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“A Special Book Kept for the Purpose.” Writing Patient Diaries: A Century of Skill in the Silence, from the Great War to Afghanistan and beyond.
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William Hatherell, “The Last Message”

Introduction

On 12 November 1918, the first day of peace after the ending of the Great War, Nurse Elizabeth Boon sat down to write to the family of Private Joseph Simpson.  The young soldier had died of his wounds in her ward, and it was her responsibility to pass on the details of the last hours and moments of his life to his family at home.  It was one of very many letters Nurse Boon had to write during her time working on the moribund ward at the field hospital, and although it was always hard to break the news of the death of a loved one, a system was in place that enabled her to recall and record those details with clarity and care.  Her ward used a notebook where those who nursed the seriously ill or dying soldiers recorded every word and action made by each patient as they slowly slipped away.  

These ward diaries of Britain’s Great War are the first recorded example of what has become known as the Patient Diary.  Patient diaries are currently used in intensive care contexts in Britain’s National Health Service and beyond.  This article will demonstrate how this system of patient diaries has proved effective for the care providers, their patients and their families in both military and civilian medical contexts. It will describe how the patient diary system was rediscovered after a century and implemented in the unique context of Field Hospital Camp Bastion (FHCB) for patients who were casualties from the conflict in Afghanistan.

This article will also suggest that there is a further context beyond the immediate therapeutic imperative in which patient diaries are of additional use.  The closely engaged practice of diary writing by nurses may be seen as engaging with techniques of Narrative Medicine, which acknowledges the power of the narrative in the clinical encounter.  At its heart, a patient diary, whether written in 1916 or 2006, is concerned with the experience of the patient, not the medical theory.  As a non-clinical narrative, it stays close to the reality of medical treatment, requiring the particular attention of the diary writer to what is or might be of primary personal importance to their patient.  A diary offers the opportunity for understanding the continuity of care given at various different sites, as patients move from ward to ward, and caregiver to caregiver.   There is also remarkable continuity in the clear and informal written language used by nurses who used the diary system, as will be seen in the examples cited below, written a century apart.

MORIBUND WARD DIARIES IN THE GREAT WAR

In 1916, mass conscription brought huge numbers of British men to fight on the Western Front. For the first time, the majority of soldiers in Britain’s armies were trained conscripts, not volunteers or professional soldiers. Conscription not only created new generation of soldiers, it also created a new generation of next of kin, often entire streets of families, who came to dread the sight of a postman heading to their door for fear that he might bring the official War Office telegram notifying them of the death or casualty of their loved one.  

The military strategy of attrition would keep the postal service busy as 1916 turned into what would become known as “the year of battles.”  Generals ordered their new armies forward to fight in two giant offensives aimed at ending the war: at Verdun in February and then, in Britain’s greatest military tragedy of the twentieth century, the Somme in July.
   Preparations for these battles were thorough, particularly by the Army Medical Services who created a new network of clinically and surgically capable field hospitals closer to the front line than ever before.
  These hospitals were emptied of their patients to create all possible bed space, restocked with supplies and assigned new surgical and nursing staff.
  Field hospitals prepared not only for the wounded but also for the dead and dying.   Moribund wards were either created or extended to cope with the anticipated volume of casualties for whom nothing could be done and who required palliative care only.

Nurses in these moribund wards had two primary sets of responsibilities.
    Nurses were the sole providers of medical care in the wards, as doctors used their resources on those likely to survive.  They changed linen and dressings, administered liquids and analgesics, kept the patients and the ward quiet and calm, and offered comfort as men died.  In addition, nurses also took responsibility for notifying families of either death or imminent death of their loved one.  These “break-the-news letters” were in contrast to the brief official notifications of death, as they contained detailed accounts of the last hours of a young soldier’s life and often reached the family before or at the same time as the War Office telegrams.
  If a letter was brief, it came with the promise of more information to follow by the remarkably efficient postal system on the Western Front.  On 20th December 1916, Sister Woodhouse of the 10th Casualty Clearing Station in Poperinghe wrote to the wife of RMO Charles McKerrow who had been fatally injured that morning:

Dear Madam

I am writing to tell you that your husband (Capt.M’Kerrow R.A.M.C) was brought into hospital this morning with an abdominal wound which, I am afraid, is very serious. … I wanted you to know as I have only a few minutes before the only post of the day goes out, and I will write again tomorrow giving you all the particulars I can.  I am so sorry to have to give you this sad news….

