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P alliative care places great emphasis on the management of pain and other symptoms (World Health Organization (WHO), 2003b). Embedded within the philosophy of palliative care is concern for quality of life. However, the media continues to publicise cases of patients in distress at this vulnerable time in their lives. Patients with life-threatening diseases have identified loss of dignity as a major concern as they approach death (McPherson et al, 2007). Loss of dignity to the patient is related to lack of privacy, particularly during intimate care 

such as washing, toileting, catheterisation and bowel interventions (Woogara, 2001; Chochinov et al, 2002). The notion of a good death supports the view that it is important for the patient to retain a sense of control until the very end (Mak and Clinton, 1999). Arguably, losing control of bodily functions may affect the patient’s perception of death. Similarly, hospital nurses cite lack of dignity and respect as determinants of a ‘bad death’ (Costello, 2006). 

Continence care, whether urinary or bowel, involves all aspects of intimate care and thus appropriate end-of-life continence care is essential. The choice of intervention has to be pertinent to the patient’s stage of illness. Continence care needs to be approached sensitively, with an understanding of the impact that incontinence may have on patients’ perceived quality of life. Perineal skin damage can be the consequence of incontinence. This is painful, prevalent and preventable (Nix and Ermer-Seltun, 2004). Similarly, persistent or poorly managed constipation can lead to disabling complications (Table 1).
The onset of secondary problems, such as urinary retention or urinary 

incontinence with associated urinary tract infection (UTI), may cause delirium in the older patient (Barkham et al, 1996; Castle, 2000). Symptoms related to elimination difficulties may be misdiagnosed as terminal agitation/restlessness in the dying patient. On the other hand, a dying patient with a full, uncomfortable rectum or a distended bladder may present with genuine terminal agitation/restlessness. The 
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This article will explore the issue of continence care during the terminal phase of life. This period is 

often referred to as ‘the end of life’ or ‘the last 48 hours’. Patients are thought to be in the dying phase 

of their illness when they only have hours or days left to live (referred to as the ‘terminal phase’ in this 

article). Continence care is complex during the terminal phase as it can have a significant impact on 

the dignity of patients and adds to their physical and emotional burden.  The care given is both intimate 

and embarrassing, often involving invasive procedures, at a time when patients may be unable to make 

choices. Therefore, discussion of possible continence problems should be broached sensitively with 

patients when they are still able to make decisions on their preference for continence care. However, 

continence problems during the terminal phase are unpredictable, leaving healthcare professionals 

unprepared on how to best treat the symptoms of urinary and bowel problems. This article explores 

the available interventions and their appropriateness to the terminal phase. Conflicts of interest: none

Table 1

Examples of complications of persistent  or poorly managed constipation

Rectal bleeding 
Faecal impaction 
Faecal impaction with spurious overflow 
Urinary incontinence
Urinary retention 
Urinary tract infection
General weakness
Psychological disorders
Source: PRODIGY Guidance (2007)
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Key tips in communication skills

How can we improve our communication skills? 
One complaint often made by patients and carers is that they 
want and need to be kept better informed so that they can 
be fully involved in the decision-making process (Fallowfield 
et al, 2001). However, there is far more to helping someone 
become more aware of a complex or painful situation than 
simply imparting information (Fallowfield et al, 2002). The 
‘craft’ or ‘art’ of good communication is most effectively learnt 
through experience and reflection. 

Reflections on giving information, using Carper (1978) as a model  
of reflection
Carper (1978), in her theory about the elements of nursing 
knowledge, identified four areas: 
8 Empirical: this relates to scientific, objective knowledge, 

e.g. about the disease process and its treatment, likely 
prognosis, etc.

8 Personal: this is at the heart of all nursing actions and 
is necessary to the process of developing therapeutic 
relationships with patients. It relates to the nurse’s 
knowledge of his/her innermost self and what he/she has 
learnt from lived experience. 

8 Ethical: health care raises many ethical and moral issues and 
nurses must be aware of them (see below).  

8 Aesthetic: this is often thought of as the ‘art of nursing’; it is 
related to creativity and intuitive ‘know how’. It is the capacity 
to know what to do at a given moment without having to 
consciously deliberate on what needs to be done.  

The four areas will be taken in turn to explore the vital issue 
of how to handle sensitive information giving at the end of 
life and other occasions.

