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Abstract

The Australian government’s Australian Digital Health Agency is working towards its goal of enrolling every Australian in
My Health Record, its national electronic health record system. This article reports findings from a qualitative project
involving interviews and focus groups with Australian women about their use of digital health across the range of tech-
nologies available to them, including their attitudes to and experiences of My Health Record. A feminist new materialism
perspective informed the project, working to surface the affordances, affective forces and relational connections that
contributed to the opening up or closing off potential agential capacities when people come together with digitised systems
such as My Health Record. These findings demonstrate that people’s personal experiences and feelings, the actions of
others such as the agencies responsible for system implementation and function, their healthcare providers and broader
social, cultural, technological and political factors are important in shaping their knowledge, interest in and acceptance of
an electronic health record system. Even among this group of participants, who were experienced and active in finding and
engaging with health information online, uncertainty and a lack of awareness of and interest in My Health Record were
evident among many. Affordances such as technical difficulties were major barriers to enrolling and using the system
successfully. No participants had yet found any benefit or use for it. Affective forces such as lack of trust and faith in the
Australian government’s general technological expertise and concerns about data privacy and security were also key in
many participants’ accounts.
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systems as a way of preserving patients” health and R systems.>* The quality of information captured
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and its management can be very variable.’ Health data
privacy and security risks also have profound impacts
on the success of EHR systems. There are a range of
potential risks and harms that must be identified and
negotiated. This includes the privacy and security of
digitised health and medical data, which are often sub-
jected to leaking and breaches, sale to third parties
for commercial gain, and hacking or illegal access
for criminal activities such as insurance fraud.®’
De-anonymising medical data and detailed profiling
of individuals for commercial purposes are also rela-
tively easy once several digital datasets can be
combined.® Release of health and medical data and
loss of anonymity can potentially lead to stigmatisation
and discrimination against people with conditions such
as HIV/AIDS or mental illness.”

Given the sensitivities and highly personal nature of
health and medical information, there are manifold
ethical and human rights issues involved in the estab-
lishment and adoption of EHRs. It is important to
ensure that patients give their informed consent to sign-
ing up to an EHR and are able to understand how their
personal health data may be used by providers and
third parties.'®'> High levels of digital literacy are
required from both patients and practitioners to suc-
cessfully navigate and benefit from EHRs.'® Ensuring
access for marginalised or disadvantaged groups,
including those with disabilities, requires considered
attention.'*'?

The Australian government is currently seeking to
expand citizens’ use of its EHR system, My Health
Record. This initiative has been plagued by controversy,
particularly in the wake of the government’s decision to
introduce an opt-out rather than opt-in process, opera-
tional from mid-2018. Given these events, new research
on Australians’ knowledge of and participation in the
My Health Record initiative is particularly important.
Little in-depth research has been conducted on the
Australian public’s understandings and engagements
with the current iteration of My Health Record. In
this article, I discuss some findings from my larger
study, the Australian Women and Digital Health
Project,'® which sought to investigate Australian
women’s experiences with digital health technologies,
using semi-structured interviews and focus groups.
Among the questions, participants were asked whether
they had signed up to My Health Record, and to explain
their reasons for doing so or for not signing up. Their
responses to these questions are outlined in this article.

The theoretical approach informing the Australian
Women and Digital Health Project is feminist new
materialism, a perspective that thus far has been little
employed in critical analyses of digital health technol-
ogies such as EHRs. This approach takes a broad view
of the assemblages of human and nonhuman actors

that come together when new technologies such as
EHR systems are developed, configured, implemented
and promoted. Recognition of the sociocultural and
political contexts in which EHRs are introduced and
experienced is important in this perspective, but so too
is identifying the understandings and lived experiences
of people with the systems. Humans and nonhumans
(in this case, digital technologies) are viewed as work-
ing together to generate agential capacities, a term used
in feminist materialism theory to denote the ways in
which people create action and meaning with and
through things.'”'® This theoretical approach recog-
nises and emphasises the relational engagements of
people with technologies as well as with other people,
and the dynamic nature of these engagements.'”°
Discourses operate with embodied experiences and
practices to open up or close off the agencies and
capacities offered by the affordances of software sys-
tems such as My Health Record and the personal data
they archive.?'**

In what follows, I begin with giving the background
to My Health Record and an overview of the findings
of previous studies investigating healthcare consumers’
attitudes to EHRs, including research conducted with
Australians. The Australian Women and Digital
Health Project is then described, followed by findings
from the project. The findings are structured into four
main sections. The first part provides a brief overview
of the participants’ use of digital health across the
range available to them, providing the broader techno-
logical context in which the participants were engaging
with My Health Record. Then follows discussion of the
participants’ awareness of My Health Record and the
benefits and barriers related to My Health Record
emerging in the women’s accounts.

