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Objectives: To map the use of patient-reported outcome measures (PROMs) and patient-reported experience
measures (PREMs) in adult follow-up after extracorporeal membrane oxygenation (ECMO), and to identify
measurement gaps relevant to critical care nursing practice.

Methods: This scoping review was conducted in accordance with the Joanna Briggs Institute methodology and
reported in accordance with the PRISMA-ScR guideline. MEDLINE/PubMed, Web of Science and CINAHL
Complete were searched, supplemented by reference-list screening. Eligible studies included adults treated with
ECMO or extracorporeal life support and assessed after ICU or hospital discharge. Quantitative, qualitative, and
mixed-methods studies published between 2016 and 2026 in English or Portuguese were included. Data were
charted on study characteristics, instruments, domains, follow-up timing, and measurement gaps. Critical
Appraisal Skills Programme-informed appraisal supported interpretive weighting.

Results: The MEDLINE/PubMed, Web of Science, and CINAHL Complete searches retrieved 2357 records. After
removal of 86 duplicates, 2271 records were screened. The final review included 32 studies. PROM-focused
evidence predominated: 25 studies assessed health-related quality of life, physical or functional recovery,
mental health, respiratory burden, disability, cognition, return to work, or social participation. No formal PREM
instrument was identified. Seven primary studies provided PREM-like evidence, mainly through qualitative or
mixed-methods exploration of survivor and family experience, communication, support needs, decision-making,
care transition, and follow-up experience.

Conclusions: Post-ECMO follow-up literature measures patient-reported outcomes more consistently than patient-
reported experiences. No formal PREM instrument was identified; however, qualitative and mixed-methods
PREM-like evidence provides important insight into survivor and family experience.

Implications for Clinical Practice: Critical care follow-up after ECMO should integrate PROMs, PREMs, and family
perspectives within structured person- and family-centred pathways.

Introduction

Extracorporeal membrane oxygenation (ECMO) is increasingly used
as rescue support for patients with severe, potentially reversible respi-
ratory or circulatory failure [1-3]. Improvements in ECMO technology,
patient selection, and intensive care management have contributed to
increased survival among critically ill patients who previously had
limited treatment options. However, survival after ECMO should not be
equated with recovery. In this review, survivorship refers to survival
beyond the acute ECMO episode and critical illness, whereas recovery
refers to the multidimensional process through which survivors regain,

adapt, or reconstruct physical, psychological, cognitive, functional, so-
cial, and occupational roles after discharge [4-9].

Post-ECMO recovery overlaps with broader post-ICU survivorship
but also has specific features that justify focused attention. ECMO sur-
vivors may have experienced severe respiratory or circulatory failure,
prolonged organ support, deep sedation, delirium, invasive cannulation,
vascular or neurological complications, and complex rehabilitation
needs. In addition, families are often deeply involved in decision-
making, communication with clinicians, and post-discharge support,
particularly when survivors have fragmented memories of the ICU and
ECMO experience [7,10-14].
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Patient-reported outcome measures (PROMs) capture the patient's
perspective on health status, symptoms, functioning, quality of life,
disability, psychological burden, cognition, social participation, or re-
turn to work. Patient-reported experience measures (PREMs) capture
how patients or families experience care processes, including commu-
nication, decision-making, preparation for discharge, continuity, sup-
port, and follow-up. Because validated ECMO-specific PREMs are rarely
available, this review also uses the term PREM-like evidence to describe
qualitative or mixed-methods evidence that addresses patient or family
experience of care and recovery without using a formal PREM instru-
ment [15-25].

For critical care nursing, integrating PROMs, PREMs, and PREM-like
evidence into post-ECMO follow-up is directly connected to person- and
family-centred care, continuity after ICU or hospital discharge, symptom
surveillance, psychological support, patient education, family involve-
ment, and coordination between critical care, rehabilitation, community
services, and specialist follow-up clinics [24,26-32]. Critical care nurses
are well positioned to identify unmet needs, monitor recovery, support
self-management, facilitate communication, and advocate for care
models that reflect outcomes and experiences that matter to survivors
and families.

Existing studies have assessed a range of outcomes after ECMO,
including health-related quality of life, physical function, psychological
morbidity, respiratory symptoms, cognition, and return to work
[1-3,6,8-10,12,16,17,19-23]. However, the extent to which these
studies integrate formal PREMs, patient experience, family experience,
and care transition remains unclear. Accordingly, this scoping review
aimed to map the use of PROMs, PREMs, and PREM-like evidence in
adult post-ECMO follow-up, identify the instruments and approaches
used, and describe measurement gaps relevant to post-ECMO survivor-
ship and critical care nursing practice.

