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ABSTRACT

Introduction: Technological advances in public health have allowed the life expectancy of peo-
ple to increase. However, new challenges appear in populations that age as the greatest number 
of chronic and oncological diseases requiring chronic and/or palliative care. In Peru, this is an 
area that has not developed. The use of Information and Communication Technologies (ICT) 
can optimize healthcare, and in the case of palliative care they could shorten the distances be-
tween the specialist, the caregiver and the patient.
Objective: To know the needs of health professionals and caregivers of patients who are in pal-
liative care, regarding the management of information, knowledge, attitudes and the use of ICT 
in palliative care.
Materials and Methods: As part of the TeleJampiq project, a first phase of qualitative study 
is developed. A focus group was conducted with six caregivers. Family members’ informa-
tion was obtained through two field reports and two interviews. Finally, the exploration of the 
needs and suggestions of palliative care specialists was carried out by ten in-depth interviews 
(six physicians, one psychologist and three nurses). Through the data analysis we were able to 
identify three major themes in which the results were classified: Management of information 
on chronic diseases and terminal patients, knowledge and actions in palliative care and use of 
ICT for palliative care.
Results: Management of information on chronic diseases and terminal patients. It is essen-
tial to draw a distinction between terminability and palliation. Managing these concepts could 
make a difference from the start of treatment. Knowledge and actions in palliative care. Non-
family caregivers’ knowledge of the meaning of palliative care is like that of specialists (doc-
tors and nurses). Use of ICT for palliative care. The use of mobile devices among health per-
sonnel interviewed is overwhelming. Engaging in aspects of information management to other 
specialists such as nutritionists and psychologists would be beneficial.
Conclusions: It is necessary to use ICT in the field of chronic and palliative care, being a fun-
damental aspect the communication between personnel working in the system and the use of 
scales, care protocols, among others.

KEY WORDS: Telemedicine; Interviews as topic; Focus groups; Palliative care.

ABBREVIATIONS: ICT: Information and Communication Technologies; ADAMO: Medical 
Support Service Home care of the elderly and oncological patient; Oncosalud: Private clinic 
center specialized in cancer and palliative care; EHR: Electronic Health Records.
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INTRODUCTION

In the last millennium, people’s life expectancy has essentially 
doubled due to improvements in living conditions, technological 
advances and public health measures.1,2 This has enabled con-
trol of infant mortality and deaths from infectious diseases glob-
ally. However, coincidentally in this last millennium we have 
also seen the emergence of a new epidemic: chronic diseases 
and cancer. These diseases have been favored by aspects such as 
rapid urbanization, environmental pollution, unhealthy lifestyles 
and the aging of populations. These chronic diseases and cancer 
often known as non-communicable diseases (NCDs) as a whole 
- affect at least 36 million people worldwide, causing disability, 
chronic problems, prolonged periods of agony and finally death.3 
In the case of patients with advanced disease, with no possibility 
of cure or improvement, the management offered is called “pal-
liative care” and focuses on improving the quality of life (QoL) 
of the patient and those around him. Palliative care involves the 
prevention and relief of suffering, such as the treatment of pain, 
optimizing physical, psychosocial, and depending on spiritual 
situations.4,5

 In high income countries, there is a great knowledge-
about palliative care, which was initially carried out in an insti-
tutionalized way, either through general hospitals or specially 
structured hospitals (hospices).2 Progressively, these services 
have been decentralized and created specialized teams and ser-
vices that support home management, which can be more com-
fortable, efficient and humane.6,7 In countries with similar eco-
nomic status such as ours, medium- and low-income countries, 
still overwhelmed by unresolved public health problems such 
as infectious diseases, with scarcity and poor distribution of hu-
man resources and health services infrastructure, the response 
to chronic diseases and cancer is still incipient.4 This causes 
patients not to receive an adequate treatment or that their pain, 
discomfort or complications cannot be efficiently managed. In 
addition, this increases the number of visits to health facilities 
due to the continuous decompensation, saturating emergency 
departments and increasing the number of days these patients 
have to be hospitalized. This problem not only occurs in Peru, 
but is a problem that concerns other countries in Latin America 
and even developed countries such as Germany.8

 Information and communication technologies (ICT) in 
their various manifestations and their use in healthcare can ben-
efit chronic patients and improve the supply of palliative care 
services.9,10 For example, electronic health records (EHR) can 
store higher quality data,11 have good acceptability by users,12,13 
improve healthcare,10 and can send alerts and reminders for sup-
port of medical decisions.14 In terms of telemedicine, which is 
the provision of distance medical services to improve the health 
of patients through the use of a device that involves the use of 
ICT,15 it can have a significant impact on the improvement of 
the quality of patient care, improved coverage, and improved 
efficiency in terms of cost and performance compared to the tra-
ditional health system, especially when it refers to specialized 
services.6,16

 At the present time, telemedicine applied to the pal-
liative care of patients is a poorly explored field,6,17 but there 
is evidence suggesting that it could improve the quality of pa-
tient care, communication with health personnel, a decrease of 
the documentation used to collect information and reduce costs. 
But there is still a lot to develop and explore, including studies 
with qualitative designs that allow the evaluation of the different 
perspectives of the actors involved in palliative care and their 
opinion about the use of ICTs in this type of services.18 For this 
reason, and as part of the first phase of the TeleJampiq project, 
which is a “Telemedicine System for patient monitoring and 
decision-making in palliative care”, we conducted the present 
qualitative study with the objective of knowing the needs of phy-
sicians, caregivers and relatives of patients in palliative care and 
their perspective on the use of telemedicine and ICTs in care.

