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Purpose of the study: Mild Cognitive Impairment (MCI) is a diagnosis proposed to describe 
an intermediate state between normal cognitive aging and dementia. MCI has been criti-
cised for its conceptual fuzziness, its ambiguous relationship to dementia, and the tension 
it creates between medical and sociological understandings of “normal aging”. 
Design and Methods: We examined the published qualitative literature on experiences of 
being diagnosed and living with MCI using metasynthesis as the methodological framework.
Results: Two overarching conceptual themes were developed. The first, MCI and myself-
in-time, showed that a diagnosis of MCI could profoundly affect a person’s under-
standing of their place in the world. This impact appears to be mediated by multiple 
factors including a person’s social support networks, which daily activities are affected, 
and subjective interpretations of the meaning of MCI. The second theme, Living with 
Ambiguity, describes the difficulties people experienced in making sense of their diag-
nosis. Uncertainty arose, in part, from lack of clarity and consistency in the information 
received by people with MCI, including whether they are even told MCI is the diagnosis.
Implications: We conclude by suggesting an ethical tension is always at play when a 
MCI diagnosis is made. Specifically, earlier support and services afforded by a diagnosis 
may come at the expense of a person’s anxiety about the future, with continued uncer-
tainty about how his or her concerns and needs can be addressed.

Key words:  Dementia, Attitudes and perception toward aging/aged, Cognition, Ethics (research, practice, policy, 
individual choices), Qualitative research methods, Sociology of aging/social gerontology, Well-being

Mild cognitive impairment (MCI) is a relatively new 
diagnostic category that first appeared in the medical lit-
erature in the 1990s (Flicker, Ferris, & Reisberg, 1991; 

Petersen et al., 1997). MCI was proposed as “a boundary 
or transitional state between normal aging and demen-
tia” (Petersen et al., 1999, p. 303) although not everyone 
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who is diagnosed with MCI goes on to develop dementia 
(Sachdev et al., 2013). MCI is generally defined by memory 
performance below the normal range for a person’s age, 
alongside preserved functioning in daily activities. The 
problems are noticeable to the person themselves and to 
close others; however, these problems do not significantly 
impact daily functioning (Chertkow et al., 2008; Petersen, 
2004). Petersen (2004) classified MCI types based on mem-
ory deficits: amnestic type MCI refers to impaired mem-
ory with (multiple domain) or without (single domain) 
other cognitive deficits; nonamnestic type MCI refers to 
impairment in one or more cognitive area(s) (i.e., single 
or multiple domains) other than memory. Petersen (2004) 
indicated that these different variations of MCI have dif-
ferent levels of risk for advancing to Alzheimer’s or other 
types of dementia, with amnestic MCI increasing the risk 
of Alzheimer’s disease and vascular dementia, whereas the 
nonamnestic types of MCI were linked to development of 
other dementia subtypes (e.g., fronto-temporal dementia 
and dementia with Lewy bodies). However, others have 
found that these distinctions in type of MCI do not so 
accurately predict types of dementia (Fischer et al., 2007). 
Additionally, it has been suggested that complex activities 
of daily life may be affected (e.g., Binegar, Hynan, Lacritz, 
Weiner, & Cullum, 2009; Kim et al. 2009; Nygård, 2003; 
Nygård, Pantzar, Uppgard, & Kottorp, 2012).

In attempt to resolve this uncertainty, the U.S. National 
Institute on Aging and the Alzheimer’s Association con-
vened a working group to develop criteria for identifying 
“the symptomatic predementia phase of Alzheimer’s dis-
ease” (p1, Albert et  al., 2011). This working group pro-
posed two sets of criteria: one set of “core clinical criteria” 
that could be implemented by health care providers without 
access to brain imaging and other resources, and a second 
set for researchers with access to imaging and other diag-
nostic technologies. The working group’s proposed “core 
clinical criteria” are almost identical to those proposed by 
Petersen and colleagues (1999): concern regarding a change 
in cognition; objective impairment in one or more cognitive 
domain; preservation of independence in functional abili-
ties; and not meeting criteria for dementia (Albert et  al., 
2011). Although this may have helped address the uncer-
tainty by restating the original Petersen criteria, the fifth 
edition of the Diagnostic and Statistical Manual (DSM-V; 
American Psychiatric Association, 2013), arguably com-
plicates matters further by not using the term MCI at all. 
Instead, the DSM-V contains the diagnostic criteria for 
mild neurocognitive disorder. These are similar to the core 
clinical criteria from Albert and colleagues (2011): evi-
dence of cognitive decline based on informant concerns and 
objective testing, which is not sufficiently severe to inter-
fere with independence. Additionally, the DSM specifies 

that the cognitive deficits do not occur exclusively in the 
context of a delirium and are not primarily attributable to 
another mental disorder (e.g., major depressive disorder, 
schizophrenia).

