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Abstract
Background  Family carers of people with dementia often report unmet information needs, despite policy emphasis 
on the provision of information as key to enabling good care and empowering carers in their role. Although the 
consequences of unmet information needs are detrimental to both the person being cared for and the carer, a 
systematic understanding of the causes of unmet information needs is lacking. To address this gap, this article 
presents a theoretical framework centred on the concept of information behaviour and integrating the information 
seeking and communication model, candidacy theory, and discrepancy theory. The framework maps information 
behaviour across six phases (from the identification of an information need to its satisfaction) and three levels 
(individual, service, system) at which explanatory factors may be observed.

Methods  The framework was tested on data collected from 24 in-depth interviews and two focus groups with 
people with dementia and family carers of someone living with dementia in the North-East of England (UK). Data 
were analysed thematically to map the factors at play at each phase of the framework that might explain whether 
needs were met.

Results  Unmet information needs are not always the result of a lack of information. Issues such as inadequate 
support for the user in identifying the need, problems in finding information, the timing of information provision, the 
amount of information provided, the credibility of the information source, and the relevance of the information (given 
care needs, preferences, personal, and family circumstances) can all contribute to unmet information needs. This work 
shows that meeting an information need ultimately requires progress through the different stages of information 
behaviour, each of which is influenced by the interplay of individual-, service-, and system-level factors, and depends 
on both users and providers.

Conclusions  This work challenges the rational paradigm in health and care information, which assumes that more 
information will lead to better care, and contributes to a critical perspective on health and care information that 
reframes successful information behaviour as a set of complex activities that are relational, emotionally charged, 
contextually embedded, and require (and produce) situated knowledge.

Trial registration  Not applicable.
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Background
With ongoing population ageing, the number of people 
living with dementia is projected to increase and demen-
tia will continue to be one of the major causes of disabil-
ity and dependency among older people, internationally 
and in the UK [1, 2]. Meeting the escalating demand for 
dementia care will pose significant challenges to health 
and care systems, long term care in particular [3–6].

To mitigate these epidemiological, social, and finan-
cial challenges, ‘ageing in place’ has been internationally 
promoted to support people with dementia to live inde-
pendently or with assistance (often from families and 
friends) in the community for as long as they wish, with 
the aim of postponing or avoiding the use of residential 
care [7, 8]. In the UK, ageing in place, which has been the 
overarching framework of dementia policies since 2010 
[9, 10], has been implemented under increasingly chal-
lenging contextual conditions. Ongoing shortages in the 
care workforce and years of fiscal austerity have led to a 
contraction in publicly funded formal care provision and 
an expansion of the role of family carers [11, 12]. By fill-
ing the gaps left by formal services, family carers support 
older people to live in the community and de facto enable 
the ageing in place strategy. Among the various roles that 
family carers take on [13] is that of “health information 
managers” [14] who locate, keep track, negotiate access 
to, and act upon information about the condition, treat-
ment, care, and support services.

The importance of information in enabling and sup-
porting carers in their role is recognised in policy doc-
uments (e.g., the Carers Action Plan [15], the Prime 
Minister’s Challenge on Dementia [9], the NHS Long 
Term Plan [16]), yet extant research has shown that car-
ers’ needs for information are widespread and frequently 
unmet [17–21]. Underlying causes are manifold. They 
include a lack of available information [20, 22, 23], poor 
alignment between the topics usually addressed by infor-
mation materials and what family carers need or want to 
know [24, 25], difficulties in navigating different sources 
of information [13, 26], and over-reliance by care pro-
fessionals on signposting to online information sources, 
despite carers’ preference to receive information in the 
context of an encounter with a professional [27]. Further-
more, information needs vary along the disease trajectory 
[28] and according to personal and family circumstances 
[23, 29, 30]. However, a standardised approach to infor-
mation provision is often used: information is often given 
at predetermined points in the care pathway [31] or is 
not culturally tailored [32], which, as a result, may affect 
the satisfaction of information needs [33, 34].

An unmet information need can have substantial con-
sequences for those living with dementia and their fam-
ily carers. Lack of, or fragmented, information about 
local services may lead to delayed service use or prevent 
service use altogether [35, 36]. Family carers may miss 
opportunities to learn coping strategies, access support 
to balance caregiving and other responsibilities [37], 
improve their understanding of dementia symptoms and 
behavioural changes in the person with dementia [38], 
and engage in advance care planning [39]. Ultimately, 
the lack of information has detrimental consequences 
for physical and mental health and quality of life of both 
those living with dementia and their family carers, may 
lead to inappropriate use of some services or premature 
use of residential care, and may contribute to carer bur-
den [21].

This article aims to shift the discussion from describ-
ing the information needs of family carers of people with 
dementia to understanding why and how their informa-
tion needs are met. It builds on the established concept of 
information behaviour, defined as the “generation, acqui-
sition, management, use and communication of informa-
tion, and information seeking” [40], which is used as the 
organising construct of the conceptual framework pre-
sented in this article.

After presenting the conceptual framework of informa-
tion behaviour, from need identification through to need 
satisfaction, this article describes an empirical applica-
tion to data collected with in-depth interviews with fam-
ily carers of people with dementia living in a local area in 
the North-East of England (UK).

Data collection was conducted as part of a local co-
creation study in which I was involved as part of a multi-
disciplinary research team between 2015 and 2021 [41]. 
An advisory group including a person living with demen-
tia and a family carer, alongside academics with relevant 
experience and professionals from local commissioning 
organisations, providers, and third sector organisations, 
oversaw the study.

Conceptual framework
Theoretical underpinnings
The conceptual framework builds on and integrates three 
existing theories. The Information-Seeking and Com-
munication Model (ISCM) describes information behav-
iour by integrating the perspective of the information 
users with the perspective of the information provider 
[42]. Given that the ISCM is descriptive in nature, it was 
complemented with two explanatory theories. The first is 
Candidacy theory which defines candidacy as the ways 
in which people’s eligibility for intervention (access) is 
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jointly negotiated between individuals and services [43]. 
This work broadens the initial scope of application of 
access, extending it from access to care to access to infor-
mation. The second is Discrepancy theory, an expecta-
tion-based approach to the evaluation of care satisfaction 
which explains why a need is perceived as ultimately sat-
isfied [44, 45].

Information Seeking and Communication Model (ISCM)
Within the ISCM model. an information user may be an 
individual, group, or organisation that has information 
need, seeks information, or uses information to decide or 
to act. An information provider is an individual, group, or 
organisation who produces, supplies, or communicates 
information, or who facilitates or controls access to it.