Methods
Review design

This scoping review was conducted in accordance with the Joanna
Briggs Institute methodology for scoping reviews and reported in
accordance with the PRISMA-ScR guideline [33]. A scoping review
design was selected because the evidence base is heterogeneous in terms
of study design, ECMO modality or indication, follow-up timing,
outcome instruments, and approaches to patient and family experience.
The purpose was to map measurement approaches and identify domains
that were represented, underrepresented, or absent in the literature,
rather than to pool outcome effects.

An internal a priori protocol was developed to guide the review
question, eligibility criteria, search strategy, study selection, data
charting, and synthesis. The protocol was not registered or published,
and this is acknowledged as a limitation.

Review questions

The primary question was: which PROMs and PREMs are used in the
follow-up of adults treated with ECMO after ICU discharge? A secondary
question was: which outcome and experience domains are represented,
underrepresented, or absent in the post-ECMO follow-up literature?
PROMs were defined as measures directly capturing the patient's
perspective on health status, symptoms, functioning, quality of life,
disability, psychological burden, cognition, or social participation.
Formal PREMs were defined as standardised instruments designed to
capture patient or family experience of care processes. PREM-like evi-
dence was defined a priori as qualitative, mixed-methods, or survey-
based evidence addressing experience-related domains such as
communication, decision-making, discharge preparation, continuity,
support needs, or follow-up experience without using a formal PREM
instrument.
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Population—concept—context framework

The review was structured according to the JBI Pop-
ulation—-Concept-Context framework. The population comprised adults
treated with ECMO or extracorporeal life support (ECLS), irrespective of
modality or indication, including veno-venous ECMO, veno-arterial
ECMO, and extracorporeal cardiopulmonary resuscitation. The
concept was the use of PROMs, PREMs, or PREM-like evidence to assess
outcomes or experiences after ECMO. The context was post-ECMO
follow-up after ICU or hospital discharge, including outpatient, tele-
phone, survey-based, rehabilitation, or qualitative follow-up contexts
(Table 1).

Eligibility criteria

Eligible studies included adults treated with ECMO or ECLS and
reporting post-discharge or follow-up data relevant to PROMs, PREMs,
or PREM-like evidence. Studies involving family members or caregivers
were eligible when they explored experience, support needs, decision-
making, or transition after ECMO. Quantitative, qualitative, and
mixed-methods studies were considered. Reviews, editorials, commen-
taries, paediatric-only studies, conference abstracts without sufficient
outcome detail, and studies focused only on in-hospital mortality,
technical management, complications, or physiological outcomes were
excluded from the final mapping set. Studies published between 2016
and 2026 in English or Portuguese were considered. This timeframe was
selected to capture contemporary ECMO survivorship evidence,
reflecting recent developments in ECMO technology, patient selection,
critical care survivorship practice, PROM/PREM reporting, and post-ICU
follow-up models, while also capturing evidence before, during, and
after the COVID-19 pandemic.

Search strategy and information sources

A structured search was conducted in MEDLINE/PubMed, Web of
Science and CINAHL Complete, supplemented by manual screening of
reference lists. The final search was updated in July 2026.

Search terms combined ECMO-related terms (extracorporeal mem-
brane oxygenation ECMO ECLS extracorporeal life support) critical care
and follow-up terms (ICU intensive care critical care discharge survi-
vorship post-ICU follow-up recovery rehabilitation long-term) and
PROM/PREM terms (patient- eported outcome PROM quality of life
HRQoL patient-reported experience PREM patient experience family
experience qualitative interview care transition transition of care con-
tinuity of care). Full database strategies are provided in Supplementary
Appendix A

The search strategy was developed by the author team and refined
using clinical ECMO and research expertise. It was not formally peer-
reviewed by an information specialist or medical librarian.

Study selection

Records were exported to Microsoft Excel spreadsheets, deduplicated
electronically, and manually checked. Titles and abstracts were screened

Table 1
Population-concept-context framework.
PCC Definition used in this review
element
Population Adults treated with ECMO or ECLS, irrespective of modality or

indication, including VV-ECMO, VA-ECMO, and ECPR contexts.

