THE PATIENT JOURNEY: WHERE HAS ALL THE CARE GONE?

Background

My mother suffered a severe stroke in December 2006.  As a result she was transformed overnight from being fairly independent to being totally dependent and in need of 24 hour care.  Before being transferred to a nursing home she spent six months in a Foundation Trust in the north of England.  She died in July 2007.

This paper documents her journey and identifies areas of care for both patients, families and carers that could be improved.  It demonstrates that inappropriate systems and staff with different values lead to:

· Poor communication between staff and with patients/relatives

· Inaccurate, inconsistent and incomplete written information

· Discrimination on the grounds of age 

· A lack of patient/family involvement

· Discrepancies in the assessment process

· The risk of exploitation of vulnerable older people

· A lack of dignity and respect

· Inappropriate targets which not help to improve service provision

· Patient’s symptoms being ignored

· Patient safety being compromised 

· A lack of clarity and understanding about confidentiality and data sharing

· Social workers inappropriately managing assessment processes

Communication

The single, most important issue, for anyone who has the misfortune to suffer ill-health and require treatment, is good communication.  Sadly, this was not an area in which the Foundation Trust excelled.  Staff were either unable, or unwilling to communicate effectively and this was an issue that was experienced at all levels. 

Communication between professionals/relatives

From my mother’s initial admission, where her condition was critical, to the day she was discharged to a nursing home, gaining information about her condition and care was challenging.

Despite frequently informing staff that I live in south Wales and asking how best I could gain accurate information about my mother, no solutions were offered.  It was not until a letter that I had sent to the Chief Executive of the Trust was sent to the complaints department in January 2007 that I was given a password so that clinical information could be provided over the telephone.  This was surprising, as we had asked a doctor previously if we could use a password system and he had told us that this was not possible.  In a meeting with the Trust’s Assistant Director of Nursing we were informed that this could have been instigated by the Patient Advice and Liaison Service (PALS).  However, we were not made aware of the PALS department until the complaints department sent me a leaflet about it in the post (January 2007).  I would have expected that any senior member of professional staff should be able to implement a password system, where appropriate.  I also think it would be useful for ward staff to ensure that, on admission, patients and relatives were made aware of services (such as PALS) that could assist them through the patient episode of care. 

On two occasions we were encouraged to speak to the consultant about my mother’s condition.  Our first experience was when she was critically ill immediately following the stroke.  We made an appointment to see the Consultant (also the Medical Director) who was caring for my mother.  The meeting was arranged for 2pm on the day that he did his ward round.  After arriving on time for the appointment we waited for two and a half hours before the consultant finally arrived.  When we queried the delay we were informed that his temporary secretary had made a mistake in scheduling the meeting before, instead of after the ward round.  However, the consultant’s house officer was aware that we had been given the appointment for 2pm and didn’t seem surprised by it, and the same house officer, during the ward round came to apologise for the excessive delay, stating that the consultant had started his round at the opposite end of the ward that day.  When the consultant did finally come to see us he was unable to answer some of our queries because he had not seen my mother before meeting with us. 

On the second occasion we were asked to contact and arrange a meeting with the consultant who was caring for my mother whilst she was on the non-rehabilitation ward.  We did as requested and despite speaking to his secretary no arrangements were ever made.

On another occasion we contacted the same consultant’s office to ask if he would complete a medical certificate for the Court of Protection to support our application for receivership.  We enquired about any cost that this might incur.  The secretary reported that the consultant would complete the form and the charge would be £62 if he did not see my mother and £124 if he did see her.  I informed the secretary that the consultant was seeing my mother anyway as she was under his care in the non-rehabilitation ward.  After checking with the consultant she returned to say that the cost would be £124.

The Court of Protection medical form was completed on 11 May 2007 by the consultant and returned to us with a request for the payment of a fee of £124.00.  It is interesting that he completed the form on the same day that he completed section 2 (the medical practitioner assessment) of the multi disciplinary assessment, an NHS document.  From a lay person’s perspective this appears to suggest that my mother has been charged for an NHS activity.  It also suggests that there could be a system of double charging for financial gain, at the expense of a vulnerable older person.  I question the ethics of such practice.