Information actors operate within personal and envi-
ronmental contexts. The personal context represents 
the individual level factors that may influence informa-
tion behaviour. These include an information actor’s 
demographics, expertise (including knowledge, educa-
tion, training, and experience), and psychological fac-
tors, such as personality and mental processes around 
self-perception and self-efficacy, cognitive dissonance or 
cognitive avoidance, ability to cope with stress when cog-
nitively appraising a situation, and perception of risk (i.e., 
the impact that would result from giving up information-
seeking, balanced against the anticipated reward from 
accessing information which eliminates feelings of ‘not 
knowing’).

The environmental context is that in which the infor-
mation actor lives or works. It encompasses location, 
culture, social influences (e.g., friends), professional and 
organisational culture, role-related factors (e.g., objec-
tives, tasks, time constraints), financial constraints, and 
technological access to support information behaviour 
(e.g., telephone, Internet).

Personal and contextual factors may influence the 
needs, wants, goals, and perceptions that motivate or 
inhibit information behaviour, both from the user’s end, 
by influencing their decision to seek information, and the 
provider’s end, by influencing their decisions on whether, 
what, and how to communicate.

An information user who decides to seek information 
might have several information sources available to them, 
which are assessed on the basis of utility and credibil-
ity. Utility refers to the perceived usefulness, relevance, 
timeliness, accessibility, and ease-of-use of information 
or of a source; credibility refers to the perceived trust-
worthiness, authority, reliability, and lack of bias [42]. 
If information users deem that the information found 
is useful and credible, they use it to make decisions and 
take action. Otherwise, they can dismiss it and engage in 
further information-seeking, or make decisions and take 
action (or decide to take no action) on the basis of their 

existing knowledge. Decisions, actions, and knowledge 
are outcomes of the information-seeking and commu-
nication between the information user and information 
provider.

Candidacy theory
Candidacy theory frames access to a service or interven-
tion as the outcome of successful negotiation between 
users and providers. On the one hand, users articulate (or 
try to articulate) their individual candidacy claims, which 
are influenced by their personal, social, and cultural cir-
cumstances, as well as their understanding of the health 
and care system, their previous experience of using ser-
vices or of encounters with professionals [46]. On the 
other hand, service providers assess users’ claims using 
their own professional expertise and judgement, along-
side service operating criteria or system-level factors 
[43]. Candidacy is thus defined and redefined through 
situated, contingent, and dynamic interactions between 
individuals and professionals embedded in organisational 
and social contexts.

Candidacy theory offers a conceptualisation of access 
developed around seven constructs. Identification of can-
didacy refers to the prerequisite recognition that a need 
requires intervention. Navigation refers to the ease with 
which access can be navigated by potential users, both 
cognitively (e.g., being aware of the services on offer) and 
practically (e.g., being able to mobilise the resources, in 
terms of transport, finances, time required to access ser-
vices). Appearance at services pinpoints the competen-
cies that a potential user is expected to deploy to credibly 
articulate their needs and reasons for access. Offer and 
Resistance refers to the response of a potential user to 
the offer of accessing a service. Non-utilisation may be 
a consequence of a non-offer or the deliberate choice of 
resisting that offer [47]. Permeability of services refers to 
the degree of alignment between users and services, for 
example determined by eligibility criteria for a service 
or pragmatic considerations (opening hours, language). 
Adjudications refer to the judgements and decisions 
made by professionals with respect to a candidacy claim: 
this can be shaped by a range of factors, from the sub-
jective perception of the professional about the appro-
priateness of the intervention for the possible user [43], 
to service operating conditions (e.g., in terms of resource 
availability) to public discourses around entitlement, for 
example of specific population groups (e.g., migrants). 
Lastly, system-level conditions, e.g., the availability and 
suitability of local resources, represent the local and con-
tingent contextual factors that shape and influence candi-
dacy production.

Each construct influences how one’s individual candi-
dacy (i.e., the negotiated individual eligibility to access) 
is framed and managed. The first six constructs can be 
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viewed as transition points at which a person’s candidacy 
for care must be negotiated, and the seventh captures the 
broader context in which negotiations take place [33].

Discrepancy theory
Discrepancy theory is an expectation-based approach to 
the evaluation of users’ satisfaction with care and services 
received. The theory sees satisfaction as the outcome of 
comparison between individual expectations about care 
or services and the users’ actual experience, as a propor-
tion of individual expectations [45]. Subsequent theoreti-
cal refinements stemming from Donabedian’s quality of 
care framework helped define the content of expectations 
in terms of structure (e.g., facilities, personnel), process 
(e.g., competency and communication skills of care pro-
fessionals), and outcomes (physical and psychological), to 
reflect the efficacy of the service and the extent to which 
it was perceived to benefit and address users’ needs [48].

The integrated conceptual framework
The six phases of the conceptual framework developed 
for this work largely replicate the phases of the informa-
tion process described in the ISCM (Fig. 1):

1.	 Identification of an information need.
2.	 Information seeking.
3.	 Information provision.
4.	 Information access.
5.	 Information use.
6.	 Satisfaction of the information need.

Identification of a need for information is the first phase. 
An information need is defined as “a state or process 
started when one perceives that there is a gap between 
the information available to solve a problem and the 
actual solution of the problem” [49]. In this work infor-
mation is broadly defined as facts, data, and knowledge 
about somebody or something which have been pro-
cessed and organised with meaning and purpose [50].

An information need is the trigger and the driver of 
information-seeking [51]. In keeping with the ISCM, 
both environmental factors and personal characteristics 
shape the need identification phase. In the framework 
these are positioned as individual-, service-, and sys-
tem-level factors, depending on the level at which they 
operate.

The second phase (information-seeking) encompasses 
the activities deployed to discover and access informa-
tion resources that may help address the identified need, 
and thoughts and feelings associated with such activi-
ties. In the third phase (information provision), providers 
communicate with users either in response to an infor-
mation-seeking process initiated by the user, or by antici-
pating an information need of the user. In the fourth 
phase (information access), the user decides whether and 
how to access the information made available to them or 
retrieved by them, influenced by its perceived utility and 
credibility. In the fifth phase (information use), informa-
tion is assessed by the users and, if deemed relevant, is 
used, for example to make decisions or to take action. In 
the last phase, the information need that triggered the 

Fig. 1  The conceptual framework

 



Page 5 of 16De Poli BMC Geriatrics          (2025) 25:219 

information behaviour is assessed against the informa-
tion which has been accessed and used.

