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Abstract
Background: The	COVID-	19	pandemic	poses	an	increased	risk	of	infection,	severe	illness,	
hospitalization and mortality for young people who are immunosuppressed, including 
lung transplant (LTx) recipients. The aim of this study was to explore the intersection be-
tween	immunosuppression	and	COVID-	19,	through	the	impacts	of	the	pandemic	upon	
the	daily	lives	of	young	LTx	recipients	residing	in	the	Australian	state	of	Victoria.
Methods: An	exploratory	qualitative	research	study	was	undertaken	via	consumer	en-
gagement.	A	purposive	sample	of	11	LTx	recipients,	residing	in	Victoria,	was	recruited	
during	the	first	year	of	the	COVID-	19	pandemic.	Semi-	structured	interviews	were	con-
ducted to gain insights into their daily life and healthcare experiences, including the 
impacts	of	the	COVID-	19	pandemic.	Data	were	interpreted	using	thematic	analysis.
Results: Four major themes were identified: (1) occupational deprivation due to the 
intersection	of	COVID-	19	and	lung	transplant;	(2)	resilience	and	acceptance	of	restric-
tions;	(3)	infection	control	and	vigilance	about	risk;	and	(4)	care	experiences	of	telehealth.
Conclusions: Occupational deprivation emerged as a common theme, specifically in 
the context of loss of access to meaningful everyday activities of developmental sig-
nificance. However, participants also commonly reflected upon their ability to flexibly 
adjust	to	changing	socially	regulated	community	and	healthcare	environments.	A	high	
degree	of	 acceptance	 and	 compliance	with	public	 health	orders	was	 self-	reported,	
may	be	indicative	of	this	cohort's	long-	term	experience	of	chronic	illness	and	their	un-
derstanding	of	the	importance	of	minimizing	infection	risks.	Youth-	informed	health-
care	strategies	were	identified	as	keystone	to	engaging	them	in	institutional	change	
and program adaptation during a pandemic.
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1  |  INTRODUC TION

The	 SARS-	CoV-	2	 (COVID-	19)	 pandemic	 has	 significantly	 impacted	
the lives of adolescents and young people1.	Young	people	have	ex-
perienced significant social and economic impacts, with high rates 
of psychological distress (alongside an increased demand for mental 
health and telephone counselling services), social isolation, unem-
ployment and educational disruption being reported.1– 5 Whilst the 
incidence of severe illness and mortality amongst young people re-
mains low, lung transplant (LTx) recipients experience an increased 
risk	of	infection,	severe	illness,	hospitalization	and	death	as	a	result	
of	COVID-	19	 transmission.6– 11 Despite a recent body of evidence 
documenting	 the	 impact	 of	 COVID-	19	 on	 allograft	 function,	 the	
broader impact of the pandemic on the daily lives of LTx recipients 
has remained underexplored.12

On	 March	 11	 2020,	 the	 World	 Health	 Organization	 declared	
COVID-	19	 a	 global	 pandemic.13	 This	 study	was	undertaken	 in	 the	
first	year	of	the	pandemic	at	a	time	when	over	79	million	cases	and	
1.7 million deaths were reported globally.14	 In	 Australia,	 the	 first	
local case was reported in January 2020, and by December 2020, ap-
proximately 28 600 cases had been reported nationwide with young 
people aged 15– 24 years accounting for 15% of the infected popu-
lation.15	 In	March	2020,	 federal	 and	 state	governments	 instigated	
pandemic	response	orders	with	wide-	ranging	restrictions	upon	com-
munity mobility in an attempt to contain increasing infection rates. 
Border	closures,	mandatory	face	coverings,	stay-	at-	home	directions	
and	the	closure	of	non-	essential	services	were	introduced.16,17 The 
pandemic also led to operational changes in healthcare delivery 
through the widespread adaptation of outpatient consultations and 
clinical care to a remote telehealth service model for patients, in-
cluding LTx recipients.18 In this study, we examined the impact of 
the	COVID-	19	pandemic	on	the	daily	lives	of	young	people	who	had	
previously	received	a	LTx	in	Victoria,	Australia.

2  |  METHODS

2.1  |  Study design

The	findings	outlined	herein	are	part	of	a	larger	exploratory	qualita-
tive study that was conducted to address the following objectives:

1. To explore the experiences and insights of young people who 
have undergone lung transplantation and are managed in an 
adult centre.

2. To gain insights into the factors that young people perceive to 
influence	their	quality	of	life,	health	and	well-	being	and	use	this	
information to develop strategies and processes by which to im-
prove their clinical care.

