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Abstract

Background and Objectives: Identifying the experience of people with mild cognitive impairment (MCI) may help develop
research agendas, interventions, and other supports to better match individuals’ needs. The purpose of this study was to
explore the subjective experience of a “typical week” living with MCI to document (a) important activities, (b) barriers to
usual activities, and (c) facilitators and supports.

Research Design and Methods: We conducted remote individual photo-elicitation interviews with 11 community-dwelling
adults aged 55 years or older with MCI. Participants each provided 5-10 photographs of daily life taken over 1 week to
facilitate a semistructured qualitative interview. Interview transcriptions were coded in Dedoose software and analyzed
using thematic analysis.

Results: Participants shared photos and narratives highlighting the important activities in a typical week, in which physical
activity, social engagement, spiritual and religious practice, hobbies, and cognitive stimulation were central. Many also
shared disruptions to former routines and reduction of activities alongside increased use of new strategies and environmental
supports (e.g., calendars, smartphones). Finally, emergent themes centered on disclosure of their diagnosis and reflections
about the future.

Discussion and Implications: Participant-generated images aided data collection and facilitated discussion of sensitive
topics with individuals with MCI. Such narratives may illustrate the needs and opportunities to promote well-being in
individuals with MCI, including engagement in meaningful and health-promoting activities, assessing barriers to important
daily activities, and considering supports that match the experience and needs of those with MCI.
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Mild cognitive impairment (MCI) is nonnormative cogni-
tive decline in the absence of dementia (Albert et al., 2011;
Petersen et al., 2014). Individuals with MCI often present
with subjective memory complaints and demonstrate ob-
jective cognitive impairment in one or more domains of
memory, executive function, attention, visuospatial skills,
and language (Petersen et al., 2014). Although functional
abilities are generally preserved, particularly in activities of
daily living (e.g., hygiene, dressing, grooming, ambulating,

feeding), this impairment may render mild problems with
instrumental activities of daily living (e.g., managing fi-
nances, transportation, household management). The con-
dition affects an estimated 16.6% of adults older than 65,
and prevalence increases with age (Petersen et al., 2018).
While public health campaigns have spurred early detec-
tion and increased awareness, we know little about how to
support, manage, or treat this relatively common condition
(Cooper et al., 2015). Affected individuals may experience
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stigma, fear, and reluctance to participate in research or ac-
cess services.

With increasing attention to diagnosing MCI in clin-
ical practice, empirical study and documentation of the
individual experiences of MCI are necessary to inform
patient-centered care and allow patients to be part of the
decision-making process in their care. To date, there are no
disease-modifying treatments for MCI or Alzheimer’s di-
sease. Clinicians may therefore offer information, advise,
support, and referrals to patients about available health
services and community supports, but such care is best un-
derstood in the context of what is meaningful and valuable
to the individual. However, the experiences of individuals
diagnosed with MCI are still poorly understood. Previous
qualitative research has offered a glimpse into the loss ex-
perienced by individuals with MCI, such as changing social
and familial roles (Frank et al., 2006) and negative emo-
tional experiences and self-evaluation, social withdrawal,
and decrease in leisure activities relative to older adults
with normal cognitive aging (Parikh et al., 2016). A meta-
synthesis of qualitative research on MCI found a common
patient experience is a difficulty understanding the meaning
of the diagnosis and prognosis (Gomersall et al., 2015).
Patient narratives, such as those generated through quali-
tative inquiry, could assist in developing supports that best
match individual experiences, needs, and preferences.

To address such gaps in understanding the patient
stakeholder experience, investigators at the University of
Pennsylvania launched a project called My Typical Day in
which adults with MCI documented their lives using pho-
tography. The photo gallery can be viewed at http:/www.
mytypicalday.org and served as the basis for a published
case vignette (Hailu et al., 2017). My Typical Day inspired
the present study in which we used photo-elicitation meth-
odology to further explore the lived experience of MCI
(Bugos et al., 2014). In photo-elicitation, participants take
photographs according to predetermined prompts. The re-
sultant images guide an interview and facilitate reflective
dialogue. The photographs provide a shared focus between
the interviewer and participant, a method that is appro-
priate for and supportive of individuals with impairments
in memory, language, and other cognitive abilities (Shell,
2015). Such a qualitative approach can broaden our un-
derstanding of an understudied group, such as those with
MCI, by elucidating patients’ perspectives, meanings, and
experiences (Hinton, 2010).

In this article, we expand on the previous work by Hailu
et al. (2017) and explore the subjective experience of a
“typical week” living with MCI using the narratives offered
by our older adult participants. In addition, we expect that
a deeper understanding of the experience of MCIl—in-
cluding adverse consequences, but also meaningful activi-
ties and compensatory or supportive strategies—is relevant
to informing future research and intervention development.
By tailoring services to the needs, preferences, and concerns
of those with MCI, memory loss interventions, support

programs, and other services can better support these
individuals. The specific aim was to use photo-elicitation
qualitative interviews to consider (a) important daily activ-
ities for those living with MCI, (b) barriers to usual activi-
ties, and (c) facilitators and supports.