Candidacy theory is used to understand how the fourth 
phase (information access) unfolds and how this leads (or 
fails to lead) to the next phase of the framework where 
information is used. The seven constructs of candidacy 
are placed at the individual-, service-, and system-level of 
the framework.

Lastly, discrepancy theory is used in relation to the last 
two phases of the framework (information use and sat-
isfaction of the information need) to explain why ulti-
mately an information need is satisfied. Expectations and 
outcomes are positioned at the individual- level of the 
framework and structure and process on its outer levels.

Methods
Twenty-four in-depth, semi-structured interviews and 
two focus groups (10 participants in total) with people 
living with dementia and family carers of people living 
with dementia were conducted as part of a co-creation 
initiative in the North-East of England (UK). The ini-
tiative, aimed at improving the local dementia care and 
support system, was organised in three phases. The 
interviews and focus groups were conducted in the first 
phase, which focused on exploring the lived experiences 
of people with dementia and their family carers as they 
navigated the local dementia care system. The improve-
ment phase (phase 2) articulated and designed three 
interventions to address the priority issues identified in 
the diagnostic phase. Each intervention was then evalu-
ated in phase 3.

Participants were invited to take part if they had 
received a diagnosis of dementia (any type, at any time 
prior to the interviews) or cared for somebody living with 
dementia, and were able to consent.

Recruitment of the purposeful sample of interviewees 
took place during 2017 using a maximum variation sam-
pling strategy. The sampling framework included socio-
demographic characteristics such as type of dementia, 
time from diagnosis, living arrangements, place of resi-
dence, socio-economic status, relationship between per-
son with dementia and carer. Participants were identified 
through general practitioners, third-sector organisations, 
local commissioners, and care homes. Seventeen inter-
views were with family carers, two with a person liv-
ing with dementia and five with a dyad (both the family 
carer and the person living with dementia when the latter 
needed support to take part) (Table 1). Two family carers 
who had recently experienced the death of a relative with 
dementia were included. Their experiences of dementia 
care were still relatively recent, having occurred within 
the previous twelve weeks, and were, therefore, deemed 
of interest for the study.

Interviews took place in the participant’s home and 
lasted on average one hour. The interviews aimed to 
explore the care experiences of people living with demen-
tia and their family carers within the study site, focus-
ing on individual care trajectories, patterns of service 
use, and met and unmet care needs. A semi-structured 
topic guide was used to provide flexibility in exploring 
the unique aspects of each participant’s care journey. 
Interviewees were invited to reflect on their experience 
and to think about the care and support services they 
accessed, used, refused, or stopped using, and the rea-
sons for doing so. As part of the discussion, we explored 
their experience with these services, to understand, for 
example, whether they felt they were helpful, appropri-
ate, provided at the right time or in the best place, and 
why. We also asked whether they were satisfied with the 
care and support they received, given their needs.

The focus groups were organised through local third-
sector organisations. Participants were recruited using 
the same inclusion criteria. The focus groups were 
attended by 10 participants, seven family carers and three 
people living with dementia (Table 2). The focus groups 
lasted about 90  min and took place in a community 
space (November 2017) and on the premises of the host-
ing organisation made available for the event (February 
2018).

Focus group participants were invited to discuss a 
selection of the themes that emerged from the analysis of 
the interviews, with the objective of understanding their 
experiences in relation to those themes and validating 
and expanding the interview data.

All participants were provided with detailed infor-
mation sheets before taking part in the study, and writ-
ten consent was obtained in accordance with the ethics 
approval granted. Special care was taken to ensure  that 
the research processes, the consenting process in partic-
ular, were inclusive and responsive to participants’ needs. 
This included using plain language, breaking information 
into smaller, manageable segments, offering breaks dur-
ing interviews and focus groups, and accommodating 
participants’ preferences, such as inviting or allowing a 
family member to attend with them the interview or the 
focus group. To support reflective practice, a research 
ethics log was maintained throughout the study to record 
ongoing reflections and considerations about implement-
ing the approved ethics procedures in the field. Interviews 
and focus groups were audio-recorded with consent from 
participants, professionally transcribed, anonymised, and 
imported to NVivo12. Data were analysed thematically 
by type of care need and by type of interviewee (person 
with dementia, family carer), which allowed for a cross-
sectional and granular view of the dataset, as previously 
described [47]. This stage of the analysis revealed a wide-
spread and pervasive need for information as a key issue 
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reported by family carers. The analysis then proceeded 
with the aim of explaining the observed variation in the 
satisfaction of family carers’ need for information. Hence, 
the initial codebook was developed inductively to (i) map 
the phases of the information behaviour and (ii) under-
stand the factors at play in each phase that could explain 
whether the need was ultimately met.

Whilst the analysis proceeded, the codebook was itera-
tively refined and systematised using codes stemming 

from the theories underpinning the conceptual frame-
work. For example, each of the seven constructs of can-
didacy theory were used to support the analysis of the 
information access phase.

The codebook at this point was piloted on a sample of 
transcripts. This helped understand whether the theory-
informed codebook allowed capture of the specificities 
and nuances of the data, clarify the overall architecture of 
the framework, and further refine the codebook.

Table 1  Characteristics of interviewees
Id Interviewee Family carer Person with dementia (PWD)

Age Gender Relation with 
person with 
dementia

Age Gender Years from 
diagnosis

Type of 
diagnosis

Disease severity Ge-
ogra-
phy

C1 Carer 68 Female Daughter 93 Female 1 Mixed Moderate/severe Urban
C2* Carer 54 Female Daughter 86 Male 4 Alzheimer’s Moderate/severe Urban
C3 Carer 56 Male Son 77 Female 5 Alzheimer’s Moderate/severe Urban
C4 Carer 69 Female Partner 74 Male 2 Lewy body Moderate Urban
C5 Carer 69 Female Spouse 76 Male 9 Alzheimer’s Moderate Urban
C6 Carer 57 Female Daughter 81 Female 4 Alzheimer’s Moderate Rural
D1 Dyad 80 Female 4 Alzheimer’s Rural
P1 Person living 

with dementia
72 Female 4 Mixed Rural

C9 Carer 53 Female Daughter-in-law 79 Female 5 Mixed Mild/moderate Urban
D2 Dyad 82 Male 1 Not known Rural
C11 Carer 74 Female Spouse 80 Male 8 Mixed Severe Rural
C12 Carer 68 Female Spouse 77 Male 22 Vascular Severe Rural
P2 Person living 

