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Abstract
Sudden cardiac death (SCD) is a devastating event for the family and the community, 
especially when it occurs in a young person (<45 years). Genetic heart diseases, in-
cluding cardiomyopathies and primary arrhythmia syndromes, are an important cause 
of SCD in the young. Although cardiogenetic evaluation, that is, clinical evaluation, 
genetic testing, and psychological support, is increasingly performed after SCD, it is 
unknown how suddenly bereaved family members experience the process. We aimed 
to explore the experiences of family members with cardiogenetic evaluation after 
SCD, and their perception of the process and care received. In- depth interviews were 
conducted with 18 family members of young people (<45 years old) who died sud-
denly, including parents, siblings, and partners. The interviews were thematically ana-
lyzed by two researchers independently. In total, 18 interviews were conducted from 
17 families. The following themes were identified: (1) Experiences with postmortem 
genetic testing including managing expectations and psychological impact, (2) appre-
ciation of care such as access to genetic counseling and relief following cardiac evalu-
ation of relatives, and (3) need for support including unmet psychological support 
needs and better coordination of care immediately after the death. Although partici-
pants appreciated the opportunity for cardiogenetic evaluation, they also experienced 
a lack of coordination of cardiogenetic and psychological care. Our findings stress the 
importance of access to expert multidisciplinary teams, including psychological care, 
to adequately support these families after a SCD in a young family member.
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1  |  INTRODUC TION

Sudden cardiac death (SCD) is a tragic event that is devastating for 
the family as well as the community, especially when it occurs in a 
young person (<45 years). Genetic heart diseases are an important 
cause of death in such cases and can include inherited cardiomyo-
pathies and primary arrhythmia syndromes (Bagnall et al., 2016). 
Most are inherited in an autosomal dominant pattern, meaning that 
families dealing with the profound grief of the death must also con-
front the heritable risk of disease for themselves and close family 
members.

Where a SCD is due to a primary arrhythmia syndrome, such as 
long QT syndrome or Brugada syndrome, no structural abnormal-
ities will be identified at postmortem investigation. Postmortem 
genetic testing may identify an underlying genetic cause in approxi-
mately 10%– 20% (Bagnall et al., 2016; Lahrouchi et al., 2017; Skinner 
et al., 2011). If a causative variant can be identified, then cascade ge-
netic testing can be offered to at- risk family members, clarifying risk 
for relatives and guiding clinical evaluation. Importantly, for many 
families, identifying an underlying genetic cause can also provide 
an answer for the death, which may also help the grieving process. 
First- degree family members are at increased risk of complicated 
grief and posttraumatic stress symptoms, especially mothers of the 
deceased (Ingles et al., 2016; Yeates et al., 2013). Literature describ-
ing needs of these families indicate a desire for reconstruction of 
the event, a need for sensitivity from healthcare professionals in-
volved in their care, and a desire for appropriate psychosocial care 
(McDonald et al., 2020; Wisten & Zingmark, 2007). Cardiogenetic 
evaluation incorporates the clinical, genetic, and psychological in-
vestigations that should be offered to families after a young SCD 
(Stiles et al., 2021).

Although postmortem genetic testing is increasingly performed 
after SCD, the experiences and perceptions of family members re-
garding cardiogenetic evaluation, including postmortem genetic 
testing, are largely unexplored. We have previously shown that 
among a small group of relatives who had experienced a young SCD, 
those with greater psychological distress have poor adaptation to 
their genetic results (Bates et al., 2019). Here we explore the expe-
riences of family members with cardiogenetic evaluation after SCD, 
and their perception of the process and care received including the 
genetic test result. Insights gained could be used to improve the care 
for these families.

2  |  METHODS

2.1  |  Design

A qualitative interview study design was used to explore the experi-
ences of family members of young people who died suddenly, with 
in- depth focus on cardiogenetic evaluation and other care they re-
ceived following the SCD.

2.2  |  Participants

Adult family members of young people who died suddenly (<45 years 
old), including parents, siblings, and partners, attending a multidis-
ciplinary specialized cardiogenetic clinic in Sydney, Australia, from 
2003 to 2020 were eligible for inclusion in this study. Family mem-
bers of a young person who died very recently (i.e., <6 months) were 
not approached. A purposive sampling strategy was used, whereby 
we aimed to include families with a range of clinical and demographic 
characteristics.