When information was shared there were often discrepancies.  An example of this was when my mother was moved into a side room on the rehabilitation ward.  I was given three different reasons by three professionals; the ward sister stated that this was because she had been sick and it was more dignified to be in an individual room whilst unwell; a doctor stated that she was in a single room because her sickness might be infectious; another nurse stated that it was because she had MRSA.  However, by the time she was moved to the single room she had been diagnosed with MRSA for 10 days!

The only time that information was offered without prompting was when my mother was diagnosed with MRSA.  We were given an information sheet about MRSA and the importance of good hygiene.  However, we were never informed that my mother was also suffering with Clostridium Difficile following her initial admission.  This only came to light by chance three months later when speaking to the ward manager after my mother’s admission to the non-rehabilitation ward.

Patient/staff communication

Staff on the ward reported in the assessment documentation that my mother can converse her needs but is disorientated and will shout out for attention, telling staff off.  If she is not happy she will bang the table on occasion
.  Often when I visited her she asked to be taken to the toilet.  It is likely, therefore, that she was making the same requests to the staff and being ignored.  It was not surprising, therefore, that she was shouting and banging on the table to be heard. 

The original multidisciplinary assessment stated that she is able to understand simple commands, although may not answer correctly, answers may not make sense.  However, when my mother fell out of bed on the rehabilitation ward the medical notes stated that there was no evidence of injury and no pain reported by patient.  On the basis that my mother’s response cannot be relied upon because of her cognitive impairment she could well have suffered an injury and pain from the incident.  We are not aware whether the accident was recorded and reported, or whether my mother was seen by medical staff following the incident.  Incidentally, the sickness that she experienced started shortly after this event.

I was also often with her when she was being repositioned in bed.  At such times she shouted out in agony because her left arm was extremely painful.  Ward assistants apologised to her for the discomfort but no action was taken to manage the pain.  She had suffered this pain since the end of December.  Despite requesting relief on her behalf on both of the wards, her pain was largely ignored.  Evidence of this is available in the original assessment documentation that was completed:

· the funded nursing care assessment (dated 7 February 2007) states under the heading “pain” -no major problem 

· the overview assessment makes no mention of any pain (dated 9 February 2007).

· the overview assessment which forms part of the original multidisciplinary assessment (undated) and another completed on 9 March 2007 also do not mention any pain

An updated overview assessment (received by email on 24 April) stated that observation of her non verbal communication was required to allow my mother to make her needs known.  It appears from the care that she was receiving that this was not common practice.  If it were she would not have suffered the pain for so long without appropriate treatment.  Finally, on 20 April 2007, after numerous requests from her family for treatment (and not the nursing staff) the consultant prescribed medication to reduce her pain.

It is interesting that recent research
 carried out by the Patients Association reveals the extent to which cared-for frail older people are unnecessarily left in pain.  The majority of older people said a doctor or nurse had never talked to them about how the constant pain they suffered could be treated, and they had never been asked about their pain by nursing home staff responsible for their day to day care.  Whilst the research is related to practice which occurs in nursing homes there is a likelihood that the practice could be the same in the NHS. If we had not pressed for some treatment on my mother’s behalf it is likely that she would have been transferred from the hospital to the nursing home experiencing considerable pain but with no acknowledgement that this was the case.

We requested involvement in the multidisciplinary assessment meeting so that we would have an opportunity to speak to professionals to understand my mother’s condition and also to contribute any information that we thought would be relevant to inform her future care.  We never received assistance to attend these meetings and during later discussions on the non-rehabilitation ward about the pain in her arm I made a request for my mother be re-referred to the physiotherapist and to meet with them to discuss the cause of the pain and the potential for rehabilitation.  My mother was re-referred on two occasions and on both occasions our requests to speak to the physiotherapist were ignored.  As a result of being persistent I finally spoke to a physiotherapist over the telephone in May, three months after the initial request.

