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The delivery of rapid genomic sequencing (rGS) to critically unwell children in intensive care occurs at a time of immense pressure
and stress for parents. Contact with families after result disclosure, particularly after hospital discharge, presents an opportunity to
meet their psychological, medical and information needs as they evolve. This study explores the preferences and perspectives of
health professionals and parents of genetics follow up after rGS. Semi-structured interviews were conducted with 30 parents, seven
genetic counsellors (GCs) and four intensive care physicians with experience in rGS. Transcripts were analysed using reflexive
thematic analysis. Current practices surrounding genetics follow up after rGS were highly variable, resulting in some families not
receiving the ongoing care they needed. Reasons identified by families for wanting follow-up care represented only a subset of
those identified by health professionals. While GCs routinely provided their details to allow parents to initiate further contact, this
was not always sufficient for follow-up care. Health professionals identified both organisational and psychosocial barriers to
conducting follow up. As rGS transforms the diagnostic pathway in rare disease, there is a need for a co-designed, standardised but
flexible model for follow-up care with genetics professionals so that families’ evolving needs are met.
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INTRODUCTION
Evidence for the clinical utility of rapid genomic sequencing (rGS)
for critically unwell infants and children has been extensively
reported [1–5]. This has triggered calls for rGS to be considered the
standard of care in this context [2, 3, 6]. However, challenges remain
to be addressed before this can be realised [3].
Our previous research [7, 8] along with other studies [9–13] have

raised concerns about parents’ ability to make informed decisions in
this highly stressful and time-pressured environment. Despite
displaying low levels of decisional regret [10, 14], parents are
cognizant of the way their heightened emotional state impacts their
ability to make an informed decision about rGS [8]. Furthermore, we
found some parents report making rushed and pressured decisions
about rGS for their critically unwell child [8], suggesting there may
be an increased need for additional information and psychosocial
support at a later time. While we, and others, have previously
highlighted the value of pre- and post-test genetic counselling as an
integral part of delivering rGS in a way that supports the information
and psychological needs of families [8, 9, 11–13], limited research
has explored post-test counselling practices.
Meeting with families again post-results disclosure (a ‘follow-up

appointment’) in the ambulatory setting, after the period of
critical illness, presents an opportunity to address some of the
potentially unmet needs of parents after rGS. However, practices

and perspectives of health professionals surrounding rGS follow
up are not well understood. Furthermore, parents’ experiences
of – and need for – contact with genetic health professionals after
rGS have also not been explored. This study therefore aimed to
investigate the preferences and perspectives of health profes-
sionals (genetic counsellors representing genetic services, and
intensive care physicians representing intensive care) and parents
about follow up after rGS.

MATERIALS AND METHODS
Context
Implementation of rGS in the Australian neonatal and paediatric intensive
care setting has been evaluated in a multi-site study by the Australia
Genomics Health Alliance Acute Care Flagship, the protocol and clinical
outcomes for which are described elsewhere [4]. Briefly, participants of the
wider clinical study were critically unwell infants or children suspected of
having a monogenic condition and their families. As part of their clinical
care, families were offered trio exome sequencing, with results returned
approximately three to five days after consent. The clinical procedure
involved either a genetic counsellor (GC) or clinical geneticist (or both)
conducting pre-test counselling with parents to facilitate decision making
regarding testing. Similarly, a genetics health professional (GC or clinical
geneticist) disclosed the result; in exceptional circumstances where a
genetics health professional was not available, another health professional
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involved in the care of the patient (e.g., the intensivist) disclosed the result.
The study protocol did not include any prescription for contact with
families following results disclosure, irrespective of which health profes-
sional disclosed the result.

Participants
Parents. Methods for recruitment of parents for this study have been
described elsewhere [8]. Briefly, inclusion criteria for were all parents of
children who participated in the Acute Care Flagship study between March,
2018 and December, 2018. Families were excluded if the treating team
deemed them not appropriate to contact, decided on a case-by-case basis.

Genetic counsellors. All 16 GCs who participated in a previous phase of
the study (described elsewhere, [7]) consented to be recontacted for
a second interview. Recruitment continued until all GCs previously
interviewed were contacted.

Intensivists. All intensivists (paediatric intensive care clinicians and
neonatologists) involved in the wider study were invited to participate in
an interview via the clinical leads at each site. The total number of
intensivists involved in the delivery of rGS in Australia was unknown at the
time of the study, therefore recruitment continued until all clinical leads
were contacted.