Background
My Health Record

It is important to note that the Australian Women and
Digital Health Project took place during the period
from late 2016 to mid-2017, a time in which there had
been widespread media coverage of various controver-
sial events concerning the misuse or breaching of
Australians’ medical and other personal digital data,
and of government digital systems dramatically failing.
In August 2016, the national census, offered to
Australians to complete online for the first time, was
disrupted by the website crashing and refusing access
to people trying to upload their details. Another
highly publicised event involved Australian citizens’
personal data from the MyGov website. The so-called
‘robo-debt” event occurred just before Christmas 2016.
Tens of thousands of recipients of social security
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payments were threatened with having to repay sums
that a new algorithmic system had in many cases erro-
neously calculated they owed to the government agency
Centrelink. A third scandal erupted in mid-2017, when it
was revealed that Australians’ personal Medicare details
were available for sale on the dark web.

The Australian government’s My Health Record
system is a national-scale EHR linked to the
government-funded  Medicare  health  insurance
scheme. Registration for My Health Record takes
place via the MyGov platform, which hosts a range
of other government services, including Medicare and
other health agencies, social security agencies such as
Centrelink, and the Australian Tax Office. My Health
Record was announced in May 2010 with the initial
title of the Personally Controlled Electronic Health
Record (PCEHR). The National E-Health Transition
Authority (now titled the Australian Digital Health
Agency) was charged with overseeing its implementa-
tion. As this title suggests, from the inception of the
PCEHR the Australian government placed emphasis
on patients as well as healthcare providers having
access to, and control of, their health records.
Stakeholders, including healthcare consumers, were
involved in consulting on the design of the system.'~*?

The system was rebranded with the more user-
friendly title My Health Record in 2016, and
relaunched, with the Australian Digital Health Agency
embarking on a series of promotional and consultation
activities to increase public awareness and encourage
adoption by the public and industry. On the current
My Health Record website, patients are told that they
can share their medical information ‘with doctors, hos-
pitals and other healthcare providers from anywhere,
any time’. They are informed that “You control what
goes into your record, and who is allowed to access it’.
Healthcare providers are told that ‘Through the My
Health Record system you will access timely informa-
tion about your patients’.** This promotional portrayal
of My Health Record’s affordance works to gloss over
the kinds of complexities referred to above. The system
is represented as being seamlessly and readily operable
and usable by patients and practitioners alike.

The troubled history of My Health Record chal-
lenges this idealised vision. Consumer uptake of My
Health Record has been low. By June 2018, only
5.8 million Australians (one in five) had registered for
a record.? In its efforts to enrol as many Australian
citizens as possible, the Australian Digital Health
Agency decided to introduce an opt-out approach, in
which all Australians would be automatically provided
with a record by the end of 2018 unless they informed
the Agency that they wished to opt out. Australians
were given a three-month opt-out period (16 July to
15 October 2018).>> This move was subjected to

trenchant criticism by civil and digital rights advocacy
groups in Australia, who urged Australians to opt out,
and called on the Agency to better publicise this
option. These groups have raised concerns about
patient consent being properly obtained and the risks
of breaches, hacks or non-consensual secondary use of
citizens’ personal data.’® A Senate Inquiry was con-
ducted as a result of these high levels of controversy
and dissent, including unfavourable news media cover-
age. Its recommendations, released in October 2018,
suggested an extension of the opt-out period and stron-
ger controls over third-party use of the medical data in
My Health Record, including a prohibition on com-
mercial exploitation and on access by employers or
insurance companies, a better public information strat-
egy, and better protection and support of vulnerable
groups.”’ As these events suggest, the introduction of
a national EHR system is not merely a technical prob-
lem to be solved but can be a fraught political process.

