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Abstract 

Background Forward with Dementia is a co‑designed campaign to improve communication of dementia diagnosis 
and post‑diagnostic support.

Methods Webinars, a website, social and traditional media, and promotions through project partners were 
used to disseminate campaign messages to health and social care professionals (primary audience) and peo‑
ple with dementia and carers (secondary audience). The campaign ran between October 2021 and June 2022, 
with 3‑months follow‑up. The RE‑AIM framework was used for process evaluation. Measurements included surveys 
and interviews, a log of activities (e.g. webinars, social media posts) and engagements (e.g. attendees, reactions 
to posts), and Google Analytics.

Results There were 29,053 interactions with campaign activities. More than three‑quarters of professionals 
(n = 63/81) thought webinars were very or extremely helpful. Professionals and people with dementia and carers 
reported that the website provided appropriate content, an approachable tone, and was easy to use. Following 
campaign engagement, professionals planned to (n = 77/80) or had modified (n = 29/44) how they communicated 
the diagnosis and/or provided post‑diagnostic information and referrals. Qualitative data suggested that the cam‑
paign may have led to benefits for some people with dementia and carers.

Conclusions Forward with Dementia was successful in terms of reach, appropriateness, adoption and maintenance 
for professionals, however flow‑through impacts on people with dementia are not clear. Targeted campaigns can 
potentially change health professionals’ communication and support around chronic diseases such as dementia.
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Background
Support in the period immediately following demen-
tia diagnosis is an area of unmet need for people with 
dementia and carers in many countries [1]. Ideal sup-
port after diagnosis is timely and integrated, and includes 
management of dementia, psychological and emotional 
wellbeing and practical support [2]. Internationally few 
examples exist of comprehensive post-diagnostic services 
delivered consistently across a region [3]. In Australia 
there are major gaps in post-diagnostic supports [4]. 
Memory clinics provide limited follow-up and minimal 
functional or psychological interventions [5].

When people with dementia and carers do not receive 
adequate post-diagnostic support, they may not know 
how to best manage their dementia, may not be receiv-
ing optimal treatment, and may feel lost or hopeless [6]. 
Reasons for not getting sufficient post-diagnostic support 
include reluctance to use services and supports [7], dif-
ficulty accessing services [8, 9], and insufficient provision 
of services [5, 10–12]. Therapeutic nihilism and stigma 
amongst health professionals and the public are also bar-
riers to provision and accessing supports [13, 14].

The World Health Organisation policy brief on a 
human rights approach to dementia emphasised the 
rights of people living with dementia to participate in 
health decision-making and the importance of empow-
erment and supporting their autonomy [15]. More than 
85% of people would prefer to know their diagnosis if 
they have dementia, believing that this knowledge would 
help them stay independent and plan their life [16]. Rea-
sons people do not want to know are fear of or being 
upset by the diagnosis, and lack of benefits from having 
the diagnosis [16]. Hence it is important that diagnosti-
cians sensitively tell people with dementia their diagno-
sis and offer hope and follow-up, in order to help people 
with dementia and their carers adjust to and manage the 
diagnosis [17].

Previous dementia mass media campaigns with pub-
lished evaluations conducted in Australia, the Neth-
erlands and Belgium have focused on dementia risk 
reduction. These campaigns successfully increased some 
aspects of knowledge around dementia risk reduction, 
though they did not assess actual behavioural change 
[18–20]. All three campaigns used mass and social media 
along with a website. In addition, the Dutch campaign 
included community participation and activities such as 
workshops and lectures in three geographic  regions – 
community participation resulted in better recognition of 
campaign material and the website [20]. In contrast, the 
dementia friendly communities are regional grassroots, 
community-based campaigns to support people with 
dementia and carers within that region [21, 22]. The cam-
paigns typically involve people living with dementia and 

carers, inclusive environmental design and public educa-
tion to reduce stigma and raise awareness [21, 22].

The overarching aim of this project was to improve 
post-diagnostic support in the 12 months after dementia 
diagnosis for people living with dementia and carers in 
Australia, United Kingdom (UK), Canada, the Nether-
lands and Poland. In Australia, the campaign focused on 
changing health and social care professional behaviour 
around communicating the diagnosis and provision of 
post-diagnostic support information on adjustment and 
management of dementia and available services for peo-
ple with dementia and family carers. This paper reports 
on the process evaluation of the Australian campaign.

