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Abstract

Background—Older adults apply various strategies to pursue healthy aging, but we know little
about their views and use of personal health information to accomplish those ends. Methods: As a
first step in formulating the role of personal health information management (PHIM) in healthy
aging, we explored the perspectives of older adults on health and health information used in their
everyday lives through four focus groups with 25 community-dwelling adults aged 60 and over.

Results—We found that the concept of wellness—the holistic and multidimensional nature of
health and wellbeing—plays prominently in how older adults think about health and health
information. Participants expressed wellness from a position of personal strength, rather than
health-related deficits, by focusing on wellness activities for staying healthy through: (1) personal
health practices, (2) social network support, and (3) residential community engagement.

CONTACT A. L. Hartzler, hartzler.a@ghc.org, Kaiser Permanente Washington Health Research Institute, Metropolitan Park East,
1730 Minor Avenue, Ste. 1600, Seattle, WA, USA.

Declaration of interest

The authors report no conflicts of interest. The findings and conclusions expressed here are those of the authors and do not necessarily
represent the views of AHRQ.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Hartzler et al.

Page 2

Conclusion—Although these themes involve personal health information, existing PHIM
systems that focus on disease management are generally not designed to support wellness
activities. Substantial opportunity exists to fill this wellness support gap with innovative health
information technology designed for older adults. Findings carry implications for the design of
PHIM tools that support healthy aging and methods for engaging older adults as co-producers of
this critical support.
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Introduction

As rates of chronic disease and injury increase with age, older adults and their caregivers are
faced with increased demands to maintain personal health. One significant demand is
keeping track of a growing range of personal health information to support physiological,
cognitive, and psychosocial dimensions of healthy aging (1, 2). Examples of personal health
information include health status and history, tracked symptoms, medication lists,
appointment schedules, and other information individuals keep about their health. Personal
health information management (PHIM) is the process by which individuals create, seek,
organize, and share personal health information to actively participate in their lives and their
own health care (3-6). Insofar as health maintenance is dependent on personal health
information, PHIM is critical to healthy aging across physical, cognitive, and social
dimensions of life (7). Yet to inform supportive health information technologies (HIT), we
need to learn more about how older adults view and use personal health information to
accomplish those ends.

Older adults are the heaviest users of healthcare services in the United States, but in general
have been reluctant to adopt HIT, such as searching the Internet for health information,
filling prescriptions or scheduling medical appointments online, or exchanging e-mail with
healthcare providers (8). HIT designed specifically for older adults range from personal
health records (9—-10) and medication management systems (11-13) to smart homes (14-18),
assistive technologies (19-20), connected devices (21-25), and “gerontechnologies” that
leverage ubiquitous and ambient computing (26-28). Although many computer-based
interventions do not require older adults to be technologically savvy to be effective (29),
adoption and use of HIT depend largely on solutions optimized to meet the specific needs
and capabilities of older adults (21). Lack of perceived benefit is a common barrier (30, 31),
which could reflect that HIT is not designed to fully support the unique information
management challenges and needs of older adults (21), including limited health and
computer literacy, (30, 32) physical and cognitive usability challenges (8, 29, 32-34), lack of
trust in technology (30, 35), and difficult tradeoffs among autonomy;, assistance, privacy, and
security (14-16, 31, 36). Addressing these needs is especially important as older adults
continue to live longer, turn to senior housing options, and confront a growing range of HIT
opportunities.
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In addition to meeting the needs of older adults to promote adoption of HIT (19, 26, 31),
supporting healthy aging may require a focus broader than simply the physiological function
of an individual. However, relatively little HIT incorporates management of information
related to other dimensions of health and well-being (22). The information management
needs and practices of older adults are poorly understood. For example, many older adults
need help navigating online sources of health information (37), but we do not know what
additional support is needed for keeping and sharing this information with providers or
caregivers. As people experience multiple chronic conditions, the burden of unmet
information management needs only intensifies (38). Characterizing the PHIM practices and
perceptions of older adults around health and health information could provide valuable
insights to guide the design of HIT that will better meet their needs for healthy aging (39).