The Australian Digital Health Agency relied on
public information campaigns to ensure that
Australians were aware of the opt-out process.
Research in the English context has demonstrated,
however, that such campaigns are often ineffective in
adequately informing the public.'® A content analysis
of the information provided to Australians about My
Health Record demonstrated that its readability was
too high for the general Australian population, few
resources existed for people with limited literacy or
English fluency, and limited information was provided
about how healthcare consumers could best use their
record.”®? Furthermore, as noted by van Kasteren
and colleagues,” even if Australians are automatically
enrolled into My Health Record, if they lack aware-
ness, knowledge, interest and motivation to use the
system, one of its stated key purposes — to facilitate
patient engagement with and access to their health
information — will not be realised. Those patient
groups with the highest needs for a functioning EHR
system, such as people with chronic health conditions,
those from socioeconomically disadvantaged back-
grounds or the elderly, will continue to be disadvan-
taged if they are not better informed about what My
Health Record can offer them and provided with sup-
port to navigate the system.>

Previous research on patients’ attitudes to and use of EHRs.

Systematic literature reviews have identified that most
studies on EHR users have focused on healthcare pro-
viders and health service employees in North America
and Europe.’® Studies on healthcare consumers’ atti-
tudes to and experiences of EHRs have demonstrated
that, while they often recognise potential benefits such
as patient convenience and better communication with
healthcare providers, barriers to use include low digital
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literacy skills, fear of new digital technologies, data pri-
vacy concerns, scepticism about usefulness and difficul-
ties with access and functionality of the systems.?'*

Most of this research has relied on quantitative sur-
veys. Few previous studies have adopted in-depth
sociological analyses of healthcare consumers’ experi-
ences of national EHR systems that acknowledge their
broader social and political contexts. One example of a
multi-site and mixed-methods project that did incorpo-
rate attention to these elements is Greenhalgh and col-
leagues’ analysis of consumer and provider engagement
with the Summary Care Record that was offered on the
HealthSpace platform in England.*** This project
involved research at four early-adopter sites for this
central ECR system in 2007-2008, eliciting the views
of members of the public using interviews and focus
groups.>* This research found that most participants
were unaware of the Summary Health Record or how
to access it online. Key factors shaping their attitudes
included the nature of illnesses they had experienced,
their past and present experience of healthcare and
government surveillance, levels of digital literacy and
engagement, and their trust and confidence in the pri-
mary healthcare team and the National Health Service.
People who had personally experienced disadvantage
due to lack of sharing of their health records across
services were more likely to see the value of the
EHR. Most people could not, however, see the point
of having their health records available online, and
were concerned about their data security.

The same research team published findings from a
related study, including interviews and ethnographic
observations of patients and carers.*® This study dem-
onstrated that patients found HealthSpace difficult to
use, and it was not viewed as aligning with their per-
sonal health management practices. Based on their
research, this team predicted that HealthSpace would
fail, and this did indeed eventuate. HealthSpace was
abandoned in 2012 because of extremely low uptake.’

Only a small number of studies have researched
Australian health consumers’ perspectives on and expe-
riences with My Health Record, and most of these
relate to its earlier iteration, the PCEHR.? An early
interview-based study found that Australian healthcare
consumers were uninformed about the PCEHR, and
were unsure about how information would be shared
with their healthcare providers. They also voiced con-
cerns about how their health data privacy would be
protected, and about the accuracy of these data.’
Surveys of Australians have continued to demonstrate
low awareness of the PCEHR/My Health Record,
reluctance to register and privacy concerns, even
though many do recognise the potential value of the
system.>” *® A small-scale qualitative study conducted
in 2012, involving interviews with 12 patients who had

experience of a PCEHR, showed that the participants
saw two main interdependent advantages of PCEHRs:
improved quality of healthcare due to better sharing of
information, and enhanced capacity for people to self-
manage their health by being able to monitor and
review their records. Drawing on their experiences of
using PCEHRs, they identified two main conditions for
optimal use and effectiveness: widespread awareness,
integration and use of the PCEHR, and a user-
friendly interface.*' Other researchers have identified
the many literacy demands posed by the PCEHR/My
Health Record for both patients and health service
providers,'? including challenges for people with com-
munication disabilities'* and intellectual disabilities.*?

