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fiCritical illness survivorship will be the defining challenge of critical care in the 21st

centuryé . (lwashyna 2010)

A well-organized approach can help those who survive critical iliness live full new
' iveséSurvivorship r etawaydothinkabmwtthd @mplexs wi
interactions between physiology, psychology and social environment. We have not
yet found a best way to i mp(lwasmman2017)t hat under
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Preface

Being awarded a Churchill Fellowship is a huge privilege. All travels were undertaken in the
pre-COVID 19 world, returning in February 2020 when the impact had yet to be fully realised

in the Western hemisphere.

Whilst the report is written reflecting our pre-COVID 19 world it has great relevance to the

post COVID 19 world which we havmemewenommaln@Gvi gat

are in essence, in a liminal space which is deeply discomforting.

There is however some certainty for those admitted to intensive care with COVID 19 and
who survive, there will be an even greater need for physical, cognitive, psychological and
social rehabilitation to combat post intensive care syndrome (PICS). The impact of PICS is
predicted to be more prevalent due to absence of family members presence in ICU and
indeed all hospital settings and the visual impact of being cared for by staff wearing personal

protective equipment (PPE).

Since my Churchill Fellowship was awarded there has been work undertaken by the United
Kingdom (UK) Intensive Care Society (ICS) (Faculty of Intensive Care Medicine) in
recognition of the unmet need of survivors and their families following critical iliness.

Identified challenges are:
AUnmet needs of ICU survivors are identified as a high priority area
A Bdexpansion in diverse services across UK
A  No systematic approach, no platform for
A Lack of speéoifindingauposesns/ t ari ffs

This area of development requires multidisciplinary input from patients, psychologists,
physiotherapists, nurses, doctors, occupational therapists and management with knowledge
of tariffs. Funding a follow up service is a key feature requiring liaison with commissioners.
This work commenced in January 2020 and the pace of this work has been accelerated by
COVID 19. The one silver lining to this horrific pandemic may be the fruition of a funded

rehabilitation pathway for ICU survivors in the UK.
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Executive summary

In the pre-COVID-19 world over 270,000 people were admitted to critical care units in the UK
every year. For many patients, this experience is unexpected and traumatic. For those who
survive, it can be a life-changing event and patients may be left with temporary or permanent
disabilities and often significant psychological distress. Patients and relatives are usually
unable to prepare for their time in intensive care. Patients are very ill and often unable to
understand or participate in decisions about their treatment. They may feel like they are

dying.

According to Iwashyna (2017) a revolution is underway in critical care. It is born of
dissatisfaction with the simple dichotomization of alive versus dead. As we move beyond life
and death, we now ask: What can we do to ensure survivors of intensive care can thrive

after critical illness?
Aims offellowship

1 To enhance knowledge of the physical, psychological and social transitions
experienced by individuals and families surviving critical iliness.

1 To explore and witness best practice in relation to supporting critical illness
survivorship, from both an individual and family perspective.
To share best practice via publication and conference presentation.
To enhance policy and establish a care pathway within the UK for critical

illness survivors.

Summary of findings and recommendations

Heterogeneity in the outcomes and measurement instruments used in studies of critical
illness survivors after hospital discharge creates an ongoing challenge in synthesising
results to inform a comprehensive understanding of ICU survivorship. Two recent papers
have suggested that there has been a poor return on investment from randomised control
trials in Critical Care, (Niven et al 2019, Turnbull et al 2020). One way to address the
challenge around heterogeneity, is to embrace the individuality of the patient and family
member and acknowledge that compassionate person and family centred care, in co-
production with a coherent multidisciplinary team is likely to bring high levels of survivor and

family satisfaction.

Dr Pamela Page, Churchill Fellow 2019
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The centres of excellence visited as part of the Churchill Fellowship exemplify person and

family centred care in the ICU. The recommendations from this report support this aspiration.

The top five recommendations to support ICU survivorship from a patient and family member
perspective are:

1. Active assessment for delirium and implementation of hon-pharmacological
approaches to prevent and treat delirium (ICU and wards).
Early physical rehabilitation in ICU with multidisciplinary team approach.
Completion of an ICU diary during ICU stay.
Open visiting by family members in ICU.

a > wDn

Option for family member involvement in patient care in ICU and on discharge to

ward.

