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

century…. (Iwashyna 2010) 

 

A well-organized approach can help those who survive critical illness live full new 

lives…Survivorship research provides us with a way to think about the complex 

interactions between physiology, psychology and social environment. We have not 

yet found a best way to implement that understanding”. (Iwashyna 2017) 
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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 have yet to navigate through to find the ‘new normal’.  We 

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 illness.  

Identified challenges are:  

• Unmet needs of ICU survivors are identified as a high priority area  

• Rapid expansion in diverse services across UK 

  • No systematic approach, no platform for collaboration 

 • Lack of specifications/tariffs for funding purposes 

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 of Fellowship 
 

• To enhance knowledge of the physical, psychological and social transitions 

experienced by individuals and families surviving critical illness.  

• 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.  
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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 non-pharmacological 

approaches to prevent and treat delirium (ICU and wards). 

2. Early physical rehabilitation in ICU with multidisciplinary team approach.  

3. Completion of an ICU diary during ICU stay. 

4. Open visiting by family members in ICU. 

5. 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.  Within the context of this report the term ‘survival’ is 

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 

event and are termed as a ‘survivor’. The term ‘patient’ and ‘survivor’ are used 

interchangeably. A further definition is provided by Kean et al (2017) “the unscheduled status 
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passage of falling critically ill and being taken to the threshold of life and the journey to a life 

postcritical illness”, 

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 – F to represent family members.  

 

Figure 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, 
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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. 

 

Figure two Potential sequalae for critical illness sequalae (Mikkleson & Iwashyna (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 

someone as an “object” rather than a “person” and is often associated with unintentional 

failures to respect the dignity of the patient and the value of the family member, as the expert 

on the patient. 
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Phase one 

A) Johns Hopkins Critical Care Rehabilitation conference November 

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 

benefits of early rehabilitation for mechanically ventilated 

patients, implementing these interventions requires an 

ICU culture based on proactive rehabilitation and 

interdisciplinary collaboration between all critical care 

and rehabilitation clinicians.   

In the UK Kate Tantam from University Hospitals 

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 

staff alike. Kate and I were able to share our thoughts 

on the barriers and enablers of supporting critical illness 

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 University, Baltimore, USA 

 Johns Hopkins Critical Care conference 1  Johns Hopkins Critical Care conference  

https://twitter.com/TantamKate
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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 

“Outcomes after Critical Illness and Surgery” (OACIS) group have a number of open access 

resources here. Additionally, toolkits to design and implement early rehabilitation as part of a 

quality 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: 

• A=Assess, prevent and manage pain 

• B=Spontaneous awakening and Spontaneous breathing trial 

• C=Choice of analgesia and sedation 

• D=Delirium assessment and management 

• E=Early mobility and exercise 

• 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. Entitled “Constructing a 

Grounded Theory of Critical Illness Survivorship: The Dualistic Worlds of Survivors and 

Family Members”, delegates appeared to be interested in the richness of the data and the 

constructed theory.  The published paper can be accessed here.  

 

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
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In addition to attending the conference I 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 

three-year project that ‘fine tunes’ the early rehabilitation initiative.   

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: 

• Cognitive stimulation by registered nurses (RNs) daily  

• Daily mobility goal order by physician or physician assistant 

• RNs document activity goal on admission 

• 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. 

Markers are in place around the ICU to measure distance walked by patients. 

Figure three Poster presentation Dr Pam Page  
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I 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 

• Johns Hopkins Highest Level of Mobility (JH-HLM) Scale 

• Johns Hopkins Daily Mobility Goal Calculator  

 

Figure four Activity and Mobility tool (©Johns Hopkins)  
• RASS score    

• 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 

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
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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, with the clinical psychologist’s role on 

MICU being 50% clinical and 50% research.  

Following the individual review of each patient’s actual rehabilitation, there is a standing 

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 (MOVEO a dynamic tilt table) 

• Inspiratory muscle strength training 

• Rehab Legend “award” 

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.  

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

• Early rehabilitation in critically ill patients is feasible, acceptable and beneficial to the 

survivorship of critically ill patients. 

• Johns Hopkins Hospital have validated mobility tools to support early ICU 

rehabilitation. 

• 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.    

• 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.     

 

file:///C:/Users/PAG87666/Downloads/GPICS%20V2%252%20FINAL%208.8.19%20(1).pdf
https://www.icudelirium.org/
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Whilst visiting Johns Hopkins University I 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 

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 I 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.  

In concluding our discussion Professor Patricia Davidson said I will witness “the very best 

and the very worst of healthcare within the US”.  Limitations in primary care provision are 

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

  

Professor Patricia Davidson, Dean JH  

https://www.who.int/hrh/news/2018/nursing_now_campaign/en/
https://www.who.int/hrh/news/2018/nursing_now_campaign/en/
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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 centre – helipad 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. 

https://intermountainhealthcare.org/locations/intermountain-medical-center/medical-services/pulmonology/our-research/~/link.aspx?_id=11FBD4C02FE146D0A7B4A7C0E81C3680&_z=z
https://www.sccm.org/MyICUCare/THRIVE
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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.  In the 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). I 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 (available on the hospitality ‘cart’), provision of journal and pen/pencil 

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.  

 

http://www.efccna.org/images/stories/publication/BACCN_visiting.pdf


 

Dr Pamela Page, Churchill Fellow 2019 
 

P
ag

e2
1

 

 

Figure five IMC partnership working in ICU © Intermountain 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.  
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Further examples of support for patients and family members can be found here via the 

SCCM. In the UK, the Intensive Care Society provides written support for survivors and 

family members, together with the survivor led UK charity ICU Steps.  

 

At IMC Michelle van De Graff (RN) 

has led a very successful quality 

improvement project that allows 

relatives to become partners in 

care. Inspired by a visit to a pacific 

island where there was just one 

health care professional, Michelle 

translated this practice initially to 

the cardio-thoracic floor, then 

across the hospital and is now 

embedded in all 21 hospitals in the 

hospital group.  Whilst visiting, 

Michelle was invited to speak in New York where they were looking to roll out this initiative.  

The concept of caring for a loved one resonates with many cultures.  

There is a short preparation or training for the role, and the relative or partner has a clip-on 

badge to signify that they have firstly received preparation and secondly that they are 

wishing to participate in care. This is important because it allows the partner in care to 

determine whether he or she wishes to contribute to care on that visit. A sticker is placed on 

the patient’s door and on the notes.  Guidance is provided in both English and Spanish, 

separate guidance is avaible for immunocompromised patients.  A fundamental baseline 

premise of the Partners in Healing© project is open visiting, a practice that remains variable 

across the UK. 