The Australian Women and Digital Health Project

Methods

The Australian Women and Digital Health Project pro-
vided an opportunity to identify more recent attitudes
to, and use of, My Health Record. The overall project
was designed to investigate the following research ques-
tions: What digital technologies do women use regular-
ly for health-related purposes, both for themselves and
for any others (family members or friends)? Which do
they find most and least helpful and useful? What kinds
of digital health technologies would they like to see
developed in the future?

The project comprised two separate studies. A total
of 66 women participants across the two studies were
involved in either interviews or focus groups about
their use of digital health technologies (Table 1).

The same semi-structured interview schedule was
used with all participants. They were asked which dig-
ital technologies they used and found valuable or useful
for their everyday engagements and practices related to
health and wellbeing. The participants were also asked
to reflect on what type of digital technology they would
like to see invented that would fit their needs: in effect,
to articulate their own imaginaries about the potential
of digital health. These questions provided the basis of
the interviews and group discussions, but interviewers
also probed participants for further comments and
explanations of their responses, allowing for free-
ranging conversations.

Ethics approval. Ethics approval to conduct this research
was granted by the University of Canberra’s human
ethics research committee. All participants were pro-
vided with project information and gave their consent
to participate. They were all given pseudonyms to pro-
tect their anonymity.
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Table 1. Participant details.

Study 1, Canberra Community forum (two groups):

11 participants, age range 28-65

Face-to-face interviews:
12 participants, age range 21-63

Focus groups (three groups):
13 participants, age range 25-58

Study 2, Australia-wide  Telephone interviews:

30 participants, age range 22-73

Participant characteristics. Study 1 involved three sets of
women living in Canberra, totalling 36 participants.
The first set included a total of 11 women who attended
an initial community forum that was advertised among
women’s community health groups by the Women’s
Centre for Health Matters, a community-based not-
for-profit organisation that works in Canberra and
surrounding regions to improve women’s health. The
participants who attended the forum were divided into
two focus groups, one of which was led by myself and
the other by a staff member from the community
centre. Their ages ranged from 28 to 65 years.
Following this forum, another 12 participants (aged
from 21 to 63) were recruited to take part in individual
face-to-face interviews. Three further focus groups with
a total of 13 women were also conducted. One focus
group consisted of six women with young children
(aged from 25 to 33); the second included four
women with young children, who were part of a
support group for mothers living with mental health
conditions (aged from 25 to 30); and the third focus
group included three women aged in their mid-to-late
50s. Of the total of 36 women involved across these
Canberra participant groups, 28 identified their ances-
try as Anglo-Celtic and eight as Asian. Twenty-two
participants reported university-level education, while
14 had high school or technical qualifications.

These interviews and focus groups were conducted
by two research assistants employed on the project.
The participants were recruited using the Women’s
Centre for Health Matters’ networks, personal con-
tacts, advertising on relevant Facebook pages (such
as those for mothers, people with disabilities, and
women’s fitness and sporting groups in Canberra)
and posters in public places around the city. They
took place in a range of locations, including places
where the focus group participants usually met,
homes and cafes.

Study 2 involved telephone interviews with 30
women living in various locations around Australia.
A market research company was commissioned to
recruit the participants and conduct the interviews.
Participant information and consent were provided
online before the interviews were conducted. This
group of participants were recruited using sub-quotas
based on age, to ensure a good spread of ages: 10 aged
18 to 40, 10 aged 41 to 60, and 10 aged 61 and over.
These participants ranged in age from 22 to 73. Two-
thirds lived in major cities or towns, and one-third lived
in rural Australia. Twenty participants lived in the state
of New South Wales, four in Queensland, five in
Victoria and one in Western Australia. Twenty-four
participants described themselves as having Anglo-
Celtic ancestry, one as Western European, two as
Southern European, two as Asian and one as Middle
Eastern. Of this group, 14 reported university qualifi-
cations, and the remaining 16 participants had high
school or technical qualifications.