Background

In the last decade, a growing body of global research has revealed the profound burden that
survival from critical illness can impose on both the patient and family. As societies age and
the proportion of frail elderly patients presenting with acute illness increases, we need to
develop an evidence base which will allow informed decision making about the benefits and
burdens of intensive care. The associated resource needs to be in place to enact the
evidence base. Equally important is the need to provide critical care with humanity for the

benefit of all stakeholders including the staff who deliver critical care.

In the UK, the National Institute for Health and Clinical Excellence (NICE) published clinical
guideline 83 to inform rehabilitation following critical illness. Unfortunately, there is a body of
evidence that demonstrates that this has not been effectively enacted, and this was

confirmed during interviews undertaken as part of my doctoral studies (Page 2019).

In 2017, NICE refined CG83 with the publication of four standards (QS158), reflecting high-

priority areas for quality improvement in relation to rehabilitation pathways for critically ill

adults. Enhancing survivorship, or the quality of survival, should be central to the

management of critically patients. Survival and the associated term survivorship are subject

to a range of definitions in the literature. Wi t hi n t he context of this rer
used in the most literal sense of avoiding death. As critical illness is characterised as an

acute life-threatening episode, survivor is used to describe individuals who live beyond this

eventandaret er med as a O6survivord. The term d6épatient
interchangeably. A f urt her definition i s thpunscheduteesatud y %an
IS
a8
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passage of falling critically ill and being taken to the threshold of life and the journey to a life

postcritical il l nesso,

Whilst technology has enhanced survival rates following critical illness, many survivors suffer
substantial morbidity. Further, the effects are not limited to the survivors, there is a growing
body of literature showing that family members can suffer, anxiety, depression and post-

traumatic stress disorder (PTSD), during and post critical care.

Survivors frequently experience physical, psychological and cognitive impairment as a direct
result of their critical illness episode. As the prevalence of these negative sequalae became
known, a group of experts from Johns Hopkins University, Baltimore, Intermountain Medical
Centre, Salt Lake City, USA and other experts in the field around the world coined the term

post-intensive care syndrome (PICS) and PICS i F to represent family members.

Post-Intensive Care Syndrome

Post Intensive Care
Syndrome (PICS)

Mental Health
Anxiety/ASD
PTSD, Depression
Complicated Grief

Mental Health Cognitive Impairments Physical Impairments
Anxiety/ASD Executive Function Pulmonary
PTSD Memory Attention Neuromuscular

Visuo-spatial
Depression Sienial Piocsiding Spced Physical Function

Figue one Post intensive care syndrome (PICS (F)) (Needham et al 2012).

Patients surviving critical illness are always weak, due to immobility, and possible nerve and
muscle damage due to systemic inflammatory processes and organ dysfunction. Early
physiotherapy in ICU is essential to help address and minimise muscle loss, and both
Intermountain Medical Healthcare and Johns Hopkins Hospital in the USA have led the way
in implementing early rehabilitation programmes within their critical care units. However,
muscle weakness is only one of the problems that survivors may face. Up to 80% of
patients who have been mechanically ventilated will experience delirium in differing forms,

which can and does have lasting impact. Many survivors experience cognitive impairment,

Pagél.o
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including memory loss, impaired attention and executive functioning. Psychological sequalae

include anxiety, depression and PTSD, the latter at equivalent rates to veterans of war.
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Figure two Potential sequalae for critical illness sequalae (Mikldebvashyna (2017))

For those who are unfamiliar with the critical care setting it is worth imagining yourself naked

in a bed, connected to a number of tubes and lines, in essence tying you to the bed and

undergoing a number of painful and lifesaving procedures. It is therefore unsurprising that

the ICU experience has been aligned to torture and that all organs of your body are stressed

and that your identity is threatened. Consequentially, some patients may experience a loss

of their humanity in the process of physiological survival. This loss of humanity may come in

many forms, including the loss of personal identity, control, respect, privacy, and support

systems, and is referred to as dehumanisation. Dehumanisation consists of treating

someoneasan fiobjecto rather than a fApennteiondl and i s ¢
failures to respect the dignity of the patient and the value of the family member, as the expert

on the patient.