Concept Use of PROMs, PREMs, or PREM-like evidence to assess outcomes or
experiences after ECMO.
Context Post-ECMO follow-up after ICU or hospital discharge, including

outpatient, telephone, survey-based, rehabilitation, or qualitative
follow-up contexts.
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by PC and verified by AF. The verification process was not blinded and
did not use an independent screening platform. Full texts were assessed
for eligibility using the same criteria. Disagreements or uncertain cases
were resolved through discussion between PC and AF and, when
necessary, with LS until consensus was reached. Reasons for full-text
exclusion were recorded by category, and the selection process was
documented using a PRISMA flow diagram (Supplementary Tables —
Appendix B).

Data extraction and charting

A structured charting form was developed to capture author, year,
country, design, ECMO population and modality, sample size, follow-up
timing, PROMs used, PREMs or PREM-like approaches, domains
assessed, family involvement, main findings relevant to survivorship,
and implications for follow-up and critical care nursing. Data charting
was performed by PC using the structured charting form and reviewed
by AF with access to PC's charting decisions. This process represented
verification of charted data rather than blinded independent duplicate
extraction. Uncertainties were resolved through discussion between PC
and AF and, when necessary, with LS until consensus was reached.

PROM domains included health-related quality of life, physical
function, disability, activities of daily living, respiratory symptoms,
psychological morbidity, cognition, return to work, and social partici-
pation. PREM and PREM-like domains included survivor experience,
family experience, communication, decision-making, care transition,
discharge needs, follow-up needs, continuity of care, and perceived
support.

Methodological appraisal

Critical Appraisal Skills Programme (CASP) informed appraisal was
undertaken to support interpretive weighting rather than to exclude
studies. Cohort studies were assessed using the CASP Cohort Study
Checklist, qualitative studies using the CASP Qualitative Checklist, and
cross-sectional or mixed-methods studies using CASP-informed criteria
adapted to design characteristics. Each study was assigned an overall
judgement of high, moderate-high, or moderate, considering clarity of
aims, design appropriateness, recruitment, outcome measurement,
confounding or reflexivity, follow-up completeness, analytical rigour,
and relevance to the review question (Supplementary Tables — Appendix
F).

Data synthesis

A descriptive and narrative synthesis was undertaken. Studies were
grouped as quantitative PROM-focused studies, mixed-methods studies,
formal PREM studies, or qualitative PREM-like studies, and then map-
ped across outcome and experience domains. Classification of individual
studies as PROM-focused, formal PREM, or PREM-like evidence was
performed during data charting by PC and reviewed by AF against the
predefined operational definitions. AF reviewed the classification with
access to PC's decisions. Uncertain classifications were discussed among
the authors, including LS when required, until consensus was reached.
Consistency was checked by comparing each study-level classification
with the domain definitions and the study-by-study matrix. Domains
were classified as represented when they appeared in multiple studies or
were assessed through explicit instruments or qualitative themes; un-
derrepresented when they appeared in few studies, inconsistently, or
mainly through indirect evidence; and absent when no eligible study
provided relevant data. These classifications were used for evidence
mapping rather than quantitative grading.
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Results
Search results and study selection

The database searches identified 2357 records. After removal of 86
duplicates, 2271 records were screened by title and abstract. Of these,
2214 records were excluded because they did not meet the eligibility
criteria or were not relevant to post-ECMO PROM/PREM mapping. A
total of 57 full-text reports were retrieved and assessed for eligibility. No
reports were unavailable for retrieval. After full-text assessment, 25
reports were excluded. The principal exclusion categories were wrong
population, wrong concept or absence of PROM, PREM, or PREM-like
data, in-hospital or physiological outcomes only, wrong publication
type, and insufficient outcome detail. The final review included 32
studies. The study selection process is summarised in the PRISMA flow
diagram (Supplementary Tables — Appendix B).

Characteristics of included studies

The 32 included studies comprised 23 quantitative studies, 7 quali-
tative studies and 2 mixed-methods studies. Quantitative studies
included prospective and retrospective cohort studies, cross-sectional
surveys, registry-based follow-up studies, and longitudinal follow-up
studies. Qualitative studies explored the lived experience of ECMO
survivors and family members, including recovery, psychological
burden, communication, decision-making, and post-discharge needs.
Mixed-methods studies combined structured outcome assessment with
qualitative or experiential data (Table 2).