METHODS

The data collection was carried out from three sources: non-
family caregivers (non-professional health personnel), family 
caregivers and palliative care specialists. Participants belong to 
the medical support service home care of the elderly and onco-
logical patient (ADAMO) that is supported by the Callao Re-
gion Government and the Oncosalud clinic which is a private 
clinic in Lima, specialized in cancer prevention, diagnosis and 
treatment. These elected institutions represent the two main sce-
narios of palliative care in our country. On the one hand we have 
ADAMO, a public entity that provides services to patients of 
low and medium resources; and on the other hand, Oncosalud, 
an entity whose assigned population is in the capacity to pay 
private health insurance.

 With regard to the research method chosen, focus 
groups of 6 non-family caregivers and 4 family caregivers were 
conducted. The information of family caregivers was also ob-
tained through field reports and interviews in visits to patients 
and relatives. Finally, the exploration of the needs and sugges-
tions of the specialists in the subject was carried out in 10 de-
tailed in-depth interviews (6 doctors, 1 psychologist and 3 nurs-
es). 

 Prior verbal informed consent was given to the partici-
pants, who could remain or leave the study group if they did not 
have their consent. The study protocol was approved by the in-
stitutional review board (IRB) of the Universidad Peruana Cay-
etano Heredia and the Callao Region Health Department (Table 
1).

 The objective of the focus groups was to know the per-
ceptions of non-family caregivers and family caregivers about 
chronic and oncological diseases, patients in the terminal phase 
or those who cannot stand for themselves and the care they re-
ceive, as well as knowing their needs and suggestions for im-
proved monitoring in these patients. The topics discussed and 
questions asked during the focus groups are specified in Table 2.
 
 The interview guide to health staff sought to gain in-
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Table 2: Topics and Questions for the Focus Groups.

Family Caregivers Non-family Caregivers

Topic 1: Chronic diseases, oncological diseases, and terminally ill patients

1. We would like to know what you think about chronic diseases. What does it mean to you?

2. In the same way, we would like to know what do you think or understand about cancer-related diseases. What does it mean to you?

3. We know that there are a variety of chronic and oncological diseases. We want to find out which ones you consider to be more serious. Why do you think so?

4. We know that the adult population is susceptible to several diseases. What do you think about it?

5. Once we understand that both are types of diseases, we would like to know what you understand by terminally ill patients. What does it mean to you?

6. What care do you give to terminally ill patients?

7. How do you think it affects the family to have a patient with these diseases?

Topic 2: Palliative/chronic care

1. What do you understand about palliative or chronic care?

2. We know that terminally ill patients need palliative care. What is the most important thing for you when caring for a patient in palliative care?

3. What activity do you frequently do when caring for a patient in palliative care?

4. What do you understand by patient monitoring?

5. What kind of help would you require from health professionals to improve care for these patients?

6. What aspects should be taken into account as to the conditions that should 
be at home to have a patient with these diseases? 6. How often do these patients visit the emergency room?

7. What kind of information should family members of patients in palliative care 
receive?

Topic 3: Perceptions on the use of ICT in palliative care

1. How many of you have used a tablet or a smartphone? What do you use these devices for?

2. Do you know what we mean when we talk about apps in this type of devices? What apps do you use frequently?

3. What do you think about apps for health care?

4. What do you think of using these apps for patient monitoring in palliative care?

5. Apart from having a device for patient monitoring, what other needs would you have?

6. What suggestions do you have for the development of a system for patient monitoring in palliative care?

7. What patient information is important?

8. What information do you frequently need?

9. What kind of alarms would you like to receive? What information?

10. How would you like to monitor your family member’s pain? 10. How would you like to monitor the patient’s pain?

11. How would you like to review your relative’s information? 11. How would you like to review your patient’s information?

12. Who else should see the information obtained from the patient?

13. In what palliative care topics should caregivers be trained? What topics do 
you suggest? 13. What do you think of being trained through video tutorials?

14. What palliative care topics would you like to be trained in? What topics do 
you suggest?

Table 1: Data Sources of Information.

Source Type of qualitative approach Institution n=20

Non-family caregivers Focus  Group Oncosalud 6

Family caregivers Focus Group - Interviews Adamo 4

Specialists In-depth Interviews
Oncosalud 6

Adamo 4

sight into the care of patients in palliative care, In addition, to 
know the needs and suggestions for the improvement of moni-
toring, as well as the perception towards the use of the techno-
logical systems in the follow-up of these patients. This guide 
was composed in two topics as described in Tables 3 and 4.

 The information was used to make a comparative anal-
ysis of the testimonies and data obtained from the groups and 
it was divided into three themes identified: Management of in-
formation on chronic and oncological diseases, knowledge and 
actions in palliative care and the use of information and com-
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Table 4: Second Topic for the Deep-Interviews.

Perceptions about the use of ICT in palliative care

1.	 Have you ever used a tablet or a smartphone? How often do you use this type of device?

2.	 What applications of these devices do you use frequently?

3.	 What do you think about the applications for health care?

4.	 What do you think of using these applications for patient monitoring in palliative care?

5.	 Aside from having a device described above, what other needs would you have to use a system for patient monitoring in palliative care?

6.	 What suggestions do you have for the development of a system for patient monitoring in palliative care?

7.	 What patient data is so important that you need to know them immediately?

8.	 What information do you frequently need?

9.	 What kind of alarms would you like to receive, in what form and by what means?

10.	 How would you like to monitor the patient’s pain?

11.	 How would you like to review patient information?

12.	 Who else should see the information that is obtained from the patient?

13.	 In what palliative care topics should caregivers be trained, whether they are family members or untrained health personnel? What topics do you suggest?