Accumulating research on PHIM from the perspective of patients demonstrates the “work” it
takes to manage personal health information outside the clinic in everyday life (3, 5, 38, 40—
43). PHIM needs are well documented for some groups, such as people experiencing cancer
(44-46) or chronic illness (38, 47), but less specifically for older adults (9). Prior research
has examined older adults’ needs for home medication management (11, 12, 39) and sharing
medical information with providers (38), but we know little about the broader PHIM needs
and practices of older adults for healthy aging. We are investigating the PHIM needs and
practices of older adults through the “SOARING” project (i.e., Studying Older Adults and
Researching Information Needs and Goals) (48, 49).

As an initial step to inform the design of supportive HIT from a foundational understanding
of older adults” PHIM practices and needs, we engaged older adults in an exploratory focus
group study to better understand their perspectives. Specifically, we sought to answer
research questions about how older adults view personal health and how they use personal
health information in their day-today lives. Laying a foundation for future work on PHIM,
we report findings regarding the role of personal health information in the pursuit of healthy
aging from the perspective of older adults. This effort addresses a significant gap in the
literature where older adults” PHIM practices and needs are under studied.

Methods

We conducted four focus groups with community-dwelling older adults aged 60 and older.
Each focus group was comprised of between five and nine participants and lasted roughly 90
minutes. During focus groups, we guided participants through discussion to gather their
perspectives on health and health information in their everyday lives. We synthesized
insights gathered across groups on participants’ views and use of health information to better
understand the role of PHIM in pursuing healthy aging.

Participants

We engaged community-dwelling older adults who were residents of retirement
communities and 60 years of age or older. Although many definitions of older adult include
individuals 65 years of age and older (50), we included individuals 60 years of age and older
to get a broader perspective among people approaching and meeting this definition. We
chose community dwelling older adults because they are a group that aims to maximize and
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maintain independence and are generally still responsible for managing their own health
information, compared to older adults living in nursing homes who depend on others to
manage their health information.

The University of Washington Institutional Review Board approved all recruitment and
study procedures. Prior to the start of each focus group, we obtained written consent to study
procedures from all participants. The consent process informed participants about the study
aims, that their participation was voluntary and they could stop at any time, and that all
collected data, including the audio recording of the session, would be used only for research
purposes. As is customary for this type of research study at our institution, participants
received a $25 gift card as a token of appreciation for taking part in a focus group.

Recruitment process

We recruited a convenience sample of participants from four diverse residential communities
with broad socioeconomic representation from the Seattle metropolitan area. Recruiting
from residential communities offered a convenient way to participate, while offering insights
into the role community living plays in health and health information. We used purposive
sampling (51) to stratify recruitment across residential community sites. Staff at each of the
four residential community sites helped to recruit participants by posting recruitment flyers
in common areas and approached residents to share flyers about taking part in a focus group
session. Table 1 summarizes characteristics of the four residential community sites.
Compared with sites 1 and 2, sites 3 and 4 were considered to cater to residents of lower
income because they offered housing subsidies. All participants lived in an apartment within
one of the four residential communities at the time of the study.

Data collection

Each focus group was held in private space at the residential community site where the
participants resided between October 2013 and April 2014. Only participants and members
of the research team attended focus groups. Focus groups began with introductions from all
in attendance followed by discussion utilizing a semi-structured group interview guide
designed by the research team to gather insights about how older adults view personal health
and what information they use to manage their day-to-day health (Table 2). The research
team included prompts to encourage discussion about information management practices,
visits with healthcare providers, and involvement of informal caregivers, such as family and
friends. One member of the research team with doctoral training in biomedical informatics
facilitated group discussion, while another team member took notes. Care was taken to
ensure that all participants had the opportunity to respond during the discussion. We audio-
recorded focus group sessions for qualitative analysis.