with dementia
79 Male 1 Not known Rural

C14 Carer 71 Female Spouse 73 Male 9 Vascular Severe Rural
D3 Dyad 80 Female 1 Vascular Rural
C16 Carer 59 Female Spouse 66 Male 3 Lewy body Mild/moderate Urban
C17* Carer 70 Female Spouse 72 Male NA Vascular Severe Rural
C7 Carer 87 Male Spouse 85 Female 6 Not known Moderate Urban
C8 Carer 69 Male Spouse 65 Female 2 Alzheimer’s Moderate Rural
C10 Carer 68 Female Spouse 81 Male 9 Mixed Moderate Rural
D4 Dyad 71 Female 2 Vascular Rural
C13 Carer 57 Female Daughter 86 Male 2 Mixed Severe Urban
C15 Carer 63 Female Daughter 85 Female 2 Vascular Moderate Rural
D5 Dyad 86 Male 3 Vascular Rural
*Person with dementia deceased

Table 2  Characteristics of focus group participants
Family carer Person with dementia (PWD)

ID Interviewee Age Gender Relation with PWD Age Gender Years from diagnosis Type of diagnosis Disease severity Geography
FG01 Carer 64 Female Spouse 66 Male ˂1 year Alzheimer’s NA Rural
FG02 PWD 66 Male ˂1 year Alzheimer’s Mild Rural
FG03 Carer 40 Female Daughter 80 Female 2 Alzheimer’s Mild/moderate Rural
FG04 Carer 55 Male Son 83 Female ˂1 year Alzheimer’s Mild Urban
FG05 PWD 66 Male 4 Lewy body Mild/moderate Urban
FG06 Carer 59 Female Spouse 66 Male 4 Lewy body Moderate Urban
FG07 Carer 76 Female Spouse 80 Male 4 Mixed Moderate Urban
FG08 Carer 62 Female Daughter 84 Male NA Alzheimer’s Mild Urban
FG09 PWD 84 Male NA Alzheimer’s Mild/moderate Urban
FG10 Carer 72 Female Spouse NA Male NA NA Moderate/severe Urban
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As the thematic analysis continued, a visual diagram 
was developed to represent the ramifications of the infor-
mation process that could be identified from the empiri-
cal data (Supplementary material).

Through this process, it became apparent that some 
of the codes were relevant across phases and could not 
be attached to one specific phase only. For example, the 
code ‘Offer’ or ‘Adjudications’, that initially was placed 
only in relation to information access, played out already 
in the need identification phase. The codebook was fur-
ther refined to account for these instances and was then 
applied to the full dataset.

Results
Participants’ accounts highlighted the importance and 
pervasiveness of the need for information, which sig-
nificantly influenced the experiences of care and support 
described by family carers and people with dementia. In 
the following sections I present an application of the con-
ceptual framework to the empirical data collected from 
family carers.

Identification of the information need
Participants’ accounts show that the need identifica-
tion phase is far from being dichotomous (identification 
vs. non-identification). Instead, a typology can be con-
structed based on the extent to which needs could be 
identified by carers. This includes manifest need, emer-
gent need, latent need, need identified by proxy, or need 
not identified.

Some participants explicitly identified a need for infor-
mation, which may be defined as a manifest information 
need. They were able to recall that they had initiated the 
process of gathering information about dementia due 
to their limited knowledge on the subject. Hence, some 
decided to do dementia training

“I did a level three course on dementia, which I 
passed, to try and help me understand Joseph …”[C5]

Others proactively approached professionals to ask for 
information

“I was ringing anybody and everybody just saying ‘I 
need to learn about dementia. I want to know how 
to do this’. It doesn’t come naturally…”[C6]

Several carers researched independently, usually using 
the Internet

“Whatever I asked, I got answers. They gave me 
some leaflets and, of course, you can always research 
yourself, can’t you? There’s so much information 

available and I am computer literate, so I looked 
[online].” [C15]

In other instances, an information need was surfaced in 
serendipitous circumstances rather than through a struc-
tured, rational process. For example, carers often found 
out what they needed or wanted to know when talking 
with others in a similar position

“A lot of the information that I’ve actually found out 
is from other people (…). They were the ones who 
said, ‘Do you know you can get council tax things?”. 
They knew more than anybody had actually offered 
to us.” [C4]

For others, casual conversations with care professionals 
led to relevant pieces of information

Carer: “I didn’t realise (…) that I could really get 
them (the carers) in for longer if I need to.”
Interviewer: “That was just because you were talking 
to the carer when she was here.”
Carer: “That’s right.” [C10]

The emergent nature of the information need was also 
highlighted by some carers who felt it was intrinsic to 
their role

“It would have been probably helpful to know what 
to expect, but I found it a learning curve really.” 
[C11]

Some carers seem to have a more latent information need 
which was not explicitly identified because they could 
effectively draw on their pre-existing knowledge, as in the 
case of carers with previous caring experience

Carer: “Polly has a little bracelet and if she gets into 
difficulty and I’m out, she just presses that, and they 
come through.”
Interviewer: “You found out about that through the 
information from [local third-sector organisation]?”
Carer: “No, we knew about that because we have a 
daughter who has MS and she’s on it …” [D4]

Other carers used their pre-existing professional knowl-
edge of some aspects of the English health and social care 
system to address their information need, as illustrated 
by a carer who had previously worked as a welfare ben-
efits advisor

Interviewer: “Had anybody given you any advice on 
that outside of your own knowledge?”
Carer: “No, no.” [D4]
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In other instances, the need was identified by a profes-
sional at a given point in time, not by the carers. The 
quote reported below is from a carer who described the 
time when she needed to arrange professional care for 
her mother

“I thought that me mam had to pay for that [pro-
fessional care] out of her attendance allowance and 
I thought we can’t afford it (…). And [the social 
worker] said ’No’ – that was one thing I didn’t know, 
and I hadn’t been told about – ‘No, (…) the atten-
dance allowance is something separate (…)’. And I 
thought, well if I had known that maybe we would’ve 
done it earlier.” [C15]

Lastly, in some cases the need was not identified by the 
carer or by professionals, as this quote illustrates

“Oh, dear me. I don’t know, what is the next stage. 
Maybe I do need to speak to somebody from demen-
tia, I know you [the interviewer] are from dementia 
services, aren’t you really? And you probably know…” 
[C1]

Information seeking
The data revealed three distinct types of information-
seeking behaviour: active, opportunistic, and passive. 
Some participants did not display any information-seek-
ing behaviour.