Given these inconsistencies, it is challenging to clarify 
how many people may be living with MCI. A recent sys-
tematic review (Ward, Arrighi, Michels, & Cedarbaum, 
2012) found a median MCI prevalence, derived from 10 
population-based studies, of 26.4%. However, individ-
ual estimates varied widely, from 3% to 42%. The study 
reporting the highest prevalence (Artero et al., 2008) was 
among the largest of the reviewed studies, including 6,892 
French community-dwelling people aged 65 years and over. 
These variations may be one consequence of the lack of 
agreement over diagnostic criteria. Additionally, cross-
cultural differences in help-seeking may have played into 
the observed cross-national discrepancies. Although this 
lack of consensus is frustrating and unhelpful from both 
clinical and research perspectives, philosophical and ethi-
cal controversies have also arisen (Sabat, 2006; Werner & 
Korczyn, 2008).

Whether from a clinical or patient perspective, the sig-
nificance of a physician’s choice of label can hardly be over-
stated. The act of diagnosis has far-reaching implications 
for a person’s sense of self, especially if the diagnosis relates 
to mental health (Gergen, Hoffman, & Anderson, 1996). 
However, the implications for the individual (and their 
family) of being given a diagnosis of MCI and sent home 
to live with the label—particularly in terms of prognosis—
are not well understood. MCI does not yet loom large in 
the collective consciousness, and this may have important 
repercussions in terms of personal experience and identity. 
As MCI is increasingly taken up in clinical practice, it is 
important to take stock of how people make sense of the 
label, and what the implications of being diagnosed might 
be. Hence, we aimed to synthesise the existing qualitative 
literature on people’s experiences of being diagnosed, and 
living with, a MCI diagnosis.

Method

Searches
Searches were undertaken across four key bibliographic 
databases: PsycINFO, CINAHL, MEDLINE, and Web of 
Science. As MCI is a recent category, searches were lim-
ited from the year 1998 [the year prior to the Petersen and 
colleagues (1999) publication], with the latest search con-
ducted in August 2014. MCI-related terms were combined 
with terms for qualitative methods, and supplemented 
by manual searches of Google Scholar and the reference 
lists of included studies. Records were downloaded into 
Reference Manager® software, and sifted in a two-stage 
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process. First, titles and abstracts were screened for rel-
evance, and any articles clearly not meeting the inclusion 
criteria (Table 1) were excluded. Then, the remaining full-
text articles were examined for inclusion.

Analysis

There are many approaches to qualitative metasynthesis 
research, with researchers placing varying levels of emphasis 
on different aspects of the process (Barnett-Page & Thomas, 
2009; Thorne, Jensen, Kearney, Noblit, & Sandelowski, 
2004). Although the conceptual boundaries between differ-
ent labels are fuzzy, the approach taken in this study most 
closely resembles that described in the classic monograph 
from Noblit and Hare (1988), and developed by Britten 
and colleagues (2002), Campbell and colleagues (2003), 
and Gomersall, Madill, and Summers (2011). Like these 
researchers, our methodological starting point was Turner’s 
(1980) theory of social explanation, according to which 
understanding of social phenomena proceeds through com-
parison—examining how findings from individual studies 
are similar or different, and seeking to understand the rea-
sons for differences to develop theory that goes beyond the 
immediate research contexts. In terms of the specific types of 
synthesis outlined by Noblit and Hare, this article includes 
both reciprocal translational analysis and lines of argument 
synthesis. For example, despite wide variations in the defi-
nition of MCI in individual studies, ambiguity surrounding 
MCI and the confusion this caused participants was ubiq-
uitous throughout the different research contexts, and we 
sought to capture this in the theme, living with ambiguity. 
However, the implications of an MCI diagnosis on partici-
pants’ sense of self were heterogeneous, and the way this 
manifested appeared to depend, to a certain extent, on the 
methodologies of individual studies themselves. For exam-
ple, studies examining participant biographies threw percep-
tions of the past into sharper relief, whereas studies focusing 
on participants’ engagement in everyday activities tended to 
emphasise the present more. Additionally, as we go on to 

suggest, how the diagnosis of MCI was actually delivered to 
participants remains a “black box” which, if more data had 
been available, may have thrown light on why different peo-
ple were making sense of MCI in often quite different ways.

