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Abstract. Patients’ online record access (ORA) enables patients with complex
diagnoses like cancer to involve their informal caregivers in care management by
sharing health information, either through proxy access functionality or informally.
The extent to which cancer patients use electronic health records (EHRs) for
information sharing is unknown. Using the NORDeHEALTH 2022 Patient Survey,
we compared cancer and other patients’ reasons for using the EHR in Sweden. We
found that although the majority of respondents did not access their records with the
purpose of sharing with family or friends, cancer patients were more likely to state
this as a reason than other patients, or those with no recent treatment experience.
This indicates an increased need for proxy access functionality in patient portals
among cancer patients.
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1. Introduction

Cancer is a relational disease in the sense that it affects both the body and relationships
[1]. Since cancer treatment is typically complex and long, patients often involve their
partners, family, and friends as informal caregivers (ICs) in the process. ICs take
responsibility, sometimes at a cost to their own health, via undertaking various tasks
including arranging and attending medical appointments, participating in decision-
making, coordinating services, and addressing patient needs. Despite the vital role played
by ICs, particularly in advancing illness and at the end of life, they are confronted with
burdens including an inability to access eHealth services or health information on behalf
of the patient, necessary to coordinate and manage care [2].

An important eHealth service is patients’ online record access (ORA) [3-5]. ORA
is often provided through online patient portals, and can include access to the entire or
parts of the electronic health record (EHR), e.g. lab results, clinical notes, medications,
and immunizations. The concept open notes is related to ORA, however only includes
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access to part of the EHR, i.e. clinical notes [3]. ORA can strengthen patient autonomy
in cancer care [6,7], and lack of ORA can negatively affect patients with cancer and their
ICs, reducing their sense of empowerment [8]. The functionality to share ORA with ICs
is often referred to as proxy access, but sharing can of course also be done informally by
downloading or showing information from their EHR to others. Internationally, patients
with ORA often have the option to share access with a proxy, usually a family member
such as a spouse or adult son/daughter [9]. In Sweden, formal proxy access is currently
not permitted due to a strong regulatory focus on integrity and privacy of health data
[10], except for parents’ access to children’s records [11], but informal sharing of EHR
information can still take place. Relational autonomy is the idea that an individual's
capacity to make autonomous decisions is socially—situated, and contingent on
interpersonal relations and dependencies, including those of caregivers [12]. Whereas
most patients may not have an incentive to share their records with family or friends [13],
it is reasonable to postulate that patients with more serious illnesses may have increased
incentives to share information with ICs.

In this study, we aim to explore the extent to which cancer patients, compared to
other patients, consider sharing information with family or friends as a reason for
accessing their EHRs.

2. Methods

We used the NORDeHEALTH 2022 Patient Survey [14] to investigate whether sharing
records with ICs is a reason for cancer patients to access their records. The survey polled
patient users of EHRs available through the national patient portals of Sweden, Norway,
Finland, and Estonia. Here, we analysed the responses in the Swedish data set only (7 =
13,008). To distinguish patient groups, respondents were asked to indicate whether they
had, in the past two years, received care for cancer, mental health, any other care, or no
care. In this study, we compare patients who indicated they received cancer care
regardless if they received other care (cancer patients) to patients who received any other
care but cancer care (other patients) or no care at all (no treatment patients).
Contradictory responses that indicated no care but also had another care option selected
were removed (7 = 111), resulting in a sample of 12,897 patients.

To analyse the interest of cancer patients and other patients in sharing their EHR
with family or friends, we used a survey question that asked respondents to consider the
reasons for using the EHR: “Please indicate how much you disagree or agree with the
following statement: I read my health record online... ”. Two survey items were relevant:

“To share documents with relatives” and “To share documents with friends”. Answers
were mandatory single-choice selection on a 5-point Likert scale ranging from “/ —
Disagree” to “5 — Agree”. To analyse whether there was a relation between patient
group and agreement, we carried out a chi-square test of independence in JASP v 0.18.3
[15]. Included variables were patient group, with levels cancer vs other vs no
treatment, and agreement, with levels disagreement (grouped ratings 1 and 2) and
agreement (grouped ratings 4 and 5). Responses which indicated neutral ratings (rating
3 on the Likert scale) were excluded from the chi-square analysis.