2.3  |  Procedures

Family members of SCD cases were approached by phone by a 
genetic counselor involved in the care for these families (LY). If in-
terested, an information sheet was provided via email. Written in-
formed consent was requested. Semi- structured interviews were 
conducted by LvdH, a researcher with a background in psychol-
ogy and not involved in the care of these families. Interviews were 
conducted over the phone or face- to- face, depending on the pref-
erences of participants. All interviews were audio- recorded with 
consent of the participants. A semi- structured interview scheme 
was developed based on existing literature and clinical experience, 
and was reviewed by the multidisciplinary team. Topics covered 

What is known about this topic

Postmortem genetic testing after sudden cardiac death 
(SCD) in a young person (<45 years) may identify a ge-
netic cause in approximately 10%– 20%. First- degree fam-
ily members are at increased risk of complicated grief and 
posttraumatic stress symptoms, especially mothers of the 
deceased and those who witnessed the event. SCD family 
members express a desire for reconstruction of the event, 
a need for sensitivity from healthcare professionals, and 
appropriate psychosocial care.

What this study adds to this topic

We explored the experiences of family members with car-
diogenetic evaluation after SCD, and their perception of 
the process and care received. Guideline recommended 
care for families should include clinical evaluation, genetic 
testing, and psychological support. The impact of these in-
vestigations and support is overall positive, though there 
are important factors to consider including better coordi-
nation of care from the point of death to attendance at a 
specialized clinic, ensuring sensitivity of healthcare profes-
sionals and clear but timely provision of information.
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were: (1) experiences with being informed about the possibility of 
postmortem genetic testing, (2) their experiences with and attitudes 
toward the care they received, (3) experiences with the process of 
postmortem genetic testing, (4) and perceptions of the result of 
postmortem genetic testing. Recruitment of participants for the in-
terviews was continued until data saturation was reached. The in-
terviews were conducted between May and August 2019 and lasted 
a mean of 82 min (range 50– 128 min). This study was approved by 
the Sydney Local Health District (Royal Prince Alfred Hospital Zone) 
Ethics Committee (X19- 0019 & 2019/ETH00094) and participants 
provided written consent.

2.4  |  Data analysis

All audio- recordings were transcribed verbatim by an external tran-
scriber. For one of the interviews, the quality of the recording was in-
sufficient and was therefore not transcribed nor analyzed. Thematic 
data analysis was conducted by two researchers (LvdH and JD) in-
dependently, based on the principles of Braun and Clarke (2006). 
After initial coding of the interviews, a codebook was developed. 
Any disagreements between the two researchers were discussed 
until agreement was met. A third researcher (JI) was available for 
consultation in case the two researchers did not reach agreement. 
Based on the codebook, themes and subthemes were created and 
discussed among the author group. All transcripts were re- read by 
LvdH to ensure no interesting findings were missed. Quotes of inter-
views were collected to illustrate the results.

3  |  RESULTS

3.1  |  Participants

Table 1 shows the sociodemographic and clinical characteristics of 
participants. In total, 18 family members from 17 families completed 
an interview. Interviews were conducted with 10 parents, five sib-
lings, and three partners of young people who suddenly died. In the 
family of nine participants, a potential genetic disease was identi-
fied at postmortem examination, including inherited cardiomyopa-
thies and arrhythmia syndromes. A disease- causing genetic variant 
was identified in seven (41%) families. In the other families, results 
of postmortem genetic testing were considered uninformative, in-
cluding variants of uncertain significance (VUS) (n = 6) and where no 
variant was identified (n = 5). Three families had their genetic variant 
reclassified, two downgraded and one upgraded.

3.2  |  Experiences of family members

Based on thematic analyses, three main themes were identified: (1) 
Experiences with postmortem genetic testing, (2) appreciation of 
care, and (3) need for support (Figure 1).

3.3  |  Experiences with postmortem genetic testing

3.3.1  |  Decision- making about postmortem 
genetic testing

Participants' main motivation for postmortem genetic testing was 
that it potentially provided an answer, a cause of death. Some men-
tioned that they wanted to do this to make sure they would not miss 
something and potentially gain certainty.

“I just hope that one of these years maybe we'll get an answer. I 
guess, again, as a mother, you want to know it wasn't something you 
missed. That bothered me for quite some time and now I think well I can-
not think of anything that we missed or could have done differently.” 
(Participant 18, parent).

Most participants said that family members felt the same way 
about genetic testing. Furthermore, participants decided to do it to 
ensure relatives are safe and to prevent sudden death from happen-
ing to others. Many participants said they had no reservations about 
postmortem genetic testing; it just felt like something logical to do.