When we requested re-referral to the physiotherapist we also requested referral to the podiatrist, a service that my mother was eligible to use as she has insulin dependent diabetes and had suffered a stroke.  Following the request for referral I enquired on a number of occasions to see whether the podiatrist had visited.  The responses from ward staff varied.  There was a lack of awareness amongst staff about whether a referral had been made and few offers to find out.  After a considerable number of enquiries the ward manager confirmed that a referral had been made and that she would chase it up.  Eventually, after a month of waiting I rang the podiatry department myself and, as a result my mother was seen within three days.  What is most surprising from this experience is that foot care does not appear to be an inclusive part of the basic nursing care that is provided, which is surprising when individuals with diabetes and following a stroke are at high risk of complications. However, my mother had been assessed as having no potential for rehabilitation, which from my point of view, seemed to suggest that professionals considered that she would not benefit from these services.

Communication between professionals

Communication between professionals was often lacking.  For example, when my mother was transferred from the rehabilitation to the non-rehabilitation ward she was extremely sick.  Staff asked us whether she suffered with motion sickness, as they could not understand what could have caused it.  However, her transfer came soon after the period of sickness that she had suffered on the rehabilitation ward but staff had not passed this information on during the transfer process.

Trust wide communication 

During the time that my mother was in the acute hospital my aunt was also admitted. She fell at home and though progressing well following admission she fell again on the ward and died shortly afterwards. An inquest into her death is pending. Whilst she was in hospital my aunts daughters enquired at the hospital reception to find out which ward my mother was on so that they could pay her a visit. After searching the computer they were told that there was no record of my mother being an inpatient?

The Assessment Process

The Strategic Health Authorities (SHA) documentation entitled Continuing Health Care Eligibility Criteria-May 2003 (updated May 2006) states that:

· an appropriately trained nominated care co-ordinator co-ordinates the assessment process.  This co-ordinator must ensure that:

· independent advocacy services are provided to support the service user and main carer(s) through the assessment process

· the service user and main carer(s) is encouraged to participate in the formal meetings/case conference

· all the professionals involved in the patients care and the user/carers complete the MDA.  We were provided with section 8 

· consent is obtained to share patient information 
As the social worker was our key contact  we assumed that she was the nominated care co-ordinator and the person who would guide us through the process.  However, if this was the case the social worker did not appear to 

· follow the recommended procedure

· be trained to interpret health information appropriately

This was demonstrated when:

· we asked how we could participate in the multidisciplinary meetings.  Three requests were made to no avail, and the process was completed without our involvement.  As my mother was not in a position to make her own decisions, she did not have anyone to speak on her behalf.  In addition, the professionals involved were making judgements based on limited, and often incorrect and inconsistent information which was documented in the various assessments8.

· we asked for independent advocacy.  The social worker informed us that there was no independent advocacy support available.  The continuing care lead in the Primary Care Trust (PCT) later informed us that Age Concern provided the service.  When we approached Age Concern we were informed that this was not the case as they were not funded to provide such a service. (We later found however, that Age Concern do have an advocacy service but it is focused towards older people who do not have any other representatives). It was later discovered that the local Carers organisation was funded by the PCT to provide advocacy, and an individual was based in the Trust to provide such support.  Whether this was the type of support recommended in the documentation is unclear.  What is clear is that there appears to be little communication, or co-ordination of activity between professionals in the Trust, PCT, Social Services and voluntary organisations.  Therefore, it is unclear whether statutory or voluntary sector services are providing services that give best value or high quality standards.

· we asked for sight of the various completed assessment documents.  Professionals asked for confirmation that my mother would consent to the information being shared with the family.  Whilst this was entirely appropriate it was pointed out to professionals that they had not asked for, nor been given consent by the family to share information with others.  The nurse from the PCT stated that consent was only obtained when dealing with complex cases and a wide range of professionals, citing GPs as an example.  This seemed a strange example as it has always been common practice to provide GPs with a discharge letter when a patient returns home from hospital to ensure that any treatment continues uninterrupted, and to maintain patient safety.  In fact, communication with GPs on patient discharge from hospital has recently been highlighted as an area of serious concern.  In a recent poll of 650 GPs
 it was found that poor and late hospital discharge information is putting patients at risk.  Hospitals are required to send doctors information on medicine and treatment as soon as a patient is released in order to inform their follow up care.  However, 70% of the GPs surveyed reported that they often received papers late and many of the forms were incomplete, compromising safety.
· we asked for a care plan.  The social worker produced a care plan
 that was inaccurate and incomplete, and could have compromised my mother’s care and safety.  When we queried the care plan it was stated that it had been produced because we asked for one?
When we queried the procedure that was being followed, and referred to the SHA document we were informed on two occasions that the above document and the procedure contained within it did not apply in my mother’s case, despite the fact that the SHA had confirmed to us that this was the procedure to be followed.