14.	 Do you think technology can support adherence to treatment by the patient?

Table 3: First Topic for the Deep-Interviews.

Perceptions related to palliative care

1. What do you understand about palliative care?

2. What is the most important when caring for a patient in palliative care?

3. What activities do you recommend doing frequently when caring for a patient in palliative care?

4. What do you mean by patient monitoring?

5. What should be monitored in the patient in palliative care?

6. How often do patients visit the emergency due to complications in their state of health?

munication technologies for palliative care.

RESULTS

Management of Information on Chronic and Oncological  
Diseases

Most of the non-family caregivers (technical staff) who partici-
pated in the focus group had several years working in the field 
and handled pertinent information on chronic and oncological 
diseases based on their experience. They understand chronic dis-
eases as those that persist in time. Per the experience gained in 
treating people in this situation, the most serious diseases are 
identified as head and neck neoplasms, since they are usually the 
most complicated because of their effects and the suffering that 
can cause the patient. Non-family caregivers agree that compli-
cations are related to the patient’s advanced age and lack of fam-
ily support.
 Regarding the care of patients in the terminal phase, 
they call attention to the importance of providing them with 
quality of life (QoL). They also affirm the importance of pre-

paring the patient’s family to face the nearness of death. They 
specify that psychological support is important because compli-
cations arise due to the lack of family support ties or the feeling 
of loneliness and abandonment.

 “Because we do not always work in these aspects, we 
simply go to the clinical, physical... The emotional and psycho-
logical part of these people is sometimes left aside... Make them 
understand these things, what is happening to his relative, they 
have to understand that it will happen, it has to happen, it is not 
eternal. And that helps to dispel their sorrows, to understand 
that, and our help is like that.”

It is essential to draw a distinction between terminability and 
palliation. Since terminability is a sub-classification of palliative 
care:

“palliatives have several classifications. The terminal patient is 
focused only in the last 6 months of life. That is why the ap-
proach of a palliative is not the same as a terminal. A palliative 
can be longer than a terminal if I really want to cure it” (Total 
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Care Doctor).

 The emerging theme identified in this section came 
from the focus group, where some references to non-systematic 
types of knowledge arose from experience in the care of termi-
nally ill patients. Non-family caregivers claim to recognize the 
agonizing or “sopor” phase by the skin characteristics and odor 
in patients. This knowledge allows them to anticipate to the mo-
ment of death and prepare the family.

Knowledge and Actions in Palliative Care

The non-family-caregivers’ knowledge of what palliative care 
means is like that of the specialists (doctors and nurses); howev-
er, it may be noted that while caregivers refer to this knowledge 
based on their experience, since they cite specific cases, special-
ists turn to more theoretical concepts. However, both types of 
knowledge define the basic principles of palliative care. Some 
caregivers describe palliative care as:

“More than all, to provide QoL, to relieve all the symptoms that 
could present the patient, in this case, the main symptom in a 
cancer patient is the pain that we have to relieve, so that this pa-
tient is comfortable and, more than anything, relief from some-
thing that overwhelms them and give them all the best, that’s 
what I think.”

While experts indicate:

“Palliative care is to provide care to patients who are in the 
stage of disease progression. Generally, what we do is to al-
leviate, to diminish the symptoms that are in progression. Then, 
the idea is to improve the QoL, not only in the physical aspect 
but the whole environment. The emotional, spiritual and family 
environment.”

 The actions recommended by the specialists are ori-
ented to: inform the relatives about the characteristics of the dis-
ease and the care required by the patient, especially the family 
caregiver; To maintain a horizontal and constant communication 
between relatives, technicians and specialists considering psy-
chological and physical aspects; and to consider aspects such 
as: symptom management, pain scale score, prevention of ul-
cers and bedsores, hygiene, feeding, medication administration, 
alarm signs, among others.

 The psychologist who participated in this phase indi-
cates the importance of distracting activities to improve the pre-
disposition of the family caregiver in the care of the patient to 
reduce the stresses of both, which are increasing as the disease 
progresses. 

 Both caregivers and specialists give emphasis to the 
importance of a correct patient monitoring, that is, the continu-
ous monitoring of the symptoms presented, the review of vital 
functions, recording the scale of pain, among others; giving spe-

cial care to the management of pain as a theme to highlight in the 
analysis of information.

 They also indicate that the unnecessary monitoring 
which involving physical manipulation should not be performed 
in terminally ill patients because it impairs their comfort and 
may further deteriorate their health. This is related to the identi-
fication of stages in the evolution of the patient’s disease: termi-
nal, pre-agonist and agonistic or “sopor”.

Use of ICT for Palliative Care

The use of mobile devices among health professionals inter-
viewed is overwhelming; some refer to use simple phones while 
others use smartphones. In both cases the most frequent use is 
for personal matters, although they also use it for work matters.
Both caregivers and medical specialists say that in some way 
they use their mobile devices to facilitate their work, either 
through telephone calls, to update certain data from the patient’s 
home to the health institution or to confirm appointments. 

 “Then, with the family we have had contact by Skype™, 
by Whatsapp™ or they tell me ‘I got a wound’ and they send me 
the photo. And I ask them ‘what do you have there?’ Because it 
is not the same what they have there than what you have here” 
(Nurse from the “Total Care”program).

 On the other hand, in the family environment of the 
patients and among the patients themselves, the use of mobile 
technologies is more limited, especially between families with 
more humble economic conditions. From the visits made to pa-
tients of the ADAMO program, it was also possible to verify that 
the elderly relatives usually reject the use of mobile devices or in 
some cases show no greater interest.