Research Design and Methods

Participants

Participants were recruited from (a) a participant re-
search registry at the University of Washington’s (UW)
Harborview Medical Center’s Memory and Brain Wellness
Center Registry, and (b) self-referral from the greater Puget
Sound regional community in Washington State through
flyers shared at local senior centers, older adult housing
organizations, and community events. Individuals were el-
igible to participate if they had (a) a diagnosis of MCI, (b)
access to a smartphone or digital camera and the ability
to take and upload digital photographs, and (c) ability
to speak and understand English. The study was fully re-
mote, so we recruited broadly across the region, inclusive
of both urban and rural areas. Twenty-two individuals
were screened; 11 (50%) were ineligible or excluded be-
cause of loss to follow-up (7 = 5), too cognitively impaired
(n = 3 with Telephone Interview of Cognitive Status [TICS]
scores <20), no longer interested (7 = 2), or no access to
a smartphone or digital camera (n = 1). Interviews were
conducted with 11 participants aged 57-79 (M = 69.82,
SD = 5.88). All were non-Hispanic White, five identified as
female, three resided in rural areas, and the average educa-
tional attainment in the sample was 17 years (SD = 1.95,
range 14-18 years). The UW Institutional Review Board
approved this study (Study #2788) and we obtained in-
formed consent from participants. Participants did not re-
ceive compensation or other incentive for participation.

Measures

Trained research assistants conducted baseline telephone
eligibility assessments using the TICS (Brandt et al., 1988),
a global test of cognitive functioning assessing orientation,
immediate and delayed free-recall, attention and concen-
tration, language, and working memory over the telephone.
We used a modified, 13-item version that was shortened for
epidemiological research (Brandt et al., 1993) and has been
used to assess cognitive functioning, including MCI, in
studies of community-dwelling older adults (de Jager et al.,
2003). Total possible scores range from 0 to 39; higher
scores indicate better cognitive functioning. Participants
were eligible if they scored at least 20 on the modified
TICS, an equivalent of a Mini-Mental State Examination
score of 25 (Fong et al., 2009). Scores in this sample ranged
from 20 to 26, M = 23.18, SD = 1.99.

Given the high comorbidity of MCI and depression
(Ismail et al., 2017), we screened for depressive symptoms
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using the eight-item Patient Health Questionnaire (Kroenke
et al., 2009) to classify the sample. This standardized
measure assesses symptoms of depression except suicidality.
Possible scores range from 0 to 24; scores of at least 10 in-
dicate clinically significant depressive symptoms (Kroenke
et al., 2001). Scores in this sample ranged from 0 to 18,
with minimal depression on average (M = 3.55, 8D = 5.41).

Procedures

Participant photographs

We told participants that the purpose of this study was to
use photography and interviews to better understand the
daily lives of people with MCI. During screening, we asked
potential participants about their access to a smartphone
or digital camera, and their comfort or willingness to take
photographs and send them to us electronically (i.e., via
email). In instances where a potential participant had ac-
cess to a device but did not know how to take or send
photographs, we asked if there were family members or
others who could assist them by either teaching them how
to take photographs or emailing the photographs to our
study team.

We asked participants to use their own (or a trusted
other’s) digital camera or smartphone to take pictures over
the course of 1 week that represented or reflected impor-
tant features of everyday life, including anything that they
find frustrating or challenging because of MCI, and/or
facilitators or supports of daily activities. We encouraged
them to capture their usual routines and not change an-
ything for the sake of the interview. In accordance with
published best practices for photo-elicitation interviews
(Bugos et al., 2014), we offered guidelines for taking
pictures respectfully, ethically, and safely (e.g., do not take
any risks for the sake of a photograph; do not photograph
children; do not photograph illegal behavior; do not take
any photographs intended to embarrass, shame, or discrim-
inate against individuals or groups). We did not restrict the
total number of photographs that participants took over
the week, but we asked each participant to select 5-10
photographs for the interview. If they captured more, we
asked them to prescreen these photos and send the 5-10
that best reflected the probes above. Because digital cameras
allow the participant to take many photographs, we opted
to restrict the number they shared with us to keep the in-
terview manageable (Bugos et al., 2014). These instructions
also ensured there would also be sufficient breadth of
images to guide each interview (i.e., no interviews were
conducted with only one photograph). We encouraged, but
did not require, participants to write brief notes describing
their photographs and associated thoughts to assist them
during the interview. Photographs were uploaded to a se-
cure cloud-based server prior to the interview.