The initial study within this first cohort showed a 30% reduction in re-admission rates, which 

can be attributed to the partner having increased knowledge of the patient’s condition and 

treatment and lower levels of anxiety for both parties (Van De Graff et al 2018). 

 

 

 

 

Figure six Partners in Healing© project  

https://www.sccm.org/MyICUCare/Home
https://www.ics.ac.uk/ICS/Education/Patients___Relatives/ICS/patients-and-relatives.aspx?hkey=0a5f16cd-844e-44be-a455-c79dc6118cb2
https://www.icusteps.org/
https://intermountainphysician.org/intermountaincme/Documents/Vandegraaff.pdf
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IMC STICU areas of good practice that support critical illness survivorship  
 

• Established patient family advisory group (PFAC) has successfully delivered co-

produced quality improvement projects in ICU enhancing the survivorship experience 

for patients and relatives. 

• Family members have consistent access to healthcare professionals for consultation 

(including medical staff) reducing anxiety and fostering positive relationships. 

• Support groups for family members are established within ICU 

• Partner involvement in care is feasible, acceptable and can reduce re-admission 

rates to hospital 
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C) Cleveland Clinic, Cleveland, Ohio 

Cleveland Clinic occupies a 170-acre campus in Cleveland, Ohio. A Cleveland Clinic site is 

due to open in London in 2021. The Cleveland Clinic, Ohio has had Magnet status since 

2003. It has 1,400 beds on Cleveland Clinic main campus and 5,895 beds system-wide, 

Cleveland Clinic is one of the largest hospitals in the USA. 

The focus of the visit here was to understand how bioethics can contribute to the well-being 

of staff, in particular ICU nurses.  My doctorate identified that personal and professional 

dilemmas are everyday experiences for nurses within the ICU, which can and does lead to 

moral distress.  The concept of moral distress is defined by Morley (2018) as psychological 

distress that occurs because of a moral event or issue.  Types of moral distress are broken 

down as follows: 

1. Moral uncertainty distress: you feel distressed because you feel uncertain about 

whether you are doing the right thing. 

2. Moral dilemma distress: you feel distressed because you are unable to choose 

between two ethically supportable options. 

3. Moral conflict distress: you feel distress because you are conflicted about the 

most ethical action. 

4. Moral constraint distress: you feel distress because you feel constrained from 

doing what you feel is ethically appropriate action. 

5. Moral tension distress: you feel you cannot talk to anyone and may be feeling 

sad, angry, frustrated and powerless. 

If moral distress is not addressed, then the individual may experience: 

1. Moral residue, manifesting as lingering negative emotions experienced when you 

feel you have compromised your core values. 

2. The crescendo effect, when unresolved residual feelings accumulate into a 

crescendo, causing you to have stronger reaction to similar situations. 

3. Turnover, leaving your position or healthcare entirely despite your passion for 

patient care, can interfere with organisational efficiency and continuity of care. 

It is important to distinguish moral distress from psychological distress which may be 

interlinked, but different responses are needed to address the different experiences. Dr 

Georgina Morley is a Nurse Ethicist at the Cleveland Clinic (Cleveland, Ohio).  Georgina is a 

registered nurse from the UK and is passionate about advocating for her profession. She 
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has worked clinically in trauma and cardiac ICU 

in London. Georgina conducts clinical ethics 

consultations and provides support to 

healthcare professionals experiencing different 

types of moral distress at the Cleveland Clinic.  

As part of an ethical consult, an ethicist would 

seek to ensure a fair process, ensuring that all 

voices are heard, and power differentials 

addressed. Within the state of Ohio, all patients 

must have a representative if there is no 

surrogate. A social worker will help to determine 

who has authorised decision making. An ethicist 

must always be consulted with respect to any 

procedure performed on an individual with no 

surrogate.  

The bioethics team at Cleveland Clinic provide a 24-hour service to the Cleveland Clinic. 

During my visit I was privileged to attend and witness bioethics in action. This included 

attending the daily handover from the bioethics team, attending an advanced heart failure 

therapeutics committee to consider options in the best interests of the patient (transplant and 

left ventricular assist devices), micro educations rounds on ICU, a bioethics fellowship 

seminar, plus two multidisciplinary bioethics rounds on neurosurgical and medical ICUs.  

I witnessed ICU nurses tell their story of moral distress and how the ethics consultation 

service (ECS) responded to help resolve the distress. There is affirmation of the moral 

distress followed by an assessment of the experience and then a plan of action. A classic 

example for an ICU nurse is the seeming perpetuation of aggressive interventional care to a 

patient that they perceive as at end of life and palliative care would be in the patient’s best 

interests.  In addition to the ECS, staff have access to Code Lavender, which supports 

healthcare professionals in times of high emotional stress through holistic care. This includes 

touch therapies, energy-based methods, expressive arts and mind/body tools. This is 

supported by a counselling service.  

In the UK we do have an established clinical ethics network, however this is very medically 

led and does not have the same ‘frontline’ presence evident at the Cleveland Clinic.  In the 

face of the COVID 19 global pandemic health care staff wellbeing needs to be front and 

centre of organisational development systems. Much could be learnt from the Cleveland 

Clinic and applied within the UK health system. The moral and psychological distress 

Dr Georgina Morley, Nurse Ethicist, Cleveland Clinic 



 

Dr Pamela Page, Churchill Fellow 2019 
 

P
ag

e2
6

 

experienced by healthcare professionals in the current COVID 19 pandemic (particularly 

doctors and nurses), is already becoming evident.  

I was invited to speak to ICU healthcare professionals at Cleveland Clinic to share my 

research findings in relation to the survivorship needs of patients and their family members.  

This was well received and generated much discussion. 

“I loved your research.  Thank you for visiting with us and sharing your ideas.” Dr Paul Ford, 

Cleveland Clinic.   

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Dr Pam Page presenting to clinicians at Cleveland Clinic 
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Cleveland Clinic areas of good practice that prevent and address moral distress in ICU  
 

• Moral distress has distinct causation, which may overlap with psychological distress 

but should be differentiated.   

• An ethics consultation service (ECS) benefits health care professionals, as well as 

patient and family members 

• ECS provides support for do not attempt resuscitation (DNAR) policies, treatment 

escalation and managing conflicts around life sustaining treatments.  

• ECS can provide support to help prevent an ethical crisis in clinical practice 
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Phase two 

A) Melbourne, Australia. 
 The Alfred Hospital Intensive Care Unit is 

one of Australia's leading Intensive Care 

Units, admitting approximately 3,000 

patients a year. The state-of-the-art 53 

cubicle unit is one of the largest and 

certainly has the most complex case mix in 

the country. It is a university attached 

quaternary referral centre, providing State 

Services for heart & lung transplantation 

(including paediatric lung transplantation), 

artificial heart technology, extra-corporeal 

membrane oxygenation (ECMO), burns and 

hyperbaric medicine. It also provides 

Victoria’s Adult Cystic Fibrosis and 

Pulmonary Hypertension services. 