Those carers who were able to explicitly articulate an 
information need often sought out information in an 
active and deliberate way. This seemed to be influenced 
by several individual-level factors. First, the way in which 
some carers approached information-seeking was found 
to be contingent upon their personality. Some, more 
extrovert and sociable, enjoyed attending advice and 
information sessions, for example those organised by 
the local carers’ organisation. Others simply showed an 
assertive attitude that helped them seek out information

Carer: “Everything I’ve been finding out is through 
listening, asking questions, pushing and keeping on.”
Interviewer: “Asking questions to whom?”
Carer: “Everybody and anybody who will listen to 
me basically until they get sick of me.” [C9]

Second, IT literacy played a role, with tech-savvy carers 
able to access online resources, when needed

“There was nothing pushed forward, and you would 
have to do a bit of research (…). The Internet helps a 
lot now, you can do your own research and, if you’re 
sensible, you can get where you need to be, but if 

you’re somebody who’s maybe not Internet literate, 
then you may have more of an issue.” [C3]

Credibility of information sources, such as websites, was 
not explicitly appraised by participants, but it may have 
been inferred from the reputation of the organisation or 
their personal knowledge of the professional signposting 
to that specific resource, such as in this example

“The doctor (…) said ‘Any information you need will 
be on website of [third-sector organisation].’ He told 
us where to go and what we needed…” [C3]

Opportunistic information seeking behaviour was seen in 
those carers who relied on their personal or social net-
work to acquire information serendipitously, often by 
word-of-mouth, as in the example of this carer who dis-
covered the Council tax reduction scheme from other 
carers attending a local support group

“One of the other carers said, ‘Did you know this?’ I 
said ‘No, I didn’t’.” [C16]

In seeking information, some carers described casual use 
of social media. Often online sources were very acces-
sible, requiring minimal effort to locate, and their cred-
ibility was not disputed. However, at times, this seemed 
to lead to mixed results

“If you go on Facebook, there’s always adverts, and 
I think I must have just clicked that I would have 
these booklets. I’ll have a look at anything that might 
help but, sometimes, I think it can be confusing as 
well, you can overdo it.” [C4]

Those carers for whom a professional assumed an infor-
mation need because they were not able to articulate it 
themselves, had much more passive information-seek-
ing behaviour, which seemed to be influenced by socio-
demographic factors, such as age, or contending health 
issues

“There was no information then… You just plugged 
on day-to-day-to-day, and when you’ve got health 
issues of yourself, you’re not really more aware of 
like, ‘Oh I can Google that and find out this and that 
and the other’.” [C12]

Carers showing more passive behaviour seemed to rely 
consistently on a professional, such as a social worker or 
a dementia advisor, who then became their key source of 
information. Those who had not been allocated a named 
professional reported having a difficult time



Page 9 of 16De Poli BMC Geriatrics          (2025) 25:219 

“If I’d just had a single point of contact, some sort 
of case worker… We’d been just left to pick our way 
through the system really, and to wade the crises as 
they happen, rather than somebody say, ‘Well this 
might happen and that might happen’”. [C2]

Lastly, there were instances in which carers did not initi-
ate any information-seeking or were not supported to do 
so. This seemed to be the case for carers who could not 
locate relevant information sources despite acknowledg-
ing, often explicitly, some degree of information need

“I didn’t know where to go. I managed to get in touch 
with [third-sector organisation] and when she even-
tually got back [to me], my mum was in here [care 
home]. They tell you all sorts of things, but not where 
do I go for help? What do I do next?” [C1]

Equally, those carers who showed a more latent informa-
tion need because they had previous experience of navi-
gating the dementia care system, or the health and social 
care system more generally, either as users (as inter-
viewee D4 whose daughter had MS) or in a professional 
capacity, did not engage in an explicit information-seek-
ing phase. For them, need identification and informa-
tion-seeking seemed to conflate into one single phase, 
as illustrated in the quote below, where the carer was a 
social worker

“I haven’t been given information, but I haven’t 
looked for it because I know about such things 
because of me background.” [C16]

Provision of information
Information provision varied considerably in practice, 
even among those who actively sought information. For 
example, some received the information they expected 
only after explicitly asking professionals, as recalled by an 
interviewee

“I can’t remember that I was given any written infor-
mation. It was just a case of asking questions. (…) 
I’m sure it’s no fault, it’s just one of the things, they 
just don’t seem to offer the information unless you 
ask.” [C11]

Other carers reported that they received verbal and writ-
ten information from different sources, which they com-
plemented with information they located independently

“Whatever I wanted was there. Whatever I asked, I 
got answers. They gave me some leaflets and you can 
always research yourself.” [C15]

Lastly, others could not locate the information they were 
looking for despite their attempts

“I rang up and they just don’t seem to know.” [D2]

Information access
Information access can be explained by candidacy theory 
and its seven constructs, the first six representing tran-
sition points at which a person’s candidacy for informa-
tion must be negotiated to gain access, and the seventh 
capturing the broader context in which candidacy claims 
are made [33]. It is worth noting that although candidacy 
aims to explain how access, as an independent phase, 
unfolds, its seven constructs, in combination, are at play 
throughout the phases of information behaviour that lead 
up to access.

Among those participants who did not acknowledge 
an information need, offer did take place if they were 
supported by a care professional who had recognised 
the information need and provided them with relevant 
information. Conversely, it did not take place when the 
information need went unrecognised also by profession-
als. Interestingly, a few carers whose information need 
was assumed by professionals and, hence, were offered 
information material or signposted towards information 
sources, turned down those offers (resistance), as in the 
extract below

Interviewer 2: “Have you ever been given a docu-
ment or a leaflet that has explained what to expect 
from dementia or what you can access?”
Carer: “They’ve given me the leaflets, but as soon as I 
start looking at them, I’m thinking ‘Oh God…’ I can’t 
be arsed to read all that.”
Interviewer 2: “Because it’s heavy?”
Carer: “Because it’s heavy. (…) it’s too much.” [C13]

The category of adjudications was at play at the need 
identification stage for those carers who did not identify 
an information need independently. Their information 
need was identified for them by a professional

“I was advised (…) by the CPN [Community Psychi-
atric Nurse] that I would be eligible for attendance 
allowance (…). Because, to be honest, even though 
I’m quite familiar with things that are going on, I 
had thought that that was a means-tested allow-
ance, and it isn’t.” [C11]