Photo-elicitation interview
Individual photo-elicitation interviews were conducted as
soon as possible after participants completed their week of

photography (i.e., we scheduled interviews for the day after,
or as soon as possible, the participant completed their week
of photography). This was intended to support the recol-
lection and relevance of the photographs to the interview.
Interviews ranged from 45 to 60 min and were conducted
by either a clinical geropsychologist (B. N. Renn) and/
or a trained graduate student researcher in public health
(J. L. Wool). All interviews were conducted and recorded
using HIPAA-compliant Zoom Video Communications,
Inc. software. To improve usability and comfort with this
technology, participants could either dial in by telephone
or use the video call feature from their personal computer.

The semistructured interview focused on the 5-10
photographs preselected by the participant. The partici-
pant and interviewer both looked at the referenced pictures
during the interview, either by using the screen-sharing
function of Zoom or by each referring to the pictures on
their own devices. The interview centered on two main
questions for each photograph: (a) Why did you choose to
share this photo with me? and (b) In what way did this
photo make you think about your MCI?, with follow-up
probes for elaboration or expansion as needed.

Data analysis

Interview recordings were transcribed in full by a third
party and were uploaded to Dedoose software for anal-
ysis. The two authors who conducted the interviews (B.
N. Renn and J. L. Wool) coded each interview using the-
matic analysis (Braun & Clarke, 2006). Both are experi-
enced with qualitative research. Beginning with the first
interview through the completion of data collection, we
read and re-read the transcripts to ensure thoroughness
and familiarity with the data. We used a constant compar-
ison to construct themes across participants and identified
preliminary themes concurrently with data collection.
Codebook development began after interviews were
complete. Our analysis used both deductive and induc-
tive approaches. Deductive coding relied on an analysis
matrix based on the photo-elicitation prompts (i.e., im-
portant daily activities, barriers, and facilitators of daily
life with MCI) as a frame of categorization. We also used
open coding for inductive analysis, allowing for newly
emergent themes (i.e., disclosure of diagnosis, contempla-
tion of future) that did not fit into the existing categoriza-
tion frame (Elo & Kyngis, 2008). We applied both coding
approaches to segments of the interview transcripts
ranging from a phrase to several sentences. Units of in-
formation were statements about the photographs, guided
by the photo-elicitation prompts (e.g., important activi-
ties), and any other remarks or examples about living
with MCI. An initial sample of transcripts was coded
independently by both raters. We refined codes via dis-
cussion of specific data segments both within and across
transcripts. Broad themes were broken into subthemes
(e.g., coding for the photo-elicitation prompt for
“Important Activities” yielded subthemes of “Physical ac-
tivity and diet,” “Social support, engagement, and sense
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of community,” “Spirituality and religious practice,”
“Cognitive stimulation,” and “Hobbies as a reprieve”).
The coders met regularly over several meetings during this
initial stage of analysis to achieve consensus on grouping,
categorization, and abstraction of the data. We ensured
intercoder agreement through discussion. For example, we
made a distinction between participants’ descriptions of
reading for cognitive stimulation, hobby, and participants’
descriptions of difficulties or frustrations with reading
due to MCI (see Supplementary Material for a codebook
excerpt in which we present the subtheme of “Cognitive
stimulation”). We applied this codebook to all transcripts,
and the analysis team iteratively reviewed and refined the
codes throughout the rest of the study to arrive at a final
set of themes. The third member of the research team (B.
Belza), a nurse scientist with a specialty in aging research
and experienced with qualitative methods, was available
for further consensus as needed. Illustrative quotes and a
summary of corresponding photographs that exemplified
the final themes were selected for inclusion in this manu-
script; these data are presented as naturalized transcrip-
tion (e.g., punctuation added, filler words removed).

Results

Our deductive analyses confirmed three themes that were
guided by the photo-elicitation instructions and inter-
view guide: (a) important activities in a typical week, (b)
disruptions to a typical week, and (c) facilitators or com-
pensatory supports. Inductive coding also uncovered two
unexpected themes of (d) disclosure of diagnosis and (e) re-
flection about the future. See Table 1 for a list of themes, ex-
emplar quotes, and a summary of participant photographs.
Select participant quotes, are also included below as sup-
portive illustrations.

Important Activities in aTypical Week

Participants emphasized specific activities as important to
both their daily routines and overall cognitive health. Some
of these activities were also described as providing reprieve
or solace from the difficulties associated with memory
changes.

Physical activity and diet

Optimizing physical health was a priority mentioned by
nearly all participants in describing their typical week.
Some explicitly linked this to preserving their cognitive
functioning as long as possible. Multiple participants indi-
cated they either began or increased cardiovascular exercise
at the recommendation of a health care provider. For ex-
ample, one participant described his decision to no longer
use a golf cart following his neurologist’s advice:

I used to ride [a golf cart] before my neurologist made
the diagnosis. He said, “Aerobics, aerobics, aerobics,

aerobics—it’s all aerobics.” When he talked to me about
golfing, he said, “You need to start walking and you
need aerobics.”

