results in bold

** This question was only answered by carers who have received the type of information considered. Satisfaction

was measured in a scale from 1to 5, 1indicating that the person was 'very dissatisfied' and 5 'very satisfied'

Table 15: Top three types of information received by carers

epub ‘ ‘ 0

Dementia 59.7% 59.5% 51.0% 32.5%
Disease progression 63.5% 52.8%
Drug treatments 70.6% 58.4% 71.1% 38.4% 36.8%
Alzheimer organisations 42.4% 42.9% 39.9%
Available help/support groups 36.6%




28 | EUROPEAN CARERS' REPORT

Table 16: Type of information received by carers (n=1409, column in blue) and satisfaction (S),

by country

Average satisfaction with
information received

3.6

Type of information

3.8

2.8

3.8

35

Dementia 59.7% | 3.63 |59.5% | 373 |[51.0% | 31 34.7% | 358 |325% | 3.22
Disease progression 63.5% | 3.70 |36.9% | 3.66 |52.8% | 3.03 | 201% | 3.76 17.5% | 3.30
Drug treatments 70.6% | 3.64 |58.4% | 3.89 711% 3.16 38.4% | 3.63 36.8% 3.61
Alzheimer organisations 38.9% | 3.82 |42.4% | 4.07 |27.4% | 339 [42.9% | 397 |39.9% | 3.70
Other help/support o o o o o

Sroups avallable 19% 373 | 23.4% | 378 | 233% | 2.84 [36.6% | 370 | 28.1% | 3.66
Services available 37.9% | 3.71 27.5% | 370 |28.0% | 2.39 17.5% 3.91 25.9% | 3.53
Healthy lifestyle to reduce o o o o o

rate of further decline 327% | 3.61 [303% | 396 | 313% | 292 |16.4% | 3.95 | 17.5% | 3.80
Practical advice about

coping and living well 493% | 370 |[29.8% | 377 |425% | 278 |254% | 3.84 |30.7% | 3.51
with dementia

Care allowances, welfare o o o o o

and finance issues 50.2% | 3.80 |[29.2% | 3.85 | 29.8% | 2.57 9.3% 3.88 31.1% 3.77
Legal rights and issues 23.2% | 3.41 | 22.9% | 3.69 |26.5% | 2.38 4.5% | 4.08 |26.3% | 3.98
Advance planning 21.8% 3.41 21.8% | 3.96 | 15.6% 1.94 3% 3.75 13.2% | 3.60
Driving 13.7% 3.79 21.8% 4.1 19.8% | 2.96 |22.4% | 4.03 | 18.9% | 3.84
Taking part in o o o o o

research studies M.4% | 3.46 | 105% | 3.82 | 19.2% | 252 [ 157% | 3.95 | 11.0% | 3.76
No information provided 10.0% N.A. | 16.5% N.A. | 24.8% | N.A. | 200% N.A. | 26.8% N.A.

* Information received by at least 25% of carers in bold
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Table 17: Type of information received by people with dementia by country (n=1409)

People with dementia

CR F | N UK-S
Dementia 35.1% 54.5% 18.6% 34% 30.3%
Disease progression 28.9% 35% 10% 15.7% 16.2%
Drug treatments 65.9% 68% 31.3% 33.2% 37.3%
Alzheimer organisations 1.8% 25.9% 3.8% 20.9% 26.3%
Other help/support groups available 5.2% 16.5% 2.9% 28% 25.4%
Services available 16.6% 22.6% 5.3% 18.3% 17.5%
Healthy lifestyle to reduce rate of further decline 22.3% 32.8% 13.3% 19.8% 14.5%
Practical advice about coping and living well with dementia | 21.8% 24% 13.3% 20.1% 21.9%
Care allowances, welfare and finance issues 24.6% 21.8% 3.5% 3% 171%
Legal rights and issues 4.7% 13.2% 2.1% 2.2% 18%
Advance planning 10.9% 16.3% 0% 1.5% 9.2%
Driving 13.7% 26.7% 5.9% 26.5% 211%
Taking part in research studies 5.7% 8.3% 2.4% 13.4% 8.3%
No information provided 19.4% 14.0% 49% 23.5% 31.6%
No information provided 10.0% 16.5% 24.8% 20.1% N.A.