“I had no reservations at all about [genetic] testing. I couldn't think of 
one reason why not.” (Participant 10, sibling).

TA B L E  1  Sociodemographic and clinical characteristics of 
participants.

N (%) or 
N ± SD

Sex

Female 11 (61.1)

Male 7 (38.9)

Mean age (SD) 49.3 ± 10.2

Time since SCD in years 8.1 ± 4.9

Age of deceased in years (SD) 24.9 ± 9.1

Relationship to deceased

Parent 9 (50.0)

Sibling 5 (27.8)

Partner 4 (22.2)

Clinical diagnosis of disease

Inherited cardiomyopathy 5 (27.8)

Inherited arrhythmia syndrome 4 (22.2)

Unexplained 9 (50.0)

Variant identified

LP/P variant 7 (38.9)

VUS 6 (33.3)

No variant 5 (27.8)

Reclassification

Upgrade 1 (5.6)

Downgrade 2 (11.1)

No reclassification 15 (83.3)

Abbreviations: LP, likely pathogenic; P, pathogenic; SCD, sudden cardiac 
death; SD, standard deviation; VUS, variant of uncertain significance.
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364  |    van den HEUVEL et al.

3.3.2  |  Receiving results of postmortem 
genetic testing

For participants where a causative variant was identified in the family, 
the result led to feelings of reassurance, relief, and empowerment as 
it confirmed a course of action for clarifying risk to family members.

“Knowing also that information has empowered us to ensure that 
I don't pass it onto my children and that's a massive part of the ben-
efit we've gained from the genetic testing. It's almost like a bit of gift 
going forward from my brother, that's concern that he died from and 
that's what I've got. Now it's the positive thing about it.” (Participant 
17, sibling).

Some participants also mentioned that knowing the genetic 
cause diminished their feelings of guilt that they perhaps could have 
prevented the death from happening. For participants where post-
mortem genetic testing in the family was negative or identified an 
uncertain finding, postmortem genetic testing caused frustration 
and disappointment.

“All these testing and genetic testing or whatever, they still can't find 
it. Like that was— to my ears, I don't know, all these tests and stuff you'd 
think something would come up or whatever, but nothing's come up yet 
for him, I guess. [It's] 2019, you know, and you still can't find something.” 
(Participant 11, sibling).

However, some also said that the cardiologist and genetic coun-
selor helped them manage their expectations well, by having told 
them prior to genetic testing that the chance of finding a cause was 
small. Understanding the result was complicated for some people, 
especially for participants with lower health literacy.

“I say I think I would only have a very vague sense of what's implied in 
that [genetics] and actually what— I have certain visuals in my head as to 
what might be involved, this sort of stupid vision, basic stupid visuals to 
with the DNA spirals or something like in the way in which things might 
operate in combinations, and then what might be applied in that, but I 
have no idea really.” (Participant 12, parent).

3.3.3  |  Psychological impact of postmortem 
genetic testing

Participants experienced the impact of postmortem genetic testing 
differently. While for some it had a positive impact, others experi-
enced negative impact. Positively, many participants felt that post-
mortem genetic testing was an opportunity to get an answer.

“It made me feel a little bit empowered that the more knowledge we 
have the better, even if it's not the great news, we at least know. I'm 
very proactive in that regard so any opportunity to have a much more in-
formed position of what's going on genetically in our family” (Participant 
9, sibling).

Postmortem genetic testing therefore provided hope, which 
participants experienced as a positive impact. Regarding negative 
impact, some participants said it was hard to wait for results while 
desperately looking for answers about what happened, especially if 
they had to wait some time for the results of the postmortem inves-
tigation before that.

“That wait of that couple of times [coroner, postmortem investi-
gation report, getting appointment with specialized cardiologist] was 

F I G U R E  1  Summary of themes identified in the study. SCD, sudden cardiac death.
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pretty awful because we had questions that were unanswered and we 
went down and saw our GP and spoke to him about it …. He was able to 
diffuse what all that meant. But I guess it's that timeframe from when it 
happened and then to actually get more information from a professional 
person that was tough.” (Participant 13, parent).

For others, the waiting time was less of an issue, as there were 
many other things to arrange or because they felt more at peace 
with not knowing the cause of the death. Some participants said 
postmortem genetic testing brought back emotions surrounding the 
traumatic death, also because the results took a long time.