Empirical knowledge
What are the facts that I need before I start to give information?
8 About the disease 
8 About likely tests and test results
8 About the likely diagnosis/prognosis
8 About possible treatment plans
8 About the person’s circumstances.
In this case did I have these facts?

Personal knowledge
8 How do I feel about giving information that may cause ‘harm’?
8 How do I feel about managing another person’s pain?
8 How do I manage my emotions in a painful professional situation?

8 What are my usual responses to difficult emotions as 
displayed by others?

Ethical knowledge
Beneficence (doing good)
8 What good did I do here and to whom?
8 What good did I do in response to the likely consequences 

of the information I gave?

Non-maleficence (not doing harm)
8 Could I have done harm here in the way I gave the 

information and to whom?
8 Could I have done harm because of the consequences of 

the information and to whom?

Justice (combining ethical and legal principles to ensure fairness)
8 Was I being fair in the way I gave this information? Did I 

take into consideration barriers to understanding such 
as language, professional jargon, relevant sensory loss or 
cognitive ability?

8 Was I being fair in the way that I prepared to give 
information to this person? Was it in the same way that I 
prepare for all such situations?

8 Was I being fair in the time I set aside to give the information? 
8 Was it the same as I would offer other people in the same 

circumstances?

Autonomy (respect for others and enabling people to make independent decisions)
8 What choices did I offer here regarding: place; time; 

information-giving style; presence or absence of relevant 
support; professional input.

Aesthetic knowledge
How creative was I here in the way I gave information to this 
person?
8 Did I use appropriate communication skills, including silence, 

reflecting back to clarify understanding and summary? 
8 Did I see all concerned as adults, able to understand the 

complexities of what I was saying and respond accordingly?
8 Did I tailor my language, timing, approach to this person?
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on their behalf and in their presence). The signature of the person witnessing the author’s signature (or the person asked to do this on their behalf) in the presence of the person making the advance decision is also required for this type of advance decision. However, 
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Current UK law and recent health policies support the use of advance care planning (ACP) to promote 

patient choice. The literature suggests that little is known about patients’ and their families’ experiences 

of ACP and the benefits and risks associated with it. ACP is a process that may include discussion and the 

provision of information and documentation. It may help patients and their families make preparations 

for end-of-life care. This article describes ACP, with an emphasis on available evidence and its implications. 

It seeks to provide guidance to practitioners who are interested in using ACP to enhance the end-of-life 

care experience of patients and their families. It also provides guidance about the timing and initiation of 

ACP and the information and education that patients and families require before they can engage with 

the ACP process. N.B. The first author’s PhD research fellowship is funded by Macmillan Cancer Support 

through its Research Capacity Development Programme. However, the views of the authors do not 

necessarily reflect those of Macmillan Cancer Support. Conflicts of interest: none
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Little is known about what constitutes advance care planning (ACP) and how healthcare professionals can implement it to support the end-of-life care experience 

written documentation with specific reference to refusal ‘even if life is at risk’ (Department for Constitutional Affairs, 2005). The documentation needs to be signed by the person making the advance decision (or the signature of someone the person has asked to sign 

of patients and their families. In the UK, ACP has been defined as:  

 ‘…a voluntary process of discussion about future care between an individual and their care providers, irrespective of discipline. If the individual wishes, their family and friends may be included. It is recommended, with the individual’s agreement, that this discussion is documented, regularly reviewed, and communicated to key persons involved in their care’ (NHS End of Life Care Programme, 2008).

ACP has been promoted as a means of setting on record the views, values and specific treatment choices of those living with serious, progressive conditions likely to cause incapacity or loss of the ability to communicate wishes to others in the future. The goals of ACP have been identified as: 
8 Ensuring that clinical care is in keeping with patient preferences when the patient has become incapable of decision-making 8 Improving the healthcare decision-making process by facilitating shared decision-making 
8 Improving patients’ wellbeing by reducing the frequency of under or over treatment (Teno et al, 1994).  

ACP may be viewed as an umbrella for a number of terms relating to different aspects of decision-making about future care and treatment (Table 1). Many practitioners may already be engaged in discussions with patients and families about decisions for end-of-life care and treatment. Some patients may make verbal expressions or statements in relation to their wishes or preferences for future care. Patients may even write these down for future reference, thus assisting their healthcare providers to act in their best interests once the capacity to express those preferences has been lost. Practitioners have a role in advocating and supporting patients to realise their healthcare goals and decisions for treatment and care (Seal, 2007; Nursing and Midwifery Council, 2008). This is particularly important in the provision of end-of-life care, because patients with life-threatening illnesses may become unable to speak up for themselves in the future.