* Information received by at least 25% of people with dementia in bold




4.4.2. Information for which
carers took action

There were differences in the extent to which carers took
action based on the information they had received. Over-
all, the most frequently reported actions related to drug
treatments (63.3%). This was particularly high in Finland,
the Czech Republic and Italy, where around three-quarters
of carers acted on information received (76.9%, 73.9% and
73.2%). The second most commonly reported action related
to financial matters, which was reported by over half the

carers (54.1%), and nearly three-quarters (73.7%) in the
UK (Scotland). This was followed by joining an Alzheimer
organisation (41.8%), which was reported by around half
the carers in Finland, the Netherlands and the UK (Scotland)
(56.2%, 49.6% and 48.2% respectively), and by a quarter in
the Czech Republic and Italy (27.5% and 25.1%). One-fifth of
carers (20.2%) reported taking action on advance planning
following information received at the time of diagnosis.
Less than 10% of the carers reported that the person with
dementia had taken part in research (9.5%). This ranged
from 5.3% in Italy to 13.8% in the Netherlands.

Table 18: Actions taken (n=1409)

Czech UK
Total Finland Ital Netherland
otd Republic fnfan s etheriancs (Scotland)

Finances e.g. making arrangements for
the management of the finances of the 54.1% 55.5% 52.3% 37.2% 60.1% 73.7%
person with dementia in the future
Advance care planning 20.2% 16.6% 19.8% 2.7% 43.7% 22.8%
Preventing disease progression e.g. the

[N disease progression €.g 25.9% 21.8% 29.2% 24.5% 30.2% 21.5%
person with dementia exercised more
Other help/support groups e.g.
Other help/support groups e.g 25.2% 16.6% 22.9% 221% 28.0% 38.2%
joining a carers support group
Research studies/clinical trials e.g. the
person with dementia took partin a 9.5% 6.2% 1.0% 5.3% 13.8% 1.4%
research study
Drug treatments e.g. the person
with dementia commenced 63.3% 73.9% 76.9% 73.2% 38.4% 46.5%
an anti-dementia drug
Alzheimer association e.g.

1.8% 27.5% 6.2% 25.1% 3% 8.2%
joining the association #.54 73 26.2% o1% 49-3% o2
Services available e.g. the carer and/or
. 6.1% 1.2% 6.6% 21.5% 6% 6.4%

the person used at last one new service 3617 H.2% 36.6% o 49.6% 36-4%
Did not act on any of the advice given 3.7% 9.5% 11% 2.4% 4.5% 3.5%

* Top three results in bold

4.4.3. Sources of information

Almost the all carers used some source of information to
keep up-to-date with issues related to dementia; only 2.2%
of them reported that they didn’t use any source of infor-
mation at all for this purpose. The most popular sources
of information were the Internet (64.2%) and Alzheimer’s
associations (60.3%). In the Czech Republic and Italy, fewer
carers reported the Alzheimer association as a main source
of information (36% and 48.1% respectively). Also, around a
third of carers used specific dementia literature (35.7%) and
newspapers, journals or magazines (33%) to keep informed.
Overall, healthcare professionals (HCPs) were slightly less
often the source of information used by carers, however

among HCPs, GPs were mentioned as a source of informa-
tion by almost a quarter of the carers (23.6%). Amongst the
other HCPs important differences exist within the coun-
tries. In the UK (Scotland), carers referred to any HCP less
frequently as a source of information. In other countries,
the HCPs who were more frequently considered a source
of information included:

* neurologists: Italy (33.6%) and Czech Republic (19.4%)
e geriatricians: Finland (30.3%) and Italy (20.9%)

e psychiatrists: Czech Republic (27.5%)

* memory nurses: Finland (24.8%)

e care managers: Netherlands (55.2%)



Table 19: Sources of information (n=1409)
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R:;z'l:)rllic Finland Netherlands (Scol'i::nd)
GP/primary care physician 23.6% 21.3% 28.9% 20.4% 24.3% 21.5%
Neurologist 16.3% 19.4% 121% 33.6% 10.4% 0.9%
Geriatrician 17.8% 4.7% 30.3% 20.9% 22.4% 0.0%
Psychogeriatrician 2.4% 5.7% 0.3% NA NA 2.6%
Psychiatrist 6.7% 27.5% 0.8% 4.4% 1.9% 6.1%
Psychiatric nurse/memory nurse 14.2% 2.8% 24.8% NA 10.4% 12.3%
Care manager 22.2% 3.8% 16.5% NA 55.2% 9.6%
Community nurse 121% 3.3% 17.4% NA 14.9% 8.3%
Alzheimer association 60.3% 36.0% 64.5% 48.1% 77.2% 74.1%
The internet 64.2% 72.0% 64.2% 64.3% 63.4% 57.5%
TV/radio 25.1% 19.9% 35.0% 15.3% 29.1% 24.1%
Newspapers/journals/magazines 33.0% 30.3% 39.7% 22.4% 42.2% 29.8%
Specific dementia literature 35.7% 46.4% 28.9% 32.4% 41.4% 34.6%
Other 4.6% 4.3% 2.5% 4% 6.3% 7.0%
None 2.2% 0.9% 1.9% 3.2% 0.4% 4.4%

*Top three results in bold

4.4.4. Services and support

Carers were asked to consider an extensive list of potential
supports that might be offered and used in the six months
following diagnosis. Overall, the number of services offered
to carers was relatively low: only five of the 22 supports
suggested in the list were reported to be offered to more
than 15% of the carers.

