ULRR

The quality-of-life impact of Stevens-Johnson syndrome
(SJS) and toxic epidermal necrolysis (TEN) on patients'
lives: An interpretative descriptive qualitative study

ltem Type Article

Authors O'Reilly, Pauline;Walsh, Sarah;Bunker, Christopher B.;Ryan,
Sheila;Natella, Pierre-André;Colin, Audrey;Simpson,
Jacqueline;Barry, Louise A;Meskell, Pauline;Dodiuk-Gad,
Roni;Coffey, Alice;Savarimalai, Raja;Fortune, Donal;Ingen-Housz-
Oro, Saskia

Citation Br J Dermatol. 2024

Publisher Oxford University Press

Download date

2026-07-20 18:40:01

[tem License

https://creativecommons.org/licenses/by-nc-sa/4.0/

Link to Item

https://doi.org/10.34961/researchrepository-ul.26936719



https://creativecommons.org/licenses/by-nc-sa/4.0/
https://doi.org/10.34961/researchrepository-ul.26936719

w N

[oc B NN o)) (62 SN

11
12

13

14

15

16
17

18
19
20

21
22

23

24
25

26
27
28
29

The quality-of-life impact of Stevens-Johnson syndrome (SJS) and
toxic epidermal necrolysis (TEN) on patients’ lives: An interpretative
descriptive qualitative study

Running head: The quality-of-life impact of SJS and TEN on patients’ lives: A
qualitative study

Pauline O’Reilly,2 Sarah Walsh,* Christopher B. Bunker,®> Sheila Ryan,€ Pierre-André
Natella,” Audrey Colin,®% Jacqueline Simpson,!! Louise A. Barry,»? Pauline Meskell,1?
Roni Dodiuk-Gad,? Alice Coffey,123 Raja Savarimalai,! Donal G-Fortune?!3 and
Saskia Ingen-Housz-Oro89:10

1Department of Nursing and Midwifery, University of Limerick Limerick, Ireland
2Health Research Institute, University of Limerick, Limerick; Ireland

3 Centre for Implementation Research, University of Limerick, Limerick, Ireland
4 Dermatology Department, King's College Hospital, London, UK

5 Department of Dermatology, University College London Hospitals NHS Foundation
Trust, London, UK

6 Charles Centre for Dermatology, University Hospital Limerick, ULHG, Limerick, Ireland
"Clinical Research Unit;Henti Mondor Hospital, Créteil, France
8 Dermatology department, AP-HP, Henri Mondor Hospital, Créteil, France

9 Reference center for toxic bullous dermatoses and severe drug reactions TOXIBUL,
Créteil, France.

10 Univ Paris Est Créteil EpiDermE, Créteil, France

11 Department of Dermatology, Chelsea and Westminster Hospital NHS Foundation
Trust, London, UK

12 Dermatology Department, Emek Medical Center, Israel

13 Department of Psychology, University of Limerick, Limerick, Ireland

Corresponding author: Professor Pauline O’Reilly

© The Author(s) 2024. Published by Oxford University Press on behalf of British Association of
Dermatologists. This is an Open Access article distributed under the terms of the Creative Commons
Attribution-NonCommercial License (https://creativecommons.org/licenses/by-nc/4.0/), which permits non-
commercial re-use, distribution, and reproduction in any medium, provided the original work is properly
cited. For commercial re-use, please contact reprints@oup.com for reprints and translation rights for
reprints. All other permissions can be obtained through our RightsLink service via the Permissions link on the

article page on our site—for further information please contact journals.permissions@oup.com. 1

20z 1snbny gz uo Jasn youswi jo Ausienun Aq L1292 //vecoell/pla/es01 0L /10p/elone-aoueape/plq/woo dno-olwepese//:sdiy woij papeojumog



o o0 A WON =

~

10
11

12
13
14

15

16
17
18
19
20
21
22
23
24
25

26
27
28
29
30

Email: Pauline.OReilly@ul.ie

Acknowledgement: We would like to thank most sincerely the eighteen particpants who
took part in this study for their time and thought-provoking stories. It was a privilege to
listen and be part of this study and we hope that we have done justice in relayingtheir

experiences.