Three participants also referenced the importance
of diet to brain health. Most frequently cited was the
Mediterranean diet, which is based on traditional foods
of the countries surrounding the Mediterranean Sea and is
high in mono- and polyunsaturated fats, vegetables, fruits,
and lean proteins. One participant, in describing a picture
of his dinner plate, specified, “Of course, diet is important.
The Mediterranean diet with fish seems to be one of the
factors, one of the lifestyle characteristics of people who are
less likely to have dementia issues.”

Social support, engagement, and sense of community

The importance of social support was another frequent
code. Participants often referred to familial and spousal
support in dealing with their diagnosis and subsequent
impairments, as well as engagement with friends and the
broader community. One woman recalled the importance
of a support group, stating:

I have for years gone to an Early Stage Memory Loss
(ESML) support group at the Senior Center. It’s very,
very important to me. I just find it so helpful and the
people are wonderful, and our facilitator is great.

Five participants also described volunteering to con-
tribute to and connect with their community. The impor-
tance of volunteering included a sense of enjoyment, social
interaction, and a way to remain engaged, especially in the
face of retirement and other activity limitations.

Social engagement also provided a sense of connection
and community. Participants emphasized the critical need
to maintain social relationships and interconnection. One
shared a picture of his rural property that included an
apple orchard, where he hosts cider parties for neighbors
and family. Although these parties feature less complicated
meals now that he has MCI, he shared his motivation:
“Friends and family are really important. They’re ‘number
one’. I like putting generations together.”

Spirituality and religious practice

Religious organizations, such as churches, provided a
sense of community for many participants. They described
opportunities for leadership, volunteering, and social sup-
port in connection with their religious practice. For others,
religious and spiritual practice was private, but similarly
important to their daily lives. One participant shared a
photograph of his home altar and relayed that he has been
a practicing Buddhist for 50 years and his “centering prac-
tice ... helps me start the day.”

Cognitive stimulation
While some participants had completed puzzles (e.g., Sudoku)
throughout their lives, for others, their MCI diagnosis led to
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Table 1. Themes, Exemplar Participant Quotes, and Corresponding Images

Subtheme

Illustrative quote(s)

Pictorial representations

Theme: Important activities
Physical activity and diet

Social support, engagement,
and sense of community

Spirituality and religious

practice
Cognitive stimulation

Hobbies as a reprieve

Theme: Disruptions to daily life

Theme: Facilitators and supports

Theme: Disclosure of diagnosis
Fear of stigma or anxiety re-

lated to disclosure

I was reminded by my doctor and one of the other doctors at this class that

I went to that aerobic exercise especially, but exercise in general, is a very
important part of your brain health and has been shown statistically

to preserve your memory longer. I was not aware that there was such a
direct correlation. I knew that overall general health was just important
in general, but I never realized that it also applied directly to my memory
problems. I was easily convinced and actually happy to get back to ex-
ercise, and so I've launched back into it. I actually feel better in multiple

ways because of it, and so I'm glad that 'm back on that track.

The friends that I'm talking about are close friends. I told them early on and

they’re very patient. We laugh about it or whatever. The attitude is pretty
good.

Spiritual focus contributes to relaxation and being able to deal with stress.
That is one of my tools for fighting [MCI].

Puzzles and games in general are something that I enjoy. I've also heard that
they’re good exercise for keeping your brain active and helping it stay
healthy longer. In the morning I also like to spend time going through the
puzzles in the newspaper. There’s a variety, some of them word-oriented,
some number-oriented. They’re a very interesting exercise.

[Gardening] just sort of detracts from thinking about my memory or having
to talk or reach any big decisions. It’s sort of a haven; it’s relaxing, and I
don’t feel so stressed about not remembering things. If something doesn’t
grow right, then it just doesn’t grow, but so far, it’s been working pretty
well. It’s just kind of a getaway from everything.

The photograph [of work computer] turned out really like I wanted it to—
gray and drab. That’s kind of what it’s like being at work—it’s gray and
drab. Because of MCI, I sometimes find myself having to research an ex-
isting project, because I can’t retain all of the details. Now, keep in mind
that 'm somebody who never had to take notes—ever. I would be having
months-long negotiations with contracts and remember minute details of
every single conversation that we had. I’ve lost that now. It’s gone. I really
can’t do it anymore. Part of it is my age, of course, but definitely part of it
is MCI, and so I find myself having to do coping mechanisms like taking
copious notes and having notebooks very handy, [and] doing things like
opening a conversation with “Oh, now this is where I think we were at,”
and getting the other side’s response back. Again, it’s an uncomfortable

way to live. I find that it is becoming more and more difficult to do.

These [organizational aids/memory supports] are all things to kind of say,
“Well, how can I be as on top of things as possible as things get harder?”
The more I can be on top of things, the more that I can do and be active.

What I like about it [wooden block perpetual calendar] is that it’s got that
tactile part. I have to go over and change those blocks every day, and so
more than just looking at a calendar. ’'m physically touching this thing.
I’'m saying, “Okay, 'm changing the date” or I'll look at it and say, “I
don’t think that I’'ve changed the date.” It’s a little strategy to help me

with [my memory].