Ethical approval was granted prior to data collection by the Swedish Ethical Review
Authority (EPN 2021/05229).
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3. Results

13% (n = 1,704) of patients reported to have received cancer care, 82% (n = 10,630)
other care, and 4% (n = 563) no care. The gender split was more balanced for cancer
patients than for other and no-treatment patients, where there were more women. Cancer
patients tended to be older and more frequent EHR users (see Table 1).

Table 1. Demographic characteristics.

L. Cancer patients Other patients No treatment
Characteristic e 1704 ne 10630 n =563

Gender

Woman 926 (54%) 7,383 (69%) 373 (66%)

Man 778 (46%) 3,171 (30%) 189 (34%)

Other - 76 (1%) 1 (<1%)
Age, years

15-19 - 193 (2%) 22 (4%)

20-34 47 3%) 1,927 (18%) 150 (27%)

35-54 340 (20%) 3,528 (33%) 236 (42%)

55-174 975 (57%) 4,008 (38%) 129 (23%)

75 or older 342 (20%) 974 (9%) 26 (4%)
Frequency of EHR access

First time 14 (1%) 237 (2%) 52 (9%)

2 to 9 times 347 (20%) 3,980 (37%) 334 (59%)

10 to 20 times 450 (26%) 2,855 (27%) 110 (20%)

More than 20 times 893 (53%) 2,558 (34%) 67 (12%)

Note: Percentages were calculated excluding missing data.

When asked whether sharing with relatives was a reason for accessing the EHR, the
majority of patients disagreed (see Figure 1). Cancer patients agreed the most, 20% (n
= 340), compared to 12% (n = 1,312) of other patients, and 9% (n = 50) of no-treatment
patients. The proportion of patients who agreed differed significantly based on patient
group, y* (2, N=11,346) = 102.77, p <.001, . = .1.

| read my health record online to share documents with relatives.

Cancer patients
Other patients
No care

0 10 20 30 40 50 60 70 80 90 100

Percentage B1 - Disagree B2 D03 B4 B5- Agree

Figure 1. Distribution of agreement responses about sharing with relatives.

When asked whether they agreed that sharing notes with friends is a reason for
accessing their EHR, the majority of respondents also disagreed (see Figure 2). Again,
however, cancer patients agreed the most (8%, n = 134), followed by other patients (6%,
n = 613), and no-treatment patients (5%, n = 30). The proportion of patients who agreed
was significantly different between patient groups, (2, N=11,933) = 14.76, p < .001, o
=.04.
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| read my health record online to share documents with friends.
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Figure 2. Distribution of agreement responses about sharing with friends.

4. Discussion

Family and friends are important resources for patients with cancer. When involved, ICs
can be responsible for direct and indirect care tasks, such as assisting with activities of
daily living, providing emotional support, coordinating care and seeking information
[16]. ORA can facilitate their support to the cancer patient. In this study, we found that
cancer patients were more likely than other patients to agree that a reason for accessing
their EHR online is to share information with family or friends. The majority of
respondents, however, did not access their records to share them. This was true for cancer
patients too, in line with previous qualitative research [7].

It is important to consider that the patients who may benefit the most from sharing
their EHR information are also the most vulnerable and sick patients who were less likely
to partake in the study due to the short survey advertisement period and its complexity.
From this perspective, 20% of cancer patients fully or partly agreeing that a reason for
accessing their records is to share documents with family, could be considered high.
Furthermore, the need for proxy access is likely larger at the beginning and towards the
end of life, and less than 10% of survey participants were younger than 20 or older than
74.

The fact that no formal proxy access functionality exists in the Swedish patient-
accessible EHR may also have affected our results. If there is no easy way of sharing the
EHR with ICs, then this could lower the likelihood of participants agreeing that sharing
is a reason for accessing the EHR.

5. Conclusion

Most patients in Sweden do not access their EHR with the explicit purpose of sharing
health information with family and friends. Cancer patients, however, are more likely
than other patients to state that sharing is a reason for accessing their records. Given that
ICs are essential for cancer patients, these results may indicate an increased need for
proxy access functionality in patient portals.
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