Data collection
Qualitative semi-structured interviews with health professionals were used
to explore their practices and preferences for the delivery of rGS in
intensive care, part of which centred on the provision of follow-up care;
that is, contacting, speaking to, and/or meeting with the parents of their
patients following results disclosure. Interviews with parents explored their
experiences of the delivery of rGS for their critically unwell child, from pre-
test counselling and consent, through results delivery and follow-up care.
All interviews were conducted by FL via telephone, videoconference, or

in-person, using an interpreter where required. The interview guides are
included as Supplementary Material. Results from earlier interviews with
GCs and of parents’ experiences with decision making for rGS have been
reported previously ([7] and [8], respectively).
Parent interviews were conducted with one or both parents, together or

separately, depending on participant preference and availability. Inter-
views were audio-recorded and transcribed verbatim. For the interview
involving an interpreter, only the English portions were transcribed (i.e.,
the interviewer and interpreter speaking). To maintain anonymity,
pseudonyms were assigned to parents and children and numeric IDs
assigned to health professionals.

Data analysis
Interviews were analysed concurrently with data collection using reflexive
thematic analysis [15], involving familiarisation (becoming immersed in the
data), generating codes (labelling sections of the transcript), constructing
candidate themes (grouping codes and data into coherent themes), and
revising and defining these themes through further coding and discussion.
Initial codes were generated from topics in the interview guide and informed
by the literature, with further codes generated inductively from transcripts.
All transcripts were coded and discussed by FL and BM to ensure rigor, with
themes reviewed and refined by FL, BM, AN and CG. Iterative data analysis
was managed using NVivo 12 qualitative data analysis software [16].
In quotes presented in this paper, an ellipsis (…) reflects where a

significant part of speech has been removed, and square brackets
represent where a word has been replaced for clarity or to protect
participant anonymity.

RESULTS
Participant characteristics
Parents. Twenty-three interviews with 30 parents of 20 patients
were conducted between 10 and 21 months after rGS results
disclosure. Participant characteristics have been described pre-
viously [8]. Important to note for the data presented in this paper,
nine (45%) patients received a diagnostic rGS result, four (20%)
received an uncertain result, and seven (35%) received no
diagnosis from rGS. Fourteen (70%) families were from Victoria,
three (15%) from Queensland and three (15%) from New South

Wales. Fourteen (70%) children were alive at the time of interview.
One child had been discharged prior to rGS results delivery.

Genetic counsellors. Seven of the 16 GCs who completed an
interview in 2018 participated in a second interview in 2020.
Reasons for not participating included: too busy (n= 2); on leave
(n= 1); or had not continued to work in the intensive care setting
(n= 6). The GCs interviewed represented a range of clinical
experience, areas of genetic counselling practice, and locations
across Australia (Table 1).

Intensivists. Four intensivists participated, working in either the
neonatal intensive care unit (NICU) (n= 3, 75%) or paediatric
intensive care unit (PICU) (n= 1, 25%). Three (75%) practiced in
Victoria (at two different hospitals) and one (25%) in New South
Wales. All were regularly involved in the delivery of rGS at their site.

Current follow-up practices
Health professionals’ current practices for following up families
after rGS in intensive care are summarised in Table 2. Neither
intensivists nor GCs reported any universal standard approach for
follow up of patients after rGS, resulting in variation in practices
between hospitals and individual clinicians.
Overwhelmingly, health professionals felt that follow up should

be personalised to each individual family and their own unique
circumstances, as well the clinical needs of the child.

“…follow up needs to be individualised to the patient and their
family and what their needs are.” [Intensivist 2]

“I believe in that kind of individualised approach to everything…
[because] it’s patient-centred care…” [GC 4, 11-20 rGS cases seen]

Parents’ reports of receiving follow up regarding their child’s
rGS result (diagnostic, non-diagnostic or uncertain) were mixed;
some parents had ongoing contact with the medical genetics
team (clinical geneticist and/or GC) and multiple follow-up
contacts, whereas others had not heard from the medical genetics

Table 1. Genetic counsellor participant characteristics.

No. of
participants

Clinical genetic counselling
experience

<5 years 1

5–9 years 4

10+ years 2

Number of families
counselled for rapid
genomic sequencing at the
time of second interview

0 0

1–10 1

11–20 3

21–50 2

100+ 1

Area(s) of experience in
genetic counselling
practicea

General 3

Paediatrics 4

Prenatal 4

Cancer 1

State Victoria 5

New
South Wales

1

South Australia 1

TOTAL 7
aTotal >7 as some GCs had experience in more than one area of practice.
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team since results disclosure. None of the parents interviewed
reported follow up with their intensive care team related to rGS,
and there are appeared to be no pattern of follow up related to
diagnostic outcome.