The patients in ICU are divided into three 

pods, each pod being managed during each 

day by an ICU consultant, a senior registrar, a junior registrar and a resident who provide 

medical care within the ICU.  A further ICU has recently been opened on the third floor. 

 A separate ICU consultant and senior registrar coordinate all referrals to the ICU, attend 

medical emergency calls 

throughout the hospital and 

in conjunction with the ICU 

Liaison Nurse review 

patients who have recently 

been discharged from the 

ICU. This team is also 

responsible for trauma 

calls and managing 

critically ill patients in the 

emergency department 

and operating theatre 

recovery. They also attend 

The Alfred Hospital, Melbourne  

Dr Pam Page outside the ICU, The Alfred, Melbourne  
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the daily bed management meeting and the weekly cardiac conference and cardiothoracic 

meeting. 

A further team consisting of a consultant, two senior registrars and three junior registrars 

manages patients overnight with ICU Liaison Nurse coverage being available from 8.00 until 

midnight; a Medical Emergency Team (MET) responder nurse from ICU being available from 

00.00-08.00.  There is ambition for a 24-hour ICU Liaison Nurse team to be made available 

shortly.  

Whilst The Alfred is a publicly funded hospital, it does benefit from a significant number of 

private and charitable donations.  This has helped support several initiatives in promoting 

family centred care.  The relatives waiting area has an interactive information board (see 

figure seven), there are 

drinks facilities and several 

private rooms for 

conversations with families.  

There is a receptionist 

available from 07.00- 21.30 

which reduces the workload 

of clinical staff on the ICU, 

trained volunteers who often 

have personal experience of 

ICU or who have visited as a 

relative also offer support.   

 

Figure seven Interactive information board for ICU relatives, The Alfred ICU 
 

Visiting is largely open, formally visiting hours are from 07.00-21.00, but relatives can visit 

overnight, and accommodation is available to them.  

Families can join ward rounds and there is a strong ethos of family members being able to 

connect with ICU consultants to keep updated with their relative’s health status.  

ICU Liaison Nurse (ICULN) role 
This role was implemented at The Alfred around 17 years ago, originally with two ICU nurses 

in post (today there are six), the need was originally identified by ward nurses. The ICULN is 

a hybrid role of UK Outreach with a formalised follow-up of patients post ICU discharge, 

seeing all patients within six hours of discharge from ICU.  ICULNs also support the 

ICU at The Alfred, Melbourne  
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hospital’s non-invasive ventilation (NIV) team. ICULN and medical emergency team (MET) 

responders are identified by large stickers on the sleeve of their uniform.   

ICULN independently attend all MET calls, which average 700-800 per month. Unlike in the 

UK where we have a standardised National Early Warning Score (NEWS 2), Australia have 

MET criteria which may have some, albeit minimal, variability between hospitals. 

The ICU at The Alfred 

have a robust approach 

to discharge with clear 

understanding of the 

risks around transitions 

in care. In preparation 

for discharge ward 

managers come to ICU 

and meet with patients, 

they explain the 

difference in nurse 

patient ratios and help 

manage expectations of 

ward areas, PT, 

dieticians, are present 

plus the consultant. If a patient has been in ICU for more than 21 days, their primary care 

consultant is invited to attend. ICULN also visit the patient on the ward, providing a sense of 

continuity.  

The ICU has in the last year appointed a dedicated social worker who has been a valuable 

resource in supporting patients and families.  The social worker facilitates peer support for 

families, once a fortnight, for long term patients. The Alfred have also appointed a patient 

experience nurse for ICU, whose role is dedicated to making patient and families experience 

the best it can be from a non-clinical perspective. This is part of the hospital’s Patients First 

and What Matters to Me workstream. The ICU infographic developed at Bassetlaw Hospital 

in the UK is a centre piece in the newly configured ICU on the 3rd floor, and provides a 

valuable information resource on the critical illness journey. They are planning an outside 

garden with power and piped gases. There is SUC involvement in an advisory group and 

family members are encouraged to join medical ward rounds.  

It was good to meet with the ICU patient experience nurse (a role not evident in the UK) and 

it was a great opportunity for knowledge exchange. ICU diaries are not well established in 

ICU Nurse Unit Manager and Research Lead, The Alfred, Melbourne. 

https://icusteps.org/assets/files/critical-illness-roadmap.pdf
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Australia and it was timely to discuss the role and function of ICU diaries and the differing 

models of implementation.  An area of innovation being considered at The Alfred when I 

visited was the recording of family meetings, to provide a reusable record of important 

conversations for family members, who often struggle to retain and make sense of important 

information conveyed solely in verbal format. There was also work in progress on provide 

feedback on patient stories to ICU staff in video and newsletter format. This can provide 

valuable feedback to staff both in terms of quality improvement, but importantly, to hear 

about life after ICU.  

The hospital has successfully implemented a ‘let me know’ initiative which is comparable to 

the ‘Call for Concern’ scheme which originates from the Royal Berkshire Hospital, UK.  This 

provides open access to the MET team by patients and family members.  

 

 

 

 

 

 

 

 

 

 

Figure eight 'Let me know' initiative © The Alfred, Melbourne 
Feedback from my visit included: 

“Thanks for the email and I am glad your visit to the Alfred was successful.  I know 

speaking to Sharon and those in ICU who met with you they all gained a great deal 

from your visits.  It appears the other visits you made during the rest of your 

Fellowship were also very successful as I followed your journey on Twitter.”  

 

https://www.fons.org/library/report-details/6664
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The Alfred, Melbourne, areas of good practice that support critical illness survivorship: 

• Detailed discharge planning that involves onward clinicians in the patient journey 

(including primary care) 

• Open visiting, with support for visitors via reception (07.30-21.30) augmented by 

volunteer supporters. 

• ICU liaison nurse role visits to patients 6 hours post discharge. 

• ICU patient experience role (RN) to ensure the hospital strategy of ‘Patients First’ is 

enacted. 

• ‘Let me know’ campaign comparable to ‘Call for Concern’ in UK 
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B) Sunshine Hospital, Western Health, Melbourne. 

The Intensive Care (ICU) 

service at Western Health 

includes the Footscray 

Hospital ICU and the 

Sunshine Hospital ICU located 

in Melbourne, Victoria.  