Analysis

All the group discussions were audio-taped and tran-
scribed by a professional transcription company. I ana-
lysed the transcripts using inductive thematic analysis*®
informed by feminist new materialist theoretical
approaches.”” This involved identifying recurring
themes within and across each group discussion by
reading and re-reading the parts in the transcripts
where the participants talked about My Health
Record, and considering what experiences and practi-
ces they referred to, the affordances of technologies
and human fleshly bodies (what they allow people to
do), the relational connections between people and
between people and technologies that they described
as well as affective forces — the feelings and emotions
that impel action.”? Verbatim quotations from the
discussions were chosen to provide support for the the-
matic analysis. This approach is a post-qualitative
methodology, sensitised and led by theory.** The
post-qualitative approach recognises that all social
research, regardless of method, is an assemblage of
researchers, methods and participants that come
together to generate resecarch materials. It is always
performative, partial, and presented and interpreted
from a specific standpoint.** *® Themes emerge with
and through the theoretical position and research ques-
tions adopted. The transcripts created from my partic-
ipants’ accounts are treated as traces of assemblages,
materials that can provide some insight into how these
assemblages come together and the agencies
they create.*¢
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Findings

Broader digital health use

The findings of the Australian Women and Digital
Health Project identified the highly active digital
engagement of the participants. Regardless of their
age, cthnicity or geographical location, all the
women in the study were regular users of online tech-
nologies to search for information about health and
medical topics. They referred to ‘googling’ or consult-
ing ‘Dr Google” when describing this practice. Health
and fitness apps were used by about half of the par-
ticipants. Social media were used less frequently
(a third of participants), with Facebook groups most
often mentioned as sources of information about
health. About a quarter of participants were currently
using a wearable device for health-related purposes,
with Fitbit fitness trackers and Apple Watches the
most popular.

For the most part, traditional media forms, such as
television, radio, newspapers or books were rarely
mentioned as important sources of information.
Websites were considered more up-to-date than
traditional media, and the internet presented the
vast array of options for women to find the informa-
tion they needed. Hard-copy pamphlets, however, did
remain influential sources for about half the women,
as they were available when they were waiting at doc-
tors’ surgeries for appointments. Despite their regular
recourse to online sources of information, all the
women still referred to the importance of seeking
advice from healthcare practitioners. They were
engaging actively, creatively and critically with
online information, using it in a number of different
ways to complement rather than supplement medical
advice. They often went online as a first step to decide
whether they needed to seek medical attention,
for example.

Registration in and awareness of My Health Record

Despite their generally highly engaged use of online
health and medical sources, awareness and use of My
Health Record was quite low among the participants.
When asked if they had signed up to My Health
Record, only a third (24 out of the 66 participants)
answered that they definitely had enrolled themselves.
The remaining participants were divided between
women said they weren’t sure or couldn’t remember
if they had registered (nine participants), those who
said that they had not heard of My Health Record
(18 participants) and those who had made a considered
decision not to sign up (15 participants).

Benefits of My Health Record

The women who had registered for My Health Record
said that they had done so because of the benefits they
could see of being able to have a digital health record
that could be shared across providers. They mentioned
situations such as moving to a different location or
different healthcare provider, or not having a regular
general practitioner (GP) as reasons for enrolling in
My Health Record:

It’s harder and harder to source an appointment with a
doctor when you want to go to a doctor, so if you had
the capacity to just go to any doctor and you don’t
have to sit there and tell your story over and over
and over again, I think that’s a wonderful thing
really. (Sandra, 55 years)

I thought it would be a good way to store all my
records, especially for things like when I move, it
would be easier to access. In case of emergencies and
things like that, it’s easily accessible to whoever needs
to view it. I think that would be my main reason.
(Amelia, 24 years)

None of the women who had registered for My Health
Record made any reference to the opportunity to be
able to view their health records themselves or add to
them. As this suggests, there was little awareness
among the participants that My Health Record had
been initially designed as a patient engagement tool
as well as a platform for storing their medical informa-
tion and sharing it with their healthcare professionals.

A small number of women identified the secondary
benefits for society of the My Health Record system,
raising such issues as better provision of health and med-
ical data for government planning, budgeting and ser-
vice provision. Two of the participants who referred to
these benefits worked in the health services sector and
could readily envisage these applications of My Health
Record data. Sally, 41, works in the Department of
Health and noted that her work experiences highlighted
the importance of better health data:

The more the government actually knows about how
people are using the health system — even if they don’t
need to know about you personally, just generally what
people are doing — the more they can actually figure out
where the money should go. Because from the side of
being in the Department of Health and just going well,
the research all says we don’t have good data. We’d
love to answer this question, we don’t have good data.
My Health Record and that sort of thing would be
really useful, once it’s adopted and kicking along, but
it’ll take a while.
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Erica, 55, is a nurse, and noted that she has been inter-
ested in digital health for some time, including recog-
nising the value of EHRs for continuity of
care purposes:

Especially here in Australia, because we're a federated
organisation, you don’t have consistent notes from one
hospital to the next, let alone one state to the next.
Having one electronic version, I think is incredibly
helpful, especially if it’s started from the day you
were born

Barriers to using My Health Record

Some women said that they were interested in signing
up to My Health Record and but had not got around
to organising it yet or simply did not know how to do
it. One example is Priscilla, 67, who said that she was in
favour of eventually registering but had not done so:

Probably because I don’t know enough about it. I'm
not sure how to go about it and I'm not sure what it is
they would need to know and how much time it
would take.

There was some confusion expressed by participants
about how the system worked and how to participate
in it, or observations made about the complexities of
enrolling. As Sharon, 55, commented:

I have registered, but I when I go on it — I would con-
sider myself fairly computer literate for my age and
stage of life — but I haven’t quite worked out how
you get all of that information about yourself put on
to the record, if you know what I mean? I signed up for
it a long time ago, it’s part of the MyGov account, but
I really don’t know how it works.

The problem was not just My Health Record itself, but
the MyGov platform on which it was hosted. Several
women made reference to other services on MyGov
being difficult to access and use:

Yes, I have registered. I think I had to do it last year.
I mean, I find the government departments of
Centrelink and Medicare just the most difficult to
use. Even when you call them it’s just the most difficult
place to access. So I really don’t know. I know I'm
signed up for it but that’s it. (Julie, 51 years)

A common observation among women who had signed
up to My Health Record was that the system was still
not functioning adequately. Katrina, 38, has experience
in medical records in her job and commented that her

knowledge from her work has highlighted the deficien-
cies in the system. She hasn’t registered yet because she
wants to wait until My Health Record is working
effectively:

I just kind of want them to get it sorted before I do.
I just don’t feel like they’ve got it right yet and I just
don’t feel like it’s at a point where it’s actually useful.
I don’t feel like it’s at a point where I could actually go
in there and look at the things I want to look at.

Justine, 38, said that she registered a while ago, but has
not found that any information has been uploaded to it
and has given up bothering to check:

I haven’t logged in to check any of that for ages. When
I did, there was no information for me to read off it
from my doctors. I don’t know if I was meant to be
able to have access to my records or not, but there was
nothing, only my details that I’ve put in. It was just like
a system created that did nothing.

Several participants said that they regularly had to
remind their doctors that they had a My Health
Record, only to find that the doctors were not using
the system or uploading information:

Recently I had something happen with my health
where [ was being contacted by a few different doctors
because it was over the long weekend and so there were
only certain places were open at certain times. So, I saw
three or four different doctors for this one problem and
they were like, really struggled to communicate with
one another. Which is weird, because I'm on the My
Health thing so surely it couldn’t have been that hard.
(Jessica, 24 years)

Colleen, 58, said that her doctor sought to dissuade her
from using My Health Record. She had registered, and
had talked to her doctor about using it:

His reaction was well, that’s a waste of time because we
as doctors don’t even want to share that information —
so why are you dialling in to do it if we’re not going to
sign up to it? It’s not going to be shared, and you’ve
just gone and done something that there’s resistance
within the medical profession to share.

Kate, 35, noted that her doctors held a proprietary
approach to her medical data and were unwilling to
upload her details to her record or share them with
other healthcare professionals or herself:

There seems to be this funny thing where some of the
doctors almost seem to view the information they get
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about My Health from me visiting them is their infor-
mation, not something for them to share. It’s not actu-
ally doing anything for me.

A small number of women had made the choice not to
register because of their general feelings of disillusion-
ment with the healthcare system or other government
services. These were women who were living with
chronic health conditions for which they had struggled
to find orthodox medical support or effective treat-
ment. One of these participants is Megan, 48. After
years of attempting to access good medical care, and
finally resorting to online information and peer support
groups, her general cynicism towards and distrust of
medical practitioners have shaped her perspectives on
My Health Record. For Megan, it is simply just anoth-
er part of a healthcare system that has failed her:

I signed up for it, but it seems useless to me. I was
coaxed into signing up, one day, in a Medicare office.
But I've been given no further information about it.
I don’t know what to do with it. I don’t know who’s
putting my stuff in. Now because I’'m a bit cheesed off
with the healthcare system, and its utter bloody neglect,
I can’t see any point in that. I think a lot of the medical
profession don’t know what the hell they're
doing...So I don’t have any faith in My Health
Record at all. I can’t see how it would help me now.
I'm helping myself.