 The perceptions about the use that can be given to these 
devices for the care of patients receiving palliative care, spe-
cifically for the monitoring of the patient, would depend on the 
stage of illness in which the patient is, for example, in the use 
of vital signs sensors the opinions were divided, for some inter-
viewees these would not be adequate in palliative care patients 
in general, although others mention that they could serve only 
in the early stages and not in the pre-agonic phase, mainly be-
cause these devices can disturb the patient; also indicate that the 
recording of symptoms depends on the situation of each patient. 
The sensors that could be used in the indicated stages, mentioned 
by the majority, were a manometer, a heart rate and oximetry 
meter, patient position sensor, glucometer (exclusive for diabetic 
patients, as one interviewee points out), airflow sensor and ther-
mometer. They also mentioned that it would be important to use 
pain scales for patient monitoring.

 About the management of information, there is a con-
sensus among health professionals and caregivers that it would 
be very helpful to have it digitized as an Electronic Health Re-
cord (EHR), both for recording all primary patient information 



                                          PALLIATIVE MEDICINE AND HOSPICE CARE

Open Journal
http://dx.doi.org/10.17140/PMHCOJ-3-122

Palliat Med Hosp Care Open J

ISSN 2377-8393

Page 19

and for recording symptoms, reporting pain scales, among oth-
ers.

 “With the experience we have we realize that it is very 
important to know almost everything about the patient. For ex-
ample, when we go to a patient’s house sometimes we do not 
have data, his last analyzes, and how much was his hemoglobin, 
especially to see the leukocytes because he has done chemo-
therapy. Suddenly the defenses are low or in neutropenia. All of 
this is important for us to have all the data, the whole history of 
the patient. So we can be able to educate the family… Another 
thing is that information has to be available for everyone. Be-
cause when you arrive to the patient’s home, you store some in-
formation, but the next one (health professional) that goes have 
to know all that information. Because you cannot ask the same 
questions again because that generate insecurity in the patient 
and their relatives” (Nurse from Oncosalud).

 One important theme that also arises from the in-depth 
interviews is the multidisciplinary dimension for palliative 
care. Engaging in other aspects of information management to 
other specialists, such as nutritionists and psychologists, would 
be beneficial as digitized access to specific patient information 
would help them in their work.

 “It is important to me to see how the patient is evolving, 
whether or not my subject, because that would tell me more or 
less how the patient’s mood will vary too, right? It gives me an 
idea of, perhaps what the patient might or might not need at that 
time, then, medical or nursing information does work for me, 
right? Yes, I would care to know what he does during the day. I 
do not know, for example, a record of whether get up from bed 
for breakfast or had breakfast in bed, and that for me is impor-
tant, or if today was showered or not showered, those things for 
me as a psychologist are important” (Psychologist from ADA-
MO program).

 Finally, the health staff agrees to point out that an indis-
pensable element would be to have tutorials or guides to which 
both family members and technical caregivers can access for 
adequate management of symptoms and on some other aspects 
relevant to care, which also include components of psychologi-
cal help. The use of technological devices can also, as experts 
say, serve for appointment reminders, drug administration and 
assess adherence.

DISCUSSION

The implementation of a telemedicine system for the monitor-
ing and decision-making of the patient in chronic and pallia-
tive care is a complex and delicate process and as such, should 
start by addressing the needs of all those involved in healthcare. 
In this study, we conducted interviews, field visits and focus 
groups with palliative care physicians, general practitioners and 
caregivers of oncology patients. The participants identified the 
knowledge they have acquired throughout their professional 

practice and the attitudes or actions they take with respect to 
the palliative care of their patients. The findings are presented in 
three different themes: Management of information on chronic 
and oncological diseases, knowledge and actions in palliative 
care and the use of information and communication technologies 
for palliative care.

 The adequate management of information on pallia-
tive care is determinant for the patient’s well-being at home.19 
As participants mentioned, knowledge is important because it is 
the basis of the design of tools for the monitoring of patients, to 
provide QoL. Also, it allows anticipating to the different com-
plications that can appear in the care of this type of patients. On 
the other hand, the correct handling of the concepts of termina-
bility and palliation could make a difference from the beginning 
of the treatment: it contributes to the correct information pro-
vided to the relatives or caretakers after the diagnosis, the cor-
rect management of stages of the disease and the type of care to 
be performed, not to generate false expectations in patients and 
relatives, to reduce visits for medical emergencies, to anticipate 
the patient’s possible symptoms and to determine the tools and 
medications to be used for monitoring.

 In the advanced stage, cancer requires a home treat-
ment that includes the provision of palliative care that involves 
the management and evaluation of symptoms, hygiene care and 
administration of medications.20 In the present study, it was ob-
served that what is sought is to decrease the symptoms that are 
in progression, especially the pain that is the main symptom in-
dicated. However, the focus is not only on the physical aspect of 
the patient but also on the psychological aspect. It is necessary 
to consider that providing care to patients with terminal illnesses 
may negatively affect family members who are not well pre-
pared.21 For this reason, it is emphasized the importance of hori-
zontal and constant communication between health personnel 
and family members, for responsible management of palliative 
care in the patient; While more information was provided to the 
family caregiver, visits to the emergency unit are expected to be 
minor.