In	 this	 article,	 we	 address	 the	 research	 question:	 How	 did	
COVID-	19	 impact	 the	 life	and	well-	being	of	young	 lung	 transplant	

recipients?	 The	 study	 was	 undertaken	 at	 a	 large-	volume	 medical	
centre	that	provides	LTx	to	children	and	adults.	A	project	advisory	
group compromising of six clinicians, one carer and two LTx recip-
ients provided advice on the design of the research including the 
interview guide and recruitment.

This	study	was	approved	by	the	Alfred	Hospital	Ethics	Committee	
(Project	Number:	764/19).

2.2  |  Participants

A	 purposive	 sample	 of	 16	 young	 transplant	 recipients	 was	 re-
cruited.	Recipients	aged	15–	29	who	underwent	LTx	aged	≤25	years	
were eligible. Exclusion criteria included: (1) Primary language other 
than English; (2) intellectual or learning disability preventing the 
provision	of	informed	consent;	or	(3)	being	less	than	6	months	post-	
transplant and medically vulnerable. This article reports the in-
sights	of	participants	who	resided	in	both	metropolitan	Melbourne	
(n = 10) where pandemic restrictions were greatest, and regional 
Victoria (n = 1). Participants from the broader study who lived in-
terstate, where restrictions were absent, were excluded from the 
analysis (n = 5).

2.3  |  Data collection

Semi-	structured	 Interviews	were	conducted	remotely	via	Zoom	or	
telephone	by	one	of	four	researchers	(K.H.,	H.M.,	D.A.	and	S.W.)	be-
tween June to December 2020 during Victoria's protracted second 
lockdown	period.	 Interviews	 lasted	between	37.77	 and	91.67	min	
(Mean	=	 57.24	min)	 and	were	 audio-	recorded	 and	 transcribed	 for	
analysis.

2.4  |  Qualitative analysis

Thematic analysis was conducted via a process of inductive and de-
ductive coding to identify and categorize themes.19 One researcher 
(K.H.) analysed all 11 interview transcripts, with a random 20% in-
dependently	double-	coded	by	a	second	 researcher	 (D.A.)	and	 two	
researchers	 (M.P.	 and	 S.W.)	 read	 all	 transcripts	 and	 reviewed	 the	
analysed	themes.	Any	disagreements	were	resolved	through	discus-
sion.	All	qualitative	analyses	were	undertaken	in	NVivo.20

3  |  RESULTS

3.1  |  Demographics

All	 11	 participants	 provided	 reflections	 of	 how	 pandemic	 restric-
tions	 impacted	their	daily	 lives.	A	summary	of	 the	sample's	demo-
graphic characteristics has been provided in Table 1.
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3.2  |  Description of major themes

Four overarching themes emerged: (1) Occupational deprivation due 
to	the	 intersection	of	COVID-	19	and	 lung	transplant;	 (2)	 resilience	
and acceptance of restrictions; (3) infection control and vigilance; 
and	(4)	care	experiences	of	telehealth.	An	overview	of	the	themes	
and	subthemes,	alongside	complete	quotations	has	been	provided	in	
the Supplemental File.

3.2.1  |  Theme	1.	Occupational	deprivation	due	
to	the	intersection	of	COVID-	19	and	lung	transplant

Occupations	are	activities	and	tasks	that	provide	structure,	mean-
ing, purpose and pleasure to our lives.21 Occupational deprivation 
is the preclusion from participating in occupations of necessity, 
obligation and choice emanating from external factors outside 
an individual's control and can significantly affect an individual's 
health,	well-	being	 and	 life	 satisfaction.22,23 Participants who re-
sided	 in	 metropolitan	 Melbourne	 reported	 significant	 and	 sus-
tained	disruption	to	employment,	education,	self-	care	and	leisure	
pursuits; “Unfortunately, because of COVID, I had to give up nursing” 
(LTx7,	F).	Those	classified	as	non-	essential	workers	were	stepped	
down	 from	 their	 roles	 or	 transitioned	 to	working	 from	 home;	 “I 
got the job and it was the day I was meant to start and we all went 
into lockdown. So, I’ve been stood down.” (LTx3, F). For seven par-
ticipants,	the	impact	of	COVID-	19	highlighted	their	perception	of	
social difference because of transplant, and the effect of this upon 
daily occupations:

I haven’t been on placement this year because coro-
navirus is an infectious disease and sometimes I feel 
held	back	a	bit	because	I	can’t	be	the	average	student	
or the average person that can go out there 

(LTx9,	F).