One in five carers (20.9%) were offered a contact with
a named person or service who could assist them with
signposting services or whom they could contact as
needed. The other two services more frequently offered
were day care (19.2%) and dementia cafés (18.7%). Over-
all, a relatively small percentage of people were offered
services linked to social activities and creative activ-
ities (e.g. befrienders 10.9%, creative activities 9.7%
and other group activities 12.7%) and even less, activ-
ities or services related to cognitive stimulation,
reminiscence or memory training (10.8%, 6.2% and 8.6%
respectively).

Likewise, contact with a named person and day care were
among the services which were most often used in the six
months following diagnosis (32.5% and 22.9% respectively).
Assessment of the needs of the person with dementia was
also relatively high (23.3%).

For almost all services, a third or more of carers would
have liked to have used the service, but did not receive
information about it (with the exception of home and day
care which were slightly lower i.e. 27.8% and 29%). Half of
the carers (50.9%) were not offered an assessment of their
own needs, but would have liked to have used this service,
and in 44.6% of the cases, the carers would have liked an
assessment of the needs of the person with dementia. Also,
several carers would have liked counselling or emotional
support for the person with dementia (44.6%).

Carers in Italy were offered any kind of service/support less
frequently. The usage of services/support was especially
high in the Netherlands (60%) and the UK (Scotland) (42%)
and very low in Italy (10%). An assessment of the needs of
the person with dementia was reported by around a quar-
ter of carers (23.3%), and was again least common in Italy
(7%). A similar picture emerged regarding a care plan for
the person with dementia, which was reported by one in
five carers; low rates were reported in Italy (9%) and the
Czech Republic (6%). Day care was used by half of the carers
in the Netherlands, but by only 11% in Italy. Counselling or
emotional support for the person with dementia and carer
and training/education courses for carers were requested
by a substantial number of carers in Italy and in the UK
(Scotland). Carers from Italy appeared more likely to report
unmet needs in relation to post-diagnostic support.




Table 20: Services and support (n=1409)

Person with dementia

Service offered

Service used

Would have liked

with dementia

Assessment of needs 17.4% 23.3% 42.9%
Care plan 13.1% 21.5% 44.6%
Peer group support 16.7% 13.6% 33.4%
Counselling/emotional support for person

g/ PP P 9.3% 7.8% 44.6%

Assessment of needs 11.5% 13.0% 50.9%
Peer group support 17.9% 18.7% 34.9%
Counselling/emotional support 1.3% 121% 43.2%
Training/education course 10.3% 1.3% 40.8%
(nposing o services o contac a neede) — 5% e
Befriender — supportive/social visits from a volunteer 10.9% 7.0% 39.7%
Supported holidays 7.9% 4.0% 38.0%
Day care 19.2% 22.9% 29.0%
Home care 13.3% 18.1% 29.2%
Home care - help with personal care 15.0% 19.9% 27.8%
Help at home - paid worker visits for

social and other activities with person 10.1% 11.0% 31.3%
with dementia, such as outings etc.

Respite care 10.6% 8.0% 34.4%
Assistive technology 9.9% N.4% 32.4%
Cognitive stimulation 10.8% 10.3% 39.3%
Reminiscence work for person with dementia 6.2% 6.5% 37.8%
x;rgz:::ii/;nemory training for person 8.6% 10.4% 407%
:er:::';ic\fe activities for person with dementia - music, 9.7% 1.4% 36.9%
Dementia café 18.7% 16.3% 30.0%

*Top three results in bold
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Figure 26: Services offered, services used and services the person would have liked (n=1409)
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4.4.5. Anti-dementia drugs’

Of the four currently approved anti-dementia drugs,”” over-
all, donepezil was the most frequently prescribed drug
(27.7%) and galantamine the least (6.8%). This was not the
casein Italy and the Netherlands, where fewer people were

Table 21: Anti-dementia drugs prescribed

prescribed donepezil (1.5% in the Netherlands and 17.6%
in Italy) and were more frequently prescribed a different
anti-dementia drug (e.g. memantine in Italy and galantam-
ine in the Netherlands). In the Netherlands, almost half of
the people with dementia (46.6%) had not been prescribed
any of the four anti-dementia drugs.