The specific synthesis procedures were as follows. After 
deciding on our topic and identifying data through system-
atic database searches, the lead author engaged in an itera-
tive reading of the literature to become well acquainted 
with the concepts within each article. Data extraction tables 
were created in Microsoft Word®, in which the lead author 
recorded details of study settings, participants, methodo-
logical approach, and the key themes/concepts from each 
individual study. In terms of these themes, the data extrac-
tion tables remained close to the original data (by draw-
ing terms and quotations directly from the literature), and 
mindful of the context of each study, thereby retaining 
some of the “vitality, viscerality, and vicariism of the […] 
original studies” (Sandelowski, Docherty, & Emden, 1997, 
p. 366).

In the next stage, themes were examined across stud-
ies, in an attempt to establish a “dialogue” between them 
(Zimmer, 2006). Paper copies of individual data extraction 
tables were compared, and notes were made on similarities 
and discrepancies on the corresponding electronic copies. 
Much like a grounded theory analysis (Strauss & Corbin, 
1997), this involved constant comparison, and seeking 
negative cases to refine emerging hypotheses. We began, 
through discussions among the research team, develop-
ing theories about how themes from different studies were 
related. Finally, the studies were translated by the lead 
author into more abstract, overarching concepts, which 
were again discussed among all authors. In so doing, we 
developed “third-order” interpretations: research partici-
pants interpreted the meaning of their experience in their 
talk (i.e., first-order interpretation), which was subse-
quently interpreted and selectively presented by research-
ers involved in the primary studies (second-order), and 
finally analysed for the synthesis. Hence, our interpreta-
tions were inevitably shaped by (a) the research material 

Table 1. Inclusion/Exclusion Criteria

Inclusion
 Qualitative studies, or mixed-method studies which presented substantial qualitative data
 E.g., Grounded theory, thematic analysis, phenomenology, discourse analysis, etc.
 Explicitly addresses experiences of being diagnosed/ living with MCI
Exclusion
 Quantitative studies/ mixed-method studies lacking substantial qualitative data
 Conference abstracts
 Reviews
 Studies exclusively of participants with dementia
 Cognitive impairment secondary to another illness or treatment (e.g., Parkinson’s, diabetes, chemotherapy)
 Does not address MCI experiences
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available to us, and (b) our own perspectives as researchers 
and practitioners. The lead author and A.A. have a back-
ground in psychology; L.N.  is an occupational therapist, 
A.S.  is a sociologist, and A.H.  and A.M.  are involved in 
software development. Consequently, we brought a wide 
range of concepts and ideas to our discussions of the analy-
sis—especially psychological theory and research on the 
nature of the self, the importance of meaningful activities 
of daily living, the social and ethical implications of novel 
diagnostic entities, and the relevance of innovative tech-
nologies to supporting well-being in older adults. As Erwin, 
Brotherson, and Summers (2011) have argued, conduct-
ing a metasynthesis across a range of disciplines “can help 
bridge the gap between research and practice because of the 
representation of rich and diverse perspectives regarding a 
body of knowledge in the field” (p. 197). It is important 
also to acknowledge our research priorities so the reader 
has a clear sense of how they influenced the synthesis pro-
cess, and why certain aspects of MCI experiences may have 
been emphasised more than others.

Findings

Study Details
A total of 2,131 records were retrieved after duplicates 
were removed. Most (2,089) were excluded at title 
or abstract stage. Twenty-four full-text articles were 
removed, leaving a total of 17 for inclusion in the meta-
synthesis. The study selection process is summarised in 
Figure 1.

Studies were conducted in a variety of countries: the 
United States (10 studies), United Kingdom (3 stud-
ies), Sweden (2 studies), and the Netherlands, Canada, 
and Taiwan (1 study each). Generally, participants were 
recruited from specialist AD or memory clinics. Data col-
lection methods predominantly comprised semistructured 
interviews, or focus groups. Two studies also incorporated 
“real-time” participant observations: Damianakis, Crete-
Nishihata, Smith, Baecker, and Marziali (2010) observed 
participants’ viewings of multimedia biographies, whereas 
Rosenberg and Nygård (2013) observed participants’ uses 
of everyday technologies—such as cell phones, microwave 
ovens, and DVD players—and asked them to provide con-
current reflections and explanations on what they were 
doing. The analytical methods were usually described 
as grounded theory, though some studies described the-
matic analysis, or variants of phenomenology. One study 
(Saunders, de Medeiros, & Bartell, 2011) used discourse 
analysis. Several studies included participants with both 
MCI and AD, and a wide variety of MCI definitions were 
used as inclusion criteria. Further details are provided in 
Table 2.