Studies included adults treated with VV-ECMO, VA-ECMO, ECPR, or
mixed ECMO/ECLS populations where modality-specific results were
not always reported separately. Follow-up timing varied substantially,
ranging from early post-discharge assessment to long-term follow-up at
1, 2, 3, 5 years or longer. A condensed overview of study characteristics
is provided in Table 3, with detailed charting in Supplementary Tables —
Appendix C.

PROM domains mapped

PROM-focused evidence predominated. Of the 32 included studies,
25 studies directly assessed at least one patient-reported outcome
domain, including health-related quality of life, physical or functional
recovery, mental health, respiratory symptoms, disability, cognition,
return to work, or social participation.

The most frequently represented PROM domains were health-related
quality of life and mental health; each identified in 20 studies. Health-
related quality of life was assessed using instruments such as EuroQol

Table 2
Characteristics of included studies.
Characteristic Number of studies Comment
Quantitative 23 Prospective/retrospective cohorts,
studies cross-sectional surveys, registry-

based and longitudinal follow-up
studies.

Mixed-methods 2 Combined structured outcomes

studies with qualitative or experiential
data.
Qualitative 7 Explored survivor and/or family
studies experience, decision-making,

recovery, support needs, and care
transition.

PROM-focused 25 Assessed at least one patient-

evidence reported outcome domain.
PREM-like 7 primary studies; Mainly qualitative or mixed-
evidence additional mixed/survey methods exploration of patient/

contributions family experience; formal PREMs

were rare.
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Table 3

Domains of included studies.

Domain

Representation in
included literature

Interpretation

Health-related
quality of life
Mental health

Physical/functional
recovery

Return to work/
social
participation

Cognition/memory

Respiratory
burden/
pulmonary
functioning

Patient/family
experience and
care transition

20 studies

20 studies

13 studies

12 studies

10 studies

7 studies

Underrepresented;
mainly PREM-like
evidence

Most consistently mapped
PROM domain.

Commonly assessed through
anxiety, depression, PTSD, or
distress measures and
qualitative accounts.

Assessed through disability,
mobility, activities of daily
living, or functional status.
Used as an indicator of
reintegration and longer-term
recovery.

Less frequent than HRQoL or
mental health; included formal
screening and qualitative
accounts.

Relevant particularly for VV-
ECMO/ARDS but inconsistently
measured.

Communication, decision-
making, discharge preparation,

continuity, family support, and
follow-up needs require
standardisation.

five-dimension questionnaire (EQ-5D), EuroQol visual analogue scale
(EQ-VAS), 36-item Short Form Health Survey (SF-36), SF-36 version 2
(SF-36v2), St George's Respiratory Questionnaire (SGRQ), and the
Minnesota Living with Heart Failure Questionnaire (MLHFQ).

Mental health was represented in 20 studies using instruments
including the Hospital Anxiety and Depression Scale (HADS), Beck
Depression Inventory-II (BDI-II), Patient Health Questionnaire-9 (PHQ-
9), Impact of Event Scale-Revised (IES-R), Impact of Event Scale-6 (IES-
6), and post-traumatic stress disorder symptom scales (Supplementary
Tables — Appendix E — Table 4). Mental health outcomes were also
prominent in qualitative studies, where survivors and families described
fear, uncertainty, intrusive memories, emotional distress, and the psy-
chological consequences of critical illness and ECMO (Supplementary
Tables — Appendix E — Tables 7 and 8).

Physical function, disability, mobility, and activities of daily living
were mapped in 13 studies (Supplementary Tables — Appendix E —
Table 2). Measures included the modified Rankin Scale (mRS), World
Health Organization Disability Assessment Schedule 2.0 (WHODAS 2.0),
Barthel Index, Instrumental Activities of Daily Living (IADL), and
structured clinical or symptom-based assessments. Return to work,
occupational role, and social participation were reported in 12 studies
and were commonly used as indicators of social reintegration and
longer-term functional recovery (Supplementary Tables — Appendix E —
Table 6).

Cognitive outcomes and memory were mapped in 10 studies (Sup-
plementary Tables — Appendix E — Table 5). Formal cognitive screening
was less frequent than health-related quality of life (HRQoL) or mental
health assessment and included tools such as the Montreal Cognitive
Assessment (MoCA) and telephone-based cognitive assessment. Respi-
ratory symptoms and pulmonary functioning were represented in 7
studies using dyspnoea scales, respiratory questionnaires, spirometry,
lung function tests, and symptom review (Supplementary Tables — Ap-
pendix E — Table 3).