“We met with [the clinical geneticist and genetic counsellor] six
months [after results disclosure]…” [Ayden, father of Alex, diagnosis]

“I had a couple of phone calls, and some emails, and [the clinical
geneticist and genetic counsellor] talked us through that and
gave us recommendations. They liaised with our GP, as well, to
help him link in and know how to set up things up…” [Penny,
mother of Parker, diagnosis, deceased]

“…there was no follow up, it was just ‘there’s nothing, sorry’…
there was no information or data or follow up or anyone to
contact around how we could find out further information or put
anything in place for future testing.” [Natalie, mother of Nicholas,
no diagnosis, deceased]

“Before [the] test also they spoke with us, then after test also they
spoke with us. Then after that I haven’t seen any doctor of genetic
testing.” [Odette, mother of Oliver, diagnosis]

The purposes of follow up are varied
Both intensivists and GCs identified a variety of reasons for
meeting or talking with families again after the delivery of a result
from rGS (Table 3).
Parents wanted further contact with their medical genetics team

after receiving a result from rGS; reasons for this aligned with those
information and medical needs identified by health professionals.

“…we had a lot more questions about certain things on our
follow-up genetics appointment than we probably had for that
first [meeting] …” [Astrid, mother of Alex, diagnosis]

“…because the other things are gradually coming into control, so
for us it’s like ‘right, we want to know more, we want to know

what the research is doing, we want to know what future
treatment options look like’, all those sorts of things. Of more
focus to us now.” [Logan, father of Lyla, uncertain result]

“…definitely follow up needs to happen, in any which way or
form. You know, what happens next? Is that it? Do we never, do
they never look at her DNA again or do they? Will they run her
DNA again in six months’ time, 12 months’ time? Do we have to
ask for the DNA to be run again? Who pays for that? Do we pay
for that? Do the hospital pay for that? All these questions.” [Jenny,
mother of Jessica, no diagnosis, deceased]

Initiating follow up
Some parents wanted to meet with the medical genetics team
soon after results disclosure, whereas others wanted the ability to
get back in contact on their own terms.

“…I probably would have liked another face-to-face appointment
after we’d had a chance to process the information…” [Eleanor,
mother of Edward, diagnosis]

“Even an email address that they can email later, a person that
they can go back to and say ‘hey, can I have another meeting
when you guys are free, I’ve got a whole heap of questions.’”
[Kayla, mother of Kate, uncertain result]

Some GCs routinely provide their work contact details to
families, allowing them to get in contact when they desired or felt
necessary. This was either instead of or on top of follow up
initiated by the medical genetics team.

“I think them having your number…so they can contact you and
say ‘I’m freaking out, please call me’, [because] I have some
families that do that repeatedly. That’s fine, and I call them back.”
[GC 6, 100+ rGS cases seen]

“Generally the genetics team will have a standard, you know,
book people in six months later or 12 months later for a review,
but I think I’m finding a lot of people are contacting us earlier

Table 2. Follow up reported by genetic counsellors and intensivists.

Process for follow up Illustrative quote(s)

Follow-up practice varies “There’s not heaps of a process.” [GC 4, 10-20 rGS cases seen]
“I think we all probably do things a little bit differently.” [GC 3, 20-50 rGS
cases seen]
“…we have a standard neonatal follow-up clinic…we tend to see the congenital
malformations as opposed to the babies who come in with illnesses…”

[Intensivist 3]
“…we don’t have [post-intensive care follow up].” [Intensivist 4]

Other specialties manage follow-up care “…often it wouldn’t be us because they might have had 8 weeks in a ward in the
hospital and where there were other supports had been put in place, often
palliative care would have been in place, and so the follow up wouldn’t, our team
would have played a very minor role [in follow up]…” [GC 2, 10-20 rGS cases seen]
“…follow up would be by the home team that the patient is discharged under, so
neurologists, etc…The ongoing care will be happening by the GP, the
paediatrician, subspecialist, the surgeons that are involved with that patient
ongoing.” [Intensivist 4]

Medical genetics team (clinical geneticist and/or genetic
counsellor) manage genetics follow up

“…when there is genetic follow up…that follow up is arranged through the
genetics department…” [Intensivist 4]
“If it’s any Genetics follow up, we usually would do it through the genetics team…”

[Intensivist 1]
“There will be ongoing outpatient follow up with the genetics team, and generally
that timing seems to be determined by the genetics team…” [Intensivist 2]
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than that to sort of check in or talk about pregnancy planning in
the future…” [GC 5, 21-50 rGS cases seen]

However, other GCs felt this alone was not appropriate; these
GCs felt that families would be reluctant to contact them, and
that they instead should be the ones to initiate follow-up
contact.