Examples of the category of appearance were provided by 
some carers who recognised their information need but 
somehow failed to initiate information-seeking behav-
iour. Often, they were not able to articulate their informa-
tion need in concrete terms or were not able to identify 
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the right source of information, in the form of written 
materials or a professional, for their specific information 
need

“I didn’t know where to go, what to say.” [C1]

Carers also highlighted the issues they experienced when 
trying to navigate the different sources of information 
(navigation)

“I only look for help when I need it. If anything hap-
pens, I’ve got to start and where do I start? I’m not 
very good on the website myself, but I do go on and 
find out, but it’s where do I start from there?” [FG8]

Carers’ accounts of fragmented and incomplete informa-
tion materials and sources reflected the fragmentation of 
the dementia care system itself, involving different organ-
isations across the health and social care systems. Such 
fragmentation affected permeability, i.e., the ease with 
which people could find and access the information they 
needed when needed. Many carers described situations 
in which a professional with experience of the local care 
system and knowledge of the individual or their family 
helped them find their way through the system by pri-
marily providing accessible and timely information. This 
is illustrated in the exchange below, where the inter-
viewer highlighted how a social worker provided infor-
mation about social benefits, legal matters, and local 
services and arranged paid and respite care for the carer

Interviewer “It sounds as if for you [the social 
worker] knew all these different things…”
Carer: “She was a very knowledgeable lady.” [C8]

According to candidacy theory, opportunities for 
repeated interactions between professionals and service 
users represent systemic operating conditions that influ-
ence candidacy [43]. Participants in the study could not 
provide evidence for such opportunities. Possibly as a 
consequence of the austerity climate, they highlighted 
high level of staff turnover. This was most likely a barrier 
to developing rapport between those living with demen-
tia, their families, and their care workers and was not 
conducive to continuity of care

Interviewer: “Were they [CPNs] coming to see you 
at home to see how she [referring to the wife] was 
doing?”
Carer: “Yeah, but they changed… I think there were 
two or three within a matter of weeks” [C7]

Local practices around carer’s assessments affected the 
local production of candidacy as well. Although carer’s 

assessments represented a formal opportunity for dis-
cussing carer’s needs and information signposting, some 
participants reported negative experiences

Interviewer: “Have you been offered at some point a 
carer’s assessment?”
Carer: “Yes, that’s a sheer waste of time”. [C9]

Information use
In most cases the use of information followed informa-
tion access, with carers acting upon on the information 
they accessed or were offered

Carer: “We got the medication from the neurologist 
and, at that point, she gave us some information 
about Lewy bodies dementia and lists of websites I 
could look at.”
Interviewer: “Have you acted upon it?”
Carer: “Yes, I’ve read everything I can. (…) I still do, 
I still look on the Lewy bodies dementia website.” 
[C16]

In other instances, carers did not use the information 
they were offered

“There was a woman who came here a couple of 
times, and she points out these things to you, make 
sure you’re aware that they’re there. Which I did 
have the information, but I didn’t do a lot about it.” 
[D1]

Satisfaction of the information need
When participants were satisfied with the information 
they had received or found, their information need was 
met, which translated into practical or psychological ben-
efits, and often both. For example, participants described 
how some pieces of information they received were use-
ful, or gave them reassurance, made them feel in control 
of their situation, or made a difference, as observed by a 
carer with substantial visual impairment who was provid-
ing support to his wife living with dementia

“It was through them [the local carers’ association] 
that made the difference.” [C12]

In other cases, participants were dissatisfied with the 
information available and described how their informa-
tion need was not met

“We should have more information when we were 
first told about dementia, the different medications 
you can get, and different [support] groups, what 
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there is available. (…) Because you’re left high and 
dry.” [C10]

In many instances, satisfaction of the information need 
was the pre-requisite for the satisfaction of other needs, 
as the quotes below illustrate. The first one refers to the 
experience of a couple. The woman was diagnosed with 
dementia and her carer husband also had memory prob-
lems and other health issues. Despite their complex cir-
cumstances, they recalled how they were left to their 
own devices for about six months during which they 
had no  support, or information about available support 
options

“They [social services] come and do an assessment. 
But (…) no one tells you there’s that support out 
there. (…) And I think the six months we went [with-
out going out], no one told me nothing (…).” [C8]

The second quote refers to the experience of a son work-
ing full time and providing care for his mother with 
advanced dementia. In his interview he recalled how he 
did not know that they could access respite care until 
the social worker casually offered it, two years after the 
mother was diagnosed and eight weeks before she moved 
in a care home

“I would think more availability for respite… getting 
to know about that earlier would have helped.” [C3]

In keeping with discrepancy theory, satisfaction of an 
information need can be explained as the outcome of a 
comparison between participants’ actual experiences of 
information seeking and use against their expectations. 
Several participants described how they would have 
expected to be supported in their information behaviour, 
as in the quote below

“It’s almost as if there needs to be a checklist some-
where that your loved one is diagnosed with demen-
tia… Right, this is what you need to implement. You 
need a CPN [Community Psychiatric Nurse], and 
you need a social worker, and you need to know 
about what benefits you can claim, you need to 
know where to get home-help. Almost like a check-
list, and okay if you don’t want to access those ser-
vices, but just to know that they’re available. You 
know these are the charities that you could contact, 
did you know about the council tax, little things like 
that.”[C2]

This interviewee emphasized that information should 
be provided in a timely manner (e.g., at the point of 
diagnosis), in a concise and accessible format (such as a 

checklist), should be relevant to both the person diag-
nosed with dementia and their family, and should be 
comprehensive, regardless of the organisations or provid-
ers to which the information may refer. Their experience 
of information seeking, access, and use had had none of 
these features.

Using discrepancy theory at a more granular level, par-
ticipants articulated expectations in relation to Structure 
and Process. Structure encompasses the organisational 
arrangements of the local dementia care system. In rela-
tion to this, participants highlighted that they lacked a 
single information source they could reliably access when 
looking for information

“I must admit… one of my problems has been getting 
anybody to provide me with an adequate source, 
where I could go in once, rather than have to go to all 
the different sections.” [C7]

Their experience of a fragmented information system 
mirrored the organisational fragmentation of demen-
tia care, with providers usually (but not always) offer-
ing information only about the services for which their 
organisation was responsible. Another related issue was 
the lack of a named care professional designated to offer 
comprehensive, person-centred support tailored to indi-
vidual circumstances, and to provide care continuity.