M.D. Woodhouse, Sister in Charge.

The next day Sister Woodhouse wrote more fully, with details of McKerrow’s end:

…Your husband was quite conscious until about 8.30pm and used to ask the conditions of his pulse etc.  After about 8.30pm he was unconscious and died at 9.20pm on 20th.  He did not speak of anything except, soon after he was admitted, he asked if it would be possible for you to come out, so the MO told him, not so far up the line as this…. If there is any comfort at all to you, I know your husband did not suffer – in fact he seemed to have no pain at all, only weak and exhausted.  I am so very grieved to have to tell you this, because I know just how terrible it all will be to you…. I am sorry I can tell you so little.

To supplement her colleague’s account, the sister on duty when McKerrow died, wrote a little while after.

I was with him until almost the last, and, apparently he did not suffer much pain.  He was drowsy from the effects of morphia but was quite conscious and took a keen interest in all his symptoms.  I think he knew his critical condition but was quite composed and realised that everything possible was being done for him.  … He was anxious to smoke a cigarette which he did about 2 hours before his death.  He gradually got weaker from internal haemorrhage and passed peacefully away…

(Sister) Constance E. Druce.

The McKerrow correspondence is testimony to the success of a new system implemented in 1916 to enable nurses to record the detail they felt was necessary for a suitable break-the-news letter.  The numbers of dying men, and the relatively brief time they spent on their ward would have made it impossible for nurses to personally remember everything themselves, so a suitable system was devised to assist them.  In time for the great burdening of the moribund wards, a RAMC directive was issued that required that 

Special care should be taken to safeguard the belongings of dying patients. Messages and wishes should be carefully recorded and a special book kept for this purpose.

This “special book” became a cornerstone of nursing practice on the moribund wards of the Western Front.  In addition to their medical duties, nurses took the book to the bedside of any patient sufficiently conscious to speak.  They leaned in to catch everything that was said and wrote it down, word for word, even if it didn’t always make sense. The ward diary was not a medical record.  It was written in language that could be understood by the layperson.  There were no homilies or religious overtones; it simply contained as many personal details as possible, no matter how small, even if the patient was only on the ward for the few hours it took for him to die.    It allowed nurses a small window of focus on their patient, to constantly repeat his name, and to know him as an individual whose life had meaning even in its last seconds and smallest acts.  

Although no record remains of who conceived of the system, it was implemented and maintained by nurses.  It allowed them to open a unique line of communication to the family of a casualty, who waited desperately at home, and to recognise of their need to become involved retrospectively with the process of the death of their loved one.  Nurses grew proud of their moribund wards during the course of the war, and of the care that they were able to offer there, despite the inevitable outcomes.
    To die in the wards meant that the patient was warm and clean, his pain would be managed as far as possible and, above all, he was not alone.  Someone was listening to him as his life came to an end. 
   

Nurse Boon’s letter to the family of Private Simpson, the soldier who died the day after the Armistice, exemplifies the effectiveness and compassion of the ward diary system.  Her letter and its contents were of such fundamental importance to his loved ones that they kept the single sheet of paper carefully preserved and eventually sent it to the Imperial War Museum in London for their archives.

Dear Mrs Simpson

You will have heard the sad news that your son Pte Joseph Simpson passed away on Tuesday November 12th.  The Funeral is taking place today at Terlincthun Cemetary.  The No. of his grave is 4E Plat 10.  We would have liked to have you with him but when we saw he was so acutely ill there was no time to get you here before he died.  He passed away peacefully at 5.52 on Tuesday 12th November.  

He talked of going to Blighty to see you and then before he died he thought he was with you all and put out his hands to first one and then the other with such a glad smile, he called you by name and then “Ada” but we could not catch what else he said.    He was a very good patient and we did all we could for him and he had everything that was possible.