An outline of the procedure that was followed in my mother’s case is given below.
Once my mother’s condition had stabilised, clinical staff gave consideration to her future care.  This was independent of her, (she was unable to express her wishes because of her severe cognitive impairment) or her family’s views. 

The first stage of this process was the application of a screening tool to determine whether the she was  eligible for fully funded nursing care. 

Whist this tool should be used to determine whether a patient is eligible for a comprehensive assessment, which then determines whether full or part funded nursing care is appropriate it was used in my mother’s case to screen her out of fully funded care before the assessment process was undertaken.

The section on the screening tool which states that the service user and their carers should be integral to the decision making process and understand that an assessment is occurring had not been completed.  This was due to the fact that we were not aware that the screening had taken place until after the event.

When we raised the issue with the continuing care lead in the PCT that the screening tool discriminated on the grounds of age the allegation was disputed.  However, the ward manager confirmed our suspicions; she stated that there was a screening tool for the under 65s and one for the over 65s.  The PCT continuing care leads response to this was that ‘ the screening tool is the current standardised version that is in use across Greater Manchester and is used for all adults irrespective of age or condition
’.

The screening tool contains a section at the end which requests that if the patient has the potential to meet the eligibility criteria, or 24 hour nursing care a comprehensive multidisciplinary assessment (MDA) should be completed and sent to the PCT.  If an individual meets the criteria it is likely, though this has not been confirmed, that a nominated care co-ordinator progresses the case.  If an individual does not meet the criteria but requires 24 hour nursing care
 a social worker progresses the case.  Again, though not substantiated, it is likely that there is a two tier system in place which discriminates on the grounds of age.  The dependent older population are progressed by social workers into nursing home care and others with rehabilitation potential are progressed down the nominated care co-ordinator route. 

In my mother’s case, the MDA process was managed by the social worker.  The implication of this is that social workers might not be the most appropriate agency to lead this process.  This was illustrated by some of the clinical data on assessment documentation that had been completed by the social worker and which was inappropriately and inaccurately documented
. It was also evident from the care plan5 that the social worker produced at my request, which is mentioned earlier.

When querying the discrepancies in the documentation we were informed that health and social services professionals interpret terminology differently.  When we queried a statement made by a social worker that my mother, who was severely cognitively impaired and with poor vision, needed supervision with taking medication (which included insulin) we were told that “supervision” is interpreted differently by social workers and nursing professionals.  I would have expected that in the interests of joined up services and patient safety, professionals would address these discrepancies efficiently and effectively.

Once my mother’s MDA had been completed a referral was sent to the PCT funded nursing care team.  A nurse from this team visited my mother to carry out a funded nursing care assessment to determine whether low, medium or high band funding for nursing care was required.  This was carried out in the absence of an advocate for my mother, who was unable to express her needs.  Despite frequently making the point that I lived at a distance (south Wales) a message was left on my answer-phone the afternoon before the assessment took place inviting me to attend.  In later discussions about the short timescale I was informed that the assessment had to be carried out within seven days of receipt of the referral and the nurse carrying out the assessment only worked part time.  This clearly demonstrates a service that is geared towards the system and the professionals rather than towards the needs of the patient. 

Meeting Targets

The NHS is required to meet targets to demonstrate that services are improving.  However, from recent front line experience it is evident that targets appear to be making things worse, not better.  This can be demonstrated with two examples, the one that is provided above (i.e. the funded nurse care team assessment) and the one that is outlined below. 

I sent a letter to the Chief Executive of the Trust regarding communication.  The letter was not sent as one of complaint but on receipt it was immediately directed to the complaints department.  In order to comply with the standard to respond to complaints within two working days the issue was inflated out of all proportion. 