 The use of ICT in the form of communication devices 
was widely demonstrated among health professionals and care-
givers interviewed. The aforementioned benefits, such as ease of 
communication with patients and distance monitoring of their 
status, are in line with those described by a qualitative study 
carried out in Scotland, which evaluated both the patients ‘and 
professionals’ perceptions with respect to the use of a distance 
self-monitoring system through mobile devices.22 where fre-
quent face-to-face contact with health professionals may be dif-
ficult, the ongoing review and management of symptoms--a fun-
damental part of good palliative care--can be difficult to achieve. 
Telecare and other developments in information technology are 
increasingly being sought as a means of addressing shifting pop-
ulation demographics and rising demands on stretched health 
services, and may help in providing a system which allows pa-
tients to report their symptoms as they are happening. This may 
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be one way of enhancing symptom management and improving 
quality of care at the end-of-life. A study testing the feasibility 
of using mobile phone-based technology Advanced Symptom 
Management System in Palliative Care (ASyMSp). However, in 
the case of patients and their family environment, a smaller use 
of ICTs was observed with respect to the mentioned study. This 
could be due to the precarious socioeconomic condition and the 
smaller access to the internet in general that the majority of pa-
tients visited had. Despite this, the TeleJampiq project will not 
limit its implementation in other types of patients. On contrary, 
the target population of the project will be composed of patients 
from different socioeconomic strata.

 Another point of consensus among health professionals 
and caregivers was the utility that an electronic system would 
have for the recording of patient information, real-time monitor-
ing, among others. A review of telehealth systems in palliative 
care that has been implemented in the United Kingdom (UK)
describes the advantages of complementing these systems with 
a digital record of information, among which we have: faster 
access for health professionals, better use of time and improve-
ment in the quality of the service provided.17 With respect to the 
multidisciplinary approach, mentioned by health professionals 
as a vital point in the quality care of palliative and chronic pa-
tients, the literature shows a clear effectiveness of this type of 
equipment to achieve better management of these patients.23

 Some of the emerging themes identified during the 
interviews were pain management, non-systematic types of 
knowledge, unnecessary monitoring in terminally ill patients, 
and multidisciplinary dimension for palliative care. These fields 
have also been shown to be potentially improved by the use of 
ICTs; however, the analysis of the exact form of implementation 
will require further studies in the field.24,25

 There were many limitations to the present study. First, 
a convenience sample was used to select respondents. Although, 
we include health professionals from a public and a private in-
stitution, reflecting different care realities, this was not repre-
sentative of the full range of chronic and palliative care offered 
in Peru. Second, ICTs which were mostly used by health pro-
fessionals, family members or caregivers included cellphones, 
which limited the analysis of information obtained on more com-
plex ICTs such as information systems or telemedicine systems. 
Finally, for reasons of accessibility, it was not decided to directly 
interview the patients; however, it would have been helpful for 
the study to be able to collect its own points of view.

CONCLUSIONS

One of the great challenges for this millennium, in addition to 
preventing chronic diseases and cancer, is how to deal with the 
management of chronic aspects and palliative care, looking for 
efficiency, effectiveness, comfort and the human side of improv-
ing the QoL of the patient. There is great potential in the field 
of telemedicine and palliative care that should be explored in 

order to reduce costs for both the patient and health system, and 
to prevent complications and improve patients’ QoL, their care-
givers and families. In this sense, and as seen throughout all the 
interviews, the use of ICTs in the field of chronic and palliative 
care has benefits not only in patient-physician communication, 
but also for training and reinforcing attitudes to family members 
and caregivers, for the adequate management of information and 
to improve the interdisciplinary care of patients.
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ABSTRACT

Most quality improvement in end-of-life care has been related to symptom management, goals 
of care, cost-effectiveness, and adhering to patient preferences. The patient and family’s ex-
perience of care, the environment of care, support for surrogate decision-makers, and public 
engagement related to end-of-life care receive less attention. We describe three new quality 
improvement models to improve the patient and family experience of care: 1) involvement 
of the primary care providers (PCP’s) throughout the patient’s disease course, 2) modeling of 
decision-making behavior for surrogates using narratives, and 3) increasing engagement with 
end-of-life care among the public at large. We advocate for the continued development and 
evaluation of new care models to improve the quality of end-of-life care and the widespread 
sharing of best practices.

INTRODUCTION

Palliative care refers to symptom management throughout the course of illness while hospice 
care focuses on management of end-of-life care, typically in the final 6 months of life. The 
provision of hospice and palliative care is a high priority; however, there are not enough pal-
liative care specialists to provide this care for every individual who needs it. The American 
Academy of Hospice and Palliative Medicine (AAHPM) reported 7,056 certified hospice and 
palliative care physicians in 20151 and leaders in the field have suggested that generalists can be 
important contributors to end-of-life care, reducing fragmentation of care and preserving exist-
ing therapeutic relationships.2 It is critical to patients and families that primary care providers 
(PCP’s) continue to be involved in the provision of end-of-life care for their patients.3

 Many quality indicators for hospice and palliative care have been proposed, the major-
ity of these related to symptom management, goals of care, cost-effectiveness, and adhering 
to patient preferences.4 However, the patient and family’s experience of care, the environment 
of care, support for surrogate decision-makers, and public engagement related to end-of-life 
care are also important considerations but receive less attention. Families and patients usually 
experience many challenges at the end-of-life including uncertainty, abandonment, hope, trust, 
and the involvement of multiple medical advance providers.5

 To promote the use of advance directives, Congress passed the Patient Self-Determi-
nation Act in 1990, mandating that all Medicare certified institutions provide written informa-
tion regarding patients’ right to formulate advance directives. However, surveys of the US 
public suggest that less than 30% have an advance directive.6

 We describe three model quality improvement demonstrations: 1) promoting continu-
ity of care at end-of-life, 2) model decision-making behavior for surrogates using narratives, 
and 3) encouraging public appreciation of end-of-life care with participation in informed deci-
sions regarding their own care as well as on behalf of other family members.
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1. Notification of Primary Care Providers Regarding Admission 
to Hospice in a Veterans Administration Facility

The Tennessee Valley Healthcare System Hospice and Palliative 
Care Service actively involves primary care physicians (PCP’s), 
routinely contacting PCP’s to obtain information and to discuss 
the patient’s admission. The Medical Director formulates a care 
plan and informs patients and families regarding communica-
tions with the PCP. We reviewed 37 consecutive admissions to 
the hospice unit during a 6-month period, July through Decem-
ber 2016, to identify best practices. This study was determined 
as quality improvement by the Tennessee Valley Healthcare Sys-
tem Institutional Review Board. 