Methods
The Forward with Dementia campaign
Brand and campaign development
The campaign was informed by interviews and surveys 
with people diagnosed with dementia and carers from 
Australia, UK, Canada, the Netherlands and Poland, and 
a review of past and current dementia public health cam-
paigns. The brand and website were co-designed with 
assistance of a marketing company and input and feed-
back from people living with dementia, carers, health and 
social care professionals and key stakeholders (e.g. peak 
body representatives, policy makers) in the five countries. 
Australian co-designers and stakeholders had further 
input into the design of the Australian campaign includ-
ing diagnosticians and providers of post-diagnostic sup-
port. We emphasised the viewpoints and voices of people 
with dementia and carers throughout. Website user test-
ing was undertaken [23].

We designed an exclusively online campaign given 
COVID-19 restrictions. The campaign ran between 
October 2021 and June 2022. The Australian project 
team was based in New South Wales and comprised 
a well-networked academic team including an old age 
psychiatrist, psychologist, nurse, occupational therapist 
and public health academic with experience in health 
campaigning.

Audience
The primary target audience for the campaign was cli-
nicians involved in diagnosis of dementia (i.e. diag-
nosticians – geriatricians, old age psychiatrists, 
neurologists, clinical and neuro-psychologists) and pro-
fessionals involved in providing post-diagnostic sup-
ports (i.e. dementia clinical nurse consultants, dementia 
advisors).

Key messages for professionals were: convey hope 
when telling someone they have dementia; recom-
mend and initiate post-diagnostic support including use 
of the Forward with Dementia website; and provide a 
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management plan, appropriate referrals and follow-up 
appointment, refer back to general practitioner (GP) for 
execution of management plan.

A secondary target audience was people with demen-
tia, carers and family members  who were active online. 
Key messages for people with dementia and carers were 
that: there are things you can do to live well with demen-
tia; read information from the Forward with Dementia 
website; make a plan; and proactively seek supports and 
treatments to manage your dementia.

The campaign program logic is presented in Fig. 1.

Campaign activities
Key messages were promoted throughout the campaign 
via: webinars, website content, weekly website blog (e.g. 
stories from people living with dementia) and social 
media sharing (Twitter, Facebook, LinkedIn), monthly 
eNewsletters, media coverage of the launch, Google 
advertising, Facebook advertising, promotion through 
partner organisations’ (e.g. Dementia Australia, Royal 
Australian and New Zealand College of Psychiatrists) 
newsletters and events, and promotion via professional 
contacts.

People living well with dementia and carers partici-
pated in the online campaign as inspirational role models 
(including in a webinar panel discussion, providing news 
blogs and personal stories as well as strategies as to how 
they live well with dementia).

Process evaluation
Design
A mixed methods process evaluation was undertaken. 
The Reach, Effectiveness, Adoption, Implementation, 
Maintenance (RE-AIM) framework [24] with the addi-
tion of appropriateness [25] was used to structure our 
evaluation. A description of the RE-AIM elements and 

data sources informing those elements are presented in 
Table 1.

Data collection
Data were collected during the eight months of cam-
paigning (October 2021 – June 2022) and for three 
months following the campaign (July–September 2022).

Multiple types of data were collected for the evaluation:

A: Surveys of health and social care professionals

 • A1: Post-webinar surveys: Professionals who 
attended webinars were informed of the survey at 
the end of the webinar and subsequently invited to 
complete a short 5-min webinar evaluation sur-
vey by email. Survey respondents were presented 
with a screening question to clarify their role as a 
health and social care professional (or otherwise); 
health and social care professionals were led to 
the survey page with the Participant Information 
Statement as the preface, and submission of their 
survey was taken as an indication of their consent. 
Survey questions included how they learnt about 
the webinar, helpfulness of and information learnt 
from the webinar, if they had visited the website 
and if they intended to refer clients to the website.

• A2: 3–6 month post-engagement follow-up surveys: 
Professionals were invited by email to complete 
a short 5-min survey between 3–6 months after 
attending a webinar, subscribing to the newslet-
ter, or ordering printed campaign resources (e.g. 
leaflets, posters). Screening and consent process 
is the same as A1. The survey included a practice 
change tool [26, 27] adapted from use with nurses 
to apply to health and social care profession-
als. The tool is usually administered within 3–6 

Fig. 1 The Forward with Dementia campaign program logic
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months of an educational intervention and meas-
ures change in one’s own thinking or practice and 
persuading others to change thinking or practice. 
Other survey questions included participation and 
usefulness of campaign, and use of Forward with 
Dementia website and resources.