The ICU service is currently 

18 ICU beds across both 

Sunshine and Footscray 

Hospital. The ICUs in Western 

Health are Level III tertiary 

referral centres, admitting 

over 1000 critically ill adults 

per year in a combination of both intensive care and high dependency beds. The ICUs are 

supported by an ICU Nurse Liaison Service at the both Footscray and Sunshine Hospitals. 

Western Health is a teaching and training hospital and is the clinical centre for delivery of the 

University of Melbourne’s Graduate Certificate in Nursing Practice (Critical Care).  

Dr Kimberley Haines, a physiotherapist by background, is leading on research into the 

effects of a peer support programme for survivors and family members, named RESOLVE 

peer support programme. The research is being undertaken under the umbrella of the global 

ICU-THRIVE initiative, supported by the Society for Critical Care Medicine (SCCM). 

The goal of the research is to understand what the most highly beneficial components of an 

ICU recovery program are from a patient perspective and a global perspective (USA, UK and 

Australia, (Western Health)). 

The research was informed by a systematic literature review and the recovery programme 

was co-designed, drawing upon the experiences of ICU survivors and family members, 

physios, social workers, clinical psychologist, other allied health professionals, doctors and 

nurses. It was clear that understanding survivor’s view of recovery from ICU to home was at 

the centre of the research. The intervention had been iteratively designed and had the 

following components: 

Sunshine Hospital, Western Health, Melbourne  

https://www.sccm.org/MyICUCare/THRIVE
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• A programme of six sessions run fortnightly, with a topic focus.  A guest speaker 

provides an education component with social space and refreshments. All comers to 

ICU are welcome, patients and families. Topic areas include: 

o Physical rehabilitation 

o Social re-integration  

o PICS  

o Psychological and cognitive recovery and delirium  

o Support for family care givers providing a voice for family members.  

• Written materials and resources, social support.  

ICU survivors at Sunshine hospital also have access to 10 sessions to support mental health 

(a locally recognised health priority), and five sessions with AHPs. The results are pending.  

The co-production approach draws on previous work of the THRIVE collaborative which 

recognised the untapped potential of patient and family engagement in critical care provision 

and recognises the changing paradigm of healthcare delivery. Links to the paper can be 

accessed here. 

Recently published research (April 2020) from SCCMs THRIVE collaborative suggests 

patients perceive direct benefit from involvement of staff from the ICU alongside specialties 

related to rehabilitation. ICU staff can answer specific questions about the ICU stay and 

contextualise functional improvements; this helped reduce distressing memories and 

thoughts about the critical care stay itself and helped patients understand individual 

progress. There is also evidence which demonstrates that this process may also facilitate 

tangible improvements in the critical care environment. The full paper can be accessed here.  

 

Kimberly is supported on the ICU-

RESOLVE project by Lizzy Hibbert, 

also a physiotherapist who is 

passionate about ICU survivorship.  

I was able to present them with a 

#RehabLegend lightbox curtesy of 

the #RehabLegend campaign 

based in the UK. 

 

 

Lizzy Hibbert PT and Dr Kimberley Haines ICU RESOLVE trial 

https://pubmed.ncbi.nlm.nih.gov/28234753/
file:///C:/Users/PAG87666/Desktop/WCMT/Literature/Key_Components_of_ICU_Recovery_Programs__What_Did.10%20(1).pdf
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Dr Pam Page presenting at Western Health, Melbourne (Sunshine and Foots Cray hospitals) 

Dr Kimberley Haines and Dr Pam Page presenting at Sunshine Hospital  

As part of my visit I was invited to share my doctoral findings in relation to the lived experience of ICU 

survivors and their familiy members. The study highlights that survivors have little recall of the factual events 

of their critical illness within ICU but relatives have lived the whole event in a very real and ingraining 

manner. This can result in family members experiencing very different versions or narratives of the critical 

illness episode which can cause dissonance as both parties navigate to their ‘new normal’ post critical 

illness along a non-linear and often turbulent path.  I was able to share my findings with health care 

professionals across both Sunshine and Western Hospitals via video conference. It provided a valuable 

opportunity for knowledge exchange.  

 

Kimberley and Lizzy shared some of their 

early learning on the ICU RESOLVE project.  

For example, it was difficult to recruit to the 

project at three to four weeks post hospital 

discharge, so this was pushed back to five to 

six weeks post discharge. Follow-up ‘phone 

calls by the research team to arrange 

appointments often provided a vehicle for 

signposting support particularly for family 

members. As a mixed method project, they 

included measures at the outset, including 

resilience scores and on completion of the 

programme. They also have plans for an ICU 

survivor meeting quarterly and the instigation 

of a newsletter.  
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Sunshine Hospital, Melbourne, areas of good practice that support critical illness 

survivorship  

• Access to social worker and clinical psychologist on ICU. 

• Structured, co-designed peer support programme for ICU survivors and family 

members.  
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C) Monash University, Melbourne  
 

Professor Carol Hodgson is Deputy Director of the Australian and New Zealand Intensive 

Care Research Centre (ANZIC). She leads international trials in mechanical ventilation and 

early mobilisation in ICU. She specialises in long term functional outcomes following ICU 

and organ support, including ECMO. She is also a senior physiotherapist in ICU at the Alfred 

Hospital and is passionate about multidisciplinary research to improve patient recovery. 

Carol and I discussed the 

challenges of early rehabilitation 

in ICU.  Her interest in this area 

was triggered by an examination 

of the role of PTs in ICU.  

Particular research interests 

include why previously 

independent survivors don’t 

recover to the pre-ICU state and 

researching the role of peer 

support to improve ICU recovery 

as part of the icuRESOLVE 

study.  Information on phase one 

of the study can be found here. 

Professor C. Hodgson, Monash University, Melbourne, Australia  

We also discussed the recently recognised concept of chronic or persistent critical illness. 

This concept may be useful in identifying the characteristics of patients whose reason for 

being in the ICU is more related to their ongoing critical illness than their original reason for 

admission to the ICU. There is much to be learnt here from both patient and healthcare 

professional perspectives. An introductory paper and survey on this subject, co-authored by 

Professor Carol Hodgson can be found here.  

  

https://www.atsjournals.org/doi/pdf/10.1164/ajrccm-conference.2018.197.1_MeetingAbstracts.A4572
https://www.cicm.org.au/CICM_Media/CICMSite/CICM-Website/Resources/Publications/CCR%20Journal/Previous%20Editions/September%202015/ccr_17_3_010915-153.pdf
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D) Wellington, New Zealand 
 

Wellington ICU is a tertiary centre with 21 funded beds. It is a mixed unit with cardiac 

surgery, burns, medical and surgical emergencies. Unlike the UK it accepts paediatric 

admissions but will refer on to the paediatric ICU in Auckland as necessary.  They see 

around 1800 admission/year, with a 30% elective/70% emergency split. All heart and lung 

transplantation and ECMO are undertaken in Auckland. Mortality at Wellington ICU was 

cited as 8%. 