 We utilized the Bereaved Family Survey (BFS),7 a 20 
item survey regarding the veteran and family experience of care 
done following every veteran death as the evaluation tool. We 
found that 84% of PCP’s were contacted regarding patient ad-
mission to the unit, while 16% were not able to be contacted. 
Barriers to contacting PCP’s included: lack of PCP, homeless-
ness, and residence at a great distance from the medical center. 
TVHS Hospice and Palliative Care Service has exceeded stretch 
goals 3 out of the previous 4 years and has always exceeded 
regional and national benchmarks for quality performance indi-
cators, including 1) proportion of ICU admissions receiving pal-
liative care consultation, 2) proportion of hospital deaths receiv-
ing palliative care consultation, and 3) proportion of bereaved 
families completing the BFS. A comparative hospice program in 
the same network does not actively contact PCP’s and has met 
benchmarking only 1 of 4 previous years. TVHS also exceeded 
the comparative site in 7 of 10 patient care domains identified on 
the BFS.

 PCP notification may be associated with improved pa-
tient and family experience of care. Efforts to inform PCP’s dur-
ing patient admission to hospice may require increased effort, 
especially for patients residing at a distance from a hospice unit.

2. ICU Story-Web: Narratives of Providers and Caregivers Re-
garding End-of-Life Care in the ICU

In the US, one in five deaths occurs in an intensive care unit (ICU) 
but 90% of these deaths involve a decision to limit life support. 
Patients are usually too sick to participate in these decisions, so 
clinicians ask for families’ help, based on their understanding of 
what the patient would want. Participating in life support deci-
sions, places a significant burden on families, even when they 
follow a loved one’s stated wishes. In the aftermath of making 
these decisions places family members experience symptoms of 
depression, anxiety, post -traumatic stress or complicated grief. 
In 2010, a task force of the Society of Critical Care Medicine 
proposed a new term for this cluster of symptoms: Post-inten-
sive Care Syndrome – Family (PICS F). Successful strategies are 
urgently needed to alleviate PICS F among bereaved ICU family 
members.8 The absence of effective and scalable interventions to 
support healthy grieving in this at  risk group is a problem with 

wide  reaching and significant public health impact. 

 We collaborated with the University of Pittsburgh, Me-
harry Medical College, Vanderbilt University, and the Veterans 
Administration to interview and catalogue narratives from ICU 
surrogate decision-makers among family survivors as well as 
caring physicians who provide care to these patients and fami-
lies. This project was determined as quality improvement by the 
TVHS IRB. The narratives were included in a curated library of 
recorded stories from recently bereaved ICU family members to 
harnesses the power of storytelling to help ICU families to heal. 
This interactive tool available at icustoryweb.org is designed 
to help alleviate distress among recently bereaved ICU family 
members and to model decision-making behavior for surrogates. 

3. Honoring Choices® Tennessee-Promoting Advance Care Dis-
cussion in the Community

An advance directive for healthcare is a document that informs 
family, caregivers, and providers of patient preferences for care, 
should they ever be in a position where they could not make 
decisions and communicate their problems for themselves. Ad-
vance care planning documents include: 1) a Living Will which 
indicates care preferences, 2) Appointment of Healthcare Agent 
which includes the medical power of attorney for medical de-
cisions when the patient is not able to do, and 3) the portable 
directive or medical order which provides documentation to all 
healthcare providers and EMS personnel regarding the patient’s 
wishes. This document is signed by the physician, and in differ-
ent states it is termed Physician Order for Life-Sustaining Treat-
ment (POST or POLST), or Medical Order for Life-Sustaining 
Treatment (MOLST) (Table 1).

 Honoring Choices® Tennessee was facilitated by the 
Tennessee Commission on Aging and Disability and the Ten-
nessee Department of Health and engaged experts to coordinate 
advance care plan outreach efforts in the community about what 
matters most prior to an individual becoming seriously ill or 
being near the end-of-life. Honoring choices Tennessee is af-
filiated with the Honoring Choices National Network present 
in a number of other states. The coalition launched the Advan-
ceDirectivesTN initiative to increase knowledge and discourse 
in the community regarding advance directives for healthcare. 
The initiative coincided with the National Healthcare Decisions 
Day (NHDD), an annual event designed to inspire, educate, and 
empower the public and providers regarding the importance of 
advance healthcare planning. NHDD is an initiative of the Con-
versation Project to encourage patients to express their wishes 
regarding healthcare and for providers and facilities to respect 
those wishes whatever they may be.9
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Table 1: Advance Care Planning.

- Living Will - care preferences
- Appointment of  Healthcare Agent 
- Portable Directive (Medical Order)

file:///C:\Users\powersjs\Desktop\jim\Palliative%20Care\icustoryweb.org
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 Honoring Choices® Tennessee produced a website 
http://advancedirectivestn.org to enhance public information 
and provide definitions and resources regarding advance direc-
tive documents. Included are personal narratives, testimonials 
and videos concerning end-of-life care.