“After a few months after that subsided, and because I hadn't had 
any information, I just thought to myself “Oh well, we don't know why it 
happened, we'll never know why” and I think I did sort of not think any 
more about the whole genetic testing thing and it was literally out of the 
blue when I got the information back again. It was “Ah yeah that's right. 
You guys are doing that testing”. I'd just forgotten about it.” (Participant 
16, partner).

In addition, others mentioned they felt nervous about the ge-
netic testing results and that it induced fear and worry, for example, 
of getting a positive result, of implications of being affected, and of 
sharing results with parents and other family members. Many par-
ticipants also said they thought it was hard to hear there are sam-
ples kept from the deceased, while they often were unaware of that 
during the postmortem investigation procedure.

“I asked them [coroner's office] if they had any samples and they 
came back and said yes, they gave us quite a list of all the different sam-
ples they had, like part of his lung and his heart, and this part of the 
heart. I guess it was like “oh so [name brother]'s still here”, because I did 
not know they had the samples and in my mind he's dead and he's gone 
but now they are saying they have got a piece of him. So, to me that was 
a bit weird.” (Participant 7, sibling).

3.4  |  Attitudes toward care

All participants in this study were eventually seen in a specialized 
cardiac genetics clinic, where they received genetic counseling 
for postmortem genetic testing and cardiac monitoring for them-
selves and other family members. While all participants appreci-
ated the care they received at the specialized clinic, many of them 
felt there was a lack of coordination of care in the preceding pe-
riod (i.e., immediately after the death), leading to participants feel-
ing left alone.

“It was a long time of nothing to be honest. It was a long time of … 
There was no contact with anyone because no one knew how he [son] 
died, so if there is a way of keeping these families linked in just so that 
they know that there is an option going forward that if more information 
came to light or if another family member knew who to turn to. I think a 
lot of these families are just left in the dark because there's no answer 
and there's no certainty and unless you happen to have someone who 
has an understanding of these things then it would be easy to feel alone.” 
(Participant 17, parent).

Some participants said that no one mentioned the possibility 
of postmortem genetic testing, that they were not referred to a 
cardiologist but had to navigate this on their own, and that there 
was a long waiting time to see a cardiologist for cardiac monitor-
ing. Some felt there was also a lack of transparency about the 
sample that was taken during the postmortem examination, while 
participants or other family members were not asked to provide 
consent.

Some participants said they felt the information they received 
was good and appreciated that information provided was tailored to 
their needs. Other participants, however, felt there was a lack of or 
inconsistent information on several topics, including advice for rela-
tives, genetic inheritance and testing, and updates on research. They 
felt they had to do their own research to find answers.

“I suppose nobody still had definite answers and then sometimes 
you get to the answer and it might not be exactly that. Obviously I don't 
have the scientific background to understand everything, so I was trying 
to Google and read up things that I didn't understand. I just felt a bit 
muddled all the time. Try to take in any information and I think because 
I don't come from, I really wanted to understand everything a bit, I don't 
have a medical or scientific background, it was complex.” (Participant 
3, parent).

While support of specialized and knowledgeable healthcare pro-
fessionals was positively evaluated, the psychological support needs 
for most participants were reported as unmet. Specifically, partici-
pants mentioned that counselors (i.e., grief counselors or community 
psychologists) did not have expertise in sudden (cardiac) death, and 
therefore were not aware of the implications this may have for re-
maining family members and the uncertainty family members there-
fore felt. Some also felt there seemed to be no advice regarding how 
to cope and deal with grief and felt frustrated because of this. They 
also experienced a long waiting time to see a counselor and had to 
pay for psychosocial support. Some participants also experienced 
that their concerns about their surviving children were disregarded.

“To me it's remarkable for me that my— seeing a psychologist, it's 
as if they've got no way of dealing with— or they've got no structure or 
thought pattern or way of working with somebody's grief.” (Participant 
2, parent).

Some had eventually encountered positive experiences with a 
grief counselor, including normalizing feelings, helping to relax and 
gain control, asking the right questions, and being receptive.

Participants reported different experiences with the communi-
cation of healthcare professionals: Some were very empathic and 
sensitive, while other healthcare professionals were not. Insensitivity 
and lack of knowledge by healthcare professionals regarding the 
death and their feelings and emotions was by some participants ex-
perienced as very hurtful and burdening.

“The [employee] at the Coroner's office, when we were trying to get 
some answers, he said “Oh I understand exactly how you must be feel-
ing it's so frustrating. My wife died some years ago but eventually you'll 
move on. I moved on and remarried and I have a new wife and everything 
is really good now”. I said “You can't compare that. I'm in my 50s and 
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I can't have another son. It's impossible. You can't compare your wife 
dying to my son dying”.” (Participant 8, parent).