I don’t enjoy seeing people that I don’t know very well. I don’t really shy
away from it, but at the same time it’s not as enjoyable because I think
that I must hide what’s going on. I don’t want any difficult questions or to
repeat myself, which I’ve been known to do. It’s just sort of a safe haven
with people that I know really well. Pm just not that interested in crowds

anymore.

Participant at the gym;
treadmill; dinner
plate featuring fish,
vegetables, and
blueberries

Friends, party

Spiritual readings, church
altar

Sudoku, crossword puzzle,
jigsaw puzzle, Lego

Gardening, museum,
painting

Work; kitchen scenes,
including a picture of
disorganized utensils;
belated birthday
greeting card, church
(to represent previous
participation and lead-
ership)

Wall calendar, perpetual
calendar, daily planner,
whiteboard, daily diary,
handwritten notes in
a novel, supports for
baking

None
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Table 1. Continued

Subtheme

Tllustrative quote(s) Pictorial representations

Disclosure as supportive

Reflection about the future

When I’'m with strangers on the street, then I may have to say, “I just don’t
remember things as well.” I don’t talk about it from a diagnostic view-
point, but just letting them know if you give me a phone number, I can’t
remember that so well. “Maybe you could send me an email with your
phone number instead.” [I] keep it more practical and don’t go into the
details with less familiar people.

Well, I wanted to share this picture, because this is literally looking “out my  Rainbow, backyard
backdoor.” That potted plant right there was done entirely by my wife. I
have to keep reminding myself that I am actually a truly very fortunate
person, and that I think it’s important to grasp the beauty in life. I think
that this represents a very beautiful scene. I do get depressed. I do have
this constant sense of dread always at the back of my mind, and so I need
to really proactively ground myself by embracing things that are bigger
than myself and learn to appreciate at the same time the small things like
looking out my backdoor and seeing this gorgeous scene.

I like the term MCIL. Somebody says, “Well, what’s that?” I say, “Well, it’s
mild cognitive impairment,” but I look at it as the doorway to dementia.

It’s sort of a right way of saying, “I know that it’s where I'm headed. At
whatever stage of the journey I'm in, there is really no backtracking as far

as I’'m concerned, and so that’s how I present myself.”

a conscientious decision to use puzzles for cognitive stimula-
tion. One participant shared a photograph of a Lego-brand
toy she is building, sharing that building the interlocking
plastic bricks is a fun way to stay engaged (Figure 1):

I think that the “brain game” piece is critical ... things
that I had said at one point, “Gee, this would be fun to
do.” The diagnosis [of MCI] said, “No, you don’t need
to think about it; you need to do it.”

Puzzles were just one of several tools participants used
for cognitive engagement. Six of our participants shared
photographs of regular reading material as an important
(albeit often frustrating) activity. One participant shared a
picture of his friend, a native Spanish speaker, with whom he
meets weekly to practice his conversational Spanish language
skills. He emphasized that learning a foreign language was
an important element of cognitive health. Another described
his new hobby of coffee roasting as engaging yet “easy
enough”—an activity he is capable of learning and executing
despite his cognitive challenges. Finally, volunteering was
also described as a method of cognitive stimulation:

I felt with my MCI diagnosis that I needed a bit of a
challenge. I was looking for volunteer activities outside
of work ... so I volunteered at this museum and am now
a docent in training. ’'m hoping that by using the gray
matter muscle a lot more in terms of memorization—
and there’s a lot of details to memorize as a docent—I"m
hoping to extend my normal time and hold off MCI, or
maybe worse, Alzheimer’s.

Figure 1. Participant-generated image of Lego Toy Assembly. Note: This
image was captured by a study participant and reprinted with permis-
sion.The text referring to the completion status (“1/3 done”) was added
by the participant.
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Hobbies as a reprieve

All participants reported regular hobbies and leisure activities;
as above, some described hobbies for their social or cognitive
engagement. However, seven also shared the stress-reducing
benefits and enjoyment of hobbies. For example, one partici-
pant shared a picture of her patio garden and described gar-
dening as her “reprieve.” Another woman shared her painting
easel and commented that she can engage in this hobby
without “worrying about what 'm doing.” Another artist re-
flected on his craft, “Painting is the most stable thing in my
life. Art keeps me going ... it keeps me young.”

Disruptions to Daily Life

All participants shared frustrations, disruptions, and
reductions in usual activities due to MCI. For example, the
same artist described above also reflected that it is increas-
ingly difficult to start projects and maintain concentra-
tion, particularly on complex sculptures; a commissioned
piece that used to take him 2 or 3 days now takes as
many weeks.