R:;E:)Tic Finland ‘ Italy Netherlands (ScoLtJIIan)
n=1391 n=207 n=358 n=336 n=266 n=224
Donepezil 27.7% 40.1% 40.8% 17.6% 1.5% 21.7%
Rivastigmine 13.7% 6,3% 15.6% 21.4% 15.4% 3.6%
Galantamine 6.8% 0% 6.1% 2.4% 16.5% 9%
Memantine 14.6% 21.7% 16.5% 223% 3% 7.2%
None of the above drugs prescribed 20.2% 1.6% 4.7% 16.7% 46.6% 26.9%

4.5. Carers perceptions of the friendliness

of their community

4.5.1.

In the majority of the cases, the carer or the person with
dementia shared the diagnosis with other people. Only
2.1% said that no-one else knew about the diagnosis. In
83.2% of cases, they had shared the diagnosis with close
family members and in around half of the cases with
close friends of the carer (56.9%) and/or of the person
with dementia (56.8%).

Diagnosis shared with other people

In all countries, close family members were the people with
whom the carer or person with dementia had most often
shared the diagnosis. In Italy, close friends of either the per-
son with dementia or the carer were told less often about
the diagnosis than in other countries (38.3% and 31.9%
respectively). Neighbours were told less often about the
diagnosis in the Czech Republic and Italy (29.4% and 37.5%).

* Inthe Czech Republic, Finland and Italy, it was decided to include in the question the generic and the trade name(s) of each anti-dementia drug. In the
Netherlands and in the UK (Scotland), it was decided to only use the generic name of each anti-dementia drug (i.e. donepezil, rivastigmine, galantamine,
memantine). Differences exist between countries in relation to the national guidelines for prescription and reimbursement of these drugs.

**  There are currently two classes of drug approved, cholinesterase inhibitors (donepezil, rivastigmine and galantamine) and the N-methyl-D-aspartate

receptor (NMDA) receptor antagonist, memantine.
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Figure 27: Who else the carer or person with dementia has told (n=1409)
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Table 22: Who else the carer or the person with dementia has told: comparison by country (n=1409)

Total R:;z:)Tic Finland Italy Netherlands (Scoli::nd)

Close family 83.2% 87.2% 94.8% 76.1% 80.2% 75.0%
Carer's own close friends 56.9% 49.3% 75.8% 31.9% 58.6% 69.3%
Close friends of person with dementia 56.8% 50.7% 69.1% 38.3% 62.7% 63.2%
Neighbours 45.7% 29.4% 471% 37.5% 53.7% 61.4%
:;e;t::;;ﬁ;LuZ:ﬁl;::ﬂes attended 14.7% 43% 1.0% 8.6% 19.8% 33.3%
Local shopkeepers 1.7% 6.2% 5.5% 13.6% 14.9% 20.2%
Most people in our community 3.0% 1.9% 3.6% 0.6% 6.0% 3.1%

No-one else 21% 1.4% 0.6% 1.2% 7.5% 0.4%




4.5.2. Perceptions of the community

Table 23 shows the level of agreement or disagreement
of carers with a number of statements in relation to their
community. 67.6% of the carers felt that, since the diagno-
sis, the person with dementia had not been able to carry
on with most of his/her previous community activities
and roles. However, several carers still felt that the person
with dementia was valued and respected by other people
(59.2%), continued to have an important role in his/her
family (57.8%) and was still part of the community in which
he/she lived (43.8%). More than half of the carers (56.8%)
felt that caring for a person with dementia often made
them feel lonely. Perceptions about others were unclear,
as 47.8% felt that people tended to stay away once they
knew someone had dementia. However, 45.8% felt that

once people knew that the person they were caring for
had dementia, they went out of their way to be helpful
and friendly.

Table 24 shows selected answers for all the different state-
ments by country. Italy was the country where the fewest
number of people felt that the person with dementia had
not been able to continue with previous community activ-
ities and roles since the diagnosis. However, the majority
of carers in Italy (56.6%) did not agree with the statement
about people in their community being aware of dementia
and three-quarters of the carers felt lonely (75.6%). In Fin-
land, more carers felt the person with dementia was still
part of the community where they lived (56.9%) and of their
family (73%). In the UK (Scotland), most carers (64.3%) felt
the person with dementia was still valued and respected.