Process relates to the soft skills of professionals sup-
porting information behaviour of carers. Carers identi-
fied the importance of professionals showing empathy 
when providing people with information. This idea was 
often encapsulated in the idea of professionals taking the 
time to ‘sitting down’ or ‘holding hands’ when providing 
carers with the information they needed

“If somebody could sit you down and say at the start 
of your journey, as they want to use these days… 
‘This is the information that we have on it… It affects 
everybody differently, but you will be able to have 
support with this, that, and the other…” [C4]

Professionals were also expected to be mindful of individ-
uals’ readiness to engage in information behaviour. Some 
participants were not ready to seek or receive informa-
tion and, hence, showed resistance when offered infor-
mation or engaged only passively in information-seeking. 
Other participants would have been ready to receive 
information at an earlier stage. Had this occurred, they 
would have been better positioned to anticipate decisions 
and plan for the future

Interviewer: “Do you think you’d have been inter-
ested in those [i.e., information sessions provided by 
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a third-sector organisation] if they’d’ve been helpful 
to you?”
Carer: “Yes, certainly because, I will sit down and 
think ahead all the time. I see what’s happening with 
her and then I see the latest problem, so I take steps 
all the way to try and be in front of that situation.” 
[D4]

Lastly, professionals were also expected to provide at the 
right time the right amount of information. Some carers 
described how they received a large amount of informa-
tion which was provided all at once (usually at the time of 
diagnosis) without due consideration for their individual 
willingness and readiness to process it

“When we were getting the diagnosis… there was 
a lot of support services, came to see us and we felt 
very cared for, but a lot of information was thrown 
at us, we didn’t fully understand it, we didn’t know 
who to go to for what, and then suddenly it finished 
and that’s it.” [FG3]

Discussion
This article has delved into information behaviour in the 
context of dementia and family care and explored the fac-
tors that contribute to how and why information needs 
are fulfilled.

Empirically, this work drew on the experiences of fam-
ily carers of people living with dementia among whom 
the need for information is not only prominent, but also 
a prerequisite to the satisfaction of other care needs, con-
tributing to positive care outcomes and a positive care-
giving experience [38, 52]. As such, this work offers three 
main contributions, the first of which is theoretical.

The framework maps the unfolding of information 
behaviour across six phases (from the identification of 
an information need to its satisfaction) and three levels 
(individual, service, system) at which relevant explana-
tory factors may play out. By design, the framework takes 
a need-based perspective: it starts from the identification 
of an information need and aims to understand whether 
such need is ultimately satisfied. The framework’s build-
ing blocks (i.e., phases, levels, and factors) help unpack 
users’ information behaviour, explore how the actual 
process of information need, seeking, and use occur, and 
ultimately explain the observed variation in satisfaction 
of an information need.

The framework integrates the ISCM with candidacy 
theory and discrepancy theory, hence overcoming the 
limitations of using each theory in isolation. Although 
the ISCM provides a unified description of informa-
tion behaviour and highlights important factors in the 
information-seeking and communication process, it 
does not give a detailed representation of every aspect of 

information behaviour [53, 54]. Similarly, candidacy the-
ory and discrepancy theory provide an in-depth under-
standing of specific phases of information behaviour, 
but can only partially explain why an information need 
is met or not. The integrative approach of the frame-
work enhances the explanatory power of the individual 
theories.

By taking this approach, the framework challenges 
the rational information paradigm embedded in the 
health and care policy discourse. The rational approach 
to information assumes that the availability of more or 
good information will lead to good care and better out-
comes in a somehow mechanistic way [55–58]. Infor-
mation is expected to travel mainly unidirectionally 
from professionals to users, and information users carry 
responsibility for finding, using, and making sense of the 
information that is available.

This work instead contributes to a critical perspective 
on the information paradigm in health and social care by 
suggesting how activities encompassed under informa-
tion behaviour are anything but mechanistic. Rather, they 
are intrinsically relational, often emotionally charged, 
contextually embedded, and require (and produce) situ-
ated knowledge [55, 56, 59]. In this vein, the framework 
establishes a link between information behaviour (as a set 
of tasks) and the concept of information work [57] which 
underscores how information-related activities involve 
the labour of ‘sifting through, interpreting, and dealing 
with the implications of the information one finds’ [14].

The second contribution of this work lies in its empiri-
cal nature. The framework serves as a heuristic tool for 
describing information behaviour across six phases and 
three levels. To start with, this work shows how identifi-
cation of the need comes about. This may happen when 
people have a manifest need and can articulate it explic-
itly, when they have an emergent need, which is identi-
fied in a casual or serendipitous way, or when they have 
a latent need, which is not surfaced explicitly but can 
be addressed with their tacit or pre-existing knowledge. 
It may also happen when people who do not recognise 
their information need themselves are supported by a 
professional to do so. There also instances of unknown 
unknowns, in which an information need is not identified 
at all, when people are not able to identify it themselves 
and are not being supported to do so.

This work also shows how the identification of an infor-
mation need is a complex process in relation to who rec-
ognises the need (e.g., the family carer, a professional), 
the level at which the need is recognised (from being 
manifest and explicitly identified to being ignored), and 
the variables that contribute to generate the need (e.g., 
role-related, psychological, cognitive). This work ques-
tions the generic role of carer as inevitably carrying an 
information need. This could be explained by the fact 
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that the carer role itself is embedded in social and cul-
tural norms and encompasses a wide range of aspect [60, 
61], not all necessarily triggering an information need.

The study yields empirical evidence in support of theo-
retical models that suggest a link between cognitive and 
psychological variables and recognition of an information 
need [62]. It finds a positive interplay between need iden-
tification and individual self-efficacy, as the self-belief 
in one own capabilities to be able to influence events 
that affect their lives [63]. Personality, previous relevant 
experiences, and access to and confidence in leveraging 
relevant resources (including technology), seemed to 
contribute to the self-efficacy of some carers, who were 
able to verbalise their information need, tap into pre-
existing knowledge, and mobilise new resources to help 
address the need.

Consistently with previous work [64], this work also 
finds a negative association between high level of stress 
and lack of coping strategies and identification of an 
information need. Avoidance was a common behavioural 
response among carers who seemed to experience high 
level of stress due to the intensity of their caring along-
side other competing roles, the perception of multiple, 
possibly wide, knowledge gaps, and the uncertainty sur-
rounding their situation. Some in this position were sup-
ported by professionals in retreating from avoidance and 
moving towards acknowledging an information need. 
Professionals helped them to regain a sense of agency by 
making sense of their circumstances and addressing their 
knowledge gaps. Others were not supported and were 
left to their own devices.