B: Surveys of people living with dementia and carers 
who had used the website

People with dementia and carers who had visited the 
website were recruited through emails via the campaign 
mailing list, campaign newsletter, survey link on website, 
social media, StepUp for Dementia Research [28] and 
listing on the Dementia Australia website research page. 
Potential respondents who were interested were asked to 
click on the survey link included in the aforementioned 
channels, presented with the Participant Information 
Statement before the survey, and submission of their sur-
vey was taken as an indication of their consent.

The 20-min online survey included questions on help-
fulness of the website and the campaign activities (e.g. 
webinars, podcast, social media posts, promotional 
materials, newsletters), and impact of the campaign on 
the participant’s understanding about services and sup-
ports for dementia and beliefs about dementia.

C:   Interviews with health and social care professionals, 
people with dementia, carers, and key stakeholders

A combination of purposeful and convenience sam-
pling was undertaken. Survey participants from A and B 
above, after survey submission, were invited to partici-
pate in 45-min semi-structured, online interviews; those 

interested provided their contact details. Additional 
people with dementia and carers were recruited from 
StepUp for Dementia Research [28]. Key stakeholders 
(representatives of partner organisations, policy makers 
and dementia advocates who were engaged with the cam-
paign) were recruited through personal invitation emails. 
Written informed consent was obtained from each inter-
view participant.

The semi-structured interview questions related to 
experiences of campaign activities and perceived key 
messages of the Forward with Dementia campaign, as 
well as impact of this on the person’s knowledge, beliefs 
or behaviours, the organisation’s practices, or broader 
community. Data were transcribed verbatim by the 
research team (multiple members) or a professional 
transcriber.

D: Log of campaign activities, engagements,  and web 
analytics

Campaign activities (e.g. webinars, advertisements, 
social media posts, newsletters, partner promotions) and 
engagements (e.g. attendees, reactions to social media 
posts, newsletter usage) were logged. Website usage data 
were obtained from Google Analytics.

Analysis
Descriptive analysis was undertaken of quantitative data 
from surveys using SPSS. Quantitative data are presented 
in the Results section as responses (numerator)/num-
ber responded to the individual question (denominator), 
with subscript ‘MD’ next to denominator to note miss-
ing data. Qualitative content analysis was undertaken 
of qualitative data from surveys’ free-text responses and 

Table 1 Process evaluation elements, description and data sources

A1: Surveys of health and social care professionals—post-webinar

A2: Surveys of health and social care professionals—3–6 months post-engagement follow-up

B: Surveys of people with dementia and carers who had used the website

C: Interviews with health and social care professionals, people with dementia, carers, and key stakeholders

D: Log of campaign activities, engagements, and web analytics
a Data sources

Element Description Data  sourcesa

Reach Number of health and social care professionals, people with dementia and carers reached by the cam‑
paign, and how they were reached

C, D

Appropriateness Perceived fit, relevance, compatibility, suitability and usefulness A1, B, C

Effectiveness Outcomes for health and social care professionals, people with dementia and carers A1, A2, B, C, D

Adoption Adoption or intended adoption of Forward with Dementia key messages by professionals and organisa‑
tions and people with dementia and carers

A1, A2, B, C, D

Implementation Fidelity to Forward with Dementia key messages by health and social care professionals No relevant data

Maintenance Forward with Dementia key messages and resources continue to be used and institutionalised A2, C, D

Context Factors relating to policy, regulations, and health care environments which affected the campaign C, D
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interviews. Relevant analysed data are triangulated and 
reported in Results using RE-AIM plus Appropriateness 
as a framework.

Results
Overall, 81 health and social care professionals partici-
pated in the post-webinar survey (survey A1), 45 health 
and social care professionals participated in the post-
engagement follow-up survey (survey A2), and 57 peo-
ple with dementia or carers (15 and 42, respectively) 
participated in the website survey (survey B). Of those 
interviewed, eight were health and social care profes-
sionals, nine were people with dementia, six were car-
ers and six were key stakeholders (a total of 29 interview 
participants).