Table 23: Perceptions of the community

SFroneg Disagree Nelth?r agree Agree Strongly
disagree nor disagree agree

The person I care for has been
able to carry on with most of his/ o o o o o
her previous community activities 1325 34:5% 331% 1% 15:8% 5:5%
and roles since the diagnosis
Most people in our community are
aware of dementia and know of 1330 12.4% 26.0% 24.3% 31.1% 6.2%
its effects
People tend to stay away once they

1 7 18.6% 25.8% 7 14.19
know someone has dementia 336 77% 8.6% 58% 33.7% 41%
There are places I avoid
because they are not tolerant 1315 18.4% 30.7% 26.2% 18.5% 6.2%
of people with dementia
Caring for a person with dementia

1 .29 16.8% 17.2% 1.89 25.09
often makes me feel lonely 340 9-2% 6-8% 7.2% 31:8% 5:0%
Once people know that the person |
care for has dementia, they go out of 1327 5.7% 12.1% 36.3% 38.1% 7.7%
their way to be helpful and friendly
The person | care for is still part of the

131 17.7% 20.89 17.7% 39 10.59
community in which he/she lives 319 77% 0-8% 7.7% 33:3% 0-5%
The person | care for continues to have o o o o o
an important role in his/her family 1334 9:7% 151% 7:4% 35:5% 223%
The person is still valued and o o o o o
e ey e 1337 6.6% 10.3% 23.9% 39.9% 19.3%




Table 24: Selected statements by country

The person I care for has been able
to carry on with most of his/her

Disagree and

o, O, o, O, O,
previous community activities strongly disagree 728% 61.6% 59:9% 81.4% 66.4%
and roles since the diagnosis
Most people in our community are Disagree and
aware of dementia and know of stror? ly disagree 33.8% 30.8% 56.6% 31.1% 38.3%
its effects gy disag
People tend to stay away once they | Agree and o o o o o
know someone has dementia strongly agree 469% 407% 53.6% 50-9% 48.0%
There are places I avoid Aoree and
because they are not tolerant stgron ly asree 29.9% 19.2% 31.5% 18.9% 26.4%
of people with dementia gy e
Caring for a person with dementia | Agree and o o o o o
often makes me feel lonely strongly agree 42.5% 519% 75:6% 44.2% 66-1%
Once people know that the
person | care for has dementia, Agree and o o o o o
1. . . . 2
they go out of their way to strongly agree 513% 39:7% 45-8% 47.7% 48.2%
be helpful and friendly
The person | care for is still
. Agree and o o o o o
part of the community in Stronglyagtee 49.2% 56.9% 34.0% 37.5% 39.2%
which he/she lives
The person | care for continues
f Agree and o o o o o
to have an important role strongly agree 43.1% 73.0% 46.4% 58.9% 62.1%
in his/her family
The person is still valued and Agree and o o o o o
respected by other people strongly agree 58.5% 50-3% 59:5% 58.5% 64.3%
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5. Conclusions

Diagnosis is critical for people with dementia and their
families. This survey has looked at the experiences of
receiving a diagnosis of dementia of 1409 informal
carers in five European countries. These people are rela-
tives, friends or neighbours currently providing care and
support to a person with dementia. The overall conclu-
sion of this study is that whilst some aspects relating
to diagnosis may be improving, we could not identify
a clear change in the last decade in the experience of
diagnosis of dementia and post-diagnostic support is
a still a major issue across Europe. Another important
finding relates to key differences in the experience of
diagnosis and post-diagnostic support across countries
in Europe.

The most common first indication that something was
wrong and which prompted the person to seek help was
related to memory problems/confusion. This is the same
finding that was reported in the survey conducted by AE
in 2006.' However, as in 2006, the survey highlighted that
other difficulties, such as difficulties with activities of daily
living, communication and issues related to mobility (e.g.
travelling, driving) were also frequently experienced and
often reported as difficulties which triggered help-seeking.
This is important as dementia is often most frequently por-
trayed as a memory condition. Consequently, this should be
taken into account when raising awareness about demen-
tia and promoting timely diagnosis.

The findings also suggested that it took an average of 2.1
years to receive a diagnosis. This is almost the same fig-
ure that was reported in a similar study in 2005 (“Facing
dementia study”).3 No relevant differences in this time-
frame were apparent in the most recent years; overall, if
anything, diagnosis tended to take longer. Differences
also exist across the countries surveyed. The findings
showed that it often takes a long period of time for peo-
ple to first seek help after noticing the first symptoms. The
Czech Republic seemed to perform particularly well in this
area, and several carers had a very short period of time for
commencing assessments and visiting the specialist. GPs
continue to be the healthcare professionals from whom
carers first seek help. Nevertheless, this decision to seek
help was made by the person with dementia alone in a
relatively small number of cases.