Pagél. 1

Dr Pamela Page, Churchill Fellow 2019



Phase one

A)Johns Hopkins Critical Care Rehabilitation conéerdovember
2019, Baltimore, Maryland USA.

This conference focused on the interdisciplinary

collaboration and coordination that is vital to facilitate

- early mobility and rehabilitation in the intensive care unit
setting. Health care practitioners (HCPs) can work in

- professional silos which may act as a barrier to multi-

_ | disciplinary team working. While clinical trials support the
THE JOMNS HOPRINS Al " benefits of early rehabilitation for mechanically ventilated
MOBIUTY PROMOTION PROGR b P

e : e B ) patients, implementing these interventions requires an
e ICU culture based on proactive rehabilitation and

{ interdisciplinary collaboration between all critical care

and rehabilitation clinicians.

' ] - In the UK Kate Tantam from University Hospitals
Johns Hopkins Critical Care conference -
Plymouth NHS Trust has been working to change
workplace culture with the #RehabLegend campaign, this is a social media campaign for
early mobilisation and humanising the critical illness experience for all stakeholders. The
momentum is through sharing patient stories and

celebrating rehabilitation achievements by patients and

Go #ICURehab

staff alike. Kate and | were able to share our thoughts
on the barriers and enablers of supporting critical illness | 3

survivorship during the conference.

The campaign was well received at the conference and
there is evidence of a global reach (via Twitter)
augmented by my travels.

Kate Tantam and Dr Pam Page, Johns
Hopkins UniversityBaltimore, USA

Dr Pamela Page, Churchill Fellow 2019
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https://twitter.com/TantamKate

The conference was an excellent forum for networking and importantly sharing of resources

to enact the research presented. The research institute founded at Johns Hopkins

iOut comes after Critical I I'I nes s beaofadpenaccesg er y 0 ( C
resources here. Additionally, toolkits to design and implement early rehabilitation as part of a

guality improvement programme can be found here.

Two further key resources for health care practitioners originating in the USA are the PADIS
2018 guidelines and the ABCDEF bundle both published by the Society of Critical Care
Medicine.

The Pain, Agitation/sedation, Delirium, Immobility (rehabilitation/mobilization), and Sleep
(disruption) PADIS 2018 guidelines draw on current research findings and importantly have
been co-produced with patients as collaborators and co-authors. The (PADIS) guidelines are
written to guide clinical practice within ICU and can be delivered as part of the ABCDEF

bundle of care:

1 A=Assess, prevent and manage pain

1 B=Spontaneous awakening and Spontaneous breathing trial
1 C=Choice of analgesia and sedation

9 D=Delirium assessment and management

1 E=Early mobility and exercise

1

F=Family engagement and empowerment.

These elements both individually and collectively have been shown to reduce delirium,
improve pain management and reduce the negative long term sequalae for adult ICU

patients. Further details can be found of the A-F bundle can be found here.

One of the common concerns expressed by ICU practitioners relates to patient safety risks
in the context of early rehabilitation, in particular vascular line and airway displacement.
Adverse incident reporting has demonstrated that there is a very low incidence of
displacement, essentially highlighting the key message is that early ICU rehabilitation is

safe, feasible and beneficial to patient outcomes.

My abstract was accepted for poster presentation at the conference. Entittedi Const rmuct i ng
Grounded Theory of Critical lliness Survivorship: The Dualistic Worlds of Survivors and
Family Memberso, del egates appeared to be interested i

constructed theory. The published paper can be accessed here.