Funding sources: This study was part of a project funded by the Health Research Board,
Ireland (ILP-POR-2022-009)

Conflicts of interest: None to declare.

Data availability: Representative quotes are available in the article and in the online
supplementary material. All data cannot be shared for ethical/privacy reasons.

Ethics statement: The study received ethical approval from the relevant ethics
committee (EHSRES 2022 _12 11) and (Comité de Protection des Personnes n°2022-
A02791-42).

Patient consent: Written patient consentfor.publication was obtained.

What'’s already known about this topic?

e Many long-term sequelae of Stevens-Johnson syndrome (SJS) and toxic
epidermal.necrolysis (TEN) have been identified with cutaneous, ocular and
psychological problems being the most common.

e A literature search has identified a dearth of research relating to the quality-of-life
impact of these sequelae on patients’ lives.

e Studies based on direct patient testimony are lacking.

What does this study add?

e SJS/TEN has a significantimpacton the differentquality-of-life domains including
psychological, physical, social, educational and occupational.

e Adults diagnosed with SJIS/TEN reported that they were unable to ever forget that
they had SJIS/TEN dueto the persistentand widespread nature of the physical and

psychological sequelae.
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e Many expressed challengestheyfacedfollowing discharge fromhospital,including
gaps in psychological care, navigating disjointed care pathways and lack of
coordinated care.

What are the clinical implications of this work?

e Psychological and quality of life assessments following discharge from hospital
require consideration.

e There is a need for increased awareness of the signs, symptoms and the care
needs, including psychological, of patients with SJIS/TEN, among health care

practitioners .

Abstract

Background. Much has been documented about-the physical sequelae of Stevens
Johnson Syndrome (SJS) and Toxic Epidermal Necrolysis (TEN). Whilst less
documented, it is recognised that patients can have long lasting psychological sequelae.
There is a lack of qualitative research on the quality of life (QoL) experiences of adults

who have been diagnosed'with. SJS/TEN.

Objectives. To explore the experiences of adults who had SJS/TEN and how these

experiences relate to their QoL.

Methods. Usingan interpretative descriptive qualitative study, a purposive sample of 18

adults with'SJS/TEN were interviewed usingin depth semi structured interviews. Data

were analysed using content analysis.

Results. Two themes were constructed, each with two categories. Theme 1,
Psychosocial Impacts included the categories ‘The Self and Others’, and ‘A Changed

Perspective on Life’. Theme 2, The Chronicity of Sequelae comprised the categories

‘Multi Organ Involvement’, and ‘Further Consequences of TEN'.
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Conclusions. Findings highlightedthat SJS/TEN had a significantimpact on the different
quality-of-life experiences of participants including psychological, physical, social,
educational and occupational.  Many expressed challenges they faced following
discharge from hospital, including gaps in psychological care, navigating disjointed care
pathways and lack of coordinated care. If SIS/TEN is viewed as a chronic condition, it is
important that researchers and clinicians study the long-term effects.of SIS/TEN on
people’s lives to aid in developing a plan of care to enhance the QoL for this cohort.
Psychological and quality of life assessments following discharge from hospital require

consideration.
Introduction

Stevens-Johnson Syndrome (SJS) and Toxic Epidermal Necrolysis (TEN) are severe
immune mediated mucocutaneous reactions usually due to an abnormal reaction to
medication.! Both SJS and TEN are on the same disease continuum, TEN being the
more severe manifestation: Following an abrupt onset, patients who develop SJS/TEN
are rapidly catapulted into unexpected acute skin failure. They are treated as a medical
emergency with the focus of care being on the preservation of life. The mortality rate may
be upto 40%.2 The mortality outcome for patients is improved if patients are cared forin
expert centres close to intensive care units.® Incidence ranges from 2.6 to 5.76
cases/million per year in adults and 1.5 cases/million in children.%> For survivors of
SJS/TEN there are many devastating outcomes. Much has been documented about the
physical sequelae, including ocular complications, cutaneous issues, chronic fatigue and
hair loss,® respiratory, gastrointestinal” (Lee and Creamer 2020) and