The initial response was to send a consent form for my mother to sign before the “complaint” could be progressed.  Had the individual in the complaints department bothered to check they would have been aware that she was not able to consent because of her severe cognitive impairment. 

This was also at odds with other practice within the trust.  Whilst I had found it difficult to elicit any useful information from ward staff about my mother’s condition over the telephone, staff were not taking the same precautions about confidentiality when they required consent for invasive procedures (e.g. passing nastro gastric tubes).  I was eligible to give verbal consent over the telephone for treatment on my mother’s behalf but was not eligible to advocate on her behalf about the quality of her care.

The “complaint” was further inflated by a member of the complaints department who telephoned me to say that the “complaint” still could not be progressed because I was not listed as a next of kin in my mother’s notes.  She stated that two people had checked (one being a nurse who would know where to look) and they could not find my details.  This was despite the fact that I saw the Doctor document my details in the notes when my mother was admitted and that a nurse had previously left a message on my mobile phone to let me know that my mother had been transferred to another ward.  I was informed that  the issue could only be resolved if my brother signed consent to agree for me to be given information.  This procedure was cited as being in accordance with the Data Protection Act.  At this point I suggested that the complaints officer checked the notes herself.  After checking the notes and finding the information the individual returned to light heartedly inform me that my details were in fact in the notes….and there was little apology for the distress that had been caused.
It seems that instead of improving the quality of services targets play an instrumental role in generating complaints, which is counter productive.

In addition, targets are set to reduce the risk of delayed discharge.  As a result of the short cuts taken to process my mother through the system her discharge was delayed by approximately three months.  Once again, instead of improving service provision targets were instrumental in delaying discharge and compromising patient safety and care.  When this was discussed with the continuing care lead from the PCT I was informed that the difficulties that we had experienced lay with the Foundation Trust.  Whilst this might be the case I was under the impression that the PCT commissioned the services from the trust.  This would suggest therefore, that the PCT is accountable for ensuring that the services are appropriate, efficient  and effectively meeting the needs of the patient and family.

Furthermore, in an article published in the Health Service Journal (12 April 2007) it was stated that delayed discharge is, once again, on the increase.  The article suggested that the recent trends are now more directly linked to patients and carers rather than to social care issues which has been the problem in the past.  Suggested reasons for the delayed discharge were cited as:

· patients and carers are faced with the ‘dreadful dilemmas’ of selling the family home

· finding nursing homes that are suitable for an individuals needs

· questioning the assessment made by healthcare staff with threats to challenge decisions in the courts

I would argue that this is not wholly the case.  Whilst it is dreadful being in the position of having to sell the family home to pay for care it is also extremely distressing to find that health and social care professionals, in their efforts to rapidly push people through the system to meet Government targets seem to forget that selling the home to pay for nursing home care is a significant life event, and one that should be done with empathy for both the patient and family.

We questioned the assessment process that was carried out to determine my mother’s future care needs because we were not involved in the process and we needed appropriate information in order to make decisions, not because we did not agree with the funding that was allocated.  Had we not questioned the process we would not have identified and rectified the discrepancies and my mother’s care and safety would have been severely compromised on transfer to a nursing home. 

Statutory sector professionals need to appreciate that giving up one’s home to move into a nursing home is a significant one, and probably marks the start of the final chapter in a vulnerable older person’s life.  Time is needed, therefore, to help make this transition.  This is no more than we would wish to expect should we have the misfortune to be in a similar situation in our old age.

It appears therefore, that targets are being used to meet the needs of the system rather than the service user.  This was confirmed by the Prime Minister, during an interview on BBC Breakfast Time (24 April 2007) who said that ‘treatment is improving’.  This might well be the case, but that does not necessarily mean that ‘care’ is improving.

Dignity & Respect

The trust in which my mother received her treatment displayed posters around the wards entitled Dignity and Respect: How Are We Doing?  A telephone number was provided for individuals (patients or public) to provide feedback.  The telephone number provided  was for the Patient Advice & Liaison Service (PALS) office.

On contacting the PALS office I was told that I would need to send a letter of complaint so that an investigation could be carried out.  Once this had been completed I would receive a letter from the Chief Executive with the findings. 