These cognitive and psychological factors contrib-
ute also to explain whether and how carers approached 
the information seeking phase, confirming established 
typologies of information seeking (active, opportunistic, 
passive) [65] and echoing the results of a review of the 
empirical literature [38].

Participants’ accounts also showed that the provision 
of information is an unstructured and fragmented phase 
which no service or professional seems to be responsible 
for, to the point where it might not happen. This seems to 
contradict the policy push towards making information 
widely available to support and empower carers in their 
roles. Whether and how information becomes available 
to them seems to depend on the resources that carers 
can deploy to find and access information rather than on 
what information providers make available.

Applying candidacy theory shows not only the com-
plexity of the information access phase, but also how 
access comes about. Carers who were able to navigate the 
dementia care system, experienced favourable adjudica-
tions by professionals, were able to articulate their infor-
mation needs (e.g., in the context of meaningful carer’s 
assessment), could access the information they needed. 

Carers who could not articulate their information need – 
failing on the appearance dimension – or were not able 
to navigate the information system in the information-
seeking phase, and who could not rely on a professional 
helping them to do so (the adjudication and the perme-
ability dimensions of candidacy) struggled to access the 
information they needed. These carers may be the ones at 
risk of falling through the cracks of complex care system 
and who would benefit most from trusting relationships 
and continuity of care. Some carers were offered support 
by a professional who assumed their information needs, 
but some put up a degree of resistance when the profes-
sional explicitly offered them information (favourable 
adjudication) or support with information-seeking (navi-
gation, permeability).

Data show that there are instances where people do 
not use the information that they are provided with. This 
finding contributes to the body of literature [55–57] that 
disputes the positioning of good care as resulting from 
the availability of good information, which has been 
endorsed by the health and social care policy discourse 
in recent years.

This work also provides empirical evidence of the ben-
efits of successful information behaviour, in terms of feel-
ing in control, being reassured, being able to act, plan, 
and make decisions. Conversely, it also illustrates the 
consequences of unsuccessful information behaviour, in 
terms of stress and burden.

As a heuristic, the framework can be used to zoom in 
on any phase of information behaviour to understand 
how it unfolds, but can be used also to zoom out and 
capture information behaviour as a whole. When doing 
so, it shows that although the actual unfolding of infor-
mation-seeking and communication processes is less lin-
ear and sequential than the visual representation of the 
conceptual framework suggests, the satisfaction of an 
information need ultimately requires progression across 
the different phases of the framework and the involve-
ment of both users and providers. The data shows that 
an unmet information need does not always appear to 
be due to a lack of information per se. Indeed, this work 
highlights the multiple factors that may contribute to an 
unmet information need, from lack of adequate support 
in the need identification phase to issues in informa-
tion retrieval, the timing of information provision, the 
amount of information provided, the credibility of the 
information source, and the relevance of the information 
available or offered, given care needs, preferences, per-
sonal, and family circumstances.

The application of the framework in the context of fam-
ily care for people with dementia raises implications for 
both policy and practice, which are the final contribution 
of this work. Family carers may have an information need 
in relation to many topics and these topics may change 
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over time, as a result of changes in needs, for example 
due to the progression of the disease, or to changes in 
personal and family circumstances [62]. In practice, car-
ers may go through several cycles of information behav-
iour from the point when they start providing care and 
support to somebody living with dementia [66], with each 
iteration of the information behaviour potentially involv-
ing different sets of information providers and resources. 
Hence, interventions that support information behav-
iour under these circumstances are needed. Information 
resources which take a person-centred and relational 
approach, consider the information need as inherently 
subjective, are integrated across service providers (sup-
ported by guidance from a checklist as suggested by par-
ticipants), and are offered as part of an encounter with a 
care professional, ideally in a context of care continuity 
from a dementia specialist, seem to be promising options 
in this regard.

The framework can also inform the design and evalu-
ation of interventions to support information behav-
iour, such as the one described in [41]. It constitutes a 
programme theory that can be used prospectively, to 
articulate how an intervention is expected to work, or 
retrospectively, to evaluate how an intervention did work.

It is important to recognise strengths and weaknesses 
of this work. The framework is grounded in established 
theories and models in information and applied health 
research, which represents a strength of this work. 
Empirically, the study sample was heterogeneous with 
respect to the socio-demographic characteristics of the 
participants themselves, but it was ethnically homoge-
neous. As social and cultural norms can shape percep-
tions of dementia and family caregiving, interpretations 
of need, and expectations in relation to care [30, 67], 
future research should test empirically the framework 
with samples from ethnically diverse groups.

The empirical analysis focused on data collected from 
family carers of people with dementia, but the framework 
could help explain information behaviour among people 
living with dementia as well. It would also be interesting 
to explore information needs among people with lived 
experience of specific types of dementia (e.g., dementia 
with Lewy bodies [68] or young onset [69]. The frame-
work could be used to explore the information need 
longitudinally, as the disease progresses, or at specific 
transition points (e.g., if a caring spouse dies). Future 
work could explore the relevance of the framework in a 
post COVID world where the reliance on information 
technologies has increased, the digital divide has wid-
ened, and IT literacy may play a greater role in explain-
ing information behaviour than it did previously. Lastly, 
the framework could also be tested beyond dementia 
research.

Conclusions
Although the provision of information has become cen-
tral to dementia and family care policy in England over 
the last fifteen years, questions remain about whether 
the information that is provided meets the information 
needs of families caring for and supporting someone with 
dementia.

This article disputes the rational approach to infor-
mation that has been adopted in policy and has been 
reflected in practice. Even when information providers 
(i.e., care professionals and organisations) provide more 
or ‘better’ information, this does not necessarily result in 
more informed, or more empowered information users, 
nor does it necessarily lead to improved care outcomes.

Using the concept of information behaviour, this article 
argues for a more critical approach to information which 
looks at how and by whom information is not only com-
municated, but also exchanged and generated. It shifts the 
focus from information provision and providers to rec-
ognise the active role of information users in a complex 
process where information is relationally constructed 
and embedded in context. In taking this approach, this 
article shows also how the concept of information behav-
iour has both analytical and policy affordances. Not only 
does it allow for a granular understanding of the variation 
in information needs that is observed in practice, but it 
should be at the heart of any policy and intervention in 
health and care information, in the context of dementia 
and family care, and beyond.
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