This article seeks to provide healthcare practitioners with knowledge of the ACP process, highlighting the practitioner role in supporting patients who wish to engage in discussions about planning future care and treatment.

Background
There has been a growing interest in ACP, spearheaded by patient and public groups such as Help the Aged and Age Concern who, in 2003, as part of the Making Decisions Alliance (http://www.makingdecisions.org.uk/alliance.htm), campaigned for patients to have a better range of choices in relation to their care at the end of life. Several key government policy documents, such as Building on the Best: Responsiveness and Equity in the NHS (Department of Health, 2003) and Our Health, Our Care, Our Say: Making it Happen (Department of Health, 2006), have advocated for patients to have a voice in decisions about their treatment and type and place of care. The NHS End of Life Care Programme has supported the implementation of three nationally recognised tools that seek to improve end-of-life care: 

8 Preferred Priorities for Care (PPC) (previously Preferred Place of Care) (http://www.endoflifecareforadults.nhs.uk/eolc/ppc.htm) 8 Gold Standards Framework (GSF) (http://www.goldstandardsframework.nhs.uk/)
8 Liverpool Care Pathway for the Dying Patient (http://www.mcpcil.org.uk/liverpool_care_pathway).  

These tools, particularly PPC and the GSF, support the implementation of ACP. The recent national review of NHS services within the 10 strategic health authorities (Darzi, 2008) and the recently published End of Life Care Strategy (Department of Health, 2008a) highlight the potential value of ACP to patient care.

In addition, the Mental Capacity Act (MCA) 2005 makes provision for people to decide in advance to refuse certain treatments. An example cited in the Mental Capacity Act 2005: Code of Practice (Department for Constitutional Affairs, 2007) is of a woman with polycystic ovarian syndrome making an advance refusal of any treatment or procedures that may affect her fertility. Advance refusals of treatment may include life-sustaining treatment such as artificial hydration or nutrition. Refusal of life-sustaining treatments requires 

Table 1

terms associated with advance care planning

Instructional directive: Sets on record views about specific life-prolonging 
or life-sustaining treatments, e.g. cardiopulmonary resuscitation (CPR) or 
artificial ventilation, in defined circumstances (e.g. a person with a diagnosis of 

motor neurone disease may decide in advance not to undergo insertion of 
a percutaneous feeding tube in the event that they aspirate or are no longer 
deemed safe to eat by mouth, or a person with inoperable lung cancer may state 

in advance they do not want CPR). In the UK, instructional directives are called 

‘advance decisions’. Advance decisions have legal force under the Mental Capacity 

Act 2005 when assessed as valid and applicable. The Mental Capacity Act 2005: Code of Practice (Department for Constitutional 

Affairs, 2007) provides the following guidance: ‘To establish whether an advance 

decision is valid and applicable, healthcare professionals must try to find out if the 

person: has done anything that clearly goes against their advance decision; has 

withdrawn their decision; has subsequently conferred the power to make that 

decision on an attorney; or would have changed their decision if they had known 

more about the current circumstances.’  Both generic and disease-specific directives are described in the literature (e.g. 

Singer, 1994). For example, disease-specific directives have been developed for 

cancer (Berry and Singer, 1998) and human immunodeficiency virus/acquired 
immunodeficiency syndrome (Singer et al, 1997). An example of a generic 
directive developed by Aging with Dignity in the USA is the ‘Five wishes’ (www.

agingwithdignity.org). In the UK, a generic directive, but with specific requirements 

to be used for an advance decision, has been developed by the East Midlands 

Cancer Network (http://www.adrtnhs.co.uk/pdf/EoLC_appendix1.pdf). Readers 

may have heard the terms ‘living will’ and ‘advance directive’. These terms are not 

used in this article. Instead the term ‘advance decision’ is used because advance 

decision is the legal terminology used within the UK Mental Capacity Act 2005 
Proxy: The nomination of a proxy, often known as an ‘attorney’, has the authority 

to represent the patient in relation to decisions regarding their medical treatment, 

once the patient has lost capacity to make or express those decisions. An example 

in the UK is ‘lasting powers of attorney’, which can apply to financial and/or 
health and welfare issues under the Mental Capacity Act 2005 (Department for 