It is interesting that the poster indicated that patients and relatives could make suggestions to assist staff.  It did not indicate that one would have to make a  complaint.  In my view, having to use the complaints procedure does not help maintain and increase staff morale, nor help to build positive relationships with the public. 

The example documented below suggest that there could be constructive exercises in sharing best practice across the Trust without the need to name and shame.

Patient clothing

My mother was a patient on an acute rehabilitation ward of the Foundation Trust for two months before being transferred to a non-rehabilitation ward in a smaller hospital managed by the Trust.  During that time she always had a clean supply of her own clothes.  When anything was soiled it was left in a plastic bag in the locker and a member of the family would take it home, wash and return it the following day.  This was a system that worked well for everyone, and at no point did anyone mention that clothing needed to be labelled to avoid loss.

When my mother was moved to the non-rehabilitation ward her clothes were, within two weeks, lost in the hospital laundry.  As a result she was being dressed in men’s pyjamas and other people’s clothes from the ward’s linen cupboard.  Hardly dignified.  When we asked what had happened to her clothes and why they had not been left in a plastic bag for us to take home and wash we were told that if they were not labelled staff could not be responsible for them.  Again, at no point had anyone indicated that clothes needed to be labelled and we assumed that the same level of care would be taken that had been exercised on the rehabilitation ward. 

Staff on the non-rehabilitation ward, however, were leaving clothes that they had used from the linen cupboard for us to take home and wash.  This was an activity in which  we refused to be involved on the basis that if they were capable of leaving out ward clothes for us to wash they were just as capable of making sure that they left my mother’s clothes out for us to take home and wash, and we notified the staff to this effect.  Consequently, soiled clothes were often left in my mother’s locker for indefinite periods posing, therefore, a potential health hazard.  Despite numerous efforts by us, my mother’s clothes were never found and she was eventually transferred to a nursing home with two old nightdresses that neither belonged to her nor fitted her.  Consequently, we purchased new clothing for her.

It is interesting that one ward in the trust can ensure that a person’s dignity and respect is maintained during an acute phase of their care but this cannot be maintained when they are transferred to a non-rehabilitation ward.  I am left with the feeling of a lack of care and respect for vulnerable older people. 

It is also disappointing that the only way that variations in practice can be highlighted is through making a complaint.  To raise awareness of the above practice I did as the PALS suggested and wrote to the Chief Executive of the Foundation Trust making it clear that I was not making a complaint.  When I had not received a response to the letter three weeks after sending it I telephoned the Chief Executive’s office to enquire about the status of my letter.  I was told that it had been received and passed on to the complaints department, despite my insistence that it was not a complaint.  On speaking to the complaints department they claimed that they had not received the letter. It was agreed that I would send a copy of the letter to the PALS, that they would investigate the discrepancies in practice and report back to me. This was done and on 30 July 2007 I received a letter which reported the findings of their investigation.

The PALS investigation highlighted that communication needed to be improved between staff, patients and relatives about the way that laundry systems work. According to the report the laundry that is used for the non rehabilitation ward facilitates washing patients laundry, which is not the case in the laundry used by the rehabilitation ward. It is therefore essential that patients clothes are labelled and staff need to make relatives aware of this. What is strange however, is why clothes were being left out for us to wash if the laundry being used by the non-rehabilitation ward normally washed patient clothes? This was not addressed in the report.

It was also reported that nursing staff provided my mother with (men’s) pyjama bottoms to wear with her nightdresses to provide extra coverage and dignity. This might have been the case but she had her own pyjamas which would have done the same had they not been lost.

Common Courtesy
It used to be common practice, and a matter of courtesy, to find out how patients would like to be addressed i.e. either by first name or surname.  However, from her initial admission no-one asked how my mother would prefer to be addressed and an assumption was made that she would respond to her first Christian name, although she had always used her middle name.  Even when relatives raised the issue to correct it, professionals were loath to change. They argued that they couldn’t change the way it was displayed over her bed except to put her middle name in inverted commas to show that this was the name to be used.  In addition my mother’s name was incorrectly stated throughout the documentation.  Her first and last names were used with a comment in brackets that she liked to be called by her middle name.  As we frequently pointed out it wasn’t the case that my mother  “liked to be called by her middle name”.  Her middle name was the only name that she has used throughout her life.  