“…it shouldn’t be the parents’ responsibility to initiate [follow up],
because some would feel reluctant or wouldn’t know that they
could.” [GC 2, 11-20 rGS cases seen]

“I think that if follow up isn’t offered, unless families…have
questions hanging over them that they can’t get rid of, they’re
unlikely to seek it out for themselves.” [GC 7, 11-20 rGS cases seen]

Parents also reflected on this practice; despite having the GC’s
contact details, parents felt it was sometimes easier to look for
information themselves online.

“[GC] did say that we could get in touch and ask any questions
we have, but if you’ve got questions and you do reading you
generally find the answers, so it wasn’t anything that I felt like I

needed to write to [the GC] about immediately, or anything like
that.” [Astrid, mother of Alex, diagnosis]

Additionally, some families – none of whom had received a
diagnosis – were unclear how meeting with a GC following their
child’s result would provide value.

“…even genetic counselling, I’m not even sure if, because if there’s
no genetic component, how could that help?” [Kayla, mother of
Kate, uncertain result]

“…with genetic counsellors, if there is no results, what can they
help us with in the future?” [Jenny, mother of Jessica, no
diagnosis, deceased]

Barriers to follow up
Genetic counsellors reported that barriers and challenges to
delivering genetic counselling follow up after rGS included
organisational and workplace barriers, as well as concerns for
families’ emotional and social wellbeing (such as not wanting
parents to feel harassed or distract from other support services)
(Table 4).

Table 3. Purposes for follow up identified by genetic counsellors and intensivists.

Intended purpose for follow up Illustrative quote(s) Raised by

Information needs As an opportunity for parents to ask
questions

“I think to have that one-on-one time is a little bit more relaxed and
conducive to having a conversation. I think when there’s a number of
people sitting around or standing around the parents, they kind of find
it hard to formulate questions and think what they want to ask. So I will
do a follow up…” [GC 1, 1-10 rGS cases seen]
“…it’s an opportunity to…answer any questions…” [Intensivist 2]

Both

To reiterate information delivered at
pre-test counselling

“Sometimes we’ll just ask if they want to go over events again, if they
understand everything that happened…” [Intensivist 1]
“…when we are following up a family after that initial results
appointment, so say in the next few days, we often are playing the role
of reiterating some of that information, some of the medical
information…” [GC 7, 11-20 rGS cases seen]

Both

To check understanding and correct
misunderstanding

“…they may not have taken in anything or much of what we’ve said at
the results appointment, so it’s to check that, what they’ve understood,
if they need more information…” [GC 3, 21-50 rGS cases seen]
“…it’s an opportunity to kind of clarify any misunderstandings…”
[Intensivist 2]

Both

To discuss reproductive planning
and recurrence risk

“…with that 6-week follow up after a loss or something, we always use
that appointment not just to check in how they are emotionally, but to
talk about recurrence risk and what it may mean for future pregnancies
and things like that, so they’re sort of generally [at] a point where
they’re ready to start thinking about the possibility of that, or they’re
wanting to know a bit more information and help them move forward.”
[GC 1, 1-10 rGS cases seen]

GCs

To discuss the diagnosis in
further detail

“…they might have been given the result, it might have been on the
ward or not in the usual setting, and so the purpose would be to see
them again to talk more about what’s known about the condition that
the child has…” [GC 2, 11-20 rGS cases seen]

GCs

Psychological needs For emotional and psychological
support

“[The purpose of follow up is] entirely psychosocial…it’s support…”
[GC 4, 11-20 rGS cases seen]

GCs

To check for signs of
pathological grief

“…it’s an opportunity for us to check in with the families, firstly, to
see…whether they have any signs of, in a sense, pathological grief…”
[Intensivist 2]

Intensivists

For rapport building and to establish
a relationship

“…a bit of a courtesy follow up, bit of rapport-building, relationship-
establishing, that sort of stuff. So that they know that they’ve got some
support and a contact person if they’ve got any questions later.” [GC 1,
1-10 rGS cases seen]