Cooking, reading, and navigating new places were a
few of the commonly reported challenges illustrated by
photographs. Two participants expressed frustrations re-
lated to cooking, such as not knowing which ingredients
have been used:

Istill cook and it’s very frustrating. If I go by a recipe, I’ll
look at the ingredients and use them one at a time. But
then that doesn’t always work. “Did I put that in?” I’ve
thrown away more than one thing; for instance, making
cornbread. It’s hard to tell what’s in the dry mix.

Frustrations with reading included not being able
to remember characters or plot details in novels. Others
struggled with daily demands of remembering errands and
tasks. For many, such frustrations served as a catalyst for
the compensatory strategies detailed in Facilitators and
Supports.

Memory changes led some to reduce or alter their
activities. One participant was still employed and
described increasing difficulties at work. Two described
giving up hobbies, three discussed giving up or reducing
driving, and another had stopped flying as an amateur
pilot. Three individuals recounted decisions to give up
activities at their church. One participant shared a pho-
tograph of his church altar, reflecting that he retired as
the president of his congregation because of the increas-
ingly difficult cognitive demands. Another participant
recounted:

I’'m an Episcopalian and I was a part of the Altar Guild.
You set up all of the communion stuff ahead of the serv-
ices. I don’t do that anymore because I get confused,
even though there’s a list of things to do. The last time
I tried to do it, it upset me so much that I just said, “I’'m
sorry, I’'m out of here.”

Facilitators and Supports

Nine participants described developing new strategies and
routines as critical to navigating their cognitive changes.
Some of the most common photographs featured in these
interviews were calendars, daily planners, and whiteboards
to remind participants not only of the date but also various
obligations and commitments. One participant expressed
his initial embarrassment but ultimate reliance on this tool
(Figure 2):

I actually bought one of those calendar whiteboards.
My wife and I put it on the back of our bedroom door.
I was a little embarrassed by it, but more importantly it’s
the first thing that I see when I get up. We’ve listed out
the days of the week and what’s going to be happening
and what day, and so it’s very helpful.

Participants also shared compensatory strategies they
developed to adapt to MCl-related challenges. For example,
one participant shared that she takes notes about a story’s
plot and characters to support her hobby of reading novels.
Others relied on technology-enabled supports, relying on
their smartphone for navigation and other reminders. The
participant who described difficulty with following recipes
shared this strategy, illustrated by a photograph of canisters
on her kitchen counter, with mixed success:

Figure 2. Participant-generated image of planners and diaries. Note:
This image was captured by a study participant and reprinted with per-
mission. Identifying information was redacted by the study team.
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I take everything out for making cornbread. 1 take
everything out all at once. I started out by putting the
ingredients away as I use them, but then I couldn’t re-
member if I actually took them out to begin with. I'd
move them across to a different spot after I used them.
That seems to help somewhat, but it’s kind of frustrating.

Additionally, two participants shared their experiences
from a local program for people with early-stage memory
loss. This program provided concrete strategies (e.g., use of
a whiteboard) and recommendations (e.g., exercise) along
with tools for discussing MCI with others.

Disclosure of Diagnosis

Fear of stigma or anxiety related to disclosure
The theme of disclosure emerged in conversations related to
other difficulties or social support. The majority (7 = 7) of
our participants discussed their decision-making processes
around whom to tell; for many, disclosure was often diffi-
cult. One woman shared, “It’s not always easy, you know?
Some people don’t understand, and they don’t want to un-
derstand, I guess. It’s scary for people to think about people
with memory problems.”

One participant who was still employed cited stigma as
a constant source of fear:

There is this dread of being found out. If people were
to find out here at work that T have MCI or any sort of
cognitive issue, they would literally circle the wagons
and then try to push me out as quick as they could ...
and so I'm kind of walking a bit of a tightrope every day
coming into work.

Disclosure as supportive

Participants noted the importance of close friends with
whom stigma is not a concern. One participant described
her close friends as a “safe haven” in contrast to larger and
unknown groups of people. Another shared,

There is a variety of ways that I react when meeting
people. It depends on how well I know them. We live in
a senior living community, and so [to] the people around
me it’s easy enough to say, “My memory just doesn’t
keep up with things so much anymore.” If anyone asks
or is interested, Il just say, “Yes, I have mild cognitive
impairment now and ’'m on my way to Alzheimer’s, and
that’s fine.” People accept it because it’s not uncommon.

Reflection About the Future

Finally, for several participants, the diagnosis of MCI was a
catalyst for reflection about the future. This theme alternated
between accepting one’s diagnosis and uncertainty about
prognosis. Participants contemplated this uncertainty and
focused on the importance of active engagement in their

daily life with a positive attitude. For example, one par-
ticipant noted his “desire to stay alive and alert as long as
possible to see [his] grandchildren grow up.”