Synthesis Findings

Two overarching conceptual themes were developed. The first, 
MCI and myself-in-time, examines the changes a MCI diag-
nosis brings with respect to the relationship between the self 
and the experience of time. Drawing on research from social 
psychology and phenomenological philosophy, the self is 
understood here as the locus of meaningful human agency and 
action (Merleau-Ponty, 1996). We emphasise this agentic self 
as being embedded in social relations, in cultural discourses—
including discourses of aging and cognitive health (Allen, 
2015; Gergen et al., 1996), and in time and place (Gomersall 
& Madill, 2014). The second, interlinked theme, living with 
ambiguity, describes difficulties in understanding the meaning 
of the diagnosis and its prognostic implications. Table 3 pro-
vides a sample of quotations illustrating the themes, concepts, 
or metaphors extracted from the individual studies, and indi-
cates how these were linked to develop higher-order concep-
tual themes.

Theme 1. MCI and Myself-in-Time

Subthemes

The past: Staying connected with the self
It is well-known that the onset of neurocognitive illness 
can mark a profound re-evaluation of one’s past. As a 
person comes to terms with a new position in the world, 

Figure 1. Study selection flow chart.
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their biography needs rethinking, and many participants 
throughout the literature spoke of how they had changed 
relative to the past (e.g., Banningh, Vernooij-Dassen, 
Rikkert, & Teunisse, 2008; Davies et  al., 2010; Lu & 
Haase, 2009). Damianakis and colleagues (2010) was 
highly past-focused, and described some nuanced ways 
in which people with MCI related to this temporal mode. 
These investigators developed multimedia biographies—
DVDs comprising photographs, film footage, and other 
archival material from participants’ lives—to capture “a 
historical perspective of interactive communication with 
family and friends” (p. 25). The authors reported a positive 
response to the biographies, arguing that they promoted 
continuation of memory and the self; as one participant put 
it, they “enriched the memories [she] already had” (p. 29). 
Others reported vicarious enjoyment as they saw them-
selves in times and places they had once known: “I was […] 
almost able to look down that lane way and see that lovely 
part of the bush I used to go” (p. 29). This same participant 
also noted how the biography promoted a positive sense 
of self, because she “saw a lot of good things in it … that 
I had allowed [myself] to be and do” (p. 29). Despite the 
generally optimistic tenor of participants’ responses to the 
multimedia biographies, some accounts were infused with 
multiple, contrasting affective valences—humour, enjoy-
ment, sadness, nostalgia, and loss:

These are all people that I cared about, and they are no 
longer in existence … even if there’s some laughs in the 
movie I’m left with a little feeling of loss but it’s bal-
anced to some extent by having a chance to see them 
again (pp. 29–30)

Nostalgia for past relationships, roles, and experi-
ences was widespread through the literature, and the 
only study in which this phenomenon was absent 
was Berg, Wallin, Nordlund, and Johansson (2013). 
In that article, participants described anxiety in the 
past, and contrasted this with a more hopeful, opti-
mistic present. This difference was likely related to 
the characteristics of these participants: they had been 
diagnosed seven or more years ago, but their cognitive 
impairments had not progressed, and they were conse-
quently less worried about the possibility of dementia 
in the future. It follows that the nature and progress 
of cognitive impairments profoundly influences one’s 
experience of temporality. A  new, uncertain diagno-
sis may lead to a sense of open time and/ or future-
oriented anxiety, whereas progressive decline implies 
fading time; conversely, stable or improving cognitive 
abilities can lead to restorative time. As our analysis 
has shown, the way in which one interprets MCI in 

terms of temporality carries important implications 
for well-being.

The present: Using it, losing it, and living for the moment. 
Participant narratives of lost capabilities were heteroge-
neous, but widespread. Some spoke of giving up work or 
similar responsibilities (e.g., “I ceased doing administra-
tion for the association,” Banningh et  al., 2008, p.  151), 
or other constraints on the self in everyday life (“I used to 
be quite proud of my vocabulary but now I really find it 
hard to express myself the way I want,” Frank et al., 2006, 
p. 157). Some researchers, such as Beard and Neary (2013), 
while noting declining cognitive abilities among their par-
ticipants, couched these difficulties as “obstacle[s] to over-
come” (p. 137)—highlighting the continued role of agency 
in participants’ lives, their sense of open time, and resist-
ance toward deterministic narratives of decline and inca-
pacity. Indeed, various psychological coping approaches 
were discussed (Banningh et  al., 2008; Beard & Neary, 
2013; Blieszner, Roberto, Wilcox, Barham, & Winston, 
2007; Davies et  al., 2010; Kuo & Shyu, 2010; Roberto, 
Blieszner, McCann, & McPherson, 2011; Roberts & Clare, 
2013; Roberto, McCann, & Blieszner, 2013). Others con-
strued the present as a tragic realm of fading capabilities, in 
which further decline was profound and inevitable. Lu and 
Haase (2009), for example, describe “a shrinking world, 
including shrinking spaces, activities, finances, and social 
relationships” (p. 388). The participants in this study strug-
gled to find ways to live well with MCI, and a range of 
distressing emotions associated with their loved ones’ func-
tional decline were reported, including “shock, anger, guilt, 
anxiety, frustration, sadness, loneliness, helplessness, worry, 
and uncertainty” (p. 389).