The patient at risk (PAR) 

team at Wellington has 

increased early detection 

of deteriorating patients, 

with less patients 

presenting in extremis to 

the ICU, potentially 

supporting the low 

mortality rate. The PAR 

team’s equivalent is 

critical care outreach in 

the UK. 

 

 

Wellington Regional Hospital, New Zealand 

Wellington ICU has undertaken significant work to enhance the care of long-term ICU 

patients, and this was the focus of my visit.  This work has been led by the Clinical Nurse 

Specialists (Lynsey Sutton-Smith and Tom Andrews) and senior nurse Amy Best.  

Transforming culture around the long-term ICU patient has been a pivotal to this quality 

improvement initiative.  An initial survey confirmed that RNs frequently didn’t choose to care 

for long-term ICU patients, finding them difficult to communicate with, and perceiving them 

as ‘demanding’ patients and ‘demanding’ family members. In response to this a special 

interest group was established, several tools and resources have been developed and 

shared via the ANZIC.  

Patients who experience prolonged stays in ICU (greater than 10 days), are referred to in the 

literature as chronically critically ill. Frequently the original presenting clinical features have 
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changed or even resolved, and the patient is left with a chronic inflammatory response. 

These patients may account for up to 15% of the ICU population. They have complex 

physiological, physical, psychological, cognitive and relational needs that may differ 

significantly from the substantive ICU population.   

A one-day study day including palliative care input, PT, and critical care academic input by 

Dr Claire Minton has been developed.  Dr Minton’s doctoral research utilised a case study 

methodology to understand the patient, family member and nurses’ in relation to the lived 

experience of long-term critical illness. A long-term ICU survivor and family member always 

speak at the study day, providing that vital and powerful patient and family member 

perspective of the ICU experience. This study day has been delivered for the last two years 

and has increased RNs depth of understanding of the aftermath of ICU survivorship and 

enhanced knowledge of PICS and PICS-F. 

 

Dr Clare Minton, Amy Best, Dr Pam Page Wellington ICU 

Dr Minton argues that the biomedical model is not appropriate for the long-term ICU patient 

recommending instead a person-centred model such as Fundamentals of Care Framework 

(Minton 2018). This seeks to address a person’s fundamental human needs and is based on 

developing a relationship between the nurse and patient and family, drawing on the work of 

Dr Alison Kitson, (2018). This permits a co-production of care, where the nurse works in 

partnership with the patient and family to address physical, psychosocial and relational 
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needs. The focus is on delivering holistic, person and family centred care. Care is 

underpinned by the following: 

• Patient and family centred care – time allocated for uninterrupted, mindful 

conversation 

• Open family communication 

• Communication optimisation with tracheostomised patients 

• Delirium assessment and non-pharmacological interventions to manage delirium 

• Supporting mental and emotional wellbeing and assessing for psychological 

sequelae e.g. anxiety 

• Daily physiotherapy with increasing goals of mobilisation each day 

• Bespoke weaning progression and liberation from mechanical ventilation 

• Individualised goal setting. Return to normal activities such as showering, trips 

outside and getting dressed. 

• Pain management and comfort 

• Quality night-time sleep 

• Family support and education for the discharge period.  

(Best, Andrews, Sutton-Smith, 2019) 

Several tools have been developed to support the implementation of this care strategy e.g. a 

“This is who we are” profile completed by the family and patient, bespoke weaning plans, 

specific long-term patient day/night shift report templates, which act as aide memoires. 

Following implementation of this quality improvement project negative staff attitudes around 

caring for the long-term patient have facilitated a positive culture change.  A new standard of 

care has been successfully introduced with care being more consistent and staff reporting 

higher levels of satisfaction in caring for long term patients. Medical staff supported this 

nurse led improvement project, resulting in the clinical nurse specialists now leading on care 

for the long-term patient.  

The long-term patient care pathway is now included in the induction of all nurses to the ICU.  

As part of the ongoing clinical education for staff a long-term focus week is scheduled 
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targeting junior staff throughout the year.  The whole project is supported by a robust 

resource pack, with evidence-based practice.  

Testimony from long-term ICU patients indicates the success of the quality improvement 

project: 

“You turned what could have been a lonely, terrifying, humiliating and interminable 

period of time into something quite bearable and sometimes even fun. You actually 

care and this is the difference that is seeing me leave ICU with my dignity and my 

sanity largely intact.  Please know that you have the eternal thanks of myself and my 

family for what you have done” 

“Your connection with my son, your ability to motivate and your kindness enabled him 

to get through his darkest days. Our whanau is forever grateful”. 

During my visit I was also able to share my doctoral research and learning from my WCMT 

travels in the USA to a wide-ranging audience of consultant intensivists, academics, PTs, 

social workers, clinical psychologists, mental health nurses and critical care nurses.  It was a 

great privilege that Professor Maureen Combes was able to join us.   

 

 

 

Lynsey Sutton-Smith, Dr Claire Minton, Professor Mo Coombes, Tom Andrews Amy Best, Dr Pam Page, (L-R) 
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The other significant area of good practice is the delivery of culturally competent care. 

Improving the health status of the Maori and reducing inequality in health care outcomes is a 

key priority for Capital and Coast District Health Board (CCDHB) which covers both 

Wellington and Christchurch ICU.  Guidelines are published to support staff to provide 

culturally responsive health and disability services to Maori.  These guidelines are 

underpinned by Maori values, protocols, concepts and views of health. Central to the 

guidelines is the expectation that whanau (Maori patients and their families) are treated in 

ways that respect their diversities as well as their values and beliefs.  This is a reciprocal 

arrangement, requiring whanau using the services, to have the same respect for hospital 

protocols and systems, i.e. a partnership approach. These principles are enacted by a team 

of social workers, clinical nurse specialists and Maori chaplain who ensure a supportive 

environment and hep navigate the healthcare journey. Given the cultural diversity within the 

UK, there is much good practice that can be drawn from this well embedded support 

strategy. Again, the role of the social worker is key and notably absent from ICUs in the UK.  

 

 

Long term patient #RehabLegends at Wellington ICU with Dr Pam Page, Lynsey 
Sutton-Smith, Amy Best, Tom Andrews (L-R) 
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Wellington ICU areas of good practice that support critical illness survivorship: 

• Culture transformation around long-term patient care in ICU and beyond 

• Embedded and ongoing CPD focused on assessing and meeting the 

needs of the long-term ICU patient. 