In 2006, as many people were diagnosed in hospital as
were diagnosed by their GP; this no longer seems to be
the case. The diagnosis is now more frequently made in

a memory clinic or outpatient service of a hospital. Only
asmall proportion were diagnosed by the GP. Most carers
reported that the person with dementia had undergone
memory tests, interviews and brain scans. As would be
expected, lumbar punctures were less common, however
these were slightly more frequent in the Netherlands. The
number of people with dementia in the Czech Repub-
lic who had a brain scan was much lower than in any
other country.

An important number of carers reported that the per-
son had been diagnosed with another condition prior to
dementia. This is something that people with demen-
tia and carers often refer to and can be very distressing.
Depression was one of the most common conditions
with which people with dementia were diagnosed prior
to diagnosis.

The majority of people had received a diagnosis within the

past five years prior to completing the survey. An impor-
tant and positive finding is that two-thirds had been

diagnosed at early stages (mild dementia or MCl) and

only 4% had received the diagnosis at advanced stages.
However, many carers felt the diagnosis had been made

too late. This was more frequent as the severity of demen-
tia increased. Carers in the Netherlands tended to feel that
the diagnosis had been more timely. Some of the main

factors identified as delaying the diagnosis seemed to

be related to the lack of awareness and education about
dementia, and the way dementia is perceived.

Onein five people with dementia were not informed about
their diagnosis. In this respect, very important differences
exist across countries. In Italy in particular this was a major
issue. In only a few cases this reflected the expressed wish
of the person with dementia. A positive finding is that when
diagnosis is disclosed, carers seemed to be satisfied with
how it had been disclosed. Important aspects included the
feeling that the doctor was well prepared, had explained
everything clearly and had established a good relationship
with the person with dementia. However, aspects which
were not covered so well were the involvement of the per-
son prior to diagnosis and determining their preferences
for the disclosure.

Diagnosis can be a life-changing experience. The majority
of carers were worried about the future, and many carers
and people with dementia felt sad at the time of diagno-
sis. After some time however, while many continued to feel



sad, other more positive feelings such as acceptance also
emerged. Additionally, negative feelings tended to be less
prevalent after a period of time.

One of the main gaps highlighted in the 2006 survey
was that many carers (19%) had not received any type of
information at the time of diagnosis. This finding was
identical in 2017: once again, 19% of the carers reported
that they had not received any information. In the case
of people with dementia this percentage was even higher.
The majority received information regarding medical
aspects and pharmacological treatment, but information
on psychosocial aspects was very often missing. Infor-
mation about taking part in research was the type of
information which fewest carers received. The provision
of information about available services was also rela-
tively low. Despite this, almost every carer reported using
different sources of information to keep up-to-date on
dementia, especially the Internet. Furthermore, the role of
the Alzheimer associations in providing information was
very important.

The survey has emphasised several unmet needs in the
provision of information and access to services and sup-
port. The need for information on coping and living well
with dementia and the need for available services was
particularly high. Several carers did not have access to an
assessment of their own needs, a care plan for the person
with dementia or access to counselling services, but would
have liked to have used these services.

The majority of the carers had shared the diagnosis with
other people. This tended to be close family and (to a lesser
extent) close friends. Many carers felt that the person with
dementia was still valued and respected by others, particu-
larly within their own families. Fewer people had shared
the diagnosis with others in their communities, and carers
often felt that after the diagnosis the person with dementia
was no longer able to carry on with community activities
and roles. Loneliness due to their role as a carer was fre-
quently reported.

In conclusion, the time to receive a diagnosis has not
substantially changed in the last years, however people
now seem to be more often diagnosed in a specialist ser-
vice; in many cases the diagnostic work-up included brain
scans. A few more people were informed of their diagnosis
now than in 2006, however whilst this is a common prac-
tice in some countries, it is still not the norm in others.
Many positive aspects of the process of disclosure were
raised, but the involvement of the person with dementia
was often still lacking. In most countries, post-diagnostic
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support and care still require a good deal of improvement.
Greater involvement of the person with dementia in the
full diagnostic process is very much needed. Every person
with dementia should be given the opportunity to decide
whether they would like to know the diagnosis and who
should take part in this process. Several carers still experi-
ence unmet needs with regard to information and support
during the diagnostic process and afterwards. Sadness
and loneliness among carers should be further addressed.
Communities are changing, and hopefully becom-
ing more inclusive of people with dementia. However,
further work on raising awareness and making commu-
nities a better place for people with dementia and their
carers is needed.