PREM and PREM-like domains mapped

No study used a formal or validated PREM instrument. Seven pri-
mary studies were classified as providing PREM-like evidence because
they used qualitative or mixed-methods approaches to explore patient or
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family experience without applying a formal PREM instrument. In
addition, experience-related domains overlapped across the included
studies; therefore, the domain counts reported below are not mutually
exclusive, because the same study could contribute to more than one
experience-related domain.

Patient experience and survivor PREM-like evidence were mapped in
9 studies (Supplementary Tables — Appendix E — Table 7). These studies
explored how survivors experienced acute illness, ECMO treatment, ICU
care, recovery, psychological distress, loss of independence, memory
disturbance, uncertainty, and adaptation to a “new normal”. Family
experience and caregiver PREM-like evidence were mapped in 5 studies
(Supplementary Tables — Appendix E — Table 8), including emotional
burden, uncertainty, communication needs, witnessing ECMO treat-
ment, decision-making involvement, and responsibility for supporting
recovery after discharge.

Care transition, discharge needs, follow-up needs, and decision-
making were represented in 12 studies (Supplementary Tables — Ap-
pendix E — Table 9). This domain included preparation for discharge,
continuity of care, coordination between hospital and community ser-
vices, perceived gaps in follow-up, information needs, communication
quality, decision support, and family involvement. These findings were
not captured through formal PREM instruments but emerged repeatedly
in qualitative and mixed-methods evidence.

Evidence gaps in post-ECMO follow-up measurement

The final domain mapping revealed a clear asymmetry between
PROMs and experience-related evidence. The literature measured
patient-reported outcomes more consistently than patient-reported ex-
periences. Health-related quality of life and mental health were the most
frequently assessed domains, whereas no formal PREM instrument was
identified and family-centred experience measures were particularly
underdeveloped (Supplementary Tables — Appendix D and E).

Several measurement gaps were identified. First, there was limited
standardisation of instruments. Second, follow-up timing was highly
variable, reducing comparability and limiting understanding of recovery
trajectories. Third, cognitive outcomes, respiratory-specific burden,
family experience, and care transition were less consistently measured
than global HRQoL and psychological symptoms. Fourth, PREM-related
domains were mostly captured through qualitative or mixed-methods
studies rather than standardised instruments, limiting benchmarking
and routine integration into clinical follow-up pathways.

Taken together, the findings indicate that post-ECMO follow-up
research has developed a stronger measurement tradition around out-
comes than around experience. This gap is important for critical care
nursing because follow-up after ECMO requires attention not only to
survival, function, and symptoms, but also to communication, continu-
ity, family support, and the patient's experience of recovery.

Discussion
Principal findings

This scoping review mapped the use of PROMs, formal PREMs, and
PREM-like evidence in post-ECMO follow-up. The main finding is that
the literature is weighted towards patient-reported outcomes, particu-
larly health-related quality of life, mental health, physical/functional
recovery, respiratory burden, disability, cognition, return to work, and
social participation. In contrast, no formal PREM instrument was iden-
tified, and patient-reported experience was more often represented
through qualitative or mixed-methods evidence than through stand-
ardised experience instruments.

This imbalance is clinically important because recovery after ECMO
is not only a question of functional status or symptom burden, but also of
how patients and families experience communication, decision-making,
discharge preparation, continuity of care, and follow-up support.
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Predominance of PROMs over PREMs

The predominance of PROMs reflects the broader trajectory of crit-
ical care survivorship research, where post-ICU recovery has often been
assessed through health-related quality of life, psychological morbidity,
physical function, and return to work. In this review, structured mea-
sures such as EQ-5D, SF-36, HADS, SGRQ, WHODAS 2.0, MoCA, Barthel
Index, and return-to-work assessments provided ways of identifying
persistent burden after ECMO. These measures can support clinical
follow-up, risk stratification, patient counselling, rehabilitation plan-
ning, and evaluation of survivorship services [34-40].

However, PROM use was not harmonised. Similar domains were
assessed using different instruments, at different time points, and in
different ECMO populations [41-46]. This limits comparability between
studies and makes it difficult to define standardised outcome measure-
ment in post-ECMO follow-up.