Qualitative analysis

We applied affinity diagramming to inductively analyze data for emergent themes regarding
older adults’ perspectives on health and health information in everyday life. Affinity
diagramming is a qualitative method for thematic analysis in which observations are written
on index cards and then sorted by similarity into categories (52). Two coders from the
research team (KO, AH) completed this process in two steps. For each focus group session,
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the coders first independently noted key issues expressed by each participant as qualitative
quotes. The coders compared notes to resolve discrepancies and document common issues
identified across participants and focus group sessions on index cards. In the second step, the
coders collaboratively synthesized themes by grouping index cards into the elements:
individuals, tasks, tools, social organization, and physical environment, guided by the
Balance Model (53) used to characterize PHIM in prior work (5). In the context of the
Balance Model, we considered participants as /ndividuals who complete fasksto manage
personal health information using fools within the social organization and physical
environment of everyday life. The coders then examined emergent themes that reflect
relationships among these five elements.

Twenty-five participants (P1-P25) took part in focus groups. Their reported age ranged from
60 to 97, and the majority were women (76%). During focus group sessions, most
participants shared stories about their management of chronic conditions (e.g., diabetes,
hypertension, arthritis, multiple sclerosis). Other health issues surfaced, such as hip
replacement, heart stents, and managing cancer, medications, or symptoms (e.g., pain,
sleeplessness). At least one participant from each site experienced limited mobility and used
a walker or wheelchair.

of wellness in views of health and health information

When asked what comes to mind when they consider “personal health information,” most
participants initially talked about the medical information they explicitly track and share
with healthcare providers. For example, some participants described lists of medications,
provider contacts, and even recent lab reports they kept in known locations, such as hung on
the refrigerator, posted on the door, or left with residential community staff to direct
caregivers during an emergency. As the discussion progressed, participants shared stories
that reflected a broader conception of health and health information existing outside the
clinic in their everyday personal lives, such as fitness logs, phone calls to family, clinic
appointment schedules, and medical records kept by residential staff. From our analysis,
three qualitative themes emerged that point to the prominence of wellness in the
conceptualization of health and health information from the perspective of community-
dwelling older adults: (1) staying healthy through personal health practices, (2) staying
healthy through social network support, and (3) staying healthy through residential
community engagement. Rather than focusing on deficits in physical function, these themes
illustrate how participants talked about maximizing wellness through physical, cognitive,
and social well-being in their pursuit of healthy aging. Below we describe each emergent
theme, including challenges and opportunities that surfaced to better support these wellness
activities through management of personal health information.
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Staying healthy through personal health practices that foster well-being

The first key theme reflecting participants’ perspectives on health and health information
comprises personal health practices for staying healthy. This theme relates closely to fasks
and fools participants described using to manage health and health information. When asked
what they do to maintain health, participants described a range of physical, cognitive, and
emotional aspects of a healthy lifestyle. Rather than framing health in terms of deficits (e.g.,
loss of mobility), participants expressed wellness from a position of personal strength by
emphasizing physical, cognitive, and emotional well-being. In particular, they emphasized
having personal agency and adapting personal health practices with age. For example, when
asked about personal goals P3 told us:

...being able to move without walkers or whatever. We’re pretty careful about
exercise. We exercise on a regular basis at the gym or a person teaches us seated
dance. We sit down and do all of these things. It’s very important that you have
structured exercise in your life.

P5 also reflects similar positive appraisal:

Another thing that makes us health conscious is exercise. We are in a group that
was set up for 65 year olds and it’s very strenuous but it does make you realize your
age and also what you can do to improve your life. | think that is a major part of our
lives.

Several participants explicitly connected their personal health practices with maintaining
independence, such as moving without assistance in daily life within their residential
community.

Physical well-being

Participants in all groups talked about the importance of staying physically fit, maintaining
mobility, and “feeling strong” (P20). One participant enjoyed onsite Tai Chi and weight
training classes that were not available to her before moving to the residential community.
Another participant with mobility limitations advocated to “walk even if you’re in your
apartment” (P15). P7 told us he keeps track of miles he walks “in my head,” but because of
worsening memory became lost on one of his regular neighborhood walks. Even when
physical activity was explicitly tracked, such as quarterly fitness assessments logged by the
physical trainer at site 3, this information was not integrated into residents’ health records
kept at the residential community, nor was this information shared with residents’ healthcare
providers.