gynaecologic/genitourinary problems.® Whilst less documented, patients can have long
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lasting psychological sequelae. Dodiuk-Gad, et al. ° reported that 71% of patients had
scores indicating clinically significant psychological distress; 65% of participants had
symptoms aligned to post traumatic stress. O'Reilly, et al. 10 highlighted that SIS/TEN
had a long-lasting impact on the lives of those affected and their significant others.
Individuals expressed feararoundtaking medication and attending theirdoctor, frequently

engaging in avoidance behaviour. All aspects relating to their QoL were affected.0

Recent qualitative studies revealed that the initial presentation of SJS/TEN symptoms
was a frightening and traumatic experience for patients and their close family members

and following discharge from the hospital, their mental health and QoL were affected. 1112

There is no QoL outcome measure that comprehensively and precisely assesses the
specific experiences of adults with SIS/TEN. Therefore the development of a bespoke
QoL outcome measure is a practical step to meet SJIS/TEN patientneeds. This qualitative
study, is part of a three-year research project, aimed at exploring the experiences of
adults with SJIS/TEN in'relationto the impact of SJS/TEN on their QoL. Our study aims
to enhance understanding aboutthe specific QoL challenges of this condition for adults

and to assistin the development of a bespoke QoL outcome measure.
Participants and methods
Study design

This study aimed to explore the physical, psychological and sociological impacts of
SJS/TEN on the QoL of adults who experienced this diagnosis. To address the research

aim, an interpretive descriptive qualitative design was used to guide and inform all
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aspects of the research.'® The design was congruentwith obtaining arich and meaningful

description of the experiences of the participants.
Sampling and recruitment

For inclusion, patients had to have a verified diagnosis of SJS/TEN and had to be over
18 years of age. The exclusion criteria included adults with a pre-existing diagnosis of
severe andenduring mentalillness, neurological disorder or intellectual disability that was
judged by thetreating clinicalteam as likely to affectcapacity to provide informed consent.
A purposive sample of 18 adults with SJIS/TEN was interviewed using in-depth semi
structured interviews. Participants were recruited via Consultant Dermatologist groups in
Ireland (n=3), the UK (n=12) and France (n=3). They were chosen by investigators as
representative of survivors of SJS/TEN with different profiles (age, gender, socio-
professional category, age at the acute phase of SJIS/TEN). The group comprised five
males and thirteen females (Table 1). All the recruited participants had a previous
diagnosis of SJS/TEN./Although only adults were included in the study, five participants
had the disease during childhood. The study received ethical approval from the relevant
ethics committee (EHSRES 2022 12 11) and (Comité de Protection des Personnes

n°2022:A02791-42).
Table 1 [Insert]
Data collection

Data were collected between January and December 2023, by POR and SIHO using
individual in-depth semi-structured interviews. The interview schedule was developed

based on thefindings of previous studies. Questionsfocused on the physical, sociological
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and psychological impact of SUJS/TEN on participant's QoL (Table S1). The average
duration of the interviews was 50 minutes. The participants represented a wide
geographical area, consequently, interviews were undertaken using GDPR compliant
video conferencing software. Interviews were strictly transcribed verbatim. To ensure
confidentiality, pseudonymity and/or anonymity all identifying information were changed

or removed.
Data analysis

Following transcription of the interviews, the data were importedinto NVivo 12 to manage
the analysis process. Data were analysed inductively,using contentanalysis.* The first
stage, “decontextualisation”, involved the development of meaning units and codes.
Similar meaning units were combined into relevant codes. During the second stage,
‘recontextualization”, all data from the transcripts were reread and compared to the
meaning units to ensure that no relevant material was omitted. The third stage of content
analysis, “categorization”; involved the condensing of the meaning units and codes into
sub-categories, categories and themes. To ensurerigourthe data analysis process was
iterative withithemes and categories becoming more focused and refined with discussion

and agreementwith the research team.
Results

Two themes were constructed, each with two categories. Theme 1, Psychosocial Impacts
included the categories, ‘The Self and Others’, and ‘A Changed Perspective on Life’.

