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Abstract

The COVID-19 pandemic continues to affect health care systems globally, and there is widespread concern about the indirect
impacts of COVID- 9. Indirect impacts are caused by missed or delayed health care—not as a direct consequence of COVID-19
infections. This study gathered experiences of, and perspectives on, the indirect impacts of COVID-19 for health consumers,
patients, their families and carers, and the broader community in New South Wales, Australia. A series of semi-structured virtual
group discussions were conducted with 33 health consumers and community members between August 24 and August 31, 2020.
Data were analyzed using an inductive thematic analysis approach. The analysis identified 3 main themes: poor health outcomes
for individuals; problems with how health care is designed and delivered; and increasing health inequality. This case study provides
insight into the indirect impacts of COVID-19. Health systems can draw on the insights learned as a source of experiential

evidence to help identify, monitor and respond to the indirect impacts of COVID-19.
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Background

There are widespread concerns about the indirect impacts of
COVID-19. Indirect impacts are caused by missed or
delayed health care—not as a direct consequence of
COVID-19 infections. Disruptions caused by COVID-19
lockdown measures and staff redeployments have caused
delays in cancer (1,2), stroke (3), and heart disease (4) diag-
nosis and management. The mental health impacts of
COVID-19 are well documented, with 1 longitudinal study
reporting that mental health in the United Kingdom had
deteriorated since April 2020 (5). In Australia, a self-
reported questionnaire found that 78% of respondents
(3954 people) said their mental health had worsened since
the pandemic (6). For older patients, there are concerns that
deconditioning, sedentarism, and enforced inactivity through
public health measures may impact diabetes management
and increase the risk of fractures (7).

While New South Wales (NSW) Australia has recorded
relatively low COVID-19 prevalence, there has been signif-
icant changes in health utilization across the state. In March

to June 2020, compared with the same period in 2019, pri-
mary care face-to-face consultations decreased by 22.1%;
breast screen activity by 51.5%; ambulance incidents by
7.2%; emergency department visits by 13.9%; public hospi-
tal inpatient episodes by 14.3%; and public hospital planned
surgical activity by 32.6% (blinded for review). Such
decreases are not unique to NSW (8).

The Critical Intelligence Unit (CIU) was established
as part of the COVID-19 response for NSW Health (9).
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In August and September 2020, the CIU conducted a con-
sultation with health consumers and community members to
gather experiences of, and perspectives on, the indirect
impacts of COVID-19. This case study presents the method
and summarizes the key indirect impacts of COVID-19 iden-
tified by health consumers and community members
involved in the consultation as a source of experiential
evidence.

Methods

Semi-structured virtual group discussions were conducted
with health consumers and community members in NSW
to gather their experiences of, and perspectives on, the indi-
rect impacts of COVID-19. Indirect impacts are caused by
missed or delayed health care—not as a direct consequence
of COVID-19 infections.

Consumer Involvement in Study Design

One of the authors (LW) is a person with lived experience of
lifelong chronic illness who has held consumer representa-
tive roles. She was brought into the consultation as a con-
sumer co-facilitator and was involved in the development
and facilitation of the group discussions, and the analysis
and presentation of the results.

Participants and recruitment. The invitation to participate in
the virtual discussions was disseminated through a range of
existing organizational networks and through Twitter to
reach broader audiences. The invitation was shared through
a snowballing approach to reach and broader and more
diverse audiences. Participants interested in the virtual dis-
cussions contacted one of the authors (TDB) via email or
telephone for more information and to confirm their partic-
ipation in the group discussions.

Data collection. Two of the authors (TDB and KD) created
the question guide and facilitated the virtual discussions.
The discussions occurred over 3 sessions, each held a
week apart: (a) 30-minute online briefing session; (b)
60-minute facilitated discussion, and (c¢) 60-minute key
recommendations session. The virtual discussions were
video recorded via Skype, the text-based chat was also
captured, and additional notes were taken by the facilita-
tors where required.

Participants received a pack of background information
about known indirect impacts of COVID-19 in NSW and
other jurisdictions. This information was presented in the
first session by 2 of the authors (blinded for review) where
participants had an opportunity to ask questions and clarify
their understanding of the information presented and the
virtual discussion process.