Cognitive well-being

Other participants tied personal goals to maintenance of cognitive health: “Reading—I’m an
avid reader so keeping information helps my brain” (P10). Personal health practices to stay
cognitively active were also common across sites, including cognitive exercises to maintain
mental acuity, such as reading, knitting, word games, puzzles, or poetry. Some participants
described social games they played, such as bridge. For example, several participants from
site 3 described the “brain fitness program” offered at their residential community. Other
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participants described individual activities, like reading or crossword puzzles to stay
cognitively active: “Anything where you have to concentrate. Even though | don’t have time,
| take the time” (P22). P6 told us: “l watch ‘Wheel’ [of Fortune] and ‘Jeopardy’ every night!
Sometimes it’s fun to see what you had stored in your mind that you didn’t know you
knew.” Other participants described memory games they devise themselves. For instance, P8
told us: “memorizing poetry is good exercise for the mind.”

Emotional well-being

Although less common than physical and cognitive health, a few participants raised
emotional well-being as a personal goal for staying healthy, such as relaxation, stress
reduction, and laughter: “The relaxed state is one of my goals in my health profile”(P13).
P15 told us about the stress she often feels walking outside in the densely populated urban
area in which her residential community (i.e., site 4) is situated. P12, who is also from site 4,
discovered a remedy for stress reduction. He told us that he finds “some good relaxation in
the summer by catching the ferry across the [Puget] Sound” (P12). P8 shared: “I think a
sense of humor is important and frame of mind...laughing and a sense of humor is important
for good health.”

Staying healthy through social network support

A second key theme reflecting participants’ conceptions of health and health information
was the value of supportive interpersonal relationships with family caregivers, residential
community staff, and healthcare providers. This theme reflects common issues that emerged
regarding health and health information within the social organization of a support network.
Across focus groups, most participants benefited from a range of social support through
these relationships, including instrumental (e.g., taking to medical appointments or
providing ‘a second pair of ears’ at clinic visits), informational (e.g., obtaining tips and
advice), and emotional support (e.g., contact with family members and close friends when
facing a new diagnosis).

Family caregivers

Relationships with family caregivers were integral to conceptions of health. Participants
described a spectrum of such relationships. At one end, a few participants described having
authorized a sibling or adult child to act on their behalf through power of attorney, including
complete management of health information and decisions. At the other end of the spectrum,
a few participants preferred not to involve family in their health because they did not want to
create worry or believed their family was unavailable or uninterested. Most participants fell
in the middle of the spectrum and shared health information, typically with specific family
members. For example, P9 told us: “My daughter is a registered nurse and sometimes I call
her to ask her about things.” Sharing personal health information with friends and family
centered largely on face-to-face interaction or phone calls. Deciding when, with whom, and
how much personal health information to share was a challenge for many participants. For
instance, P18 remarked: “You have a dichotomy. If you complain a lot, they stop listening.”
Limited family support was acknowledged by a majority of participants at site 4, but the
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community itself was seen to substitute —as P13 reported: “Our community is a metaphor
for an extended family.”

Residential community staff

Residential community staff also played a role in management of personal health
information. A common practice described by participants across sites was to keep
residential community staff updated with contacts, insurance, and other health information.
Emergency information, such as a “list of people to contact if I’m sick” (P9), was a
particularly important type of information kept by residential community staff. P25 shared
the frustrating experience of having out of date information:

We have a list we are supposed to fill out and we keep at the front desk. It is a list
of our medications, our PCP, our hospital, so if the fire department is called. | had a
frustrating experience because the medical records were not up to date with the
front desk and my husband had a problem. I have now updated that.

Several participants also described providing residential community staff with a copy of
their medical records when they moved in. With access to those records, onsite nurses can
provide regular healthcare services, such as diabetic foot checks or blood pressure
monitoring. At site 4, which did not offer onsite nursing services, visiting nursing students
provided basic services, such as documenting blood pressure in log books kept by residents.
However, it was unclear the extent to which personal health information managed by
residential community staff onsite was exchanged with participants’ family caregivers or
healthcare providers outside of emergencies.