Pagé|.3
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https://www.hopkinsmedicine.org/pulmonary/research/outcomes_after_critical_illness_surgery/
http://bit.ly/rehabsol
https://www.sccm.org/ICULiberation/ABCDEF-Bundles
https://onlinelibrary.wiley.com/doi/full/10.1111/jocn.14655

Constructing a Grounded Theory of Critical illness Survivorship:

The dualistic worlds of survivors and family members

Methods:

Drivers for Study:

A 35-pear-okd protessi

Figure three Poster presentation Dr Pam Page
In addition to attending the conference | was able to attend two multi-disciplinary meetings at

Johns Hopkins Hospital on their medical ICU. The meetings illustrated the enactment of
early rehabilitation in ICU. The first was a quality improvement meeting which is part of a

threeey ear project that o6fine tunes6é the early reha

Success in applying for research grants has allowed Johns Hopkins to collect and analyse
data in relation to early rehabilitation. A very focused approach to quality enhancement is
taken, for example the following data is collected daily:

1 Cognitive stimulation by registered nurses (RNs) daily

1 Daily mobility goal order by physician or physician assistant

1 RNs document activity goal on admission

1 RNs must document compliance with enacting JH-HLM (Highest Level Mobility) twice
per day.

All data is reviewed, and compliance recorded and fed back to the relevant staff on a
monthly basis. This is an MDT approach, with doctors, nurses, occupational therapist (OTs)
physiotherapist (PTs) and clinical psychologist fully engaged.

Pagé|.4
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| also attended the weekly Medical ICU (MICU) early rehabilitation round. Again, an
impressive data set is presented to assess both compliance with the early rehabilitation
protocol and a forum for enhancing early rehabilitation via a range of interventions that may
be individually tailored. The MICU is a 24 bedded unit. At the time of visiting two beds were
closed due to staff shortage and there was one empty bed. As in the UK, discharge to step
down areas or to the medical floor can be problematic. It appears that recruitment and
retention of registered nurses and the challenges are patient flow are no different around the

world!

Each patient on the MICU is scored according to their daily

A Johns Hopkins Highest Level of Mobility (JH-HLM) Scale
A Johns Hopkins Daily Mobility Goal Calculator

JOHNS HOPKINS HIGHEST LEVEL OF
MOBILITY SCORE (JH-HLM)

24

N WA OO | N

WALK 75 METERS OR MORE

©
©
©

WALK 7.5 METERS OR MORE

WALK 10 STEPS OR MORE

STANDING
(1 OR MORE MINUTES)

MOVE TO CHAIR/COMMODE

AM-PAC MOBILITY SCORE
89 | 10-15 | 16-17 | 18-21 | 22-23

SIT AT EDGE OF BED

BED ACTIVITIES/DEPENDENT
TRANSFER

6-7

Figure fouActivity and Mobility togl© JohnsHopking
A RASS score

A CAM- ICU +/-

These scores are assessed by RNs This is supplied on a pre-populated sheet on the
rehabilitation round, along with age, gender, diagnosis and respiratory status (self-
ventilating, pressure support or pressure control ventilation etc) with accompanying oxygen

requirements (FiO2, high flow oxygen) etc.

Physiotherapy (PT) and occupational therapy (OT) consultation is confirmed to be in place
with every ICU patient, and input from the OT and PT is reviewed on MICU round. PTs

provide their JH HLM score and goal and a Functional Status Score for the Intensive Care

Dr Pamela Page, Churchill Fellow 2019
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https://www.johnshopkinssolutions.com/please-select-amp-hospital-tools/
https://www.sccm.org/ICULiberation/Resources/Richmond-Agitation-Sedation-Scale-(RASS
https://www.icudelirium.org/medical-professionals/delirium/monitoring-delirium-in-the-icu

Unit (FSS-ICU). These are consistently higher than the RN score, suggestion that RNs

underestimate the physical rehabilitation potential of the patient they are caring for.

There is clinical psychology input into the MICU round, witht he ¢ i ni c al psychol o
MICU being 50% clinical and 50% research.

Following the individualrevi ew of each patientod6s actual rehabi

agenda to consider the following as adjuncts to rehabilitation:
Virtual reality or Wii use

Neurological consultation

Psychological consultation

Animal assisted therapy

Music therapy

Tilt bed (MOVEOQO a dynamic tilt table)

Inspiratory muscle strength training

Do T Do o P Do o Do

Rehab Legend fAawar do

Some of these adjuncts are established in the UK such as tilt table use and there is a
growing interest in animal assisted therapy. The #Rehab Legend social media movement is
also gaining momentum via Twitter. My observation is that having these interventions as
standing items on the rehabilitation agenda keeps them at the forefront of peoples mind

rather than being considered as an afterthought.