In the second session, participants shared their experi-
ences of, and perspectives on, the indirect impacts of
COVID-19. The framing question for session 2 was “when

we think about the indirect impacts of COVID-19 on health
systems, consumers and communities, what concerns us?”
After the second session, participants were sent the prelim-
inary analysis of their discussion, to enable further comment,
reflection, and member checking.

In the third session, participants considered if there were
any gaps in the preliminary analysis and ranked the highest
priority indirect impacts for NSW Health. The framing ques-
tions for the third session were

e “What do we think are the most important indirect
impacts of COVID-19 for NSW Health to consider
and why?”

e “What key recommendations will we provide to NSW
Health about assessing and responding to the indirect
impacts of COVID-197”

After the third session, participants received the draft
report for the second round of review and member checking
before the report was finalized. Through holding multiple
consultation sessions, receiving additional comment
between sessions, and multiple rounds of member checking
analysis and reports, data saturation was reached.

Data andlysis. Data were analyzed using an inductive the-
matic analysis approach (10,11). Two authors (TDB and
LW) reviewed the video recording, text-based chat, and
field notes after sessions 2 and 3 and separately analyzed
the data for recurrent themes. The separate analyses were
compared, and the authors discussed the identified themes
until consensus was reached. Population groups particu-
larly affected by each indirect impact theme and potential
outcomes of the impacts were also drawn from the analysis.
Illustrative quotes were selected to demonstrate critical
issues. The participants received 2 versions of the draft
report to review and refine via email (see “data collection”
above).

Ethical considerations. This consultation was a quality assur-
ance activity conducted for the primary purpose of improv-
ing service provision in NSW Health by gathering
experiential evidence from consumer and community mem-
bers. Experiential evidence describes the knowledge, exper-
tise, and wisdom that individuals or groups develop from
encounters, involvement, or practice. It is generally sought
in relation to “real-world” situations or experiences, for
example, living with or treating a particular illness or con-
dition, familiarity with a setting or context, or belonging to a
social or professional group.

As a quality assurance activity, ethical review was not
required as per the National Health and Medical Research
Council, Ethical Considerations in Quality Assurance and
Evaluation Activities guidance (12), and the NSW Health
Quality Improvement and Ethical Review: A Practice Guide
for NSW (13). Partnering with consumers in governance,
policy, and planning is recognized best practice, and this
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consultation aligned to the National Safety and Quality
Health Services Standards in Australia (14). Participants
voluntarily responded to the invitation to participate in the
group discussions, received an information pack with back-
ground information, and provided informed consent.

Results

Virtual discussions occurred between August 24 and August
31, 2020 with 33 consumer and community members in
NSW. Two groups formed based on the availability and
preferences of participants; 1 group with 21 participants and
12 participants in the second group.

The 3 main themes identified through the analysis are
poor health outcomes for individuals; problems with how
health care is designed and delivered; and increasing health
inequity. Twelve subthemes were identified within the 3
main themes. The full list of 12 subthemes, presented in
descending order of priority identified by participants, along
with affected population groups and potential outcomes, are
shown in Table 1.

Poor Health Outcomes for Individuals

Mental health issues and suicide risks. The majority of partici-
pants were concerned about the development of new mental
health conditions, exacerbation of existing conditions, men-
tal health crises, and increased risk of suicide. A range of
contributing factors were identified, including social isola-
tion and disconnection from usual support networks, an
inability to participate in regular social events, people and
families constrained in challenging and unsafe home envir-
onments due to restrictions on movement, and canceled or
limited access to usual mental health services.

One woman living alone in a block of units with anxiety, which
she manages well, detailed how the impact of isolation with
other neighbours and their noise levels increased her anxiety
to a level that she required further support from the community
mental health team. Normally the other neighbours would be out
most of the day but with lockdown, the fact they were indoors
and trying to manage the boredom through loud music. This
increased incidents of neighbour disputes, conflict and mental
health episodes.

A small number of participants also highlighted the
increased risk of poorer mental health for people who do not
speak English. Difficulty in organizing telephone inter-
preters and a lack of translated and Easy English information
about services were identified as barriers.