DISCUSSION 

The therapeutic goals of hospice and palliative care include 
maintaining dignity, fostering respect, honoring privacy, and 
helping the patient and family to find spiritual comfort and 
meaning (Table 2). Care that focuses on these goals enhance the 
patient and family’s experience during a difficult journey, which 
family survivors will always remember.

 A comprehensive assessment for hospice and palliative 
care includes the following domains: 1) social and caregiving, 
2) existential and spiritual, 3) physical, 4) psychological, and 
5) patient-centered goals of care (Table 3).10 Quality improve-
ment in end-of-life care is appropriately focused on all of these 
domains. The three models presented touch primarily on three 
of these domains: social and caregiving, existential and spiritual, 
and psychological.

 The BFS is a quality assessment tool that helps to 
measure what matters most: to identify factors important to the 
patient and family experience of care. There are number of el-
ements in the BFS which overlap with primary care concerns 
including kindness, caring and respect, willingness to listen, per-
sonal care, and emotional support before and following death.3 
These elements of care are addressed in the care plans of hospice 
and palliative care programs which seek and value PCP input. 
They correspond to potential islands of excellence in healthcare 
delivery. These “bright spots” which exist are associated with 
improved outcomes and improved patient and family experience 
of care. While they do not prove causation, in quality improve-
ment efforts these activities may be worthy of emulation and 
adoption as best practices by other providers.11 Involvement of 
the PCP, and discussions with patients and families relating to 
PCP contacts could positively impact the patient and family ex-
perience of care (Figure 1).  

 Practices which address these elements of care are im-
portant to patients and families, and may be worthy of dissemi-
nation for further evaluation. Involvement of PCPs in hospice 
care could serve as a best practice to be emulated by other hos-
pice programs.
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Table 2: Therapeutic Implications of Hospice and 
Palliative Care.

- Maintaining dignity
- Fostering respect
- Honoring privacy
- Helping find spiritual comfort and meaning

Table 3: Comprehensive Patient Assessment.

- Social and caregiving
- Existential and spiritual
- Physical
- Psychological
- Goals of care

Figure 1: Bereaved Family Survey (BFS) - Elements Referable to Primary Care.

Categories of care referable to the patient and family experience of care as defined by the BFS.

http://advancedirectivestn.org
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 The sharing of ICU narratives with online availability 
harnesses the power of storytelling to help support other care-
givers in their time of need. The shared experiences of family 
survivors as well as the perspective of caring hospice and pallia-
tive care providers helps support families during and after their 
experience and addresses concerns common to all. Narratives 
can help provide modeling for decision-making. Narratives are 
rich source of values and goals and they provide a context of 
life experiences that shape and support the surrogate family 
member’s experience.12 Additional topics included are the Five 
Wishes (Table 4)13 and helping families talk to their loved ones 
about the things that matter most: 1) please forgive me, 2) I for-
give you, 3) thank you, and 4) I love you.14

 

 The need to de-medicalize advance care planning and 
to disseminate information on advance directives to the public 
is urgent. With whom is it more important to address these is-
sues than with other family members who often serve as sur-
rogate decision-makers? Developing an advance directive is all 
about personal choice, but it is also about preparing loved ones 
to make it easier for them to make healthcare decisions when the 
patient cannot.

 Receiving care that is consistent with individual val-
ues and having the opportunity to talk and make informed deci-
sions about end-of-life care depends on the recording and shar-
ing of these documents with families and others. The Honoring 
Choices® Tennessee website provides a link to the State Health 
Department advance care planning documents. Educating all 
healthcare workers about the benefits of advance directives is 
also important so they can also educate patients and their fami-
lies about end-of-life care.

CONCLUSION

Involvement of the primary care physician, modeling of deci-
sion-making behavior using narratives, and public education to 
promote engagement and discourse regarding end-of-life care 
may improve the patient and family experience of hospice and 
palliative care. We advocate for continued development of new 
quality improvement measures and the widespread sharing of 
best practices to enhance end-of-life care.
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ABSTRACT

Background: Guidance supporting care delivery in the last days of life has been implemented 
across Wales for the past 16 years. Continuous central monitoring and recent developments for 
care of the dying patient in England, provided the impetus to undertake a thorough overhaul of 
the Welsh guidance.
Methods: Recommendations of the National Health Service (NHS) Leadership Alliance for 
Care of Dying People, supported by outcomes of a Welsh electronic survey, resulted in proto-
type guidance being drawn up. The new guidance was tested in a variety of care settings and 
agreement reached it was fit for purpose. 
Outcomes: This paper reports on the progress of reviewing the previous process-led guidance 
to address the current focus on providing individualised care for the patient and those important 
to them at the end-of-life. The new guidance resulting from this process is discussed, quality 
monitoring systems are described and the national progress with implementation across Wales 
reported.

KEY WORDS: Dying patients; Supporting care; Continual quality monitoring; Benchmarking; 
Last days of life.

BACKGROUND

The way we die is important not only for the person dying but more explicitly for those who 
live on. The Economist Intelligence Unit (EIU)1 report ranked end-of-life care in the United 
Kingdom as best in the world, although room for improvement continued to be identified.

 For healthcare professional teams providing care the challenges can be multiple and 
care interventions complex. In 2015, the National Institute for Clinical Excellence (NICE) is-
sued new guidelines to support the delivery of end-of-life care in all care settings.2 In Wales, 
the NHS is devolved to the Welsh Government and managed locally through regional health 
boards. Each health board is responsible for all primary and secondary care provision in its 
area. 