The loss of ability to participate in meaningful activities was de-
scribed by respondents as personally challenging; “I was starting to 
come out of my shell just before lockdown and now I’m coming back into it 
again” (LTx1, F). For example, participants who were physically active 
expressed their disappointment in the closure of relevant exercise fa-
cilities (e.g. gyms, swimming pools); “I’m usually an active person…I just 
miss going to the gym every day” (LTx,1, F). Some participants managed 
the negative impacts of restrictions via activity adaptation:

I	 like	 to	 pretend	 that	we’re	 not	 in	 COVID.	 So,	 on	 a	
Friday	night,	I’ll	get	all	dressed	up,	I’ll	do	my	makeup,	
I’ll do my hair and then again, I’ll just sit on my bed and 
watch	Netflix	

(LTx3, F).

For others, occupational deprivation became a catalyst to explore 
alternative activities that provided meaning to their day and occupa-
tional	flexibility	became	an	unintended	consequence	of	deprivation:

I’ve had a lot of time just because of COVID, I’ve been 
home	a	lot	as	well.	I’ve	got	back	into	art	and	it’s	really	
nice and I do it every day now, painting and stuff, and 
I’m getting better at it 

(LTx5, F).

3.2.2  |  Theme	2.	Resilience	and	acceptance	of	
restrictions

Participants	discussed	efficacious	 coping	 skills,	 as	 they	were	used	
to	adapting	to	health-	related	changes.	Historical	health	experiences	
leading	 to	 transplant	 and	 an	 immunocompromised	 status	 post-	
transplant were described as informal “preparation” for pandemic 
restrictions. This was particularly relevant to long periods of social 
isolation, boredom and loneliness, related to occupational depriva-
tion. Five participants perceived this social difference as a lifelong 
characteristic of living with chronic illness, which was now more in-
tense	with	the	overlay	of	COVID-	19:

I	 think	one	 thing	 [people	 living	with	Cystic	Fibrosis]	
definitely have and probably also transplants, is that 
you	 are	 so	 isolated.	 You	 are	 so	 isolated,	 it’s	 outra-
geous. Even more so now 

(LTx6,	M).

Two participants reflected that restrictions had minimal impact 
on their daily lives as they typically limited their movement before the 
pandemic	to	reduce	infection	risks;	“I had a lot of complications [post- 
transplant], so I was pretty much home all the time anyway” (LTx4, F).

Despite physical social isolation, six participants described re-
strictions as having presented them with the opportunity to feel as 
if they belonged to a broader community experience, rather than 
feeling	like	an	individual	outsider:

TA B L E  1 Summary	of	participant's	demographic	characteristics

Demographic characteristic (n = 11) Descriptive statistics

Age	(years):	Mean	(SD),	Range

Age	at	interview 23.7	(3.9),	16.1	–		28.6

Age	at	transplant 17.6	(4.7),	9.5	–		25.3

Years	since	transplant 6.0 (4.0), 1.0 –  14.3

Gender: N (%)

Male 3 (27.3)

Female 8 (72.7)

Indication for transplant: N (%)

Cystic fibrosis 4 (36.4)

Pulmonary arterial hypertension 4 (36.4)

Other health conditionsa 3 (27.4)

aOther health conditions included congenital heart disease, interstitial 
lung disease and obliterative bronchiolitis.
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In this COVID time, everyone is going through a shit 
one; everyone is going through a tough time at the 
moment. If you are normal, if you are sane in mind, 
you should be going through a tough time and it 
should be pretty challenging 

(LTx6,	M).

Technology was identified by nine participants as: Fostering social 
connectedness; a means of remote employment; and a mode for re-
mote education; “I think everyone has technology. It’s easy to be like, ‘I’ll 
just FaceTime you’”	(LTx,3,	F).	Although	the	flexibility	of	remote	learning	
was discussed, one participant expressed their difficulty in adjusting 
to this mode of education; “I’d rather be at school…I find it’s just easier to 
concentrate on the task at hand”	(LTx11,	M).

One participant reported using this time to “give back to the com-
munity”	by	sewing	masks	and	selling	them	to	others,	and	found	com-
fort in contributing to a safer community during the pandemic:

I’m	actually	really	good	at	sewing…I	started	the	masks	
and	once	I	posted	one,	everyone	was	like,	‘Oh,	do	you	
mind	making	me	one?’	So,	I	started	doing	it	for	every-
one, which is good because then at least everyone’s 
a bit safer 

(LTx3, F).