Outpatient and community-based health services. Participants
raised issues with reduced, canceled, rescheduled, and
delayed access to a wide range of outpatient hospital and
community-based services. This included general practi-
tioners, specialist services, allied health services, dental
appointments, immunization services, mental health

services, exercise rehabilitation, drug and alcohol services,
in-home respite services, and other home-visiting disability-
and aged care-services, screening and diagnostic services,
patient support groups, in vitro fertilization treatment,
women’s health, and carer supports.

My grandmother who is recovering from cancer. She is meant to
have 3-monthly checks up. The appointment in March was can-
celled because of COVID, it got cancelled again in April, and in
May. They went to cancel it again in June and I put my foot
down. The difference between 3 monthly check ups and now 7
months, it could come back and the chances of it being worse
are much higher.

Many participants also noted how canceled and post-
poned appointments have pushed outpatient waitlists out
even further:

On a 9-month waitlist for a development assessment for a young
person showing signs of autism. The appointment was then
cancelled because of COVID-19 and this happened 3 months
in a row. A behavioural assessment was then conducted over the
phone and it wasn’t effective. This has a lot delayed early
intervention.

Participants also described how some services had can-
celed regular face-to-face appointments for people with
chronic disease to minimize the risk of COVID-19 transmis-
sion when attending the service. Other participants were
avoiding attending face-to-face appointments because they
were worried about contracting COVID-19. This meant that
some people with chronic conditions were missing out on
being physically seen as regularly as usual and were also
sometimes reluctant to tell health care workers when they
were becoming unwell.

I am slowly slipping backwards when I have come so far. Over
the time of isolation—pain has increased and on occasions this
has resulted in an increase use of medication for treatment.

Domestic and family violence. Participants were concerned
about an increase in domestic and family violence and sexual
assault in the home. Stress, job losses, restrictions on move-
ment, and loss of access to formal and informal supports
were identified as factors increasing risk.

Population health. Participants believed that COVID-19
restrictions on movement and an increase in people working
from home may increase noncommunicable diseases due to a
reduction in physical activity, weight gain, and poor ergo-
nomic setup of workspaces. This was a particular concern for
people with existing conditions or complex care needs
because reduced physical activity and increased weight can
impact function, worsen symptoms, and increase care needs.

Participants also felt that changes in routine and restric-
tions on movement and social connectedness could lead to
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changes in how people use drugs, increasing the risk of
increased use or overdose.

Problems With How Health Care Is Designed and
Delivered

Consumer engagement and patient experience. Some partici-
pants indicated that consumer engagement activities were
put on hold for many services in response to COVID-19.
Where consumer engagement was occurring, it was often
COVID-19 focused and other important service change and
quality improvement activities were canceled. Where con-
sumer engagement was happening, it was conducted remo-
tely via technology, and consumer representatives with low
computer literacy or no access to devices or internet were
unable to contribute.

Telehealth. Participants raised both benefits and risks associ-
ated with the rapid implementation of telehealth in response
to COVID-19. The use of telehealth and e-prescriptions had
improved access to health care for some community groups,
particularly in terms of reduced travel times and costs asso-
ciated with attending face-to-face appointments.

However, some people noted that the availability of tele-
health was not consistent across health services and had yet
to be embedded as routine clinical practice. It was also noted
that telehealth is not always suitable, particularly when phys-
ical tests are required as part of health appointments.

People from non-English-speaking backgrounds, those in
areas of poor internet or telephone coverage, or people who
are unable to afford access to digital services, were identified
as particularly at risk of missing out on telehealth services.

Even though interpreting services are available, it is quite dif-
ficult to translate or understand some technical terms over the
phone.

Visitor restrictions. Participants were concerned with visitor
restrictions being implemented inconsistently across health
systems in NSW. The restrictions tended to privilege infec-
tion control concerns and did not always balance how a lack
of family presence can negatively impact on a person’s
health outcomes. Information for patients, carers, and fami-
lies about visiting policies were not readily available.

Relatives of terminally ill or those in aged care facilities are very
distressed. Some are expressing they won’t accept palliative
care facilities due to restrictions however very concerned about
how they are going to cope with end of life care.

Cross border access to health care. Some states and territories
in Australia implemented border restrictions and closures in
response to COVID-19. The border restrictions and closures
impacted access to health care, and social and emotional
well-being for people living close to state borders. Informal
supports—such as relatives providing support and assistance

to patients post-discharge—were also impacted by restric-
tions to movement across state borders.