With sincere sympathy

E. Boon

(for Matron)

PATIENT DIARIES IN CIVILIAN HOSPITALS

The concept of the ward diary was not transferred into civilian practice at the end of the Great War, as there was no equivalent of the moribund ward until the development of the concept of medicalised palliative care in the 1960s.
   Many of the skills that nurses developed on the Western Front were therefore lost as they returned to more formal medical settings.   In the 1980s what are now known as “Patient Diaries” began to appear in medical and nursing practice, although in the different context of intensive rather than palliative care. Specialist critical care nurses in ITUs in Scandinavia and Germany sat by the beds of their sedated and mechanically ventilated patients and completed a pre-printed diary notebook with details of their treatment as it happened,  hour by hour.    In this particular context, patient diaries had a very specific clinical role.  They were thought to be useful after the patient had recovered in helping them to fill in the blank spaces of their critical care treatment and reflect on their experience of critical illness.  They are now are now part of specialised nursing practice in ITUs in the UK, Europe and Australia (although not standard practice; use of the diaries is left up to the managers of individual facilities).   Relatives and friends are also able to contribute material to the diaries during the stay of their loved one on the ward.
  Where diaries are a part of the critical care process, guidelines in their use are issued to families that explain their concept:

…Although doctors and nurses explain to patients why they were admitted to ICU, patients often forget what we have told them.  Research has suggested that patients can become stressed and anxious when they do not fully understand what has been wrong with them.  To help patients understand more about their illness and ICU stay the staff have introduced patient diaries.  A diary has been shown to reduce stress in patients after they are discharged to the wards and in the months after their stay.

Since 2001, a broad international range of qualitative and quantitative studies prove that the diaries have a range of beneficial effects as, by referring to them, patients are able to evaluate their own recovery and restore lost memories.  They can sort dreams and hallucinations from the reality of an ITU, and give meaning to the fragments of memory they can access.  Diaries allow patients and their families to answer the many questions about their time receiving critical care and can help to structure conversations about past and future care concerns.   They also have particular benefits in reducing the incidence of PTSD as a result of having been in the ITU.

For one senior nurse manager, Major Jason Thomas, with experience in both neurosurgical and critical care, professional experience of the absence of a diary proved their value.  On arrival at a new posting, he was asked to investigate the grievance made by a patient about her treatment in their ITU several months earlier.   She had complained that whilst receiving intensive treatment for a neurological emergency she had been subjected to “torture,” had been “put into a tunnel and gassed,” by a jailer with a “big bunch of keys attached to her uniform” who kept her tied down.  From medical records, Major Thomas found that the patient had undergone a standard series of clinical procedures and protocols, including radiology for a neurological trauma, supervised by the ward sister who kept the ward keys attached to her belt.  The patient had recollection of the events of her treatment but had hallucinated an entirely different interpretation of them, causing her considerable stress a year after the event and hindering her recovery.
  Thomas concluded that structured psychological input, in the form of a patient diary at a much earlier stage in the patient’s illness would have been of significant benefit to the patient, curtailing a long, unnecessary period of stress and hastening her recovery.

THE PATIENT DIARIES OF FIELD HOSPITAL CAMP BASTION

Major Thomas’ experiences of patient stress post-critical care were to prove formative in the reintegration of the patient diary system into the military medical facilities ninety years after they were first used in the moribund wards.   Major Thomas deployed to Field Hospital Afghanistan in 2006 and became aware of the complexity of the critical care situation for both staff and patients.  The casualty evacuation pathway posed particular challenges to the management of the patient’s experience of critical care:  a casualty could be wounded in the field, carried and treated on board by the personnel of the Medical Emergency Rescue Team (MERT) helicopter, brought to the field hospital for further resus and treatment, and then moved back to the United Kingdom for secondary treatment, finally waking on an entirely different continent from that in which they had last been conscious.
   Such disruption was, Major Thomas concluded, very likely to cause “critically injured service personnel [to suffer] psychological disturbance as a result of not being able to recall those traumatic events.”
 For many, discovering their family at their bedside in the UK was extremely stressful as they assumed they were still in Afghanistan, at Field Hospital Camp Bastion and therefore no idea how their family had been transported there, and were immediately concerned for their safety.    

Major Thomas concluded that patient diaries would be of particular utility in this situation so that patient expectations and recall could be effectively managed.  Therefore, in the absence of a military version of civilian diaries, he personally had a version printed and distributed to his colleagues, who applied their experience of the process in civilian practice to their current military position.
    Diaries were begun at the bedside of the patient in FHCB, would be transported with them in their medical records pack, and continued until discharge from the acute care phase in hospital in the UK.