3.2.3  |  Theme	3.	Infection	control	and	vigilance	
about	risk

All	 participants	 recognized	 the	 intersection	 between	 their	 immu-
nosuppression	and	COVID-	19	with	reference	to	 the	 increased	risk	
of infection and significant illness. Participants responded to this 
heightened	 risk	 with	 hypervigilant	 infection	 control	 behaviours;	
“With COVID and stuff, I am a lot more alert”	 (LTx11,	M).	Strategies	
to	limit	possible	COVID-	19	infection	included:	Attending	pathology	
appointments as the first patient of the day; minimizing outpatient 
face-	to-	face	 appointments;	 wearing	 a	 mask	 even	 when	 not	 man-
dated; depending upon family or significant others to purchase daily 
items; and restricting interactions with persons outside their own 
home.

There was general acceptance of public health orders as a means 
of protecting participants, as vulnerable members of the community. 
Concern	for	an	unknown	future	was	accompanied	by	beliefs	that	the	
pandemic	would	be	a	short-	term	transient	phenomenon	and	as	such	
the threat would abate; “It’s okay, you do what you have to for the mo-
ment”	 (LTx4,	F).	For	some,	pandemic	restrictions	 ‘normalised’	post-	
transplant life. They commented that public health recommendations 
were measures they regularly followed despite the pandemic; “every-
one is whinging about the hand sanitiser and keeping their distance from 
people…that’s been normal for us for years”	 (LTx9,	F).	 In	 response	 to	
greater	levels	of	transmission	in	metropolitan	Melbourne,	the	partic-
ipant who resided in regional Victoria expressed their hesitancy to-
wards	travelling	to	Melbourne;	“I	live	in	regional	Victoria,	so	we	don’t	

actually	have	any	cases	here…coming	to	Melbourne	is	very	scary	for	
me” (LTx8, F). One participant reflected upon the need to; “use your 
common sense really and just be careful” (LTx5, F).

Finally, one participant reported an expectation for a lowered 
risk	of	 infection	 in	 the	community	and	hypothesized	that	a	subse-
quent	decrease	in	respiratory	infections	would	be	observed	due	to	
the	increased	awareness	of	infection	control	and	the	uptake	of	pre-
vention measures amongst the general population as a result of the 
pandemic”.

I	 reckon	 cold	 and	 flus	will	 be	 potentially	 a	 little	 bit	
less…by the fact that people will probably be a bit 
more aware of their hand hygiene or whatever 

(LTx6,	M).

3.2.4  |  Theme	4.	Care	experiences	of	telehealth

Telehealth emerged as a preferential infection control modality for 
healthcare; however, participants described mixed feelings and ex-
periences with telehealth. Three participants described positive as-
pects,	 including:	Ease	of	access	to	care;	time	efficiencies	as	taking	
time	off	school/work	to	travel	to	a	health	facility	as	not	required;	re-
duced	waiting	times	in	digital	waiting	rooms	compared	to	in-	person	
settings;	 and	 elimination	 of	 potential	 infection	 risks.	 One	 partici-
pant expressed that while telehealth was a convenient and flexible 
method of healthcare delivery, there were limitations in its delivery 
associated	with	the	time-	sensitive	pressures	for	healthcare	systems	
to adapt:

I	don’t	think	telehealth	is	done	as	well	as	it	could	be,	
but that’s a sign of the fact that it had to be set up in 
the middle of a pandemic 

(LTx7, F).

Four participants reflected upon negative features of telehealth, 
particularly	a	lack	of	human	face-	to-	face	interactions;	“I do prefer to see 
the person I’m talking to. I definitely think it’s better to have a face- to- face 
or at least a video telehealth appointment” (LTx4, F). For these partici-
pants, telehealth was described as a poor substitute to previous care 
experiences, with which they had felt comfortable and safe.

4  |  DISCUSSION

To	our	knowledge,	this	is	the	first	study	reporting	the	impact	of	the	
COVID-	19	pandemic	on	the	daily	lives	and	healthcare	experiences	of	
young	people	with	a	LTx.	Interviews	occurred	during	a	4-	month	lock-
down in Victoria, with no available vaccine, culminating in significant 
community	dislocation	from	sources	of	work,	education,	leisure	and	
social interaction.

Occupational deprivation has been described as; “a state of pre-
clusion from engagement in occupations of necessity and/or meaning 
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dues to factors outside the immediate control of the individual” (pp. 
201).22	Young	LTx	recipients	reported	impacts	upon	their	daily	lives	
similarly experienced by immunocompetent youth.1– 4 Deprived of 
access to the world outside their home environment, many par-
ticipants	described	 the	 loss	of	opportunities	 for	 life	 skills	mastery	
typically associated with the transition from adolescence to young 
adulthood.	Some	participants	described	their	unique	health	status	
as accentuated by the pandemic, while others reflected a sense of 
belonging to a broader, social experience. They referred to restric-
tions as having normalized their lived experience of an immunosup-
pressed lifestyle, reflecting that the disabling of life choices and 
activities was a broader social phenomenon resulting from pandemic 
restrictions, rather than transplant itself.