Of the participants who actively provided informa-
tion for the evaluation, 72% (149/207MD) were women. 
Health and social care professionals included representa-
tives from all relevant professions and dementia support 
settings, and most states and territories. We had dispro-
portionate participation from New South Wales at 46% 
(89/193MD). People with dementia and carers were rela-
tively young (mean age of 68 ± 9 and 64 ± 11 years respec-
tively). Characteristics of participants are presented in 
Table 2.

Reach
Information regarding campaign reach between October 
2021 and September 2022 is presented in Fig.  2. There 
were 29,053 interactions with campaign activities (e.g. 
browsing the website, liking a post, see Fig. 2). Some peo-
ple had multiple interactions. The campaign was widely 
promoted through project partners, though we are not 
able to estimate reach through partner promotions. For 
most engagements, we had minimal information about 
the characteristics of the person engaging. In the 3 
months post-campaign, there continued to be an average 
of 760 new visitors per month to the website.

Appropriateness
More than three quarters (63/81; 78%) of Survey A1 
respondents thought that information provided at the 
webinars was very or extremely helpful to their work 
in dementia care. A minority (3/81; 4%) said that they 
had already been providing the level of care covered in 
the webinars, which had therefore not added to their 
knowledge.

Health and social care professionals, people with 
dementia and carers described the website as having 
appropriate content: “useful information”, “very enlighten-
ing”, “informative”, “thorough”, and “comprehensive”. They 
also commented on the hopeful and friendly tone: “relat-
able”, “I felt comfortable”, “positive and dynamic”, and that 

it was easy to use: “practical”, “self-explanatory”, “simple 
to navigate”, “user-friendly”, “well-structured”, “always 
there in case I forget things”. One interviewee said they 
would have preferred someone to talk to instead of read-
ing the website. A few health and social care professional 
interviewees and webinar attendees commented that the 
information was trustworthy based on the team’s aca-
demic background, expertise, and reputation.

“Your site has much more information, [compared to 
other websites] and it’s much more sequential.” [per-
son with dementia, Interviews C]

Of the 41/56MD Survey B participants with dementia 
or carers who visited the Forward with Dementia web-
site, 25/41 (61%) found the information very or extremely 
helpful, and 16/41 (39%) found the information slightly 
or moderately helpful. Of those Survey B participants 
who attended webinars or received newsletters, 18/25 
(72%) and 13/25 (52%) respectively found them very or 
extremely helpful.

Effectiveness
Health and social care practitioners described how For-
ward with Dementia increased their confidence in having 
challenging conversations around dementia and “chang-
ing that narrative around it”. Some also described posi-
tive impacts on their patients.

“I think he understood that it was not something 
that was going to get better, but he was looking 
for things to be positive about and it was the first 
person I think I really took that kind of hopeful 
approach with.” [health and social care profes-
sional, Interviews C].
“Forward with Dementia has utterly rescued me, 
but more importantly, my patients and carers who 
now come away from a visit much more hopeful and 
empowered” [health and social care professional, 
unsolicited feedback D].

People with dementia and carers in Survey B agreed or 
strongly agreed that Forward with Dementia improved 
their understanding of dementia (24/51MD, 47%) and 
what to expect in the future relating to dementia 
(24/50MD, 48%). However, they neither agreed nor disa-
greed that Forward with Dementia has given them infor-
mation to help themselves live well (24/52MD, 46%), has 
helped them feel more confident to ask for professional 
help (27/52MD, 52%), has helped them feel more confi-
dent that they could handle changes that might occur in 
the future (25/52MD, 48%), or has helped them feel more 
confident that they can live with dementia in a positive 
way (25/52MD, 48%).
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Specifically, Survey B carers agreed or strongly agreed 
that Forward with Dementia had given them information 
to help their person live well with dementia (23/38MD, 
61%), and made it easier for them to find information 
about services/supports (18/39MD, 46%). However, Sur-
vey B people with dementia neither agreed nor disagreed 
that Forward with Dementia has helped them learn how 
to find information about services or supports (8/14MD, 
57%), or helped them feel informed and prepared to live 
with dementia (7/13MD, 54%).