Patient diaries, in this informal form, immediately proved their worth in this contemporary setting.  They operated with a broad utility across the range of critical care contexts at the field hospital.  Within the ITU, nurses could record the treatment they gave to intubated patients who were unaware of their surroundings.  Surgeons could contribute accounts of their work before the patient arrived on the ward.   Although there was no separate palliative care ward at FHCB, nurses were also able to adapt the diary for use with the patients who had not survived their wounds, writing for the family of the deceased, just as their colleagues had done a century earlier during the First World War.   The circumstances were notably similar:  both groups of nurses had their patients with them for a relatively short space of time, often just hours, but each minute of those hours were valued.  There was a shared and particular physicality to the act of diary entry:  nurses found a chair in the ward and sat close by their patients, hand-writing their personal impressions of care, listening intently for any sound or change, communicating to a patient who might never hear them or a grieving family who might want to share in their end. 
      One such diary was started for Lt Mark Evison, who was shot on 9 May 2009 whilst leading a patrol in Helmand Province, and was brought to FHCB where doctors and nurses battled to save his life:

09/05/09, 20.55: Hi Mark, I’m Maggie Durant, the senior nurse for the hospital.  I was in theatre with you – helping with the fetching and carrying, and putting up of all that blood.  They’ve let me sit down for a while – but only if I let them “bleed” me to give you some of my “nurse” blood … I’ve donated many, many times over the years – but you’ve been the first patient I’ve been privileged to see actually receiving my blood – its trickling through as I write this!! …. My blood has benefited from the occasional glass of red wine to give it quality (I have expensive taste in wine).  Will come to see you in the morning.  Maggie. 
 

Evison’s wounds were mortal, and the next entry in the diary recorded the shift in focus as nurses realised they were no longer writing for their patient but for what would become his bereaved family:

09/05/09, 20.00-10/05/09, 8.00: Hi Mark, my name is Jill and I have been your nurse over night.  You have kept me busy Mark but I don’t mind, we all want you to do well.  Quite an eventful night, very unstable with your blood pressure, we needed to find two more units of blood and two FFP [fresh frozen plasma] for you.  Dr Mathews has stayed up and spent most of the night at your bedside as have I.  It makes me sad to see you so sick and I hope against hope that your condition improves.  If your family get to read this, my heart goes out to them.  You have a brave son.  Good luck.  Jill.

In addition to the work done in the clinical setting, the diaries resolved an issue a century old:  they were a means for those who had first carried in the patient, and secured their life along the way, to understand what had happened to them afterwards.  In the Great War, stretcher-bearers often made efforts to locate patients they had struggled to treat and carry across No Mans Land, and were frustrated when they weren’t able to find out if their casualty had survived.
  In the 21st century, MERT personnel, who collected the casualty from the battlefield and worked intensely in the back of Chinook helicopters ensuring their survival prior to treatment by the trauma teams, also wanted to know what had happened after the handover.  With the permission of the nurses on the ITU, personnel who had provided such pre-hospital care could read the diaries in their entirety. Additionally, diaries afforded them the opportunity to add their perspective for either the patient or the family; according to one RAF emergency nurse, giving: 

A clear picture of what happened on the back of the helicopter – i.e. how many people were looking after them, basic treatments given and time taken in flight.  I was very mindful of not writing anything that could be potentially embarrassing for the relatives if the patient were to pass away.  But at the same time I hoped that, if this were the case, that knowing the extent of the effort and resources that had gone into extricating and treating each person would offer some comfort. 
 

Thus the diaries gave them a way to speak to a patient who they would not otherwise be in contact with again. 
  For the RAF emergency nurse, it was “a therapeutic experience” although one that always left her “walking away in tears.”
      Colleagues on the Critical Care Air Support Team (CCAST), who cared for what were mostly ventilated patients on board the aircraft that brought them home to the UK, also found participation in the diary process beneficial.  Both medical staff and aircrew added their recollections to the diaries, including sketched air maps of the route taken by the aircraft as it flew a third of the way around the world on the longest leg of their evacuation.  CCAST staff felt it was important for patients and families to get a sense of the journey that they had undergone, and how critical care had been maintained throughout.
   

