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Age-related differences in seeking clarification to understand
medical record information

Isto Huvila, Jonas Moll, Heidi Enwald, Noora Hirvonen, RoseMharie Åhlfeldt and Åsa Cajander
Introduction Patient accessible electronic health records can be used to inform and empower
patients. However, their use may require complementary information seeking since they can
be difficult to interpret. So far, relatively little is known of the information seeking that takes
place in connection to health record use, and especially the way it varies in different age
groups. A better understanding of patients’ preferences of where and how to find explanatory
information provides valuable input for the development of health information provision and
counselling services.
Method. The analysis is based on the results of a national survey of Swedish individuals
(N=1,411) who had used a national patient accessible electronic health record system
(Journalen).
Analysis. The data were analysed in SPSS 24.0 using Kruskal-Wallis tests for detecting
group-wise differences and Jonckheere-Terpstra tests for discovering age-related trends in the
data.
Findings. Older patients were more likely to use a telephone and younger patients to use
social contacts to ask for clarification. Generally, older adults born between 1946–1960
appear as passive information seekers.
Conclusion. Age groups differ in their preferences on how to seek clarification, which
underlines the importance of a better understanding of individual differences in delivering not
only technically but also intellectually accessible health information. Calling by telephone
could be a habit of present older generations whereas, to a degree, searching information
online could be a comparable habit of current younger generations.

Introduction
The possibility to read one’s own medical records has often been proposed as a central means to inform
and empower patients and involve them in their healthcare (e.g. de Lusignan et al., 2014; Clarke et al.,
2016). However, because medical records are written by specialists first and foremost for other specialists,
patients occasionally need help from other sources in interpreting the information (Huvila, Daniels,
Cajander and Åhlfeldt, 2016). Relatively little is, however, known of this complementary information
seeking and especially how it varies in different age groups. A better understanding of the preferences of
where and how to find explanatory information could provide valuable input for the development of
health information provision and counselling services.
The aim of this study is to address this research gap by reporting differences between age groups, if they
exist, in how they prefer to seek additional information if they do not understand something in their
medical record text. Based on a statistical analysis of survey data of Swedish patients who have accessed
the national patient accessible electronic health record system (Journalen), the study analyses how young
adults (1961–, aged up to 55 at the time of data collection), older adults (born 1946–1960, aged 55–70)
and elderly (–1945, aged 70+) individuals differ from each other in their preferences. The focus on
differences between older adults, younger and elderly individuals addresses the earlier identified lack of
studies differentiating younger and still active and older less active elderly citizens from each other
(Huvila et al., 2016).

Literature review
Patient engagement movement highlights the importance of providing patients access to their own
medical records and other health related information. The aim is that an engaged patient would become
more aware of his symptoms, diagnosis and treatments, and would also use healthcare more efficiently
(Krist, Tong, Aycock and Longoe, 2017). The perspective is closely related to personal health information
management (PHIM) (e.g., Hartzler et al., 2017; Lustria, Smith and Hinnant, 2011) and also to patient
empowerment (Castro, Van Regenmortel, Vanhaecht, Sermeus and Van Hecke, 2016; Kuijpers, Groen,
Aaronson and Harten, 2013; Williamson, 2014). Patients who read notes of their medical consultations
and submitted feedback on the notes through a reporting tool have reported greater engagement (Gerard,
Fossa, Folcarelli, Walker, J. and Bell, 2017).
Worries about the incomprehensibility and suboptimal clarity of the language in the medical reports have
been expressed both by professionals (Grünloh, Cajander and Myreteg, 2016; Vaart van der et al. 2012)
and patients (Delbanco et al., 2010). Medical reports are usually written for other healthcare
professionals, not for patients. Challenges can also be associated with insufficient health information
literacy levels of the patients. The information of the medical records may cultivate further information
needs. Needs experienced by individuals that often lead to seeking of health information, include the need
for acknowledgement, the need for reduction of uncertainty, and the need to get an overview of possible
care plans and outcomes (Caiata-Zufferey, Abraham, Sommerhalder and Schulz, 2010).
Health and well-being related issues form a major category of the information needs of older people (Asla
and Williamson, 2015). Family and friends, including wider personal networks, and mass media are
important information sources for older adults (Pálsdóttir, 2011; Williamson, 1997). Williamson (1998)
underlines further in another pre-Internet era study that being informed is often a more appropriate notion
to describe older adults’ information behaviour than explicit information seeking. Older adults may, for
example, turn to the Internet after an appointment to find information that could explain what was
discussed (Eriksson-Backa, 2013). However, older people may face challenges in understanding the
terminology used in health information (Bostock and Steptoe 2012, Eriksson-Backa, Ek, Niemelä and
Huotari, 2012). It has, furthermore, been found that older adults have lower health literacy than younger
adults (Berens, Vogt, Messer, Hurrelmann and Schaeffer, 2016). In their study of 918 individuals over 65year-old, Enwald et al. (2018) found that terms and language of health information were considered