This  issue was one that continued up until her death. Sadly, my mother died in the emergency admissions unit of the Foundation Trust on 18 July. On visiting the hospital to register her death we were met by an administrator to collect paperwork to give to the registrar. This paperwork was incorrectly completed as my mothers name had not been properly documented. When I commented that it was incorrect I was told that it did not matter because the registrar would ask for all the information anyway. It might not matter from the administrator’s point of view but it certainly did to us and on the basis of the administrators response one might question the relevance of the completing the form in the first place.

The PALS office, also failed to address my mother correctly. In their letter, dated 30 July 2007 they spelt her first name incorrectly and omitted to document her middle name.

It is surely common courtesy and a mark of respect to make sure that people are addressed correctly?

Care without responsibility – is it ethical?

My mother suffered a massive stroke and quickly developed aspiration pneumonia. Her condition was further complicated because she had diabetes, which was controlled with insulin. We were warned very early on in her admission that her condition was critical and that she would not be resuscitated if her condition deteriorated. The extent of her stroke was further confirmed following a CT scan.

Her condition over time stabilised but the stroke left her with a dense left sided weakness, dysphagia, double incontinence and severe cognitive problems. We were informed by a doctor that patients suffering this level of stroke rarely survived more than six months. 

Once stabilised, the assessment process was used to determine the potential for rehabilitation and future care needs. This appears to be the point where an individual either fits into the category of ‘end of life care’ or ‘a candidate for rehabilitation’. If  an individual does not fit into either category they appear to be stuck in limbo, a midway point where no further resources are spent, and the they are left to languish. This is certainly how it appeared to the family. When I asked about physiotherapy in the nursing home I was told by the ward manager that these services were not available once the assessments were completed and the patient is discharged from care into a home. As my mother was assessed as having no potential for rehabilitation her future was mapped as far as the NHS was concerned

What appeared to be clearly evident when my mother suffered the stroke was that the outcome was certain to be poor and her quality of life would be severely compromised. One might argue therefore why  professionals choose to revive such patients, and when they do choose to revive them, why they appear to relinquish any responsibility for the consequences of their actions. It is their responsibility to fully understand and appreciate the future needs of the patient and family, and they must be prepared to help them to access care in the community setting that is appropriate to individual circumstances. It is not enough to pass their responsibilities on to social services, the patient and family when they have been instrumental in the situation that has been created. 

Conclusion

This case study has been compiled to raise awareness of some of the issues (and there are many more) that we faced, and which caused distress during my mother’s recent hospitalisation. It has been written in the hope that other patients and families might benefit from a more positive experience in the future. 

The above experience demonstrates an abuse of the human rights of older people in their care. Issues such as age discrimination and lack of dignity and respect have recently been the focus of a report by the Joint Committee of Human Rights who have reviewed current practice and made recommendations, one of which is to train staff in human rights principles and to include training in health professionals qualifications as well as placing a duty on professionals to blow the whistle on abuse
.  Blowing the whistle on abuse however, appears to be a course of action that nurses are reluctant to take
. The NHS urgently needs to address these issues if care is to be improved for the benefit of others in the future.
What is clear is that patients and relatives need to be fully involved, and be seen as valued contributors to the care process. Professionals need to realise that failure to involve the people who are central to the decision making processes will cause delayed discharge, and will do little to foster positive relationships, evidence of which can be seen in the  above account.

As a nurse, I am in the fortunate position to be familiar with the NHS, but even I struggled to make sense of the lack of interest and commitment to patient (and family) care. One wonders, therefore, how a lay person manages when faced with a similar situation?

Individuals and organisations are welcome to use this case study to help improve hospital services for older people. The only condition is that it is used in its entirety, without editing, and the following statement is included:

This case study is based on the personal experience of Monica Dennis and her mother. As a result of that experience Monica, in partnership with other nursing colleagues, has established A Dignified Revolution which is committed to improving the care of older people in hospital. For more information about A Dignified Revolution email: info@dignifiedrevolution.org.uk 
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