Some individuals noted that the diagnosis of MCI led
to opportunities for inner reflection and seeking a sense of
inner calmness. Experiences of gratitude and transcend-
ence grounded these individuals, even in the face of gradual
loss of their former abilities. One shared a photograph of a
double rainbow as a way to describe how nature facilitates
his reflection:

This MCI diagnosis—it causes you to look inward and
to do things like take stock of your life. A scene like the
rainbow, which is bigger than oneself, helps to ground
me. It helps keep me going—trying to stay positive
about things—which is increasingly difficult to do. It’s
the little things like that that literally take your breath
away when you see them.

Another participant described how thinking about his
future inspires him:

It’s extremely important to learn as much as I can while
I am able to learn it ... to understand what the future
holds for me, hopefully leading to a calm acceptance.
That way, I can continue and make the most of my life,
and keep it as happy as possible going forward.

Participants often tied their reflection on MCI to the
possibility of Alzheimer’s disease in the future. Multiple
participants cited a family history of Alzheimer’s, and one
expressed this motivates him to proactively prepare and
work toward acceptance:

I [have planned ahead] with the future in mind, because
my mother had Alzheimer’s and so I know what she
went through. My oldest sister is now going through
Alzheimer’s. It’s fairly predictable due to my genetics
that I’ll be going through that eventually, too, and so
I had that forewarning which to me is good [...] because
it allows me to be proactive and prepare and accept.

Discussion and Implications

A “typical week” with MCI is full of important activities,
modifications to these activities, and disruptions to everyday
life. Using photo-elicitation as a platform for awareness,
information gathering, and storytelling, our participants
shared compensatory strategies, considerations of whether
to disclose their diagnosis, and offered deeper reflections
of their diagnosis and their future. These narratives can
be used to inform patient-centered care, including guiding
self-care and disease management strategies that align with
patient values and concerns (Hailu et al., 2017). In par-
ticular, given that individuals with MCI may be at risk of
withdrawing from activities (Parikh et al., 2016), we en-
courage clinicians and other support persons to query and
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support activities that are enjoyable and/or meaningful.
This may include activity scheduling and enlisting environ-
mental supports (e.g., memory aids) to facilitate activities.

One prominent theme was the centrality of activities
thought to promote and preserve cognitive health, in-
cluding exercise, diet, social connectedness, and cognitive
stimulation through puzzles, foreign language practice,
reading, and other intellectually engaging pursuits. These
activities align with the growing literature on protective
factors for dementia. For example, the association between
the Mediterranean diet and preserved cognitive functioning
is attributable in part to fewer cardiovascular and meta-
bolic risk factors (Cooper et al., 2015; Dinu et al., 2018;
Petersson & Philippou, 2016). Likewise, physical activity
may improve aspects of cognitive functioning or slow cogni-
tive decline in older adults with MCI or subjective memory
complaints (Lautenschlager et al., 2008; Nagamatsu, 2012;
Suzuki et al., 2013), but the research on exercise for sec-
ondary prevention in MCI is limited and in need of longi-
tudinal investigation (Kane et al., 2017; Yang et al., 2019).
Given Alzheimer’s disease and related dementias (ADRDs)
likely emerge from a multifactorial etiology, research on
multidomain interventions has grown in recent years. These
programs, which target several lifestyle factors simultane-
ously (e.g., diet, exercise, cognitive and social engagement),
have shown promising results in improving or maintaining
cognitive functioning in older adults at risk for dementia
(Ngandu et al., 2015), but are far from established. Much
of the data informing lifestyle interventions derive from
epidemiologic studies: high-quality randomized controlled
trials to establish causation and bolster the evidence base
for dementia prevention.

As expected, participants shared cognitive-related
barriers to their daily routines, but in many cases also re-
vealed their own compensatory strategies. Even though
functional independence is generally preserved in MCI,
individuals may have mild problems with complex activ-
ities such as managing finances, cooking, and other in-
strumental activities of daily living (Albert et al., 2011;
Mansbach & Mace, 2019). Emerging data also suggest
individuals with MCI struggle with everyday technology
(Nygard et al.,2012). As with the previous photo-elicitation
project at the Penn Memory Center (Hailu et al.,2017), our
participants shared their experiences of increasing effort to
handle quotidian demands. This varied from increasing re-
liance on family and friends to the use of external supports
and reminder systems. These narratives offered insight into
themes of both loss and resilience in the experience of MCI.

An unexpected but important emergent theme was
deeper reflection related to one’s MCI diagnosis and prog-
nosis. Our study adds to previous work on subjective
experiences of both normal aging and living with MCI. We
encourage further research and clinical intervention to sup-
port such reflections about one’s roles, values, and sense
of self in face of a diagnosis of MCI. Given the increased
likelihood of progression to ADRD among those with MCI

(Petersen et al., 2018), earlier exploration of these existen-
tial and practical themes in MCI may facilitate acceptance
or preparation for later stages, should cognition worsen.
A synthesis of qualitative studies of MCI revealed a com-
monly endorsed theme of “using it, losing it, and living for
the moment” (Gomersall et al., 2015) in which participants
with MCI expressed narratives of lost capabilities, giving
up previous roles and responsibilities, and reconfiguring
one’s new place in the world. Interestingly, in contrast
to other qualitative studies of MCI (Gomersall et al.,
2015), our participants were not prone to reporting de-
spair or even depression. Although MCI is associated with
a high prevalence of depression (Ismail et al., 2017), our
sample evidenced a low level of depressive symptoms. Of
course, this is likely due to selection bias in our sample.
Nonetheless, updated practice guidelines for MCI (Petersen
et al., 2018) advise clinicians to evaluate and treat neuro-
psychiatric symptoms, including depression, which may
add additional barriers and reduce well-being.