• Dedicated clinical nurse specialist support for long-term patient care 

• Culturally competent care 

• Access to ICU social worker 
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E) Christchurch, New Zealand 
 

There is a 23 bedded general ICU and 23 bedded cardiac ICU (21 funded beds) in 

Christchurch hospital.  The ICU is a tertiary referral ICU and centre of excellence for spinal 

cord injuries (SCI). Like Wellington ICU paediatric admissions are accepted but can be 

referred to the paediatric ICU in Auckland.  

The hospital played a key role in treating casualties of the February 2011 Christchurch 

earthquake, admitting 164 people with serious injuries. 

On Friday 15 March 2019, two mosques in Christchurch, New Zealand, were attacked by 

one shooter. To date, 51 people have died from their injuries. Forty-five people were 

hospitalised on the day of the shooting, and 118 people were treated or admitted by 

Canterbury DHB in relation to the incident.  In addition, the ICU admitted survivors from the 

White Island volcanic eruption in 2019. 

Unlike the UK, Christchurch ICU has two dedicated social workers based on the ICU 

Monday to Friday 7.30-4pm.  There is also 24-hour access to social work support within the 

hospital (50 social workers are employed by the hospital). This is in stark contrast to the UK 

there is no routine access to social workers within the acute care sector.  All patients 

admitted to the ICU are screened and the social worker meets with family members. In 

addition to ensure that whanau needs are met and to ensure culturally safe and competent 

care (Tikanga) for the Maori population (approximately 17%), a Maori social worker will meet 

with all Maori patients and family members admitted to the ICU.  They will walk with the 

patient, family and wider community through the healthcare journey, providing support and 

where needed interpreting the healthcare system.  There are four key principles that 

underpin Maori beliefs know as Tikanga: 

• Wairua (spiritual) 

• Hinengaro (psychological) 

• Tinana (physical) 

• Whanau (extended family). 

Karakia (blessing or prayer) has an essential part in the protecting and maintaining these 

four key elements of health care.  What is particularly striking is the commitment to co-

production of culturally competent care within the ICU and beyond. All staff participate in 

learning and development activities in relation to Maori culture. 17% of the population in 

Christchurch are Maori. The social workers provided a constant source of support and 

conduit for effective communication, making clinical staff aware of family dynamics.  They 
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walk with the patient and family throughout their critical illness experience. The nursing staff 

rely on social workers to support family members in the many practical ways, supporting 

food and hygiene needs, writing letters to banks and employers.  This resource allows 

nursing staff to concentrate on the delivery of high-quality nursing care, in the knowledge 

that family members of effectively supported. 

Animal assisted therapy is well established within the ICU, initially on an informal basis but 

now through a formalised protocol and I was fortunate enough to meet Briar the Airedale 

during my visit.  

 

 

 

 

 

 

 

 

 

 

I was welcomed to the ICU by Miles Peters the education lead and Nikki Ford the ICU unit 

manager.  I was also able to provide two presentations of my doctoral research which 

generated much discussion. The following feedback was received: 

I will send the article to all of our staff for them to read and think about. We are always 

in pursuit of ‘better’ and this will be of use. Travel safe and if you ever come back to 

NZ then please stop by.”  

“Thank you very much for sharing your time and expertise with us. You have certainly 

generated some conversation.” 

Animal assisted therapy, Christchurch ICU - 
Briar 
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Christchurch ICU areas of good practice that support critical illness survivorship: 
 

• Daily access to dedicated ICU social workers – 24 hour on-call facility in place 

• Animal assisted therapy 

• Culturally competent care  

  

Miles Peters (Education lead) Christchurch ICU  
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Professor Brian Dolan – Health Service 360 
 

One of the most fortuitous and unexpected meetings of my Churchill Fellowship was to meet 

with Professor Brian Dolan at the CCDHB Design Lab in Christchurch. The Design Lab is 

regularly visited by high level health system decision makers from around the world.  

Through patient centred stories such as Agnes an elderly patient they have developed a 

patient-centred approach that's integral to the redesign of the Canterbury health system.  

Using the last 1000 days of an elderly patients' life as a touchstone, the Design Lab team 

has helped clinicians focus on the patient experience to find efficiencies so less of a patient's 

precious time is spent in care instead of being at home. Based on Brian’s seminal work, the 

last 1000 days the Design Lab team helps clinicians focus on the patient experience to find 

efficiencies so less of a patient's precious time is spent in care instead of being at home. The 

#EndPJparalysis campaign has a had a global impact making clinical and non-clinical teams 

think innovatively about getting patients up, dressed and moving. The impact is reduction in 

harm, enhanced dignity and reduced hospital length of stay. Workplace culture is central to 

all such initiatives,  

The person and family centred approach of Brian’s work resonates strongly with my belief 

that the same approach is needed to support the survivorship needs of individuals and their 

family members during and post ICU.  

 

 

 

 

 

 

 

 

 

 

 
Professor Brian Dolan Design Lab, Christchurch with Dr Pam Page  

https://www.last1000days.com/
https://www.last1000days.com/
https://endpjparalysis.org/
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Recommendations to enhance ICU survivorship in the UK 
 

The following 20 recommendations are aspects of care embedded in some of the ICUs 

visited as part of the Churchill Fellowship.  They are considered by the author to enhance 

survivorship of the patient and their family member. Survivorship being defined as the 

“unscheduled status passage of falling critically ill and being taken to the threshold of life and 

the journey to a life postcritical illness” (Kean et al 2017). 

Unranked recommendations for enhancing patient and family member survivorship 

(during and post ICU). 

1. Early physical rehabilitation in ICU with MDT approach (twice daily assessment).  

2. Open visiting by family members in ICU. 

3. Family involvement in ICU ward rounds. 

4. Family member access to dedicated ICU social worker (support with benefits, 

accommodation etc). 

5. Completion of an ICU diary during ICU stay. 

6. Active assessment (4 times daily) for delirium and implementation of non-

pharmacological approaches to prevent and treat delirium (ICU and wards). 

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

ward. 

8. Access to shower in ICU. 

9. Family support group in ICU facilitated by ICU staff. 

10. Promotion of sleep quality in ICU. 

11. Direct access (phone call) to critical care outreach by patient and/or relative 

whilst in hospital (ICU and wards). 

12. Patient access to outside spaces whilst in ICU. 

13. Patient follow up on ward, post ICU discharge within 6 hours by CCOT nurse.  

14. White board at patient’s bed space for staff to know the person and for daily 

goals to be set. 

15. Access to animal assisted therapy in ICU. 

16. Relative waiting room with access to refreshments, phone chargers, information 

e.g. infographics on wall, interactive resource panel. 

17. Ward staff to visit long term patients (greater than 10 days) prior to discharge to 

the ward. 