The findings have also highlighted important differences
in the experience of diagnosis based on the country where
a person lives. Italy and the Czech Republic had the short-
est times for diagnosis, and people with dementia in Italy
had good access to diagnostic tests. However, these coun-
tries need better involvement of people with dementia
in the diagnostic process, as several did not know about
their condition and had received little or no information.
Additionally awareness of dementia among the general
public is lacking in Italy. Finland, the Netherlands and
the UK (Scotland) were particularly good at disclosing
the diagnosis to people with dementia. In general, carers
seemed more open to sharing the diagnosis with other
members of the community. However, there is still room
forimprovement in the post-diagnostic support offered
to carers and people with dementia. Information on rel-
evant aspects such as advance care planning, legal rights,
driving and in particular, opportunities to take part in
research should be further addressed.

This study had several limitations which should be consid-
ered and which may have had an impact on the findings.
Some of the more significant limitations relate to the
way in which the sample was recruited (e.g. via Alzheimer
associations, online). Overall, many participants were
adult children and the majority of the carers and of peo-
ple with dementia were well educated. This may indicate
that the people completing the survey were among the

“most privileged” carers, so the situation of other carers
may be even worse.

The following testimonials from people with dementia and
supporters from AE’s European Working Group of People
with Dementia (EWGPWD)* show how, despite difficulties
in obtaining a diagnosis and dealing with the impact, it
is still possible to live well with dementia and contribute
to family life and society in different ways.

* For information about the EWGPWD, please see https://www.alzheimer-europe.org/Alzheimer-Europe/Who-we-are/

European-Working-Group-of-People-with-Dementia)
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Helen Rochford-Brennan. Chair of the EWGPWD (Ireland)

My diagnosis came after a
number of years of wonder-
ing what was wrong with me.
At work the in-tray was not
moving, | found myself at a
Board meeting struggling for
words. | thought I was losing
my mind. In one sense my
diagnosis brought relief as
the symptoms of dementia were frightening. But after
meeting with the doctor I had to drive home over 60 miles
and wondered how | was going to tell my husband and
son. | had no leaflet, no advice. | went to Dr Google and

L Through my strategies,
| have learned how to
live exceptionally well
in my new life, my life
with Alzheimer's??

scared myself. | don’t remember the conversation with
my family but | do remember the pain. The only way |
can describe those first few months was heartbreak ... as
there is no cause or cure, there were and are many dark
nights. But my early diagnosis put me (the person with
dementia) in control. My diagnosis led me to cognitive
rehabilitation therapy, research through Trinity College
and The Irish Dementia Working Group (supported by the
Alzheimer Society of Ireland). | am now Chair of the Euro-
pean Working Group of People with Dementia.

This journey has allowed me to find my voice and a purpose
filling the void left by leaving paid employment. Because
I received an early diagnosis | have been able to employ
strategies to live well and if necessary learn new skills. | use
my phone now more than ever before. | use white boards,
ipad my computer and many notes to myself. Through my
strategies | have learned how to live exceptionally well in
my new life, my life with Alzheimer’s. Having a diagnosis
and sharing that diagnosis with family and friends mean |
have a community of support; people in my life who know
I have dementia. This is preferable to stumbling in the dark
worrying about me. | advocate for each person having a
right to diagnosis but it is important to acknowledge that
not all diagnoses are equal.
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Petri Lampinen. Member of the EWGPWD (Finland)

My name is Petri | am from Finland. Thinking about the
early stages of my dementia is still very difficult for me:
my whole personality started to change, | started to drink, |
couldn’t control myself, | was carefree, impulsive and grumpy.
I received a diagnosis of Frontotemporal dementia (FTD) at
the age of 52.1 couldn’t believe that I had dementia, nobody
in my family has had dementia so this was all new to me.
Before the diagnosis of FTD | was diagnosed with depression.
This is not unusual for people with dementia. Also, FTD is very
rare in Finland and this made the diagnosis even more diffi-
cult. As doctors believed | had depression, | was prescribed
medication which made my symptoms worse. Problems
with my short-term memory and changes in my personality
increased and | had to spend some time in a psychiatric ward.
The psychiatrist there realised | didn’t have depression and
suspected | could have FTD. | had to have several tests and
scans such as CT, MRI, SPECT and EEGs, | also had a spinal
tap, blood test, memory tests... Several doctors were taking
care of me, but they did not talk enough to each other. No
one seemed to know what was happening to me.

