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Editorial

Survival and quality of life following a cardiac
arrest: Capturing what really matters to

survivors
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Increasingly embraced across a range of critical illnesses, and most
notably following cancer [https://www.cancer.gov/about-cancer/cop-
ing/survivorship], survivorship has been described as the defining
goal of critical care for the 21st Century." Core to survivorship is an
appreciation of a survivor's health and well-being — or their health-
related quality of life. These are complex and multifaceted concepts
that embrace the emotional, physical, social and economic challenges
associated with life during and after a critical iliness, and up until the
end of an individual’s life.

Survivors’ of cardiac arrest, or where necessary a proxy such as a
close companion or carer, are uniquely positioned to report on their
post-arrest health and well-being, providing a perspective that no-
other can provide. Such evidence may be captured quantitatively
using well-developed questionnaires, or patient-reported outcome
measures (PROMs), which seek to assess either specific aspects of,
orthe overarching concept of health-related quality of life.>® However,
until recent years, such survivor-reported assessment has been
relatively absent in the cardiac arrest literature.* In the absence of a
condition-specific measure for this population,? recent international
guidance in the form of the Core Outcome Set for Cardiac Arrest
(COSCA) has recommended the use of generic PROMs for the
assessment of health-related quality of life in future clinical trials up to,
as a minimum, 3-months post-arrest.5 PROMs have also been
included as supplementary outcomes in the updated Utstein
Statement and reporting framework.® However, the choice of PROM,
and its interpretation is crucial to the way in which we seek to better
understand survivorship in this growing population of survivors,? and
thus influence the timely provision of appropriate care.

A study in this issue of the journal,” provides a clear depiction of the
potential imitations of reporting ‘index’ or summary scores which, due to
the lack of granularity in their presentation, may underestimate the needs
of survivors. This is in comparison to the relative benefit to be gained from
amore nuanced ‘profile-based’ assessment that provides a more refined
illustration of the impact of survival. The study reports the 6-month follow-
up assessment of 442 survivors in the international Targeted-Tempera-
ture Management (TTM) trial, adopting the Short-Form 36-item Health
Survey (SF-36 version 2), a widely used generic measure of health status,
as a measure of health-related quality of life.” The 36-items provide a
broad ranging ‘profile’ assessment of health status, including multiple
questions pertaining to mental well-being, physical function, and fatigue.
Scores may be presented as two summary scores — summarising

mental or physical health — or as eight domain scores (physical function,
role-limitation physical, bodily pain, general health, vitality, social
functioning, role-emotional, mental health). It also benefits from a
normative-based scoring system, supporting comparison of scores with
the general population. In reporting the summary scores, Bohm et al.”
illustrated that the physical and mental health of 53% of survivors were
‘within normal range’, suggesting a good outcome at 6-months for the
‘majority’ of survivors, and a general health status that was comparable to
the general population (albeit with 47% of survivors with a general health
status falling below normative values).

However, when the authors delved into the individual domain
scores, a clearer distinction between the health status of survivors and
that of the general population was illustrated. Statistically andclinically
significant differences, evidencing worse health for survivors, were
reported for domains reflecting both physical (physical function, role-
physical) and emotional (role-emotional) health. These differences
remained even when age was taken into account.

When considered by age (dichotomised by age, </> 65 years old),
Bohm et al.” report worse mental health and vitality (including fatigue)
in the younger group and worse levels of physical health in the older
group (older than 65 years). Lower levels of mental health have been
reported in a large Australian cohort of young survivors when
compared to age-matched members of the general population.® And a
deteriorating state of mental well-being has been reported at 12-
months on the SF-36 (when compared to that reported at 3-months),
with scores significantly lower than that of an age- and gender-
matched ‘norm’ population.® Lower levels of mental well-being have
been reported to persist for several years post-arrest.'® However,
Bohm et al.’s study emphasises the importance of considering the
impact of survival on an individual’s emotional and mental well-being,
suggesting that fatigue and cognitive impairment could be important
factors alongside the impact of anxiety and depression.

The functional impact of survival post-arrest has received little
attention. High levels of fatigue'' are commonly reported, together
with muscle wasting in survivors who required intensive care
admission.'? Lower levels of physical functioning have been reported
in survivors at 12-months,”'®'* three-years'®''® and five-years®'”
when compared to age and gender-matched members of the general
population. Survivors report greater limitations in their ability to
reintegrate into society than non-cardiac patients, with almost half
reporting significant difficulties at 6-months.'®
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Itis evident that survivors are experiencing significant limitations in
their daily life due to physical and emotional problems that should be
taken into consideration in the provision of appropriate aftercare. An
intervention targeting the emotional and cognitive needs of survivors
reported improvements in their general and mental well-being,
captured on the SF-36, at 12-months.'® However, the physical needs
of survivors were not addressed.

Granularity of assessment is clearly important in providing a
clearer illustration of the needs and experiences of survivors.
However, the feasibility of data collection may conflict with the need
for a measure that is relevant and acceptable.® Bohm et al.” describe
hour-long face-to-face interviews to support SF-36 completion, which
clearly considered both the length of the questionnaire and the
potential challenges of self-completion in a population in which up to
75% may experience some degree of cognitive impairment.'® Whilst
costly and time-consuming, this was rewarded with high completion
rates (90%) with survivors and proxies (7%). However, non-
respondents at 6-months (10%; 49/491) had poorer health (worse
Cerebral Performance Checklist (CPC) scores). Evidence that
cognitive impairment and worse mental well-being correlate strongly
with worse health-related quality of life in this group,'® highlights the
challenge that the non-inclusion of survivors with a worse outcome
may further seek to under-estimate the health-related quality of life
and post-resuscitation health and social care needs of this group.
There is a clear methodological imperative to seek to ensure that the
views of survivors with a worse outcome are captured in future
research.®

A benefit of generic measures is the broad-based assessment that
supports comparison of health state between patients and the general
population. However, even where such domain-based assessment as
described by the SF-36 is available, such measures are often deemed
to have less relevance to a patient’s health experience® and are
generally less responsive to important change in health than well-
developed condition-specific measures. A combination of both generic
and specific measures is recommended.?® Whilst domain-specific
measures are available, which could usefully supplement the
assessment of general health status as recommended by the COSCA
guidance,’® there remains an imperative to work in collaboration with
survivors and their carers to co-produce a high quality, relevant and
acceptable measure of survivor-reported outcome that further captures
what really matters to all survivors in the aftermath of cardiac arrest.
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