18. A patient and family advisory council, (survivors and family members work with 

ICU staff to undertake quality improvement projects in ICU).  
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19. Information at the point of ICU discharge for patients and family members about 

transition to the ward and longer-term effects of surviving ICU.  

20. Access to a peer support group with educational component for survivors and 

family members, when living at home (3 -6 months post discharge). 

In an effort to enhance the authenticity and authority of these recommendations the list of 

twenty recommendations to enhance the survivor and family member experience where 

provided to ICUsteps, whose membership comprises ICU survivors and their relatives.  The 

20 recommendations were presented in a Survey Monkey© format for ranking in priority 

order plus one free text option for making their own key recommendation. 

20 responses (five incomplete) were received, and as expected showed a range in ranking 

of priorities, again reflecting the heterogenous nature of the population, and of course the 

very individual survivorship experience. The 15 (complete) responses were combined and 

ranked revelaing the top five priorities as: 

1. Active assessment for delirium and implementation of non-

pharmacological approaches to prevent and treat delirium (ICU and 

wards). 

2. Early physical rehabilitation in ICU with multidisciplinary team 

approach.  

3. Completion of an ICU diary during ICU stay. 

4. Open visiting by family members in ICU. 

5. Option for family member involvement in patient care in ICU and on 

discharge to ward. 

The full (average, n=15) 20 rankings are available in figure seven. Qualitative data provided 

by UK survivors to enhance their survivorship experience included: 

• Early contact by medical professional after returning from hospital. Full disclosure 

of intervention whilst in ICU 

• Post ICU Clinics in the community for assessment 

• Whilst in ICU the staff were very helpful. The only problem is sleeping, as so much 

noise from machine's and then new admission, but I got used to it after 60 days! 

• Going back into ICU once you have left the hospital really helped me and I am sure 

the nurses to see a success story 

• Communication was THE big issue when I came round in ICU as I was still 

intubated and couldn’t talk. The provision of a whiteboard and or paper and pens to 

https://www.icusteps.org/
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enable communication would be invaluable. I had my relatives bring these in for 

me and I was much more comfortable being able to ‘talk’ to staff this way. 

• Greater understanding by GPs 

• Support in ICU and continued support once leaving hospital is vital. 

• Access to survivor stories & being able to speak to those who had experienced 

ICU 

• Follow up clinic and counselling both in ICU and afterwards 

• Acceptance of the situation, Dealing with emotions, sensory feelings and loss of 

capacity, Coma and one way communication, ICU become normality, Family 

centred involvement and care, Dealing with initial trauma, reliance on support 

knowledge and guidance, Steps you climb - life in suspension, back in the room, 

making progress along the small steps of a roller coaster learning to support each 

other, New path ahead refocus and adapt, realisation, Acceptance our lives go on 

reality bites, coming to terms with comorbidities and disabilities, physical cognitive 

behavioural and visual, Engaging with others along the journey, embracing the 

positives you are still alive 

• Rehab classes soon after hospital discharge. I simply don't agree with having to 

wait 6-8 weeks for rehab or 3-6 months for peer support etc. etc. 

• More talking to the patient even if he/she appears to be non-responsive. 
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Figure nine, UK ICU survivor’s ranked prioritisation of best practice (n=15) 
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ICU survivorship does not occur in a vacuum.  Healthcare professionals (HCPs) are central 

to supporting survivorship.  As an adjunct to observing best practice to support patients and 

family members the following 12 recommendations are made to support ICU healthcare 

professionals in the enactment of best practice in ICU survivorship.  

Recommendations for HCPs in ICU to support critical illness 

survivorship  
 

1. Access to palliative care team in ICU for symptom management and supporting 

difficult conversations with patients and families.  

2. MDT weekly rounds for long term patients involving OT, dietician, MH nurse, 

SLT, social worker, ICU physician, clinical psychologist, ICU lead nurse, palliative 

care physician. 

3. Family involvement in ICU ward rounds 

4. ICU social worker as an integral member of the MDT 

5. Twice daily goal setting for rehabilitation in ICU involving MDT.  

6. Process to check compliance with sedation scoring and delirium assessment  

7. Review visiting hours to increase access for family members 

8. CPAx tool for tracking physical function.  

9. Promoting sleep hygiene (active management). 

10. Active education package for ICU nurses to meet the needs of long-term ICU 

patients. 

11. Delivery of culturally competent care in ICU.  

12. Complex and long-term special interest group within ICUs to meet the 

survivorship needs of long-term patients and their families.  

Observations 
Visiting seven ICUs in three different countries (USA, Australia and New Zealand) has 

allowed comparison with ICU delivery in the UK.  The following subjective observations are 

made: 

• UK ICUs appear busier than ICUs in USA, Australia and New Zealand, where empty 

beds are evident and several level zero, one and two patients were being cared for 

on the ICU. 

• ICU follow up clinics are more established in the UK than USA, Australia and New 

Zealand. Whilst there is interest, limited clinics established; the Critical Illness 
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Recovery Centre (CIRC) at UPMC Mercy, and Mayo Clinic in USA being notable 

exceptions.  

• OTs are established in ICUs in the USA, recommended in the UK but absent from 

Australia and New Zealand. 

• Social workers are integral to the ICU MDT in USA, Australia and New Zealand but 

absent in the UK. The role was most visible in Christchurch ICU, NZ. 

• Visiting hours are either open or very flexible across the USA, some Australian ICUs 

and New Zealand ICUs.  ICU visiting hours in the UK remain variable and can be 

restrictive despite recommendations for more open visiting (BACCN 2012). 

• Family centred care is exemplary at Intermountain Medical Centre, SLC, Utah. 

• Physical restraint is commonly used in the USA, sometimes in Australia and New 

Zealand, four-point restraint can be applied (with governance).  This is not seen in 

UK ICUs although chemical restraint is applied and ‘mittens’ can be applied with 

governance.  

• The benefit of early rehabilitation in critical care is recognised in all ICUs visited. 

Future impact 
In September 2020 I was appointed as trustee to ICUsteps, (the only UK charity that 

supports ICU survivors, family members as well as providing resources for HCPs), this 

provides an ideal platform for the dissemination of learning from the WCMT Fellowship.  The 

three main pillars of the charity are to provide peer to peer support for ICU survivors and 

their family members, provision of information across multiple languages and access 

globally.  The final pillar is linking critical care research with patient and public involvement.  

This includes consultation on national guidelines with organisations such as NICE, the UK 

ICS. At a community level, I am a member of a local ICUsteps peer support group. This  

provides a platform for supporting the local ICU survivor community and sharing the learning 

from my WCMT travels. Conference presentations are planned for 2021.  