Sally said that she supports the idea of My Health
Record, but hasn’t yet signed up because she is not
necessarily convinced that it will help her when she is
seeking medical care for her pain condition:

I have been planning to sign up. I guess feedback from
the other people in the pain support group, is that yes,
it’s kind of good, but it’s not really hinged around pain
stuff. It’s not going to help you if you rock up in emer-
gency with pain that you needed meds for, because they
can’t access that information for My Health Record
yet. Even if you put it in, it’s not accessible to them.
So no, I haven’t signed up yet.

Justine thought that the government doesn’t care
enough to properly implement My Health Record:

I really don’t think they care. If it’s benefiting us, they
just need to spend money because the budget comes
around each year. They need to go, look, we’ve spent
this amount of money in our budget and we’ve made
this. If they did an audit on all these services that are
actually working, it’s just going nowhere. There’s not
one service that has streamlined the care of the
Australian people that’s effective. Not one works.

Some women noted that they were in favour of My
Health Record, but not registered because they did not
see the relevance of it. One example is Frances, 66, who
was not sure if she had ever registered. She noted that in
any case she did not see the point in having a My Health
Record, as she always sees the same doctor:

I’d have to say, one of the reasons perhaps that I
haven’t even really thought about this is that basically
I’ve been going to the same practice for 40 odd years
and they’ve got the files there. If I see a specialist the
stuff goes back to the doctor.

Another example is Erica, who commented that
because she rarely saw a doctor, she currently had no
need to register:

I'm not against it in a philosophical way, far from it.
But just touch wood, I've been reasonably healthy and
haven’t needed to engage with it in any way.

In the accounts of those women who had chosen not to
sign up to My Health Record, there was a strong current
of distrust in the government to adequately protect the
health and medical information stored in the system.
This distrust tended to relate to the women’s views
that the government was ill-equipped to protect people’s
data adequately, rather than concerns that it would
deliberately exploit their data by selling them to third
parties. As previously noted, at the time of the inter-
views and focus groups some well-publicised personal
data breaches, disruptions and hacks, including of
Australian government-held information, had occurred.
Several women referred to these when recounting their
caution and noted that they had difficulty trusting the
government to protect their medical data.

I don’t want everybody knowing stuff about me and I
don’t think it’s safe ... Well they hacked the government
census website and I don’t want my personal informa-
tion, like my name, my age, my address, what diseases |
have, just to be public knowledge. (Kylie, 38 years)

I personally don’t think the government would do a
great job of securing that sort of information. They
haven’t done a great job on some other things, so
can’t imagine them doing a great job with that either.
(Naomi, 53 years)

Louisa, 30, said that she views government workers as
lacking the skills and knowledge to adequately protect
people’s data:

In some ways I'd like to think you could trust the gov-
ernment, but I don’t really think we can. The fact that
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most people in the government are flat out even turning
on computers concerns me pretty greatly. Like I would
prefer in some ways a private business that uses really
good IT security group because I know hackers, like if
it was run by them, I’d be like, well if they’re running it,
they probably know what they’re doing, it’s secure as
possible. They’re going to employ people to test it to
see if anyone can get into it sort of thing, whereas the
government is just — they just don’t know what
they’re doing.

Women who were employed in professions involving
dealing with personal medical data or digital technolo-
gy systems drew on their professional knowledge in
evaluating My Health Record.

I'd like to know a little bit more about how the
data is being protected and who’s going to have
access to it. I think it’s a good idea, especially for
people who are going to the doctor all the time and
are getting prescriptions and things. The trouble is
there’s a certain amount of — I work in IT — so
there’s a certain amount of [trust] where people say
‘Well, everything is basically protected’. Well no, it’s
not. (Tracy, 56 years)

Chelsea, 28, works in genetic research and is aware of
the possible privacy implications of collecting people’s
genetic data, even if they have consented as part of a
research study. Chelsea commented that she had
chosen not to sign up to My Health Record because
of her concerns that her data will not be adequately
protected by the government. She noted that based
on her experience in working in the medical and
health research sector:

People are very well-meaning but their idea of data
security isn’t actually data security. So I completely
trust their intent. I do not trust the implementation.