Constitutional Affairs, 2005) 
Statements of wishes and preferences: In the UK this is the setting out or 
documentation of general values and views about care and treatment. Such 
statements are promoted as useful in guiding future care and helping practitioners 

act in a patient’s best interests (NHS End of Life Care Programme, 2008). These 

differ from instructional directives in that they do not need to be about treatment 

but can refer to a range of health and social care issues, e.g. a person may prefer 

to die at home and can express this wish verbally to their GP or district nurse 

who can record this in the person’s medical and nursing record
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deconditioning may be responsible for oropharyngeal dysphagia, along with nerve compression, such as in the case of mediastinal tumours. It has been reported that 23% of patients with advanced malignant disease experience swallowing diffi culties (Regnard and Tempest, 1998). Dysphagia is a primary symptom in oesophageal and head and neck tumours. In addition, there are many degenerative conditions that involve the deterioration of speech, 

language and swallowing. These include MND, Parkinson’s disease, PSP, multiple sclerosis, and multiple systems atrophy. Symptoms of dysphagia may include weight loss, weakness and poor appetite. These have been identifi ed as some of the most prevalent symptoms in patients receiving palliative care (The Allied Health Professions Palliative Care Project Team, 2004).  

This article will present a Case scenario (see box) to describe how speech and language therapy assisted a patient with MND who was experiencing communication and swallowing diffi culties. It highlights how SLTs can support nurses and other professionals to improve quality of life for terminally ill patients. 

Discussion of the Case scenarioMND is a progressive, terminal, neurological disease that destroys motor neurones. Degeneration of motor neurones results in muscle weakness and wasting of the limbs, trunk and neck. In the advanced stage, respiratory muscles are affected which leads to breathlessness and swallowing diffi culties (Leigh et al, 2003; Oliver and Williams, 2004). There are three main types of MND: amyotrophic lateral sclerosis, progressive muscular atrophy and progressive bulbar palsy. 

Joan presented with bulbar symptoms, which means that the motor nerves responsible for the movements of muscles in the face, mouth and throat had been affected, resulting in communication and swallowing diffi culties (Motor Neurone Disease Association, 2007). The primary symptoms are dysarthria and dysphagia. The impact of MND is devastating on the patient and family members and presents many challenges for the multidisciplinary team (MDT). 

Joan felt scared, angry, suspicious, isolated and depressed. Although she knew she would eventually die she appeared unable to accept the terminal prognosis due to the rapid onset of her symptoms. She had only just celebrated her ruby wedding anniversary, her husband was due to retire in 1 year, her 

eldest granddaughter was going to start school after the summer and she had recently lost her sister to cancer. Joan had enjoyed writing and reading poetry and her husband had loved to listen to her read. This was no longer possible. Joan had refused input from the Motor Neurone Disease Association (MNDA) and had shut herself off from her family and friends, choosing to stay indoors and only be with her husband who had given up work to care for her. 

The rapid and signifi cant communication diffi culties associated with Joan’s particular form of MND causes people with MND to lose self-esteem, such that they can become increasingly frustrated and isolated (Hotopf, 2004). When the SLT tried to reason with Joan that she needed support from the local MND team and the MNDA she began to cry and wail uncontrollably for over 45 minutes. 
The SLT role in communication The SLT’s fi rst step was to acknowledge how Joan was feeling and thereafter to support her to access help to communicate more effectively. Joan had stated that she wanted to end her life and that, when she was unable to climb the stairs, she was going to take an overdose as she did not want her family to be ‘burdened’. Her reason for not wanting to be contacted by other professionals was because ‘they will stop me’. In view of this level of psychological distress it was important to work out strategies for her to communicate how she was feeling, either to her family or 

relevant professionals and hope that she would agree to a palliative care referral. 
The role of the SLT is to support family and professionals to maintain the ability of the person with MND to make decisions and maintain social closeness (see Table 1). It is natural for carers to encourage the affected person to communicate as much as possible in the hope that their ability to communicate will last longer or improve. Although this is a natural reaction to the loss of communication it also puts a lot more of the responsibility of maintaining the interaction on the person who has MND. Therefore, it is important to support family and professionals to help redress the balance and advise, educate or provide alternative means of communication and strategies to help lessen this responsibility. 