Arguably, such despairing affect resulted from a broader 
temporal perspective—for example, comparing a damaged 
present self with an idealised past, masterful self, or extrap-
olating losses into the future. Conversely, “living for the 
moment” was sometimes drawn on by people with MCI 
to find continued enjoyment and meaning. Davies and col-
leagues (2010) noted their participants “handled the ambi-
guity of the future by remaining focused on the relationship 
in the present” (p. 623), with one participant arguing that 
one should be “grateful for what you have left and realise 
that you won’t get back what you had” (ibid). Others men-
tioned the valued activities they were able to continue (e.g., 
“I’m still being asked for the choir,” Banningh et al., 2008, 
p. 152).

Perhaps the most present-focused study was Rosenberg 
and Nygård (2013). The authors viewed participants’ 
engagement with everyday technology as an “intertwined 
process” of learning and doing (p. 667), and described “pre-
ventive” and “momentary” strategies of self-management. 
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Preventive strategies involved explicit forward-planning, for 
example, using written instructions or manuals. However, 
participants often found these cerebral approaches difficult, 
and expressed a preference for momentary strategies—
learning by doing. Drawing attention to the importance 
of embodiment in maintaining activity, this process of trial 
and error was conceptualized “as a conscious way to give 
the doing a flow and allow the participant access to his or 
her unreflected and automated knowledge, when the body 
knows how to act without thinking” (p. 669). Hence, a pre-
sent-oriented temporal perspective may help people with 
MCI on two levels. With respect to emotion, being-in the 
present may mitigate the sense of anxiety associated with 
future-orientation, or the sense of loss that is sometimes 
associated with past-orientation. Second, with respect to 
everyday activity, the capacity to immerse oneself in the 
doing may be one route to develop and maintain mastery.

At times, participants’ accounts combined a variety of 
temporalities. One participant in the Lingler and colleagues 
(2006) study was an exemplar, expressing an interlinked 
experience of present- and future-oriented temporalities: 
living for the moment and fading time:

…Just the realization that we’re getting older … I savor 
the things that are all around us. I enjoy them. I enjoy 
seeing the sun come up, and go down when I go to bed. 
And, I watch the moon a lot … I wish I could just slow 
things down (p. 797)

The future: Anxiety, open time, and fading time
Anxiety and worries about the future were ubiquitous 
through the literature. Many participants perceived MCI as 
an early or mild form of dementia, anticipating an inevita-
ble decline in agency and selfhood: “We’ve just been turned 
upside down by it…. You picture these people who are 
vegetables … it’s horrific” (Corner & Bond, 2006, p.  8). 
“When I  visit my sister in the nursing home I  get upset 
and think: I’ll end up here too” (Banningh et  al., 2008, 
p. 151). Such examples suggest what Morson (1996) calls 
“foreshadowing”: a temporality in which the future has 
already been decided, thereby removing possibility and 
agency from the present. Reflecting widespread narratives 
of dementia representing a devastating illness that progres-
sively robs people of their dignity and autonomy, thoughts 
of the future were often characterized by anguish, fear, and 
hopelessness. The Lu and Haase (2009) article was espe-
cially striking in this regard: one of the key concepts devel-
oped in their study comprised “a downward spiral into a 
world of silence” (p. 388).

It was not only the perception of MCI as a prodromal 
form of dementia that led to future-oriented anxiety; con-
cerns were also raised around the uncertainty of the label 
(“This is the beginning, but where will it end?” Banningh 

et al., 2008, p. 152; see also Beard & Neary, 2013; Davies 
et al., 2010; Lu & Haase, 2009). A participant in Lingler 
and colleagues (2006) interpreted MCI to imply: “a prob-
lem and I don’t … know whether it… will continue to gen-
erate or whether it can be turned around” (p. 796). Another 
individual in that study also proffered a vision of open time 
with respect to the future, refusing to discount possibili-
ties of future improvement, decline, or stasis: “maybe I can 
get improvement […] Hopefully it’s going to get worse, not 
hopefully, but possibly it will” (ibid). In these accounts, 
there was a sense of time remaining open, not (yet) subject 
to the loss narratives often presupposed of dementia.

At other times, participants expressed their sense of fad-
ing time; the notion that most of life’s possibilities were 
behind them. It was not always clear whether this was due 
to participants’ understanding that they were heading for 
the end of life, or if it had to do with awareness of the pos-
sible degenerative nature of neurocognitive impairments. 
However, the expression of fading time was not always as 
negative as one might expect: “The future? Oh, the future 
is behind me! (laughs) you know, I have had a great life, 
I  have a good job and kids and… all that is behind me 
you know. I just hope I will have some good and healthy 
years now” (Berg et al. 2013, p. 297). Here, the future is 
construed as peripheral—the important thing was to reflect 
back on a life well-lived (Damianakis et al. 2010).