Healthcare providers

Participants expressed strong preferences in characteristics they sought in healthcare
providers, such as offering sufficient time for clinic visits and listening so that patients feel
heard. Several participants raised the importance of familiarity, rapport, and mutual respect
that develop over long-term relationships. For example, P4 told us that her healthcare
provider “is very open and we have long talks—we talk family and problems and | feel
pretty good about what I’m getting in terms of health care.” Another participant described
her strategy to maximize time with her provider: “I find that if you have the first
appointment of either the morning or afternoon, you have a better chance of getting your
questions answered and hearing what your doctor has to say.” (P19). Thus, supportive
communication and interpersonal connection with providers were important components of
participants’ conception of heath and health information.

Although eight participants talked about using PHRs and secure messaging to share personal
health information with healthcare providers, most participants relied on face-to-face
interaction and phone calls. Most participants also tracked health and questions for their
provider by memory or on paper logs brought to clinic visits. A few participants shared
challenges they encountered when acting as “information couriers” to coordinate medical
records among their multiple providers. Rapport was important in these provider
relationships, and a number of participants experienced challenges with new healthcare
providers after changes in living location or insurance.
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Staying healthy through residential community engagement

Staying socially connected through engagement within the residential community was a
third key theme in participants’ conceptions of health and related health information. This
theme reflects common issues that emerged regarding health and health information within
the physical environment of community living. Highlighting the value attributed to their
residential community, participants described opportunities for community engagement,
including both formal and informal programs that support personal health and social
connectedness. Although some community activities involved health information (e.g.,
fitness logs, clinic appointment schedules), participants explicitly managed very little of this
information. Most participants expressed a strong value for the social cohesion they
experienced in their residential community. One participant summed up her value of
community living for maintaining independence: “The whole thing [residential community]
is just coordinated to help us choose what we want to do to be healthy and live our lives
happily in a social setting that we get to choose how much we want to participate in. So it’s
independent living.” (P17).

Formal community programs

At three of the four sites, personal health and activities of daily living were supported
through daily meal programs, fitness classes, transportation, and other formal community
programs. For instance, P20 commented on the value of the fitness program at site 3:

I’m in much better condition than | was a year ago when | moved in. because |
always had good intentions to exercise on my own and rarely if ever did. | moved in
here and started going down to the basement three days a week for exercise
classes” (P20).

P3, who was in her late 80’s, talked about exercise logs kept by onsite personal trainers: “We
have little tests that we take when we start the [fitness] program and we’ll see if we can
improve. At three month intervals, they [personal trainers] will measure us again.” Other
formal community programs connected residents with local services. For instance,
participants from two sites told us about their mobile library programs in which a van
transports books checked out from the public library. A private van service was available at
three of the sites for transportation to and from shopping, church, and medical appointments
and thus managed information about residents’ medical appointment schedules.

Informal community activities

At site 4, which lacked formal community programs, residents self-organized by gathering
regularly for group activities, such as communal potlucks and “high tea.” P16 told us “I love
to cook. It’s the best thing | could do...I bring cookies or cakes to our events.” She also
enjoyed the community garden “to work in and reap the benefits from.” Another participant
from site 4 often walked across the street to the senior center to play pool with friends.
Another participant from site 4 described how he and a friend developed a routine as regular
“walking buddies.” Although site 4 offered no transportation services like the other sites,
this residential community was located within close walking distance to shopping,
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healthcare services, and bus lines. Thus at site 4, many participants met their personal health
needs through informal community opportunities.

Social connectedness

Across sites, participants described a range of social activities they engaged in through their
residential communities. Participants took part in special interest groups (e.g., book club,
poetry club, bridge group) and social outings (e.g., field trips, plays, museums). Less
formally, participants enjoyed “movie night” and working on the computer or playing
console games together in communal living areas. Some sites provided formal offerings to
promote cognitive acuity, such as a “brain vitality” program. At site 3, participants took part
in Sudoku and crossword contests in which winners received free lunch. Throughout the
examples shared, social connectedness was an important thread in how participants talked
about staying healthy through engagement within the residential community. Referring to
the social activities at her site for example, P2 told us: “These are the kinds of things that
keep you healthy and keep you here.”