Conclusion 
As previously indicated the heterogeneity in the outcomes and measurement instruments 

used in studies of ICU survivors after hospital discharge undoubtedly create an ongoing 

challenge in synthesising results to inform a comprehensive understanding of ICU 

survivorship. 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. To reflect the physicist and philosopher 

Thomas Kuhn, a paradigm shift in focus is required to enhance critical illness survivorship.  

https://www.icusteps.org/
https://www.icusteps.org/
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Itinerary of meetings 
Date Location  Point of contact Context 

Oct 2019 Johns Hopkins University, 
Baltimore, Maryland 

Professor Dale 
Needham 

8th Critical Care 
Rehabilitation 
conference (3 days) 

October 
2019 

Johns Hopkins University, 
Baltimore, Maryland 

Abstract submission 
to conference 

*Poster presentation 
Constructing a 
Grounded Theory of 
Critical Illness 
Survivorship: The 
Dualistic Worlds of 
Survivors and Family 
Members 

Oct 2019 Johns Hopkins Hospital 
(medical ICU) 

Professor Dale 
Needham and MICU 
team 

Quality improvement 
meeting to enhance 
early rehabilitation in 
ICU 

Oct 2019 Johns Hopkins School of 
Nursing 

Professor Patricia 
Davidson 

Recruitment and 
retention of RNs and 
leadership in ICU 

Oct 2019 Johns Hopkins School of 
Medicine 

Professor Dale 
Needham 

1:1 interview to 
discuss the 
challenges to critical 
illness survivorship. 

Oct 2019 Johns Hopkins Hospital 
(medical ICU) 

Professor Dale 
Needham and early 
rehab team on 
MICU. 

Early rehab round. 
Review of all patients 
on MICU in relation 
rehabilitation goals.  
Tour of MICU. 

Oct 2019 Intermountain Medical 
Centre, Salt Lake City (SLC), 
Utah 

Dr Ramona Hopkins, 1:1 interview 
discussing 
approaches to 
humanising ICU at 
IMH. 

Oct 2019 Shock and Trauma ICU, IMC, 
SLC,  

Dr Ellie Hirshberg 1:1 interview around   
follow-up clinics and  

October 
2019 

Acute floor IMC, SLC Michelle Van De 
Graaff 

Implementation of 
“Partners in Healing” 
project across 21 
IMHs  

Oct 2019  Education centre, IMC, SLC Liz Hyde RN & 
PFAC 

Meeting with 
members of the 
Patient and Family 
Advisory Council for 
the STICU. 

Oct 2019 Shock, Trauma ICU (STICU) 
research round 

Prof. Samuel Brown, 
Dr Sarah Beasley, 
statisticians and 
research manager 

Review of all live 
research projects, 
related to STICU, 
national and 
international. 

Oct 2019 Cleveland Clinic Ohio Dr Georgina Morley Attend Ethics 
Consultation Service, 
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Oct 2019 Cleveland Clinic Ohio Dr Pamela Page Oral presentation on 
critical illness 
survivorship 

Oct 2019 Cleveland Clinic Ohio Dr Christian Burchill 1:1 discussion on 
restraint use, and 
nurse scientist role. 

Oct 2019 Cleveland Clinic Ohio Dr Georgina Morley Attend Advanced 
Heart Failure 
Therapeutics 
Committee 

Oct 2019 
 

Cleveland Clinic Ohio Dr Paul Ford 1:1 with bioethics 
chair. 

Oct 2019 Cleveland Clinic Ohio Dr Georgina Morley Bioethics Micro-
Education Rounds 

Oct 2019 Cleveland Clinic Ohio Dr Georgina Morley Bioethics Fellowship 
Seminar 

Oct 2019 Cleveland Clinic Ohio Dr Georgina Morley Multidisciplinary 
Bioethics Rounds – 
Neurosurgical ICU 

Oct 2019 Cleveland Clinic Ohio Dr Georgina Morley Multidisciplinary 
Bioethics Rounds – 
Medical ICU 

Jan 2020 The Alfred Hospital, ICU 
Melbourne 

Sharon Hade, Fiona 
Tweedley 

ICU liaison nurse 
role, psychosocial 
support in ICU and 
supporting transitions 
in care 

 
Jan 2020 

Sunshine Hospital, Western 
Health, Melbourne 

Dr Kimberley Haines 
Lizzy Hibbert 

Peer support for 
critical illness 
survivors and their 
families (RESOLVE 
study) 

 
Jan 2020 

Footscray and Sunshine 
Hospitals*, Western Health, 
Melbourne 

ICU Physios and Drs Presentation of ICU 
survivorship 
research. 

 
Jan 2020 

Monash University Professor Carol 
Hodgson  

ANZIC studies and 
ICU survivorship. 

 
Jan 2020  

The Alfred Hospital, ICU Paul Leonard  Role of the patient 
experience nurse in 
ICU at The Alfred. 

 
Jan 2020 

Wellington ICU, New Zealand Tom Andrews Orientation to 
Wellington tertiary 
ICU. Case mix and 
approached to 
supporting long term 
patients.  
 

 
Jan 2020 

Wellington ICU*, New 
Zealand 

Amy Best, Lynsey 
Sutton-Smith 

Presentation to ICU 
nurses, physicians, 
PTs, SLTs, clinical 
psychologists, 
mental health 
nurses, social 
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worker, nurse 
academic.  

 
Jan 2020 

Wellington ICU, New Zealand Amy Best, Dr Claire 
Minton 

Discussion of 
meeting needs of 
long-term ICU 
patients.  Resources 
created at Wellington 
ICU.  

 
Jan 2020 

Massey University Dr Claire Minton Sharing of doctoral 
studies including 
case study research 
of the experience of 
long-term ICU 
patients and their 
families. 

 
February 
2020 

Director of Service 
Improvement and Patient 
Flow, Canterbury District 
Health Board, Christchurch, 
New Zealand. 

Professor Brian 
Dolan, 

Discussion centred 
around 
#EndPJParalysis and 
last 1000 days.  How 
to change culture 
and using patient 
stories. 

February 
2020 

Christchurch ICU* 
Nurse educator and nurse 
unit manager. 

Miles Peters and 
Nikki Ford 

Orientation to 
general and cardiac 
ICUs. Discussion 
around case mix, 
recruitment and 
retention, education 
and supporting ICU 
survivorship.  

 
February 
2020 

Christchurch ICU, social 
worker  

Sarah Kennedy and 
Maori co-worker. 

Meeting with ICU 
social worker, 
understanding the 
role of the ICU social 
worker and delivering 
culturally safe and 
competent care in 
ICU. 

 

*presentations by Dr Pamela Page 
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