GCs

Medical needs To look for a diagnosis, if rGS was
negative

“…some of [the negative cases] had already had review appointments
made with our team…so [the medical and research team] met…to
discuss all of those cases in terms of re-looking or reanalysing some of
the data…” [GC 2, 11-20 rGS cases seen]

GCs

For surveillance screening for
particular conditions

“…a lot of care coordination…a lot of it’s surveillance, so known
problems that we know come on over time.” [Intensivist 3]

Intensivists

To coordinate future follow up “…it’s an opportunity to…ensure that they’ve got sufficient follow ups
in the future…” [Intensivist 2]

Intensivists
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DISCUSSION
The delivery of rGS for critically unwell children in intensive care is
a time of immense pressure and stress for parents, impacting their
ability to make decisions and integrate complex information [8].
This study examines, for the first time, follow-up care after rGS (or
any genetic testing) in intensive care. Our findings emphasize the
importance of follow-up contact between families and their child’s
medical genetics team in this context. Contact with families after
rGS result disclosure presents an opportunity to address families’
evolving psychological, medical and information needs in the
ambulatory setting. However, we demonstrated that current
approaches to follow up cannot be relied on to meet parents’
needs, despite parents and health professionals having aligned
intentions about, and goals for, follow up.

The need for genetics follow up after rGS
Despite the purported benefits of ongoing support following
genetic testing in the paediatric outpatient setting [17], our data
show that current practices, as reported by parents and health
professionals, around follow up of children after rGS in intensive
care are highly variable. Recent research in the Australian context
suggests that practices for recontacting patients are also ad-hoc in
other genetics subspecialties such as familial cancer, with most
services relying on patients initiating recontact [18]. With no
universal standard approach in place, some families do not receive
the ongoing care they need.
It was the practice of some GCs in this study to leave

responsibility with parents to contact them after rGS; while this
was intended to be sensitive to differing family circumstances, it
can leave parents with unmet needs. Additionally, it was evident
that parents may not recognise that they could actively recontact
their GC (instead of waiting to be recontacted) or were not aware
of how it may help them – findings that mirror observations from
a paediatric outpatient setting [19]. Reasons identified by families
in this study for wanting further contact with their medical
genetics team appear to align with many of the reasons identified
by health professionals; however, some reasons for ongoing
care identified by health professionals (such as the need for
surveillance screening and psychosocial support) were not
recognised by parents. This lack of understanding about both
the opportunity and purpose of further contact with their medical
genetics team means parents may be less likely to initiate such
contact themselves.
Despite these barriers, research in the outpatient setting shows

that patients value having access to a named person whom they
can contact in their clinical genetics service following their
appointment [20]. In contrast, our study showed that not all

parents found that solely being given their health professional’s
contact details was valuable, and that despite parents having their
health professional’s contact details, they often did not initiate
contact. This disparity in findings may suggest that, while parents
want to be able to contact their clinical genetics service (or
individual genetics health professional) when they are ready,
some families may require their genetics health professional to be
more proactive and initiate this connection.

Genetics follow-up after rGS should be standardised, but
flexible
Despite the clear need for individualised care in this context, some
parents reported not receiving any genetics follow-up care at all.
Our findings from health professionals would suggest that this is
because follow up is not standard for all families, rather than a
failure of existing policy or procedure. To better support a family-
centred approach to the delivery of rGS, it should be standard to
offer follow-up care. Effective procedures and processes to
address barriers to follow-up contact also need to be put in
place. As rGS becomes more widely used and is initiated by a
variety of medical specialists [21, 22], further consideration should
be given to how and when to connect families with genetics
health professionals.
This proposal presents a tension between the need to

standardise procedures and the need to ensure that the approach
is tailored to each individual child and family’s needs. A balance
could be reached by implementing a minimum standard of care to
ensure families receive – or are at least actively offered – follow up
which is tailored to each family’s needs; for example, a phone call
some weeks or months after results delivery to explore their needs
at that time and offer an appointment then or in the future. This
proposed minimum standard of care would provide a ‘safety net’
for families who would otherwise have had no follow-up support
or arrangements put in place, whilst also supporting families who
require a greater level of individualisation.
While this study provides evidence of a need for such an

approach, further research is needed to establish its finer details.
The role of the genetic counsellor in follow-up care after rGS is only
just emerging. Different models of rGS in intensive care are being
implemented around the world, with variation in the role genetics
health professionals play. Irrespective of the model of delivery,
follow-up genetics care should be carefully considered to meet the
additional information needs that families may have following rGS.
Particular attention should be paid to the care of families with a
deceased child, and to those whose child remains in long-term
inpatient care. Development of this model of care should utilise
principles of co-design involving such key stakeholders, and its

Table 4. Barriers and challenges to follow up identified by genetic counsellors.