Some people with dementia described how the cam-
paign led to decreases in self-stigma: “it was like some-
one giving me a second chance”, “start to believe in myself 
more”, "my partner’s sense of agency has improved”. 
People with dementia and carers also talked about 
improved wellbeing because of actions prompted by the 
campaign: “ever since I’ve done it, I’m feeling 10 times, 
100 times better than I originally was.”, “Exercise has 
engaged my partner in an activity (table tennis) that he 
really looks forward to”. Carers found that the informa-
tion helped them with their caring role by improving 
their understanding from the perspective of the person 
with dementia “I’m getting into my mother’s head when 
I read that”, giving them caring strategies “I use it more 
for problem solving”, and increasing their confidence as 
carers.

Adoption
The majority of health and social care professionals said 
they were putting into action, or were planning to try 
actions aligned with the Forward with Dementia key 
messages. Ninety-six percent (77/80MD) of the profes-
sionals who completed the Survey A1 post-webinar 
planned to use learnings from the webinar in their work, 
60/77MD (78%) had visited the website and 75/79MD (95%) 
intended to refer patients to the website. In qualitative 
comments, professionals described the webinar culti-
vated self-reflection on their professional practices: “a 
really great catalyst”, “reinvigorating some interest”, “affir-
mation”, “opportunity to reflect”.

Some professionals described they had changed the 
tone and content of information provided when commu-
nicating the diagnosis as a result of the campaign: “giv-
ing people an element of hope and positivity while also 
trying to be realistic”, “instead of bringing doom to diag-
nosis, I can offer support and hope”. They also described 
improvements in post-diagnostic management: “I was 
able to offer a much more comprehensive plan than I had 
originally been trained to”. They reported Forward with 
Dementia resources such as the Frequently Asked Ques-
tions for doctor and ‘circle of friends’ tool were useful: 
“additional tools in my kit bag…”, “something tangible to sit 
down and talk with carers about”.

Fig. 2 The Forward with Dementia campaign reach
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Challenges to adoption were difficulties with making 
referrals for post-diagnostic services because of lack of 
services particularly in rural areas, lack of skilled profes-
sionals, difficult referral pathways and systemic silos, and 
therapeutic nihilism: “You often hear people going, what’s 
the point?”.

Only 41/56MD (73%) of Survey B participants with 
dementia or carers had visited the website, even though 
it was an inclusion requirement, non-visitors were 
recruited through the StepUp for Dementia Research 
website. Of the participants who had visited, 17/41 (41%) 
has browsed through most of the material, and 7/41 
(17%) had developed the suggested action plan. Reasons 
given for not developing the plan were that they already 
had one, they did not feel they needed this, it was too 
complicated, or they did not have the time.

Maintenance
Of professionals surveyed 3–6 months post-engage-
ment, 29/44MD (66%) had changed some aspect of their 
own practice as a result of engaging with the campaign. 
40/45 (89%) had educated a patient/carer, colleague or 
member of the public to make a change. 31/45 (69%) 
had persuaded a patient/carer, colleague or member of 
the public to make a change. A smaller proportion had 
changed a practice or routine in their unit or work area 
(17/44MD, 39%), changed a general non-clinical proce-
dure/technique/intervention (17/43MD, 40%), changed a 
clinical policy/technique/intervention (12/43MD, 28%), 
or changed their beliefs about a particular approach/
procedure (17/44MD, 39%). 14/45  (31%) of profession-
als reported that they had used the information or tools 
relating to Forward with Dementia often/very often in 
the last six months, 15/45 (33%) have used these some 
of the time in the last six months. Professionals reported 
recommending the website and sharing resources with 
their patients, “printed it out and gave it to them”, and 
disseminating to their colleagues: “in my letter to the GP” 
“showed a colleague who missed the webinar”. Twenty-
six professionals requested printed resources be sent to 
them following the webinars. An average of 479 resources 
were downloaded per month after the active campaign 
ended (i.e. July–September 2022).

Some organisations are routinely using Forward with 
Dementia resources such as the ‘My Life Plan’ worksheet 
to support planning conversations, during the devel-
opment of management plans, and when training GPs. 
Forward with Dementia has been promoted by multiple 
websites including Dementia Australia, Department of 
Health and Aged Care website for older persons, Depart-
ment of Veterans Affairs, Australian Dementia Network, 
and Department of Health guidance for developing post-
diagnostic pathways for Primary Healthcare Networks.