Further observations are that the scale and detail of data collection is impressive and helps
keep early rehabilitation momentum in place. The PT and OT input is detailed, and they
clearly know their patients. It is pertinent to highlight that the MICU patient population at the
time of the visit did not reflect a typical level three UK ICU (approximately one third were

spontaneously breathing room air).

JH holds Magnet status which has been accredited on four subsequent occasions. This is a
significant quality kite mark reflecting a culture of quality improvement and education input.
Magnet accreditation recognises health care organisations for their quality patient care,
nursing excellence and innovations in professional nursing practice. In the UK, Oxford
University Hospitals and Nottingham University Hospitals are seeking accreditation with
Rochdale Infirmary NHS Trust being the first UK hospital to achieve Magnet status in 2002,

although this was not sustained following an NHS Trust merger.

Pagé|.6
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https://twitter.com/hashtag/rehablegend?lang=en

A tour of the MICU, confirmed all single room accommodation with stunning views over
Baltimore and across the harbour (10th floor). Each room has the JH mobility goal displayed
and where there has been speech and language therapy (SLT) assessment the outcome is
displayed. Open visiting has been established in the MICU for over eight years, this is a
strategy to prevent delirium and if it occurs, to assist in resolution. However single room
accommodation in ICU is not currently the norm in the UK and is a factor in considering

translation of good practice.

Johns Hopkins MICU areas of good practice that support critical illness survivorship

1 Early rehabilitation in critically ill patients is feasible, acceptable and beneficial to the
survivorship of critically ill patients.

9 Johns Hopkins Hospital have validated mobility tools to support early ICU
rehabilitation.

9 OTs provide valuable input into early ICU rehabilitation. The role of the OT in critical
care is only just coming into view in the UK, and the evidence for OT input is
compelling (reduction in length of stay, reduction in delirium incidence, better
functional outcomes). The UK Intensive Care Society (ICS) guidelines (June 2019)

now confirm the requirement for access to OT services, however provision remains
limited.

1 Creating a culture of early ICU rehabilitation requires strong leadership with an
established quality improvement ethos across all health professionals.
The ABCDEF bundle assists in liberation from the ICU.
Adoption of PADIS guidelines (2018) helps prevent and address delirium which is
present in 80% + of the ICU population. There is currently no evidence that
pharmacological approaches either prevent or treat delirium. Non-pharmacological
approaches including humanisation of care may be beneficial. Full range of

resources to implement the PADIS guidelines can be found here.

Pagél.?
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Whilst visiting Johns Hopkins University | took the

= opportunity to meet with Professor Patricia Davidson,
Dean of the post graduate School of Nursing. Trish is
originally from Australia and is known internationally
for her work in heart failure and her passion for
inclusion and social justice. We agreed that the
challenges around recruitment and retention of
registered nurse are the same the world over. This

. has resulted in the global Nursing Now campaign
(2020). The campaign focuses on five core areas:

ensuring that nurses and midwives have a more

prominent voice in health policy-making; encouraging

Professor Patricia Davidson, Dean JH

greater investment in the nursing workforce; recruiting
more nurses into leadership positions; conducting research that helps determine where
nurses can have the greatest impact; and sharing of best nursing practices. The Nursing
Now campaign is running from 2018-2020 and supported by the World Health Organisation
and the International Council of Nurses. The campaign is being run as a programme of the
Burdett Trust for Nursing, an independent charitable trust based in the UK, and co-supporter
of WCMT (nursing Fellowships).

We also discussed the overt deprivation in Baltimore which is a city divided by race and
social injustice and afflicted by violence and addiction. During my time in Baltimore the
honourable Elijah Cummings died on the medical ICU that | visited. He had, on the day of
my visit, been taken to the roof top of the hospital to see his beloved city of Baltimore, his
wife commented on social media of the benefit this conferred to his well-being. Elijah
Cummings was a passionate campaigner for social justice and Baltimore and the USA have

lost a great advocate for the vulnerable in society.

I n concluding our discussion Prof ettesveybesPatri ci a
and the very worst of healthcare within the US0 . mitations in primary care provision are

perhaps the most overt challenge, together with a physician lead model of care.