Barrier/challenge to follow up Illustrative quote

Parents are likely very busy and GCs did not want to
‘harass’ them

“I don’t want to feel like I’m harassing them all the time and I’m sure with a new baby
and they’ve potentially got other children at home as well and depending on what
sort of medical appointments are needed, they’re just, they’re busy, they’re busy
parents.” [GC 1, 0-10 rGS cases seen]

Revisiting the hospital with its associated negative
memories is difficult for families

“…it’s also really, really hard for the parents to physically come back to the hospital
where they’ve received so much bad news and everything’s kind of gone wrong for
them… that’s hard for people to actually step back into the building as well.” [GC 1,
0-10 rGS cases seen]

Not wanting to distract from or be confused with other
support services in place for families

“…you don’t want to interrupt the existing services in place for bereavement,
palliative and bereavement support, because that can be a distraction and confusing
for families who are already getting other counselling…” [GC 6, 100+ rGS cases seen]

Continuity of care impacted by part-time work and
clinical schedule of GCs

“…we have departments where people work part-time, so it’s not always going to be
the same person to have that continuity…” [GC 5, 20-50 rGS cases seen]
“I don’t have [hospital] clinics, so I don’t actually have a dedicated thing where I can
say ‘I will book you in with me in three to six months’ [because] I don’t do that, right?
And so I put them in with the doctor and then I’ll attend the clinic if I’m around…”

[GC 4, 10-20 rGS cases seen]
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evaluation should stay attuned to the ever-evolving technology on
which it is based.

Study limitations and further research
Clinical geneticists were not included in this study due to time and
resource constraints so aspects of genetics follow-up care may not
have been captured.
As interviews with parents occurred between 10 and 21 months

post-rGS results disclosure, it is possible that some families either
did not recall their follow-up care or had not yet attended a
follow-up appointment with the genetics service.
Additionally, due to the geographic dispersion of families

and health professionals, some families discussed healthcare
teams who are not represented in this study, and families’
perceptions therefore do not necessarily reflect the health
professionals interviewed.
This research took place within the Australian healthcare

system. While findings are therefore not generalisable to
experiences in other countries and healthcare settings, similar
challenges and opportunities are likely to present themselves.
Hospitals, health systems and countries yet to implement rGS in
critical settings should therefore deliberately consider their
plans for follow-up genetics care after testing, especially where
clinical genetics services are not involved in pre- and post-test
counselling.
The small number of health professionals recruited for this

study means that data saturation was not reached and therefore
the findings reported here may not be exhaustive of all
perspectives of this population. Particularly, the small number
and lack of geographical diversity of intensivists is a limitation of
this study. However, the number of health professionals involved
in the delivery of rGS in intensive care in Australia remains small,
and therefore recruitment is inherently limited. As rGS becomes
more widely adopted, further research investigating the perspec-
tives of a greater number and variety of health professionals –
including clinical geneticists and other medical specialists – would
be beneficial.
Transcripts of interviews with non-English-speaking participants

were only of the interpreter’s words. While this single interview
did not raise different or additional perspectives to those
conducted in English, further targeted research is needed to
explore the experiences of those who are navigating rGS in an
unfamiliar language. Inclusion of parents from a wide range of
demographic circumstances will be critical for the co-design of
standard-of-care follow up.

Conclusion
rGS transforms the diagnostic pathway in rare disease and follow-
up genetics care is essential to meet the post-test psychological,
medical and information needs of families. Current practices are
variable and development and evaluation of a standardised model
for follow up of families after rGS is desperately needed to guide
health professionals and services. A model of care that remains
flexible and sensitive to family needs is likely to best address
this gap.
Though the need for genetics follow up may not be unique to

rGS in acute care, the particular challenges of this setting make it
an imperative. Furthermore, the ongoing implementation of rGS
into intensive care settings around the world provides an
opportunity to address this need concurrently with technology
adoption. Co-design will be a critical step to ensure development
and implementation of a model of care that addresses the specific
challenges of this context.
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