Theme 2 comprised the categories, ‘Multi Organ Involvement, and ‘Further
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Consequences of TEN'. The findings highlighted the many ways in which SIS/TEN

affected the QoL experiences of the participants.

Theme 1 Psychosocial Impacts

All participants emphasised the psychological impact of SJS/TEN on their-QoL and the
impact SJS/TEN in terms of altered sense of self and self-image. Emotions such as
depression and anxiety were experienced by many. A diagnosis of SJIS/TEN changed
how individuals engaged with their friends and families. In addition;.work, education and

individuals’ outlook in life were affected by the diagnosis.

‘The Self and Others’

Being diagnosed with SJS/TEN was a traumatic and frightening experience for all

participants. They referred to having flashbacks and/or feelings of anxiety and

depression.

“l know now that.I'was very depressed, and | had not necessarily suicidal
thoughts more‘death thoughts. Just not wanting to wake up, just wanting
something to.come and take me away so that | didn't have to be myself.” (PF8)

All participantsreported that their self-image, self-esteem, and confidence were affected.

Changes to skin colour, texture and/or scarring, loosing hairand nails posed challenges

in how participants viewed themselves and how they believed others viewed them.

‘l seem to have lost all of my confidence. | just don't feel like me. | look at myself
in the mirror. | can’t believe itis me.” (PF1)

Whilstthe majority of participants described receiving a high standard of medical/physical
care whilst in hospital, many believed that their psychological care needs were

overlooked, and required greater attention.
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“The mental health side of things gets a bit neglected. .... | didn't really get any
psychological support...” (PF5)

All participants spoke about how their engagementwith friends and family was altered.
Most felt that it was easier to meet long-term friends than to socialise with new people.
Two participants spoke about being reclusive and only leaving the house fornecessary
appointments. For many there was a reluctance to socialise as they did'not want to talk

about what had happened to them until they had come to terms with it themselves.

“Yes, regarding my social life the illness has had an impact, | closed myself off.
Since 2020 until now, it's true that there has been change in my life, but it took me
a lot of time before | was able to open up, talk with.others ....” (PM4)

In addition, 14 participants spoke aboutthe impact.complicationsof SJS/TEN had on their
social life. More planning was required as.a consequence to ensure that the social

environment would not exacerbate their complications.

“It has definitely impacted my social life. Because like | said, it's all about planning.
| can't go to places that are too air-conditioned, | can't go to a shopping centre, it's
not possible;it's too difficult. If | go to a friend's house and there are people | don't
know, | have to check that no one is smoking, everything is affected. ....” (PF11)

Twelve participants spoke about the impact their diagnosis had on their family. Families
were in‘fear as.they had been informed of the prospect that their loved one may not
survive. One participant spoke about the impact on their parents who felt guilty about

giving them the medication that may have caused SJS/TEN.

‘But | know from talking to Dad and my aunts that it really had a hugely negative
impact, very traumatic impact on Mom.” (PF8)
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‘A Changed perspective on Life’

All participants expressed that their lives had changed in terms of work, education and
how they now viewed life. Five participants saw it as a time to reevaluate their
employment and consequently changed job. In addition, seven adults spoke about the
experience of having SJS/TEN in terms of an opportunity to rethink their lives and make
the most of whatthey had. For example, one participantsaid that SIS/TEN changedtheir

life for the better.

‘It was a bit of a wakeup call. This whole incident made me revaluate my whole life
and it has changed a lot. .... you think | only live my.life'once. | don't want to be
unhappy in it. So, it meantthat | had to get anew job, get a new home ...that was
a big change.” (PM1)

However, five participants reported that the complications arising from the condition had

negatively impacted their outlook and-their lives had changed for the worst since their

SJS/TEN diagnosis.
‘It has completely and utterly changed my life. | mean, | know | may be elderly, but
| was quite active, and | used to go out in my car and meet friends for coffee and |
don't do any of that anymore. | gave up driving. | went down about a month after |

came out of ‘hospital and sat in my car, and | couldn’t even turn the engine on.”
(PF1)

In addition, fatigue and lack of energy as a resultof SJIS/TEN, impacted on concentration

and work performance.