Theme 2: Living With Ambiguity

Subthemes

Making sense of nonsense 
Uncertainty in diagnosis and information. Although a con-
siderable body of research is beginning to investigate ways 
to reliably identify MCI using neurological, psychological, 
and even genetic tests, the extent to which MCI can be dis-
tinguished in routine practice is uncertain. Indeed, the litera-
ture showed some people with MCI explicitly questioning 
the clinical utility of the label. As one reflected: “My feeling 
is there is a lot of guesswork involved and that people don’t 
really know. Do you have early-stage Alzheimer’s? Do you 
have MCI? Is there a difference? […] It’s like trying to make 
sense of nonsense” (Beard & Neary, 2013, p. 138). In other 
studies, MCI was seen as ruling out dementia (Lingler et al., 
2006), or as a precursor thereof (Banningh et  al., 2008; 
Frank et  al., 2006). Roberto and colleagues (2011) high-
lighted a variety of interpretations people made of the label.

Perhaps one reason for this uncertainty was heterogene-
ity in the way participants were diagnosed. In Lingler and 
colleagues (2006), only one of 11 participants explicitly 
invoked the term MCI when asked about diagnosis. They 
elaborate: “upon clarification by the interviewer, 10 of 
the 11 other participants […] affirmed that they had been 
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formally diagnosed with [MCI…] One individual stated 
that she did not recall ever hearing the term, explaining 
that she believed that she had been diagnosed with mild 
Alzheimer’s disease. Hence, we excluded her data” (p. 795). 
The contrast of this decision with the approaches described 
in other studies is striking. Corner and Bond (2006), for 
instance, described the difficulties involved in recruiting 
people with MCI, and so opted to include people with 
early-stage dementia. Other participants reported being 
explicitly told they had dementia (Blieszner et al., 2007), or 
“had been told they had ‘mild memory loss’ or ‘a memory 
problem that was not too bad,’ but most were not given 
a specific name for their disorder” (Frank et  al., 2006, 
p. 156). Nevertheless, some participants reported that hav-
ing a label helped them make sense of their cognitive diffi-
culties (Lingler et al., 2006)—and expressed relief that they 
had not been diagnosed with Alzheimer’s disease (Lingler 
et al., 2006). Such variation and uncertainty in the label-
ling of MCI thus seems to be widespread among clinicians 
and researchers; a phenomenon which was reflected in the 
accounts of people with MCI themselves.

However, what actually happened in encounters between 
clinicians and people with MCI was unclear. As Banningh 
and colleagues (2008) noted, “[we did not] monitor the 
effect of the consultation in which the geriatrician disclosed 
and explained the MCI diagnosis […] besides MCI, clini-
cians use numerous other labels” (p. 153). Although these 
authors go on to make a plea for “the provision of accurate 
and current information about MCI, separating fact from 
fiction” (p.  153), it remains uncertain whether fact and 
fiction have yet been distinguished even in the expert dis-
courses of research and medicine. Difficulties people with 
MCI experienced in obtaining helpful information—both 
in terms of diagnosis and ongoing support—were wide-
spread (Beard & Neary, 2013; Blieszner et al., 2007; Frank 
et al., 2006; Lu & Haase, 2009; Roberts & Clare, 2013). 
“Forced to seek information on their own, some spouses 
turned to the internet, public library, and occasional bro-
chures they found at doctors’ offices […] But in general, 
the majority found very little material specific to MCI and 
written for lay audiences” (Blieszner et al., 2007, p. 200). 
The lack of information and conceptual clarity about MCI 
led to a pervasive subjective sense of ambiguity.

“Normal,” “non-normal,” or “pathological?” 

Linked with the uncertain status of MCI as a diagnostic 
entity, many research participants had questions concern-
ing the extent to which MCI represented a “real” problem. 
Beard and Neary (2013) reported widespread resistance 
among participants to the medicalization of their cognitive 
capacities. They insisted that MCI was part and parcel of 

getting older, and explicitly rejected the possibility of demen-
tia. Notably, in this study, “many were not sure that [MCI] 
had ever been defined for them” (p.  138). Another exam-
ple of normalising was seen in Banningh and colleagues 
(2008). Participants attributed MCI to external factors, or 
again, explicitly said it wasn’t dementia. Roberto and col-
leagues (2011) noted differing levels of acceptance of MCI 
among participants. One subgroup, which these researchers 
call “partial acknowledgers,” “tended to reveal some aware-
ness that the elder had memory or cognitive difficulties, but 
not all members indicated that they accepted it as a legiti-
mate medical condition over which the elder had no con-
trol” (pp. 761–762). However, they also described groups of 
participants who entirely rejected, or entirely accepted, the 
medical validity of MCI. Clearly, the relationship between 
MCI, dementia, and “normal” aging was difficult for people 
with MCI to unpick in the process of sense-making.