Knowledge or appreciation by healthcare professionals re-
garding grief was considered important. A few participants specif-
ically mentioned they appreciated healthcare professionals who 
gave time to digest the information they received, especially while 
grieving. In addition, many participants also said they appreci-
ated the possibility to contact the healthcare professional again 
if needed.

“I think the things I really valued were they [HCPs] were really em-
pathetic. They talked to us like we had some understanding of what was 
going on. They talk to me in a way that was respectful and they acknowl-
edged that we— they would have a conversation with us anytime if we 
had questions about things.” (Participant 4, parent).

3.5  |  Needs for support

3.5.1  |  Desire for adequate and timely information

Some participants specifically said they preferred to receive a time-
line of what to expect, in order for family members to prepare them-
selves for emotional or confronting things that happen after the 
death.

“If somebody had said at that point, and this probably as a general, if 
they said “look here's the process of what's going to happen here, we're 
going to do this, body taken here, the Coroner.” If somebody said tissue 
samples, could be like complete organs. I do not think it'd make it any 
better but it might be— when it comes back it would be less of a shock.” 
(Participant 6, parent).

Also, the waiting time for genetic testing and results was burden-
some for some, both partners, parents, and siblings, and therefore it 
was desired to have frequent updates of the genetic testing, even to 
just hear that testing is still in progress. Furthermore, transparency 
about the sample taken during postmortem examination (for DNA 
extraction) of the deceased was also preferred by some participants. 
They mentioned that not knowing a sample was taken at postmor-
tem examination and hearing that afterwards, was confronting and 
emotionally burdening. A desire for reliable information resources 
and information on whom to contact for help or support was also 
expressed by some participants.

3.5.2  |  Desire for help

The desire to know what happened to get closure about the death 
was significant for all participants. Therefore, better coordination 
of care for SCD families and early on contact with a specialized 
or knowledgeable healthcare professional were desired by some 
participants.

“I think a bit of proactive medical and psychological— like if I didn't 
go to the GP he would never have known about it. If I didn't ask all the 

questions, and it is still my responsibility but I'm not in my clearest mind. 
Yeah, a bit of a case worker or something just to hold our hands a bit and 
give us some options and tell us what the government can do for us.” 
(Participant 2, parent).

Many participants, especially parents, mentioned their main 
worry after the sudden death of their loved one was the poten-
tial risks for their remaining children and other family members. 
Therefore, some participants desired clear referral pathways to a 
specialized clinic for cardiac monitoring. To prevent SCD in other 
families, many participants, specifically parents and siblings, also 
expressed the desire to participate in research or to help provide 
support to families who need that.

3.5.3  |  Desire for support

As previously described, support needs, especially psychosocial 
support, were expressed by many participants. Many participants 
wanted psychosocial support from professionals with expertise in 
SCD. A few parents also needed school counseling for their children 
or relational therapy for themselves and their partner. In addition, 
many participants, both partners, parents, and siblings, wanted to 
share their experiences and feelings with other families who have 
also experienced young SCD.

“We were sent to see psychologists and that, it was just an absolute 
waste of time. It was a horrendous experience at home and they tried a 
couple of times and it was just awful. Then we came up [to the city] and 
had the support group with this— it must have been a dozen families and 
so there were more mums and dads [who lost a child]… So it was like okay 
I'm not the only one.” (Participant 5, parent).

These participants searched for peer support in their immediate 
environment, and also online. While some participants mentioned 
they appreciated the possibility to contact healthcare professionals 
when needed, a few participants also expressed the need for on-
going psychosocial support, for example in (online) peer support 
groups. This was primarily expressed by parents.

“I think it should be a combination of things that people can go to or 
not. I think it could be a network initially with online sort of stuff with then 
someone organizing it and staying in touch with what people might sort of 
like. I think the patient information days is a good idea. I think sort of face- 
to- face little group about issues maybe from talks about particular issues, 
maybe it might be some of that could be clinical knowledge, some of that 
could be consumers talking about their experience of some issue. I think a 
mix of things would be really good.” (Participant 4, parent).