difficult to understand by 58 percent. The older the respondents were, the more likely they were to avoid
information and to agree that health information is often too lengthy, too scientific and mostly aimed at
young people (Enwald et al. 2017). On the other hand, in earlier studies elderly people have been found to
be curious about their social world and heavy users of mass media (Chatman, 1991). Older citizens have
also been noted to live in a different kind of lifeworld than younger adults. Their economic situation, for
example, can be different in the late age similarly to the psychological and physical landscape within
which, according to Chatman (1992), older adults may need information in such specific aspects of life as
dealing with loss, death and dying, ageing, and loneliness. She notes further that older adults may be more
inclined to withhold health-related information especially from the family and friends.
In a previous study comparing the same age groups as the present study, older adults were more inclined
to read their medical record to get an overview of their health than younger adults, but less confident that
they understood most of the content or less likely to turn to their family and friends to seek help than the
elderly. When compared to young adults and elderly, older adults were the least confident and least
motivated to use online health information (Huvila et al., 2018).

Methods and material
The analysis is based on the results of a national survey of patients who have accessed the national patient
accessible electronic health record system (Journalen) in Sweden between June and October 2016.
Altogether 2587 users answered the survey online, prompted when logging in the Journalen service. All
users (N=1411, mean age 53.3 years, 53.2% female) not working in healthcare were selected for analysis.
Missing data were excluded case-wise. A comparison to the complete data with healthcare professionals
included showed, however, as could be expected, that profession has only limited influence to how
information seeking preferences change by age. The study was approved by the Regional Ethical Review
Board in Uppsala, Sweden (EPN 2016/129) and conducted using an anonymous questionnaire with a total
of 24 questions related to the eHealth service Journalen, information security, information literacy and
behaviour, personal health and demographics. Preferences regarding complementary information seeking
were measured using the question What would you do if you see something in Journalen you do not
understand with nine items in 5-point Likert-like-scale (1=completely disagree; 5=completely agree). The
data was analysed in SPSS 24.0 using descriptive statistics, and Kruskal-Wallis tests for detecting groupwise differences and Jonckheere-Terpstra tests for discovering age-related trends in the data. Both tests
are conventional non-parametric tests described in major textbooks and used for detecting statistically
significant differences between two or more groups. In contrast to Kruskal-Wallis, Jonckheere-Terpstra
takes into account the ordinal nature of the groups of the independent variable making it possible to see if
the median of dependent variables increases or decreases as the groups of dependent variables increase or
decrease.

Results
Table 1: Results of the Kruskal-Wallis tests between groups (Young
Adults, Older Adults and Elderly) and descriptive statistics (mean,
SD). Missing values were excluded pair-wise from the data.
Mean Rank (Kruskal-Wallis)
Older
Chi- Asymp. Young adult Elderly
Mean SD
Square Sig
(1961-) (1946- (-1945)
1960)
Contact the
relevant care
654.64 712.48 687.64
6.120 .047
3.26 1.351
unit by
(n=703) (n=408) (n=244)

phone
Ask the
healthcare
9.246 .010
staff at the
next visit
Ask a
medically
trained
person, for
example by
telephone in
.326 .850
1177 (a
Swedish
national
healthcare
information
service)
Send an
anonymous
2.436 .296
question on
www.1177.se
Ask
someone
who I know
personally 24.514 .000
among
family or
friends
Search
information
by myself, 4.857 .088
e.g. on the
Internet
Use social
media, e.g.
8.975 .011
discussion
forums
Do nothing

16.996 .000

673.15 723.79 638.82
4.03 1.068
(n=701) (n=418) (n=245)

663.39 675.58 674.37
3.01 1.336
(n=698) (n=401) (n=238)

677.40 641.53 662.46 2.26
1.292
(n=696) (n=399) (n=232) (n=)

713.38 599.66 645.73
3.00 1.388
(n=695) (n=405) (n=233)

703.07 655.19 692.89
4.31 .944
(n=705) (n=423) (n=244)

689.70 623.14 680.03
2.12 1.324
(n=698) (n=401) (n=236)
677.87 591.37 670.49
1.89 1.112
(n=681) (n=392) (n=227)

The analysis shows that in general, the preferred strategies (Table 1) were to independently search for
information by themselves and to ask healthcare staff for information whereas the least preferred
strategies were to do nothing or to use social media. Older adult respondents were more likely to use a
telephone for asking additional information than others with a significant difference between them and
Young Adults (X2(2)=2.435, p<.05). They were also most likely to ask for more information during a visit
than others with a significant difference to the Elderly (X2(2)=-2.882, p<.05). In contrast, Older Adults
were least likely to ask family member or relatives for information. The difference was significant to
Young Adults (X2(2)=-4.858, p<.001). Younger respondents were more likely to use social media
(X2(2)=2.942, p<.01) than Older Adults. Interestingly, Older Adults was the group that was least likely to
do so. Older Adults was also the least likely group to do nothing if they did not understand something in
their medical record with a significant difference to Elderly (X2(2)=-2.785, p<.02) and Young Adults
(X2(2)=-4.006, p<.001) respondents. There were no significant differences between age groups in the