“It took me a while to get back on the grip of things. | was like, extremely tired all
the time. | did struggle. The job required a lot of concentration, and | just couldn't
do it. My performance suffered at that time.” (PF3)

In relation to education, five participants reported that school/college was challenging

after having SJS/TEN and believed that having SJS/TEN reduced their opportunity for

10
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attaining better grades. Some participants who got SJS/TEN while in school or college
had to take time out and spoke aboutfeeling as if they were always ‘playing catch up’to

their colleagues. In addition, because of taking time out of school/college they had to

rejoin a different class and get to know new people.

‘At the time it had a huge impact. | was halfway through my degree, as.it literally
happened at the end of second year. | developed the reaction whilst | was on
placement and obviously couldn't continue my placement and then ended up
having to take a whole year off university.” (PF5)

Theme 2 Chronicity of SJIS/TEN

The focus of this theme was on the multi organ involvement of SJS/TEN and the
persistent nature of sequelae. All participants spoke about the QoL impact of their
physical sequelae. They recounted challenges that they faced following their discharge
from the hospital and the fear oftaking medication in the future. Many expressed the need

for more awareness and.information for healthcare practitioners on SJS/TEN.

‘Multiorgan Involvement’

All participants reported that they experienced some form of physical sequelae. These
physical complications involved the eyes, skin, genitourinary and respiratory systems. In
relation to ocularinvolvement, 14 adults spoke aboutthe devastating impact that this had
on their lives. The ocular problems ranged from losing eyelashes, dry eyes, ocular
hypersensitivity, red eyes to complete blindness. Many spoke about havingto use eye

drops daily and needing to attend ophthalmologists for regular treatments. Having ocular

11

20z 1snbny gz uo Jasn youswi jo Ausienun Aq L1292 //vecoell/pla/es01 0L /10p/elone-aoueape/plq/woo dno-olwepese//:sdiy woij papeojumog



—

o © ooNOOOD~W N

—

11

12

13

14

15
16
17

18
19

20
21
22

23
24

25

26

27

28

sequelae caused problems and difficulties at work, college, socialising and in engaging

in hobbies.

‘My eyes have been the biggest problem. | lost the sight in one of my eyes,
completely. The other one is impacted but with a hard contact lens...| now have
cataracts in both my eyes because of steroid use in hospital. I'll have to have
surgery for that on both my eyes. But I'm trying to push it off as much as'possible
because | am meantto be going to university. That's still lifetime care for my eyes.”
(PF4)

Seven participants reported genitourinary complications arising from their diagnosis of
SJS/TEN. Three women participants voiced concerns that.their.gynaecological problem
would notbe resolved. The affects experienced ranged from genital discomfort to lack of

engagementin intimate relationships. Those affected appeared to be glad to speak about

this as they feltit was a topic not sufficiently discussed.

‘I suppose for me, the gynaecological problems, because that's just something
that's really private and like.l didn't really talk ... about it because | didn't feel
comfortable, and | had nobody to talk to aboutit.” (PF8)

Three male participants highlighted the impact of genitourinary sequelae on their QoL.

“In terms‘of my intimate life, | have not... (silence) | am not in a relationship. So, in
terms.of intimacy, there has obviously been no more intimate relationship since
the illness, and this affects me a lot.” (PM4)

Other complications discussed were the impact of skin, oral, and respiratory sequelae on
participants’ QoL. Having dry skin meant the constant application of creams to manage
the situation, leading to an additional expense for individuals. A number of participants
mentioned the challenge of itchy skin. Three participants stated that their oral mucosa

was badly affected, and one specifically had severe dental problems. Oral complications

12
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were reported to have negative consequences with regard to the taste, texture and

experience of food.

“They took a lot of photographs of my tongue because they said my tongue was
damaged. That's one of the longer lasting effects for me is my tongue: It's like
texture of food, it's just not like it was before...” (PF10)

Two participants spoke aboutrespiratory complications which affected orhindered many

of their daily activities and ability to work.