Limitations

Despite recruitment across a range of diverse community
stakeholders and settings, our sample was exclusively non-
Hispanic White with high educational and occupational
attainment. There may be a reduced risk of incident de-
mentia among those with such purported cognitive re-
serves (Valenzuela & Sachdev, 2006; Wang et al., 2017).
Thus, researchers interested in the transferability of our
findings to their populations of interest should consider
the characteristics of our sample and how our themes may
or may not resonate for other populations. Unfortunately,
this mirrors the general research landscape in ADRD, in
which ethnic and racial minorities are underrepresented in
clinical trials (Faison et al., 2007), contributing to further
disparities in diagnosis, access to and utilization of disease
management strategies, and outcomes. Indeed, our sample
appeared to have a high degree of health literacy and was
able to obtain and understand information related to their
physical and cognitive health. The themes of important
activities (e.g., physical activity, Mediterranean diet, cog-
nitive stimulation) revealed a sophisticated understanding
of health-promoting lifestyle factors. The leisure activities
reported in our sample—including golfing and recreational
boating—and access to various opportunities (e.g., early
retirement, participation in social groups) may also be
considered privileges and may not be reflective of those of
lower socioeconomic status.

Our participants were required to have access to and
be able to use a smartphone or digital camera to take and
send photographs. Although the vast majority (81%) of
Americans own smartphones, this includes only 53%
of adults aged 65 and older, and smartphone owner-
ship increases with educational attainment, income, and
urban or suburban dwelling (Pew Research Center, 2019).
MCI may impart additional barriers to using everyday
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technology, including mobile phones, which may have
discouraged participation in our study (Schmidt & Wabhl,
2019). We attempted to offset these technology-related par-
ticipation barriers by leveraging spousal or familial support
as appropriate; for example, one participant had her hus-
band email her pictures to the study team. Similarly, one
participant struggled to connect to videoconferencing for
the interview, so we called her telephone and walked her
through the process. Nonetheless, this knowledge of, access
to, and comfort with technology likely limited our sample
and excluded individuals at greatest risk of not accessing
health care and community services and supports.

Our study did not account for diagnostic precision as
we allowed self-reported MCI diagnosis. TICS has lim-
ited utility classifying MCI separately from dementia and
should not be used as a standalone measure (Knopman
et al., 2010); rather, we intended it as a rough indicator of
those for whom a retrospective interview, even supported
by photographs, would likely be too onerous. We did not
differentiate between subtypes of MCI, which may encom-
pass different experiences and may predict later conversion
to ADRDs (Busse et al., 2006). Finally, it is unknown how
recall distortions or confabulation may have affected the
interview data.

Conclusions

Given the ambiguity surrounding MCI diagnosis and
prognosis, clinicians, researchers, and patients alike may
be fraught with uncertainty. Identifying key features of
daily life that patients find most meaningful may bolster
the quality of life and resilience in the face of loss. As we
improve our understanding of prognosis and modifiable
risk factors that influence conversion to ADRD, disease
management should focus on behaviors and outcomes
most relevant to patients (e.g., quality of life, functional
independence). Our thematic analysis revealed activities,
such as exercise and social connectedness, that were im-
portant to individuals with MCI, alongside common
barriers and compensatory strategies. Individuals with
MCI may need additional assistance with problem-solving
or implementing environmental supports to offset barriers
to activity engagement. Our emergent themes of disclosure
of diagnosis and reflections about the future could sim-
ilarly be explored and emphasized in existing programs.
Photo-elicitation is a novel methodology to under-
stand the experience of cognitive impairment. These visual
portrayals of a typical week, expanded upon with qualita-
tive interviews, allowed an intimate view of daily life with
MCI. This methodology may have enhanced participants’
retrieval and ability to share their thoughts and feelings
(Shell, 2015). Although reliance on photographs may lead
participants to focus on observable phenomena rather
than abstract concepts, our participants were able to re-
flect on nuanced and sophisticated experiences of their
typical week, in line with prior photo-elicitation work

on the experience of happiness among individuals with
Alzheimer’s disease (Shell, 2015). Such patient narratives,
illustrated with depictions of daily life, may elucidate
the important determinants of quality of life and assist
providers or caregivers in clinically meaningful and rele-
vant management strategies. In the face of increasing lan-
guage and memory difficulty, a picture can be worth a
thousand words.
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