When Joan was calmer the SLT discussed with her the diffi culties she was experiencing with regard to communicating and how this was affecting her relationship with Dave. At a later visit it was suggested that Dave would fi nd it benefi cial if Joan tried alternative augmentative communication (AAC). AAC can be high-tech, such as electronic devices with synthesised speech, or low-tech, such as alphabet boards and symbol charts, etc. In the early stages of her disease Joan had been able to write prolifi c messages, but as her condition deteriorated she found it more diffi cult to write. Joan eventually agreed to try alternative methods of communication. The SLT therefore ordered a Lightwriter SL35 with DECtalk, provided through the MNDA (Figure 1).

Subsequent visits were arranged to instruct both Joan and her husband and daughters how to use the Lightwriter. The whole family was therefore able to input messages, including one of her granddaughters. This helped to support Joan’s small knowledge of technology and resulted in a social closeness that was previously absent since her diagnosis. It is important to mention that a Lightwriter was specifi cally relevant to Joan’s needs and the skill of the SLT is to identify what particular alternative 

means of communication is most functional to each individual.

After a while Joan agreed that her case could be discussed at the local MND network meetings. Local MND networks are multidisciplinary groups of health and social care professionals that meet on a regular basis to discuss the local MND caseload. They are generally informal meetings (not directly funded by the primary care trust, but with a commitment by individual managers to release staff to attend). However, at this time Joan did not want to be referred for palliative care and as such did not have a clinical nurse specialist from the hospice assigned to her. 

As Joan’s physical abilities deteriorated it became increasingly more diffi cult for her to use her hands. Her ability to exert pressure on the keys, 

accurately move and support her hands and the fact that she became fatigued extremely quickly made it impossible for her to make fi ne motor control movements needed to use the keyboard. The SLT altered the equipment, e.g. providing a switch system so Joan could use the scanning facility on the Lightwriter. (Scanning Lightwriters are extremely easy to use. The fi rst press of the scan switch turns the Lightwriter on and starts scanning; subsequent switch presses make the selections from the scan screen.)The SLT advised the family and the MDT to use closed questions, that only required a yes or no response, and to reduce the complexity of their messages to allow for more functional communication with the Lightwriter. By using closed questions, the MDT and family were able to discuss Joan’s wishes with her at different stages of her disease progression. 

Figure 1. Lightwriter SL35 with DECtalk: a Lightwriter is a ‘text to speech’ aid. It allows the person to type in messages/codes and produce synthesised speech, either spontaneously or through pre-programmed messages.  Lightwriters can be used by touching the keyboard or by using a switch with a scanner function. All Lightwriters store memories so that frequently-used words or phrases can be retrieved. Most Lightwriters have abbreviation expansion so that frequently-used words or phrases can be retrieved as a two or three key code, e.g. DC = ‘I’d like a drink of coffee, please.’ Also, most Lightwriters have word prediction included as standard (although not in all languages at present). This facility includes the most frequently-used words in spoken language and, even on a single line display, gives a signifi cant reduction in keystrokes. For more information contact: Toby Churchill Ltd, Norman Way Industrial Estate, Over, Cambridge CB24 5QE, United Kingdom; Tel: Tel: +44 (0)1954 281210; Fax: +44 (0)1954 281224; Homepage: www.toby-churchill.com
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Figure 2. The oral, oropharyngeal and oesophageal stages of swallowing. (A) Oral stage: During 

the oral phase, food is taken into the mouth, chewed and mixed with saliva to form a soft 

bolus. The tongue moves the bolus to the back of the mouth, towards the upper part of the 

throat. Patients with impairment of the oral stage may experience difficulty creating a seal 

around a fork or spoon with their lips, chewing solid consistencies, forming chewed food into 

a bolus or moving the bolus to the back of the mouth. (B) Oropharyngeal stage: During the 

oropharyngeal phase, the food or drink moves down the throat as various muscles briefl y 

shut off breathing, direct the food or drink away from the trachea and guide it into the 

oesophagus and stomach. The larynx rises inside the neck and the epiglottis moves to cover 

it, providing even more airway protection. If the pharyngeal phase is impaired, food or liquid 

can move into the throat before the automatic swallow is triggered, resulting in food or 

liquid moving into the lungs. (C) Oesophageal stage: During the oesophageal stage, the bolus 

moves into the oesophagus, that contracts to push the bolus into the stomach. 

It has been reported that 23% of patients with advanced malignant disease experience swallowing diffi culties...Dysphagia is a primary symptom in oesophageal and head and neck tumours. In addition, there are degenerative conditions that involve the deterioration of speech, language and swallowing.