Discussion

Principal findings

To guide PHIM efforts in the context of healthy aging, we explored the perspectives of older
adults on health and health information used in their everyday lives. Through focus groups,
we found that wellness plays a prominent role in how community-dwelling older adults
think about health and manage personal health information. In contrast to focusing on
physical deficits, wellness considers maximizing potential across the holistic and multiple
dimensions of health and well-being (54, 55). Participants expressed wellness from a
position of personal strength, rather than health-related deficits, by focusing on personal
health practices, social network support, and residential community engagement as wellness
activities for healthy aging. By capturing the perspectives of older adults, these findings
expand our understanding of PHIM needs, particularly in the context of healthy aging.

Most existing HIT designed for older adults focuse on disease self-management, leaving a
persisting support gap for tools that incorporate support for wellness to promote healthy
aging more broadly (22, 28). Beyond support for medication management (11-13, 39) and
information sharing with healthcare providers (38), tools that can support wellness activities
we identified have merit. Halbert Dunn defined wellness as an “integrated method of
functioning which is oriented toward maximizing the potential to which an individual is
capable. It requires that the individual maintains a continuum of balance and purposeful
direction within the environment in which he/she is functioning” (54). Dunn uses the term
“integrated” to indicate that wellness involves multiple interrelated components. The
multidimensional nature of wellness emphasizes the need to examine the whole person in
their environment by addressing physical well-being, mental and cognitive health, social
well-being, and spiritual well-being (55). Since its inception, the Dunn framework of
wellness has been tested and informed several health promotion initiatives for older adults
(56, 57). However, HIT that addresses the holistic and multidimensional nature of wellness
has been slow to develop (58). Design of new technologies that can assist older adults in
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management of personal health information has the potential to facilitate healthy aging by
better supporting wellness activities. Future work on design of interventions and
technologies should address this “wellness support gap” for older adults.

Implications for the design of PHIM tools

Although lifestyle behaviors help people of all ages stay healthy, older adults in particular
viewed these personal health practices as critical to their physical, cognitive, and emotional
well-being. PHIM tools for these kinds of wellness tasks may be particularly important for
healthy aging, but represent a gap less explored than HIT for disease self-management (22).
Social and emotional aspects of health have not traditionally been the focus of patient-facing
HIT, but tools like PHRs could be extended with features to support healthy aging, such as
physical activity, social activities, and community engagement. Examples might target social
isolation (59), leisure and occupational activities (60, 61), memory (62, 63), or even the built
environment (64, 65). Although older adults express interest in wellness tools for health and
health information, some find existing tools lack requisite support (22, 66). Since healthy
aging can coexist with disease and functional limitations through compensatory
psychological and social mechanisms (67), PHIM tools should provide support across the
multiple dimensions of health.

Given the importance of social support provided through interpersonal relationships in the
social organization of older adults (68), considering social networks in the design of PHIM
tools may be especially important for preventing social isolation. Tools that promote
relationship building and social connections may be especially useful among older adults
who live independently with limited or no family support. Concurrently, PHIM tools are
needed to facilitate sharing of personal health information among family caregivers,
residential community staff, and healthcare providers. Information fragmentation led to
breakdowns for some participants who may have benefited from PHIM systems that support
health information exchange to keep data updated, complete, and accessible across
stakeholders. Prior work lays important groundwork, such as telehealth wellness programs
integrated within the unique setting of residential communities (69).

In addition to providing a rich context for social support, residential living offered a physical
environment to stay healthy and connected within the social fabric of the residential
community. Community engagement was prominent in the way participants perceived of
health. While health information could be tied to several community-based activities for
healthy aging, participants did not emphasize explicit management of this information.
Although community engagement appears critical to the personal health of community-
dwelling older adults, there are many unexplored opportunities for designing supportive
PHIM systems that leverage the social context of community living. Examples might include
HIT that facilitates peer support connections (70) or volunteerism that stimulates social
cohesion and personal well-being (71).

Study contributions

Strengths of this work include both its theoretical and practical contributions. The voices of
our participants extend our understanding of the needs of older adults for healthy aging in

Inform Health Soc Care. Author manuscript; available in PMC 2019 March 01.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Hartzler et al.