preferences in asking for more information anonymously on 1177 national health information service,
searching for information, or in turning to a medically trained person.
Jonckheere-Terpstra tests were used to discover age-related trends i.e. if some preferences become
stronger by age. The results show a trend of higher median scores related to the preference of telephone
use (JT=264337, p<.05) by age whereas, as a whole, the inclination to ask family and friends weakens
(JT=297812.5, p<.000) even if, as the group-wise comparisons show, with the Elderly respondents, the
inclination was higher than with Older Adults. Similarly, even if the Older Adults stand out of the sample
as the group least likely to do nothing, as a whole, the tendency to do nothing (JT=268579.5, p<.04)
decreases by age. There were no trends in the preference for asking for complementary information from
health care staff during visits, using the 1177 service, or turning to a medically trained person, nor in the
trend in searching or using social media use.

Discussion and conclusions
In this study, the focus was on information sources used by people under 55, between 55 and 70, and over
70 (by the time of data collection, born respectively after 1960, 1946-1960, and before 1946) for seeking
clarification to understand medical record information. In general, the preferred strategies (Table 1) were
to search for information, e.g. on Internet, and to ask healthcare staff for information, whereas the
respondents indicated that they were least inclined to do nothing or to use social media. Some age-related
differences were found between Young Adults (55>), Older Adults (55-70) and Elderly (70<).
When interpreting the findings, it is important to consider that the analysed data consists of self-assessed
views of individuals from a single country. Moreover, all the respondents had logged in to the Journalen
system meaning that they can be expected to be more frequent users of health information and online
services than the average population. Finally, the generalizability of the findings discussed in the paper is
limited by the fact that many other factors than age, like, particular medical conditions and education, are
likely to affect the preferences of the patients. It is also apparent that a different categorization of the
respondents could have nuanced the findings.
The results show that all age groups are equally likely to use the anonymous health information service
1177, search information, and to turn to a knowledgeable person. Somewhat surprisingly, the findings
indicate that Older Adults are least likely to use social media and search even if in social media use the
difference between Older Adults and the Elderly was not significant (Table 1). This can be probably
explained by the fact that the respondents represents the users of an online service rather than general
population. Consequently, no age-related trend from Young Adults through Older Adults to Elderly in
using social media could be detected with the Jockheere-Terpstra test.
Older Adults seems to be the group which is most prone to be directly in contact with specific care units
either by asking questions during healthcare visits or by contacting them by telephone. In contrast, they
were also the group that was least likely to use family and friends as a source of complementary
information. As a whole this particular group seems the one who is best served with complementary
information during visits and telephone contacts whereas both younger and older respondents show
greater variety in their preferences. This impression is supported further by that Older Adults are also the
group that is least likely to do nothing even if the Jonckheere-Terpstra test suggests of a general declining
trend.
In contrast to social media use, a trend of an increasing preference to use a telephone for contacting
healthcare when seeking clarification to understand medical record information among older individuals
may suggest that it is a habit (de Guinea and Markus, 2009) of current older adults whereas using social
media and health information portals (e.g. the Swedish 1177.se service at https://www.1177.se) can be
speculated as emerging habits that might persist when they get older. Earlier studies provide comparable
indications of the possible significance of habits in older adults’ information behaviour (e.g. Chatman,
1991; Williamson, 1997; 1998). This could mean that, in the future, the demand of traditional telephone-

based services might be decreasing while alternative means to communicate with healthcare providers
may increase in popularity.
A possible explanation to the decline of asking family and friends in older adulthood could be that at a
younger age, it is common to use parents as an information source. This is apparently reflected also in the
trend shown by the Jonckheere-Terpstra test. It is conceivable that Older Adults’ parents are less likely to
be alive and even if they would, it is unlikely that they would be used as a source of health related
information. Compared to older adulthood, when people become elderly, personal health becomes a
common topic of discussion among family and friends as earlier studies have suggested (e.g. Pálsdóttir,
2011; Williamson, 1997; 1998). Here it is though, important to note that whereas earlier studies have
focused on health information behaviour in general, it is plausible to assume that the preferences of asking
complementary information about the contents of electronic health record do not necessarily follow the
general patterns of seeking health information, or as Williamson (1998) suggests, being informed.
Another explanation could be that older adults face challenges in understanding the medical terminology
used, and that the older respondents can be more likely to avoid information (Enwald et al. 2018), and
that they also have lower health literacy (Berens et al., 2016). This might affect them to avoid talking to
family and friends about their health condition, a trait observed by Chatman (1992) in her study of retired
women.
Generally, it is apparent that more research is needed on how medical record information is used, shared
and discussed with other people, and how individuals differ in their preferences to seek clarification for
details they do not understand. If healthcare systems fail to provide people not only technically but also
intellectually accessible health information, information will not be useful or used, and it will not leverage
expected benefits in terms of better and more equal health or lower cost of healthcare.
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