4  |  DISCUSSION

We conducted a qualitative study to explore experiences with car-
diogenetic evaluation, including clinical screening, genetic testing, 
and psychological support, following a young SCD. We show that 
participants positively appreciated the possibility of postmortem 
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    |  367van den HEUVEL et al.

genetic testing. The option of postmortem genetic testing was per-
ceived by bereaved family members in this study as a way to po-
tentially get an answer, minimizing the uncertainty and facilitating 
the grieving process. The process of cardiogenetic evaluation both 
positively and negatively affected the wellbeing of bereaved family 
members. On one hand it provided hope for getting an answer and 
ensuring the safety of family members; but it also raised uncertainty 
and led to a revival of emotions surrounding the traumatic death. 
Similarly, it has been previously reported that family members per-
ceived this as a drawback of postmortem genetic testing (Van der 
Werf et al., 2014).

In the current study, family members of SCD victims in whom 
no genetic cause was identified indicated that it was important that 
their expectations regarding outcomes of postmortem genetic test-
ing were well- managed. It was easier to process the outcome as they 
knew there was a small chance a genetic variant would be identified. 
The role of genetic counseling in this process to adequately inform 
grieving family members and manage the expectations about po-
tential outcomes is therefore critical (Grubic et al., 2020; Ingles & 
James, 2017). As stated in the APHRS/HRS expert consensus doc-
ument, genetic counseling is integral to the process of cardiogene-
tic evaluation after SCD (Stiles et al., 2021). Furthermore, in clinical 
practice, healthcare professionals involved should be cognizant of 
the impact that waiting times and uncertainty can have in this set-
ting, and optimally support family members in this regard (Bates 
et al., 2019).

Almost all participants in our study experienced a lack of coor-
dination of care, prior to the point of being referred to a specialized 
cardiac genetic clinic. Participants felt they had been left alone to 
find answers and ensure family members are cared for. Importantly, 
many participants felt they had to wait too long to get the special-
ized care needed. Similar findings have been reported and highlight 
the lack of coordination of care globally, with many navigating their 
way to specialized clinics using the internet and their own con-
nections (Van der Werf et al., 2014; Wisten & Zingmark, 2007). 
Previous research suggests that access to multidisciplinary cardiac 
genetic care is limited and variably available worldwide, with knowl-
edge of healthcare professionals also being a major barrier in indi-
viduals being referred to these services (Liu et al., 2018; Michaud 
et al., 2011; Van den Heuvel et al., 2021). This indicates a need to 
increase awareness among coroners and healthcare professionals of 
the need for specialized care after SCD and finding ways to increase 
access to specialized care after a young SCD (Fleming et al., 2004; 
Semsarian et al., 2015).

Although the utility of cardiogenetic evaluation is widely rec-
ognized, there are concerns about how family members cope with 
this process of clinical, genetic, and psychosocial evaluation (Ingles 
& James, 2017). Many participants in this study expressed needs 
for adequate and timely information, sensitivity by professionals, 
and help to make sure that family members are safe and receive 
psychological care. The impact on psychological and family func-
tioning is profound (Ingles et al., 2016; Mayer et al., 2013). Needs 

for psychological care and peer support of participants in this 
study were mostly unmet; many participants felt that healthcare 
professionals, and specifically psychologists and grief counselors 
they visited, had no expertise regarding grief after SCD. Support 
networks were also limited. While needs were identified in many 
areas, a previous needs analysis study among suddenly bereaved 
family members (McDonald et al., 2020) also showed that needs 
for psychological care were most often unmet. As suggested by 
Steffen et al. (2020), ongoing psychosocial support programs, in-
cluding peer support, should therefore be integrated in clinical 
care for these families. Indeed, recent expert consensus guide-
lines support clinical psychological support for all family members 
following a young SCD (Stiles et al., 2021). In addition, support for 
these families could be improved by educating healthcare profes-
sionals involved in the care for these families about the grieving 
process after young SCD.

This study had some limitations. For one interview, the quality of 
the recording affected our ability to transcribe the data. This inter-
view was therefore excluded from the analysis. The time since the 
death differed between participants and lasted up to 20 years mean-
ing participants had a wide range of experiences given evolution of 
genetic testing over this time. Recall of experiences surrounding the 
death and the period after that was therefore likely to be affected. 
In addition, the procedures of postmortem investigations differ 
per country, therefore our data are not fully generalizable to other 
countries.

5  |  CONCLUSION

The SCD of a young person has profound implications for the sur-
viving family members. There are significant efforts worldwide to 
ensure families have access to clinical evaluation, genetic testing, 
and psychological support. The impact of these investigations and 
support is overall positive, though there are important factors 
to consider including better coordination of care from the point 
of death to attendance at a specialized clinic, ensuring sensitiv-
ity of healthcare professionals and clear but timely provision of 
information.
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