As hinted by these varied accounts, the term “normal” 
carries two distinct but linked meanings: normative, and 
nonpathological. From a social constructionist perspective, 
Saunders and colleagues (2011) noted that people with AD 
or MCI often accounted for memory lapses by referring to 
non-AD reasons. They see this as a protection of “face,” 
because of the social stigma associated with AD. It is pos-
sible that widespread normalizing of MCI may, in part, 
be attributable to the desire to project a valued, norma-
tive social identity (Beard & Neary, 2013, p. 139). Indeed, 
dementia was often viewed as bearing tragic existential 
connotations: “It’s a death sentence … Means loss of func-
tion [….] as a human being. A loss of capacity to be one’s 
self […] the worst of all insults” (Beard & Neary, 2013, 
p. 140). At other times, however, MCI was seen as preclud-
ing dementia. This provided relief on two levels: first, in 
terms of ruling out dementia, and second, by providing a 
diagnostic label through which people could better make 
sense of the problems they had been experiencing:

Well, to be quite honest, I think I was relieved […] I was 
concerned probably like everyone else would [be], that 
I  had Alzheimer’s, and then he said, ‘you don’t have 
Alzheimer’s,’ and you know that’s like taking a cloud 
off your shoulder […] so giving it a title, you can call it 
anything you want, but it’s not Alzheimer’s, so I can live 
with it (Lingler et al., 2006, pp. 795–796)

Discussion

This metasynthesis examined the qualitative literature per-
taining to the experience of being diagnosed, and living with, 
MCI. The first theme, MCI and myself-in-time, showed the 
various ways in which the diagnosis and effects of MCI could 
impact one’s sense of being-in time. The second theme, liv-
ing with ambiguity, underlined the difficulties people have in 
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making sense of MCI, and the clinical and social implications 
it might have for them. There is wide variation in the way 
diagnosis is delivered, and the meaning of “normal aging” in 
relation to MCI is ambiguous, because it carries both socio-
logical (i.e., normative) and medical (i.e., nonpathological) 
meanings (see Misztal, 2001, for an interesting discussion of 
normality in social theory). This, in turn, reveals an ethical 
tension between providing the best early interventions for 
people with MCI on the one hand, and potentially stigma-
tising older people on the other. Temporality and the mul-
tiplicity of possible MCI meanings are closely interlinked, 
too, with the wide interpretive scope within a MCI diagnosis 
permitting a range of temporal implications. For instance, 
interpreting MCI to signify early dementia may lead one to 
feel subject to linear narratives of decline and debility; con-
versely, viewing MCI as an open-ended label which may or 
may not imply incipient dementia could promote an open-
ended temporality.

There are important interrelationships between the themes 
of this metasynthesis: When a MCI diagnosis is delivered, 
depending on the nature of the clinical communication and 
the person’s perspective on the label, MCI can be interpreted 
in one of three ways: as (a) “normal,” (b) “non-normal,” or 
(c) “pathological.” These three interpretations, in turn, each 
bear a distinct set of implications for the temporal being of 
the self. We are not suggesting these interpretations act upon 
the self in a deterministic way; but rather that they help cir-
cumscribe the range of possibilities a person can envisage 
for herself. Indeed, our findings were suggestive that other 
mediating factors, including coping styles, level of social sup-
port, the experience of clinical assessment and diagnosis, and 
severity of cognitive difficulties, also appear to play into the 
relationship between MCI and the temporal situatedness 
of the self. It would perhaps be productive to examine the 
relationships between such constructs more systematically in 
future qualitative and quantitative studies.

There are several limitations to our findings. Perhaps 
most importantly, the ambiguity in MCI fed into the meta-
synthesis, such that we could not tell if we were comparing 
accounts from people with similar cognitive issues. Some 
studies included participants with AD (e.g., Corner & 
Bond, 2006; Davies et al., 2010; Damianakis et al., 2010; 
Rosenberg & Nygård, 2013), and slippage between “MCI” 
and “early-stage AD” could be seen in several papers. 
Davies and colleagues (2010) consider that MCI and 
memory impairment “may represent prodromal forms of 
dementia” (p. 618), whereas Blieszner and Roberto (2010) 
claim that their study “extends previous work on ambigu-
ous loss associated with AD to an earlier stage of cognitive 
decline” (p. 206). Although this creates some interpretive 
difficulties, it could be seen as a pertinent reflection of the 
nature of MCI itself as an ambiguous phenomenon.