Context
At the time of this campaign there were few profession-
als in Australia specifically funded to provide compre-
hensive post-diagnostic support. Memory clinics and 
public specialist clinicians were restricted in their ability 
to provide post-diagnostic care. Dementia Advisors were 
a role we had initially identified as providing post-diag-
nostic supports – however most of them had their roles 
revised and were no longer delivering such support as 
part of their work. Part of the campaign involved advo-
cating for increased post-diagnostic provision by exist-
ing services.

The campaign was delivered during COVID restric-
tions – lockdowns lifted in most of Australia at the end of 
2021. This was followed by rising rates of COVID infec-
tions, hospitalisations and death in early 2022 accompa-
nied by continued precautions in health and aged care 
organisations. Because of this some health and social 
care practitioners had less capacity to engage with the 
campaign because of additional responsibilities.

Discussion
The Forward with Dementia campaign was a rela-
tively low budget, short, exclusively online program 
of activities with wide reach and appropriate content. 
The campaign resulted in adoption and maintenance 
of improved post-diagnostic support-related clinical 
practice in our primary audience of health and social 
care professionals. However, practice change was not 
universal, a minority of professionals reported already 
providing post-diagnostic support consistent with the 
campaign suggestions. Some professionals cited sys-
temic barriers to helping their patients access treat-
ments and services. This is consistent with research 
from the UK and Europe suggesting fragmented ser-
vices without clear pathways, and with limited service 
capacity and capability [10, 29].

We anticipated being able to reach patients recently 
diagnosed and carers through participating clinicians, 
however inability to directly target, engage with, and 
recruit online and evaluate the impact of the campaign 
on our secondary audience of people recently diagnosed 
with dementia and their carers was a major weakness. 
The project team is based in NSW and were most able 
to engage with clinicians in NSW, further the majority 
of memory clinics are in urban areas, we would have less 
ability to reach people with dementia in other regions. 
Most people with dementia and carers surveyed and 
interviewed had known of their diagnosis well beyond 
our target period of 12 months after diagnosis, and 
some had not engaged with any campaign activities 
as they were recruited through StepUp for Dementia 
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Research, a research recruitment initiative [28]. A 
known barrier to recruitment of people with dementia 
and carers is their needing time to adjust to their diag-
nosis before being ready to volunteer for research [30]. 
Hence, we do not know if the campaign was efficacious 
in terms of increasing the knowledge and behaviours of 
recently diagnosed people with dementia and carers.

A second limitation of our evaluation was the rela-
tively short campaign of eight months and evaluation 
follow-up of professionals of 3–6 months. Participants 
and organisations might not have had enough time to 
embed campaign recommendations and resources into 
practice. Another limitation was participant bias, as 
it is plausible professionals who were more willing to 
change practices were also more willing to participate in 
the evaluation. Strengths of this evaluation are the use 
of multiple data collection methods, samples and data 
triangulation, which increases our confidence in the 
findings.

Messages and resources were ensured to be appro-
priate and persuasive for the target audiences, these 
were developed through a co-design process. The co-
design process also resulted in the use of a hopeful and 
positive tone throughout the campaign, this may have 
contributed to reducing dementia stigma [31]. Inclu-
sion of people living well with dementia as part of the 
campaign has been shown to be an effective strategy in 
dementia friendly campaigns [22] and reduce stigma 
[32]. The respected reputation and network of the cam-
paign team enabled wide promotion through project 
partners. This campaign differed from one-off training 
webinars as ongoing promotion through multiple chan-
nels supported frequent and continuous exposure to the 
messages over time which is important for behaviour 
change [31].

Future campaigns could consider physical promotion 
(e.g. posters and flyers in public places) and other out-
door advertising, as well as in-person events to increase 
adoption, maintenance and effectiveness. Future evalua-
tions might utilise ripple effect mapping to capture indi-
rect impacts achieved through participants acting on and 
sharing campaign messages [33].

Conclusions
In conclusion, this campaign to improve the diagnos-
tic conversation for dementia positively influenced pro-
fessional practice though the evaluation was unable to 
demonstrate flow-through benefits for people living with 
dementia and carers. A longer campaign and targeted 
engagement and recruitment of recipients of post-diag-
nostic supports would improve both the campaign and 
evaluation.
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