Recent research suggests that adult LTx recipients are respon-
sive, resilient and adhere to public health measures aimed at re-
ducing	 COVID-	19	 transmission.12 Similarly, we found a high level 
of acceptance and adherence amongst our cohort who reflected an 
understanding	that	they,	as	a	health-	specific	group,	were	vulnerable	
to	COVID-	19	infection	due	to	immunosuppression.	Additionally,	our	
results suggest that adherence to restrictions may be attributed to 
the	cohort's	long-	term	experience	of	living	with	chronic	illness	and	
understanding	 the	 importance	 of	 minimizing	 infection	 risk.	While	
cohort	 studies	 have	 indicated	 that	 the	 incidence	of	COVID-	19	 in-
fection among transplant recipients is low,6– 10 our results suggest 
that recipients’ acceptance of the social climate of the pandemic, in 
addition to adherence to public health directions, may play a protec-
tive and preventive role in reducing infection; a phenomenon also 
reported in other groups with chronic disease.24

Insights into the effect of the pandemic on healthcare experi-
ences were also provided, with particular reference to the adop-
tion	 of	 telehealth	 as	 a	 substitute	 for	 face-	to-	face	 healthcare.18 In 
Australia,	telehealth	was	supported	by	federal	government	funding	
changes to the nationalized healthcare model.25 Consumers have 
previously described both the positive (e.g. ease and convenience) 
and negative aspects (e.g. challenges in communication, including 
lack	of	eye	contact	and	difficulties	in	responding	to	non-	verbal	body	
language) of these modalities.26 This was similarly reflected in our 
cohort who valued the convenience, but felt the loss of continuity 
and	familiarity	associated	with	face-	to-	face	consultations.

4.1  |  Strengths and limitations

The participatory nature of this study was a significant strength that 
enabled us to gain an initial understanding of the impacts of the 
COVID-	19	pandemic	on	this	cohort.	Another	strength	was	the	ability	
to leverage technology to conduct this study remotely during a pub-
lic health crisis when movement in the community was restricted, 
allowing	us	to	collect	data	in	real-	time,	rather	than	retrospectively.	
The results, however, should be interpreted within the context of 
several	 limitations.	 Although	 the	 impact	 of	 the	COVID-	19	was	 an	
area	of	inquiry	during	the	interviews,	this	was	not	the	central	focus	
of the broader project and as such these findings are preliminary. 

Furthermore, the small sample size limited the generalizability of the 
conclusions	 drawn,	while	 acknowledging	 that	 the	 impacts	 on	 this	
cohort may be broader than we have identified. Recent research has 
highlighted the significant impact of the pandemic's social climate 
on	 the	 psychological	 well-	being	 of	 adult	 LTx	 recipients27,28; how-
ever, additional research specifically exploring the social and mental 
health impacts on young LTx recipients is needed to clarify these 
impacts and inform the response of the healthcare system to best 
support their needs in such times of crisis. Despite these limitations, 
the	findings	of	this	study	are	unique	in	that	they	have	provided	in-
sight into these impacts in a country that has experienced significant 
restriction on community movement.

5  |  CLINIC AL IMPLIC ATIONS AND 
CONCLUSION

For	adolescent	LTx	recipients,	post-	transplant	outcomes	continue	to	
be poor compared to those of adults, with a lower expectancy of 
survival.29	Youth-	informed	strategies	to	redesign	healthcare	during	
public health crises may contribute to improving outcomes, includ-
ing: (1) Ensuring an active voice of youth in the modality and delivery 
of their own healthcare; (2) individuating care programs; (3) provid-
ing	video-	based	 telehealth	 in	 the	absence	of	 face-	to-	face	care;	 (4)	
consider	face-	to-	face	healthcare	for	socially	vulnerable	youth,	as	not	
all young people have private and safe spaces within their home for 
telehealth30; (5) leverage technology as an accessible and effective 
modality for health literacy, care and psychosocial support to engage 
youth in their own care; and (6) ensure the constancy of clinicians to 
foster effective relationships of trust.

This study has focussed upon youth living with an immuno-
suppressed lifestyle in a time of a virulent and everchanging virus. 
Occupational deprivation may have stalled significant life transitions 
typically associated with youth; however, this study has identified 
that participants’ experiences were not wholly negative. Outcomes 
of this study, from the perspective of young LTx recipients during 
the	first	year	of	the	pandemic,	may	assist	to	mitigate	negative	long-	
term	sequalae	of	COVID-	19	upon	the	developmental	continuum	of	
transplanted youth.
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