At the end of the acute phase of their care, each patient was given their own diary. They were then free to read them or not, and to share them with their families, both as they felt necessary.  The bereaved families of those who had not survived were also given their diaries along with their medical records and other personal belongings.   By the time UK forces left Afghanistan in November 2014, several hundred diaries had been written for the patients of its Field Hospital. At a follow-up clinic in the UK run by a team of doctors and nurses specialising in critical care, patients were asked if their experience of the diaries was a positive one.
  This small informal study confirmed the overall impression from a range of medical personnel who had found the diaries to be an important element of the care process and care record, and of value to both patients and their families.
    Currently, a large-scale evaluation study is planned to explore their medium and long-term utility to both patients and their families, and to the medical staff who participated in diary usage.   

NARRATIVE MEDICINE: PATIENT DIARIES 

In addition to the historical and clinical value of the patient diary system, this article also suggests that there is  coherence between the practice of writing patient diaries and the techniques of Narrative Medicine.
  Narrative medicine, as defined by its one of its leading proponents, Dr Rita Charon, seeks “to acknowledge, absorb, interpret and act on the stories and plights” of patients in a medical setting.  Narrative communication techniques are of particular use when the space between patient and practitioner has become silent, during “the wordless surrender of the sick to the skilled.” 
  

Although much narrative medicine literature focuses on the spoken encounter between patient and general/family practitioner, its techniques are relevant for other silences in the medical space, such as those where nurses are unable to clearly communicate with patients who are sedated or unconscious.  Patient diaries are a way to fill that silence, even if the conversation is one-sided.  It allows the nurse to closely observe beyond the medical record, and to personally engage with a patient who may never respond or reply.  No matter the length of the therapeutic encounter, the intensity of critical care becomes a shared experience, as far as possible.   A patient diary is one expression of “a dedicated effort to put … deep currents into words, to have the means with which to express thoughts, feelings, memories, emotions surrounding illness and health.” Diaries give value to the ordinary details of the patient’s experience:  the quality of sleep, the weather outside the window, sounds they make even if they cannot be understood.  A diary entry from a Danish ICU nurse demonstrates this level of observation and the kind of narrative language used to record it:

Things are looking up ... we are considering taking the tube out of your throat, so you can breathe on your own. You are still sleeping too deeply, so it will have to wait till you are more awake and I think this will happen within the next day or so, because I have turned off your sleeping medication and you are already wrinkling your brows, you are trying to open your eyes and move your arms a little ... 
Sincerely Susan 

The nurse writing in a patient diary, whether kept in a medical records pack in a Danish suburb or the windowless ITU ward of a military field hospital, is fulfilling the requirements of narrative medical techniques by seeing “clearly and courageously” and then representing what they see with skill and compassion.   Dr Charon describes this process as “bring[ing] into being “the Real” of illness.
   The use of patient diaries facilitates seeing this “Real” of illness within a very specific context of silence and skill: the ITU, whether it is civilian or military.  The diaries create new forms of knowledge about illness, and new ways to access that knowledge for both patient and those close to them.  For soldier casualties, part of their “Real” is the journey – physical movement through time and space – during which most of their treatment takes place.  The narrative contained in their diaries is the only means available to them to understand that movement – to see its beginning and its end.  Their guide in their physical journey, as well as the spiritual and psychological journey is the nurse, seated by their bedside with a simple notebook and pen, seeing closely, “clearly and courageously” each step of the way.

CONCLUSION

Patient diaries are a solution to problems of representations of illness and death that was discovered a century ago, and whose worth has endured.  Patient diaries create a written narrative, rather than one spoken or heard, but this article suggests that the reality of care that they represent has clinical and personal value across a range of medical contexts.  By including the use of diaries in the military medical system, this article has sought to demonstrate the range of their potential utility: in ITUs, in palliative wards, for patients, for their families and loved ones, and for the medics themselves who are also able to reflect on their own actions and their consequences. Observing and communicating the intense personal experience of critical illness or death may therefore be seen as a timeless and essential act in medical practice, with resonance with the past and relevance for the future of exemplary medical care.    
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