Page 12

the context of community living. Findings support a patient-centered perspective on healthy
aging (2, 72, 73) that reflects wellness (54). The social context of the community living
environment illustrated rich interactions among the physiological and psychological
dimensions of health and well-being, including peer exercise programs and social activities
(e.g., book club, bridge group). Our findings align with Young et al’s (67) multidimensional
framework of successful aging, which places just as much emphasis on psychological and
sociological dimensions of health as physiological health. Such frameworks may be
particularly useful for grounding future research to understand and address the PHIM needs
of older adults. Observing PHIM practices devised by older adults themselves can also teach
us many ways to promote personal health practices and supportive relationships (19).

Our study also illustrates the practical value of engaging older adults to understand and meet
their diverse needs. Although many health and wellness programs align support services
with traditional models of “successful aging” (1), older adults often view themselves as
aging successfully despite having chronic illnesses and disabilities (74). Patient-centered
perspectives demonstrate how the perceptions of older adults can shape services by focusing
on gains rather than losses (75), well-being (76, 77), adaptive behaviors (78, 79), wisdom
and reliance (80-82), and housing (83, 84). As we gain a deeper understanding of how
PHIM technology can better support wellness activities that promote healthy aging, it is
critical that we continue this tradition of engaging older adults in the formative design
process to ensure that the tools and services we develop will meet their diverse and
significant needs (19, 26).

Study limitations

Despite these contributions, our findings have some limitations. The focus groups were
exploratory and engaged a convenience sample of community-dwelling older adults. Thus,
findings may have limited generalizability. Because residential community settings may
offer services to promote well-being of older adults, findings may be limited to this context.
It is possible that wellness may not have been as pronounced in a sample of participants
from other settings. We purposively sampled diverse residential community sites for
representation of local socioeconomic diversity of older adults. Participants at each site
represent a convenience sample of older adults who may have a greater interest in health and
well-being than residents who chose not to participate in focus groups. We did not collect
detailed on demographics or extent of experience with technology, which could have
impacted the results. Because the focus of discussion was health and not disease, emergent
themes about wellness may have been more likely than medical deficits. Thus, our findings
may be limited in scope and reflect the exploratory nature of the focus groups. Older adults
with different living situations, personal characteristics, or geographic locations may have
provided different perspectives.

Conclusion

Older adults apply various strategies to pursue healthy aging, but we have known little about
their views and use of personal health information to accomplish those ends. Understanding
health information needs is critical as our aging population grows. Through focus groups,
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we learned that wellness plays a prominent role in how older adults think about health and
health information. Participants expressed wellness from a position of personal strength,
rather than health-related deficits, by focusing on personal health practices, social network
support, and community engagement for healthy aging. Although social and emotional
aspects of health have not traditionally been the focus of patient-facing HIT, PHIM tools
have the potential to be tailored to the personal health needs of older adults and allow for
tracking information associated with wellness, such as physical activity, social activities, and
community engagement. Our findings have implications for both the design of future
wellness technologies and interventions that support healthy aging and methods that engage
older adults as active participants and co-producers of these critical programs.
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Residential community sites.

Table 1
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Sitel(n=5)

Site2(n=5)

Site3(n=9)

Site4(n=6)

Type of housing

Size of residence
Meal program
Transportation
Healthcare services

Examples of amenities
that promote personal
health and well-being

Urban senior housing

155 units

Yes

Yes

Onsite nursing staff

Saltwater pool
Computer center
Social clubs and outings

Suburban senior housing

102 units

Yes

Yes

Onsite nursing staff

“Silver sneakers” class
“Brain vitality” program
Activity center with piano

Below market senior
housing

194 units

Yes

Yes

Onsite nursing staff

Tai Chi class

Library and computer lab
Social games and local
tours

Subsidized senior housing

60 units

No

No

Visiting nursing students

Offsite billiards at community
center

Computer room

Monthly pot luck
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Table 2

Focus group interview guide.

How do you define health?

What kinds of things do you do to maintain your health?

What comes to mind when you hear “personal health information™?

How does personal health information help you reach your personal goals?

What are the hardest things about staying on top of your personal health information?

What kinds of things could make managing personal health information easier?
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