Restrictions on travel and quarantine were not developed with
the needs of regular users of health services in mind. This is
impacting on people living in one state and receiving care in
another.

Moving through the health system. Some participants shared
that wait times to move from the emergency department to
the ward increased in some hospital settings. Patients were
also sent to other hospitals because of limited beds and wards
being rearranged to accommodate COVID-19 cases. Trans-
port of patients between hospitals has been via ambulance,
and some patients were unable to have family support during
the transition between services.

Future of health care. Participants were concerned about the
financial and staffing impacts for some private and nongo-
vernment organizations and how this might impact the avail-
ability of services into the future.

Increasing Health Inequity

Communication with communities. The majority of participants
expressed that the information shared by hospitals, health
services, and the government about COVID-19 and service
changes was poor. Information about COVID-19 was rarely
in accessible formats including Easy English and translated
materials.

Public messaging often focused on prevention of trans-
mission for people who were well but did not help people
who were regular users of the health system and having to
maintain their health and navigate health systems during
COVID-19. Participants perceived that communications
were often slow to reach the communities who needed it,
and there was an inconsistency between public health offi-
cials, government websites, and the media.

Vulnerable communities. Participants raised concern for spe-
cific vulnerable communities at increased risk during the
pandemic. This included young people in care (eg, foster
care and kinship care), young people from refugee and
migrant backgrounds with limited language skills, and peo-
ple in Australia on temporary visas who may face increased
costs and problems accessing health care.

Discussion

The COVID-19 pandemic has had a profound impact on us
all. In NSW, where the prevalence of infections has been
relatively low, people have been most affected by public
health measures such as lockdowns and physical distan-
cing. This includes those with unmet health care needs
either due to a lack of availability of services or a
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reluctance to present for care because of concerns about
COVID-19 and infection risks.

There can be no doubt that even people with no direct
experience of COVID-19 infection have had their lives, and
potentially their health, disrupted. The key questions are
what to do about these indirect impacts, and how do we track
them as they emerge and evolve? Additionally, how do we
develop these responses in partnership with health consu-
mers and communities?

Health systems continue to explore new, COVID-safe,
ways to facilitate consumer engagement activities through
responding to physical distancing requirements and gather-
ing limits for indoor spaces and taking advantage of virtual
technologies. Partnering with health consumers and com-
munity members is essential in responding to the indirect
impacts of COVID-19 and in the recovery phase of the
pandemic. Using codesign methods may help to manage
power structures and ensure the representation of people
with lived experience is occurring beyond tokenistic
involvement (15,16). An investment in codesign prepared-
ness is required (15), along with the allocation of both
human and material resources to support engagement
efforts (14,17,18).

The disruption of COVID-19 provides a window of
opportunity to change entrenched ways of working and
address wicked problems such as mental health issues and
the social determinants of health. Wicked problems are con-
ceptually complex and can be best addressed by drawing on
lived experience knowledge as a form of experiential evi-
dence, alongside research and empirical evidence (19).

There were 2 main limitations of the study. The first is
that the participant group was self-selected. Although par-
ticipants had broad-ranging background and interests the
group may not be representative of a full range of health
care experiences. Additionally, participants self-selected
into the discussion groups, leading to unequal numbers in
each group. This may have meant that some participants
had difficulty fully contributing to the discussions, partic-
ularly in the larger group. However, the consultation
approaches of having multiple discussions, receiving addi-
tional comments between sessions, member checking each
stage of the analysis and report, and collecting discussion
session data through both video recording and text chat
were aimed at ensuring all participants had the opportunity
to contribute their experiences and views to the data col-
lection, even if their participation in the verbal discussion
was limited.

Secondly, the work reflects views at a single time point,
in one geographic location, in an international situation that
is rapidly evolving and changing as the pandemic unfolds.
Therefore, this work must be ongoing in NSW to gauge
changes in perspectives and track other indirect impacts as
they emerge over time, and other jurisdictions must conduct
their own consultations to understand the unique impacts
facing their health consumers and communities.

Conclusion

This study provides insight into the indirect impacts of
COVID-19—even in settings with a relatively low number
of COVID-19 positive cases. It provides evidence and
important insights directly from health care consumers and
community members and can be used to inform health sys-
tem responses in the recovery phase of the COVID-19
pandemic.
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