‘I'm quite compromised, you know, respiratory wise. For.the bronchoscopy they
had to use a paediatric tube because my lungs are 'so-scared. So, the lungs are
always the problem.” (PF8)

Further consequences of TEN’

All participants spoke highly of the care theyreceived in the hospital when they were first
diagnosed with SJS/TEN. Although theyrecognised that they were very ill, participants
spoke about feeling safe within an ICU/Burns unit, where their care was constanty
monitored and coordinated: All reported that it was after discharge from the hospital that
they experienced gaps in their.care. As a result of the many complications arising from
SJS/TEN, all participants spoke about trying to navigate a disjointed care pathway,
involving many different specialists. The absence of a single specialistto coordinate care
in the contextiof multiple sequelae was highlighted. All participants recounted a lack of
information, support and direction on discharge. The lack of psychological care post

discharge was expressed by all.

“The support wasn't there anymore. So, | felt like | was kind of on my own. | was
kind of frightened in a way, because, like, you know, | didn't have the support. |
had 24 hours care while | was in hospital and then nothing when | was discharged.”
(PM3)

13
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Medication was reported as the causative factor for the developmentof SJIS/TEN by 17
of the participants. Consequently, participants reported a fear of taking medication into

the future and /or being hypervigilant about medication as they did not want a

reoccurrence.

“I'm phobic. But | managed to master this phobia with age... on two occasions, in
a hospital, | was almost given medication to which |1 was allergic, if | hadn't had this
hypervigilance, | might not be here today...” (PF11)

Eight of the participants expressed anger towards the doctor who prescribed the
causative drug. In addition, eight participants mentioned the importance of obtaining
information from healthcare professionals at different stages, whilstin hospital and on
discharge. The lack of information about their condition, treatment or aftercare caused

much anxiety for participants.

“I think just being told what is actually happening because | think at the beginning
| was quite unaware and.l.wish that someone had kind of just told me like a bit
more of how serious it was and how long you'll be in hospital because no one really
told me like how long that |'would be in hospital....the biggest thing is actually
telling you, but | don‘tknow if that's just my personality.” (PF4)

In addition, most reported that they experienced a lack of awareness about SJS/TEN
among healtheare practitioners and that a prompt diagnosis of SJS/TEN depended on

who you.met when you were admitted to hospital. After discharge one participant said

that they discovered that most people had not heard of SJIS/TEN.

“SJS survivors want...more awareness because they feel so dismissed.” (PF8)

Discussion

The findings from this study highlights the significant and widespread impact that
SJS/TEN had on participants’ QoL experiences. Two themes were identified each with

two categories. Theme 1, Psychosocial Impacts included the categories ‘The Self and

14
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Others’, and ‘A Changed Perspective on Life’. Theme 2, The Chronicity of Sequelae

comprised the categories ‘Multi Organ Involvement’,and ‘FurtherConsequencesof TEN’.

Participants referred to the emotional challenges of depression and anxiety and«to the
experience of SJS/TEN as beingtraumatic. Their self-esteem, self-image andconfidence
was affected resulting in challenges with re-engaging with their previous social lives,
work/education and relationships. Participants reported that they were ‘constantly afraid
of a reoccurrence. They feared taking medication in the future'due to the potential risk of
triggering another episode of SJS/TEN. The diagnosis of SIS/TEN was reported to have

been felt by their close family and friends.

At the initial stage of the diagnosis, participants.spentlong periods of time in an intensive
care setting and feared for their lives. They reported experiences similar to those of a
medical traumatic eventwhich isan intense emotional and physical responseto a serious
illness. 1516 Families are also at risk of developing psychological difficulties when
supporting relatives duringa critical iliness. 17 Whilst some research has been done on
medical trauma and critical care survivors, 18 there is no evidence relating to families and
adults with SIS/TEN. Hoffman, et al. 2°in their study with 121 individuals, referred to high
rates of long-term psychological sequelae in survivors of SJS/TEN. The study showed
that 53.3% of the participants had indications of depression and 43.3% had signs of
anxiety. Post traumatic stress disorder (PTSD) was foundin 19.5% of participants. Our
study demonstrates that the major emphasis of care was on the physical sequelae and
the psychological impacts were often not addressed by clinicians. This omission may