Eventually, thanks to a psychiatric nurse, | found a doctor at
the University Hospital where, after more tests and research,
I was diagnosed with FTD. Waiting for the diagnosis was a
very hard time for me and my family, | sometimes wonder
how we managed to survive this. Getting the diagnosis was
difficult but also a very big relief for me and my family. It
helped me to understand my symptoms and what could
help me. | gave up driving as | felt it was no longer safe and
drinking alcohol as | could not control myself.

Since the diagnosis I have kept very active and have done
occupational therapy and rehabilitation for dementia. |
have a very positive attitude and | want to help other
people. | collaborate with The Alzheimer Society of

Finland and I give speeches about young onset demen-
tia to nurses. | think dementia has given me some gifts,
which I will use for my own and other people’s good for as
long as | can.

¢ Waiting for the
diagnosis was a
very hard time for me
and my family, |
sometimes wonder
how we managed to
survive this??
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Carol Hargreaves. Member of the EWGPWD (UK, Scotland)

I was in my work (managing a chain of book makers) and
| started giving the cashiers jobs | should’ve been doing.
Somehow | knew | couldn’t cope. Then, the mini strokes
started, but | didn’t realise. Other people would notice a
slight change in my face and my speech and tell me. Now
if I'm tired or stressed my speech will still go funny. It's a
reminder and it hits me, because | feel so well.

As | already had a diagnosis of bipolar, doctors put it down
to that. | knew it wasn’t. It was a really dark time. Eventu-
ally, the scans showed it was dementia. A psychologist that
I'd never met before was called in and she said “I'm sorry

to tell you the scan has shown vascular dementia. We’ll
get you information but you’ve probably got a good six
months so get your affairs in order”. Nobody should be told
they’ve got a serious illness alone. Then came the big book
of information. I've never read it. No one ever explained or
told my family. My family wrapped me up in cotton wool.
They were told to watch me like a hawk.

Then, Susan (my Alzheimer Scotland outreach worker)
came into my life. | joined the Scottish Dementia Work-
ing Group. | took the bull by the horns, and went in by
myself. | love working in groups. | get a real buzz out of
it. All I can say is | thought I'd be dead by now but life is
so full. My whole life changed, from me having my son
and step daughters, to moving into a flat on my own.
There has been lot going on with family in the last few
years and | was able to be there for them. Me and my
sister have a fantastic relationship and we look after my
mum together.

X Nobody should be told
they’ve got a serious
iliness alone??
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Jayne Goodrick (UK, Wales). Wife of Chris Roberts

(Vice Chair of the EWGPWD)

When we received the diagnosis that my husband had
dementia, we didn’t realise that the whole family received
the diagnosis, that it would affect us all. We were given
the diagnosis, passed a few leaflets, and sent home. The
silence was deafening. We didn’t know who to turn to or
where to go for information, for help, for solace. We each
hit the internet separately, not wanting to upset the other,
especially with what Dr Google told us. We had no hope.

What | would have found really helpful would have been
speaking to other people in our situation, to show us that
yes, the diagnosis is a blow, but that you can move on
from that and continue to live your life, that you needn’t
become disengaged, disabled, or disempowered by the
label. Yes, that may happen sooner, or later, but not at
that moment in time.

Peer support was really what we needed. Advice on what
there was on offer. What social services could do. What an
occupational therapist did, and why they should be involved.

How to do a Lasting Power of Attorney. Practical things we
could do which would give us back a sense of being in charge
- being proactive, not passively waiting for the inevitable.

And having picked ourselves up, then information on the
disease, the one specific to us (there are more than 200
different causes of dementia), what to expect, how to man-
age, how to adapt, how to keep myself well, as well as my
husband. Practical advice, such as when we hit a problem,
find out what is the problem and then how to overcome it.
The best support we had in the beginning was a dementia
support worker from the Alzheimer’s Society. She told us
what we needed to know, with honesty and tact, but she

‘got it’ as she was also living alongside dementia as her
mum had a diagnosis. We were assigned a CPN (I had to
google that - community psychiatric nurse), but | didn’t
understand why we needed a nurse, my husband didn’t
need nursing! Eventually, we worked our way around the
health care and the social care systems, but it was more
by trial and error than by design.

Things have changed now. There are carer courses offered
by the Alzheimer Society that upskill you, and create a
peer support network by default. In the UK there is a
new national centre for carers of people with dementia
being built ‘Dementia Carers Count’. This will be that go
to place for the information I needed at diagnosis; it will
offer courses in what | would have benefited in learning
from the start; and it will be there for when things pro-
gress and | am once again swimming in an unknown
sea of confusion.

So things are changing. But not quickly enough.

¢ The best support we had in the
beginning was a dementia

support worker from the

Alzheimer’s Society. She told us
what we needed to know, with

honesty and tact?”?
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