Second, it is important to recognise the “third-order” 
interpretations on which our analysis was based (Malpass 
et al. 2009, p. 158; see also the Methods section in the pre-
sent article). Although this is not a limitation per se—and 
is, arguably, a strength of interpretive reviews (Zimmer, 
2006)—it is nevertheless important to employ some reflex-
ivity, and be clear about how the synthesis was impacted 
by the assumptions we brought to the analysis. The use of 
temporality as an analytical framework, for example, was 
undoubtedly influenced by the lead author’s pre-existing 
interest in this topic (references removed for blind peer 
review). Others in our group are interested in the linkages 
between technology and well-being (references removed 
for blind peer-review). Arguably, this meant that we placed 
more weight on research papers exploring these issues than 
scholars with differing interests might have done. Indeed, we 
would encourage others to explore the literature for them-
selves, and to test their interpretations against our own.

To conclude, we offer brief reflections on key ethical 
and psychosocial issues in MCI diagnosis, along with some 
implications for practice. First, disclosing a MCI diagnosis 
appears to be a double-edged sword. Benefits to patients 
might include intervening early, promoting self-manage-
ment, and enabling the use of a medical label to make sense 
of one’s issues. By contrast, the ambiguity surrounding 
MCI may complicate such sense-making, and some have 
argued that the term may be stigmatising. This is an issue to 
which practitioners should remain sensitive. Allen (2015) 
has provided a helpful overview of research showing that 
ageism can have deleterious impacts, not only on subjec-
tive well-being, but also on the development and course of 
chronic illnesses. Hence, one fruitful avenue may involve 
emphasising the competencies of people with MCI to pro-
mote continued positive engagement in challenging social 
and cognitive activities that the person has reason to value. 
Indeed, evidence is emerging on the potential for such 
engagement to improve cognitive capabilities (e.g., Carlson 
et  al., 2008; Tranter & Koutstaal, 2008). Werner and 
Korczyn (2008) make the important point that clinicians 
should be clear with patients that MCI does not necessarily 
lead to dementia, and it is important that patients under-
stand their prognosis as well as possible. Hence, psycholog-
ical research into risk communication may be an important 
avenue for future research in MCI. Explaining prognosis 
well is likely to be especially challenging for practitioners, 
given persisting diagnostic controversies. This also throws 
up questions about potential support for people with MCI. 
For example, how can psychosocial and other health care 
services remain attentive to the depth, complexity, variabil-
ity, and significance of the way the syndrome plays out in 
individual lives? Although we do not claim to have satisfac-
tory answers to such questions, our hope is to frame some 
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potential avenues for further work in light of the metasyn-
thesis findings.

Second, the potential trade-off between early support and 
stigmatization suggests an imperative to develop and evaluate 
services and technologies of specific relevance to MCI. There 
may be an opening, when a person is diagnosed, to develop 
early support and preventive practice to avoid unnecessary 
disability and ill-being caused by MCI. One possibility we are 
currently exploring, for example, concerns digital technology. 
Many digital devices are currently being developed to assist 
people with MCI in activities of daily living such as naviga-
tion, remembering appointments, and maintaining cognitive 
abilities. In addition to such disability mitigating tools, a small 
body of evidence is emerging to suggest using novel digital 
technology can enhance cognitive function (e.g., Chan, Haber, 
Drew, & Park, 2014), improve quality of life (Schulz et al., 
2014), as well as being an enjoyable learning process in itself 
(Rosenberg & Nygård, 2013). In addition, our findings echo 
previous suggestions that supporting people with neurocogni-
tive disorders such as dementia to place themselves in a mean-
ingful temporal framework is fundamental to well-being (e.g., 
Nygård & Johansson, 2001). Again, new assistive technologies 
could play a role here—including “multimedia biographies” 
of the kind studies by Damianakis and colleagues (2010), or, 
more pragmatically, those that allow people to orient them-
selves in time and place (reminder systems, automated calen-
dar reminders, etc.). However, the increasing uptake of digital 
technologies in research and practice can raise a new set of eth-
ical challenges (e.g., Eccles, Damodaran, Olphert, Hardill, & 
Gilhooly, 2013; Greenhalgh, Stones, & Swinglehurst, 2014), 
and the evaluation science for such complex, socially situated 
systems often lags behind the rapid technology development. 
New evaluation approaches are therefore needed to analyse 
whether such solutions are helpful for people with MCI. In 
addition, technology is but one potential route for supporting 
people with MCI; we would argue that the important thing 
is to help people engage in activities that are meaningful to 
them personally—and this could include practices such as art, 
music, gardening, or involvement in local community groups.
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