have led to missed opportunities in identifying participants who were in need of support.
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Impairment of QoL in survivors of SJS/TEN relies on multiple disabling sequelae,
especially ocular and psychological sequelae. 2° Research on psychological care
treatments for SJS/TEN is lacking. ' Lee and Creamer ‘advocate the inclusion of
psychological assessment in the follow up care of SJS/TEN patients and questioned
whether psychological interventions during the acute phase could preclude the
occurrence of psychological problems following discharge.?? In addition,.Ingen-Housz-
Oro, et al. 22 emphasise the importance of providing psychological care in the acute
setting with the aim of reducing patient stress with the active'prevention of PTSD. More
recently, an international consensuson the follow-up of patients duringthe chronicphase
of SJS/TEN confirmed the need for a regular psychological monitoring, as long as was

necessary. 4

The persistent physical complications and multi-organ involvement had impacted on
various activities of daily living for the participants in our study. It was difficultforthem to
forgetthe condition whenthemany sequalae such asvision problemsandintimacyissues

were ever present.. Our study highlights participants’ sense of sadness and loss, being

similar to an ambiguous loss that can often be associated with chronic disease. 2526

The lack of awareness of SJS/TEN among healthcare professionals (HCPs), has been
previously documented and attributed to the rarity of the condition.?7:28 However, what
this study adds is that this lack of awareness caused participants to feel confused, angry
and distrustful of HCPs. Participants stressed the need for increased awareness, by
clinicians, of the signs, symptoms and the care needs, including psychological, of

SJS/TEN.
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The findings provide an in-depth exploration of the personal experiences of adults who
had lived with a diagnosis of SIS/TEN and how it impacted the physical, psychological
and sociological aspectof theirlives. The Standards for Reporting Qualitative Research
(SRQR).2° were applied in the conduct, design and reporting of this study to ensure that

the research was clear and comprehensible to readers.

A limitation to this studyis the small numberof male participants. The recruitmentprocess
was thorough with no restrictions on gender. The gatekeepers approached all suitable

prospective participants; however the majority of acceptances were from females.

It is importantthat clinicians consider the long terms effects of SUS/TEN on people’s lives
to aid in developing a plan of care to enhance QoL. The commencement of psychological
and health related QoL assessments of individuals could be considered by clinicians while

the patientis in hospital with follow upcare and assessments after discharge.

Addressing gaps identified in the study, related to challenges faced by participants
following discharge fram hospital, including navigating disjointed care pathways and lack
of coordinated care, warrants greater consideration by clinicians. This may help to
develop a more nuanced care pathway to assist the individual to gain support and
confidencetodeal with whatlies ahead. Itis importantthat survivors of SIS/TEN are seen

as active problem solvers in the treatment of their condition.
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Table 1 Demographic profiles of participants

Participant | Sex Cause Diagnosis Year of Age at Age on
SJSor TEN | Diagnosis | Diagnosis the date
of
interview
1 M Viral TEN 2018 38 43
infection
2 M Drug TEN 2014 14 23
induced
3 F Drug TEN 2021 85 87
induced
4 F Drug TEN 2022 36 37
induced
5 F Drug TEN 2020 33 36
induced
6 F Drug TEN 2021 16 18
induced
7 F Drug TEN 2012 20 31
induced
8 F Drug TEN 2022 25 26
induced
9 F Drug TEN 2023 20 20
induced
10 F Drug TEN 1991 9 41
induced
11 M Drug TEN 1994 14 43
induced
12 F Drug TEN 2020 52 55
induced
13 F Drug TEN 2019 62 66
induced
14 M Drug TEN 2022 25 26
induced
15 M Drug TEN 2020 34 37
induced
16 F Drug TEN 1983 11 51
induced
17 F Drug TEN 2017 37 43
induced
18 F Drug TEN 2022 29 30
induced
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