Discussion

Adopting a feminist new materialism approach, the
study identified the key affordances, relational connec-
tions, affordances and affective forces in the partici-
pants’ accounts that came together to close off the
potential capacities of the My Health Record system.
These findings demonstrate that people’s personal
experiences and feelings, the actions of others such as
the agencies responsible for system implementation and
function, their healthcare providers, and broader
social, cultural, technological and political factors are
important in shaping their knowledge, interest in and
acceptance of an electronic health record system.

The key affordances that were identified included the
benefits that participants could discern to signing up, the
extent to which the system had been publicised and its
technical capabilities. Even though all the participants
were active users of online sources of health and medical
information, readily able and willing to use digital health
technologies, many evinced a lack of awareness of and
interest in My Health Record, suggesting that attempts
by the Australian Digital Health Agency to publicise
and promote the system have not been effective.
Technical difficulties in registering and using the
system were identified by some women who were
aware of My Health Record and favourably disposed
to it. The women who identified benefits to signing up
had not yet experienced these promised affordances.
Even among those women who had registered, none
had yet found any benefit or use for it.

The relational connections that needed to be estab-
lished between the participants, the technology and
other people who needed to be involved, such as their
healthcare providers, had not occurred. Some women
mentioned that their doctors were not yet using My
Health Record. Furthermore, despite the focus placed
on patient engagement in promotional material about
My Health Record, few participants discussed the
opportunities offered by the system to view or add to
their own medical information. Those who discussed
the benefits of My Health Record described these as
relating to their healthcare providers being able to see
all of the information in one place. There was little
awareness that patients are able to control what infor-
mation goes into the online summary or who could
access it. Indeed, those participants who expressed
highly negative views about My Health Record
tended to raise issues such as lack of control over
their medical data as a key concern.

Affective forces such as distrust and cynicism con-
cerning the Australian government and its capacity to
successfully implement large-scale digital systems were
evident in many women’s accounts. As in previous
studies in Australia and elsewhere, concerns about
data privacy were key. Not only have these concerns
persisted since the introduction of the early version of
My Health Record, recent publicity in relation to the
Australian government’s misuse or lack of protection
of citizens’ personal data have led to the participants
demonstrating low levels of faith in the government’s
capability to adequately manage My Health Record.
Many participants also referred to their lack of trust
in the Australian government to protect their medical
information adequately. Government agencies were
represented as incompetent rather than malicious, lack-
ing the knowledge and skills to establish and maintain
a national EHR system that was secure and effective
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enough to give them enough confidence or motivation
to register and use it.

Several researchers have drawn attention to the eth-
ical issues of personal health data privacy and security
related to EHR systems.'”'? The Australian govern-
ment’s move towards an opt-out rather than opt-in
approach to enrolling Australians into My Health
Record flouts these researchers’ calls for ensuring that
citizens can exert informed consent. The participants in
the Australian Women and Digital Health Project had
a mixture of levels of educational attainment, including
a high proportion with university-level qualifications. It
was often those with university education and in pro-
fessions related to medical data, healthcare or admin-
istration who were the most critical of My Health
Record, particularly in relation to what they perceived
to be the government’s deficiencies in the management
of it. Their high levels of digital and data literacy led
them to conclude that the system was substandard.
Socioeconomically-disadvantaged groups are likely to
require greater support in understanding the potential
threat to their health and medical data in a system like
My Health Record, the implications of sensitive medi-
cal information being accessed by third parties (includ-
ing the potential for stigmatisation and exacerbation of
marginalisation using their data) and negotiating con-
sent concerning who can access their data.

In summary, these findings show that the Australian
government needs to provide adequate and appropriate
information to the Australian public about My Health
Record, and particularly the opt-out process and nego-
tiating consent to data sharing. In so doing, it will have
to address wider problems of the Australian public’s
lack of trust in the ways in which government agencies
collect, share, protect or exploit their personal data.
Involving more participation from the Australian
public earlier in and throughout the process of estab-
lishing and publicising the My Health Record system
would have helped the government recognise the
importance of affordances, relational connections and
affective forces in its capacity to implement the system
effectively and ethically.
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