The fact that no formal PREM instrument was identified does not
mean that experience-related evidence is absent. Qualitative and mixed-
methods studies provided rich PREM-like evidence on survivor and
family experience, including fear, uncertainty, fragmented memories,
delirium-related recollections, emotional burden, family witnessing,
decision-making pressure, communication needs, and the challenge of
rebuilding life after ECMO. These studies reveal domains that formal
PROMs do not fully capture and that future PREMs should address
[5,7,27-29,42-46,49].

ECMO-specific relevance within broader critical care survivorship

The candidate domains identified in this review overlap with broader
post-ICU survivorship domains, but post-ECMO follow-up requires spe-
cific application and interpretation. ECMO survivors may differ from
general ICU survivors because of the severity and reversibility of the
underlying respiratory or circulatory failure, ECMO modality or indi-
cation, cannulation-related complications, prolonged critical illness,
rehabilitation needs, and specialist follow-up requirements. Family
experience may also be particularly salient because relatives often
participate in high-stakes treatment decisions and help reconstruct the
survivor's ICU narrative.

The contribution of this review is therefore not to replace established
post-ICU follow-up models, but to identify how PROMs, PREMs, and
PREM-like evidence are currently used in the ECMO survivorship
context and to identify candidate domains for future standardisation.

Implications for post-ECMO follow-up and critical care nursing

The findings suggest that post-ECMO follow-up should integrate both
outcome and experience assessment. Candidate outcome domains for
future standardisation include health-related quality of life, physical or
functional recovery, mental health, cognitive status, and social partici-
pation or return to work. Respiratory symptoms and pulmonary function
should also be considered, particularly in VV-ECMO and ARDS pop-
ulations. Candidate experience domains include communication, prep-
aration for discharge, continuity of care, family involvement, decision-
making support, perceived usefulness of follow-up, and unmet needs
after discharge.

These findings are highly relevant to critical care nursing. Critical
care nurses are central to the patient and family journey across the
ECMO trajectory: during critical illness, at ICU discharge, during ward
transition, and in post-ICU or specialist follow-up services [47-50].
Experience-related domains such as communication, discharge prepa-
ration, family support, continuity, education, and perceived prepared-
ness are closely linked to nursing practice. If these domains are not
measured, they may remain invisible in service evaluation and quality
improvement.
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Limitations

This review has limitations. First, included studies were methodo-
logically heterogeneous, which is appropriate for a scoping review but
limits direct comparison and prevents quantitative synthesis. Second,
follow-up timing varied substantially, which may influence the preva-
lence and severity of reported symptoms, disability, psychological
burden, and experience-related needs. Third, no formal PREM instru-
ment was identified; therefore, qualitative and mixed-methods studies
were used as PREM-like evidence. This approach supports mapping of
experience-related domains but prevents standardised comparison of
experience across studies. Fourth, studies included mixed ECMO pop-
ulations and clinical contexts, including VV-ECMO, VA-ECMO, ECPR,
ARDS, COVID-19, cardiogenic shock, and broader ECLS. Fifth, CASP-
informed appraisal supported interpretive weighting but was not used
as an exclusion criterion, consistent with scoping review methodology.
Sixth, the review focused on studies from 2016 to 2026 in English or
Portuguese, which may have excluded relevant evidence outside these
parameters. Seventh, although MEDLINE/PubMed, Web of Science, and
CINAHL Complete were searched, Embase and other databases were not
searched; this may have resulted in the omission of some relevant
rehabilitation, biomedical, or conference-indexed literature. Eighth, the
search strategy was not formally peer-reviewed by an information
specialist or medical librarian. Finally, an internal a priori protocol
guided the review, but the protocol was not registered or published.

Conclusion

This scoping review shows that post-ECMO follow-up literature
measures patient-reported outcomes more consistently than patient-
reported experiences. Health-related quality of life, mental health,
physical function, disability, respiratory symptoms, cognition, and re-
turn to work are increasingly represented through PROMs, but in-
struments and follow-up timings remain heterogeneous.

No formal PREM instrument was identified in post-ECMO survivor-
ship. Patient and family experience is captured mainly through quali-
tative or mixed-methods PREM-like evidence. This is an important gap
because recovery after ECMO is shaped not only by symptoms and
functional limitations, but also by communication, discharge prepara-
tion, continuity of care, family involvement, decision-making, and
perceived support after ICU discharge.

Future post-ECMO follow-up should integrate outcome measure-
ment, experience-related assessment, and family perspectives within
structured person- and family-centred pathways. The candidate domains
identified in this review may support future standardisation, clinical
decision-making, and quality improvement in critical care nursing
practice.
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