Pagé|.8
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B) Intermountain Medical Centre, Salt Lake City, Utah

Intermountain Medical Center (IMC) is the flagship hospital for Intermountain Healthcare.

With 504 beds, it is the largest hospital in Utah and serves residents from Utah, Idaho,

Wyoming, Nevada, and beyond.

IMC Shock Trauma centrdnelipad landing site

The work undertaken by the Humanising Intensive Care research centre is of particular
interest and is led by Professor Samuel Brown, further supported by Dr Ellie Hirschberg, Dr
Sarah Beesley and Professor Ramona Hopkins. Further information about the research

centre can be found here.

The visit focused on the shock trauma ICU (STICU) and the work undertaken to humanise
the ICU experience for both patients and family members. Much of the research undertaken
is part of a global network supported by the Society for Critical Care medicine (SCCM). One

such example is the THRIVE project. THRIVE offers education, resources and community to

help patient survivors and families after the ICU.

In each of the ICU rooms a laminated card (figure five) sets out the family centred approach
taken on the STICU. This practice is based on research completed at the Centre for
humanising critical care at Intermountain Medical Centre under the leadership of Dr Samuel

Brown.

The practice outlined below is, in both my personal and professional opinion, the gold
standard that ICUs in the UK should be working to. There are important contextual variants
that need to be considered. The provision of private rooms for all ICU patients in the USA

make some (not all) of the following easier to enact.

Dr Pamela Page, Churchill Fellow 2019
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https://intermountainhealthcare.org/locations/intermountain-medical-center/medical-services/pulmonology/our-research/~/link.aspx?_id=11FBD4C02FE146D0A7B4A7C0E81C3680&_z=z
https://www.sccm.org/MyICUCare/THRIVE

Open visiting is supported by the British Association Critical Care Nurses (BACCN) and as a

member of the position statement on visiting in adult critical care units in the UK it is

disappointing that there is still wide variation in practice across the UK. Inthe COVID 19
world it has not been possible for relatives to visit at all. The impact on survivors and family
members have yet to be fully realised, but there is a risk that both groups may experience
higher levels of post-traumatic stress symptoms as a consequence of the absence of family
members during hospital care. The consequences for ICU health care professionals are
also yet to be realised. Similarly, the impact of second and subsequent waves on all parties

is likely to be significant.

At IMC there is a well established (14 years) patient family advisory council (PFAC). | was

fortunate enough to meet and be part of a PFAC meeting. Members include ICU survivors

and family members plus ICU health care professionals. Funded by a research grant, they

co-produce improvements in ICU care. Tangible examples include developing a transition

form for enhancing patient expereince when stepping down from ICU to the floor, toiletry

packages for families( avai | abl e on t lp®visioroosjpurnal and pen/gench c ar t 6 )
for writing an ICU diary. Improving signage plus many other examples of enhancing the lived
experience for both patients and family members were discussed. Family involvement in

rounds is standard practice at IMC.

All the appropriate governance processes are established such as, DBS checks (equivalent),
equality and diversity education, and confidentiality. This laminated card (below) illustrates

the partnership approach to care in the STICU.
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http://www.efccna.org/images/stories/publication/BACCN_visiting.pdf

Figure five IMC partnership working in @ Uhtermountain Healthcare

Churchill Fellow Dr Jo McPeake established the first PFAC in the UK, in Glasgow following
her visit to IMC. The PFAC provides a forum for patients and families to suggest
improvements in quality and safety of hospital process and enables an understanding of the
challenges which patients and caregivers face during and following critical care. Working
with other members of the multidisciplinary team in the ICU in Glasgow, Dr McPeake has
helped to create InS:PIRE (Intensive Care Syndrome: Promoting Independence and Return
to Employment), a five-week rehabilitation programme for ICU survivors. This programme is
based on a cardiac rehabilitation model and was originally funded by The Health Foundation.
Patients set individual goals or personal outcomes, which are co-produced with staff at the
clinic and various community organisations. There is an urgent need for such a model to be

rolled out across the UK.

Dr Pamela Page, Churchill Fellow 2019
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