 Based on the National Council for Palliative Care guidelines “Changing Gear”3 the 
‘Welsh Integrated Care Priorities’ (WICP) for the last days of life was developed for use in all 
care settings across Wales.4 The WICP was implemented on an All-Wales basis in 2000 and 
used in all care settings. This work has been reported in full elsewhere.4,5 

 The WICP has been systematically monitored using the variance reporting mechanism 
inherent in the integrated care pathway model.6-8 This national system has informed regular 
feedback to teams across Wales and facilitated benchmarking exercises.9 This level of feedback 
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has been a valued component of the monitoring system.10 In ad-
dition, the WICP has been annually audited against anonymised 
deceased patient’s case-notes since 2006.11 

 Taking account of feedback from healthcare profes-
sionals using the WICP, quality monitoring data from variance 
analysis and annual audit outcomes, the document has been an-
nually reviewed to reflect current changes and recommendations 
in clinical practice. Major review and revision of the documenta-
tion has been undertaken twice over the 15 years of widespread 
use in Wales.

 The recent recommendations of the Neuberger enquiry 
to withdraw the Liverpool Care Pathway,12 and the subsequent 
work of the NHS Leadership Alliance for the Care of Dying Peo-
ple13 provided added impetus to the need for a third major review 
of the WICP. 

 This paper reports on the process of the WICP over-
haul, and the resultant guidance currently being implemented 
across Wales. 

METHODS

Prototype Document Development

A multidisciplinary working group was convened with a brief to 
embrace the five priorities of the NHS Leadership Alliance13 and 
produce all-Wales patient-centred guidance to support individu-
alised care in the last days of life, to supersede the WICP.

 Drawing on the strengths of the WICP a prototype doc-
ument was developed by the working group, utilising the much 
valued prompts and ‘triggers’ encapsulated under ‘comfort mea-
sures’ (including communication, environment, symptom con-
trol, mouth care, pressure area care and elimination) and ‘antici-
patory prescribing’.  Although, the patient and those important 
to them are at the centre of discussion and decisions in the last 
days of life, this individualised approach was not always ade-
quately evidenced in the original layout of the WICP. The pro-
totype specifically prompted discussion and decision-making in 
the last days of life, and provided space to document outcomes. 
This evolution of the document has reduced the use of ‘tick-box’ 
or ‘cookbook’ medicine which became a popular criticism of in-
tegrated care pathways.14 

 The first iteration of the document was circulated for 
comments and input within the specialist palliative care com-
munity in Wales, the lead nursing groups and Macmillan GP 
facilitators. Simultaneously, we engaged with patient forums 
to explore their perspectives. They welcomed open discussion 
about care of the dying patient in Wales and offered valuable in-
sights into what was expected of clinicians at this sensitive time, 
contributing to a more refined, second iteration of the prototype. 

 The next step was to canvas the views of healthcare 

professionals (HCP’s) looking after dying patients in other spe-
cialities and settings in Wales. Drawing on material generated by 
consultation with palliative care colleagues and patient groups in 
Wales, an electronic survey (Bristol Online Survey (BOS))15 was 
developed and circulated in both the specialist palliative care 
and generic health-care community. Response was good: 351 
HCPs responded (48.7% nurses, 42.7% doctors) from all care 
settings in Wales. The majority were regularly caring for dying 
patients, and 69.2% were currently utilising the WICP. 

 The free text responses illustrated that formalised feed-
back is required to collect tangible proof of impact and struc-
tured guidance is deemed necessary and highly valued by HCPs.

“Guidance is a good baseline for the NHS and palliative care to 
work from whilst recognising all deaths are individual”
“(It) guides HCPs to ensure reversible causes of deterioration 
have been excluded, to change priority of care and focus on 
comfort and dignity.”
“(It) gives a clear indication of the roles and responsibilities of 
the professionals involved, gives more inexperienced staff confi-
dence and guidance and encourages team working.”

 In light of the survey responses, a third version of the 
prototype guidance was drawn up and circulated for comment, 
agreement and feasibility testing. 

Feasibility Testing

Members of the working group with direct patient contact agreed 
to test 5 uses of the Care Decisions guidance in their workplace, 
resulting in a pragmatic sample of n=40. Positive feedback was 
received from all eight participating sites, and the Care Deci-
sions documentation was considered fit for purpose. Construc-
tive criticism of the exact wording of phrases in the document 
resulted in a fourth iteration of the guidance.

Governance

Each Health Board was expected to approve the Care Decisions 
guidance for use in their areas. This process was led by Betsi 
Cadwaladr University Health Board. The guidance successfully 
underwent equality and diversity assessment and proceeded to 
a quality assurance appraisal which was granted. The Board en-
dorsed a comprehensive programme of education to accompany 
Care Decisions implementation.

OUTCOMES

The suite of documents and education materials can be accessed 
from the ‘Last Days of Life’ section on www.wales.pallcare.info.

Documentation: Care Decisions

The Care Decisions guidance firmly places the patient and those 
important to them at its centre. It is designed to be easily incor-

http://www.wales.pallcare.info
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porated into the patient’s notes and requires the first two pages 
to be completed and signed by the patient’s GP, Consultant or 
healthcare professional in charge of their care.

 The nursing plan for this episode of care can be out-
lined within the document and recorded fully in the nursing 
notes; existing nursing care plans can run alongside as appro-
priate. Throughout the guidance there are prompts designed to 
promote and document optimum care of the dying patient and 
those important to them. 

 The guidance is accompanied by a case review sheet 
for quality monitoring and is also supported by the provision of 
symptom management guidelines, a symptom assessment sheet, 
syringe driver chart and check list.

Case review sheet: The case review sheet is closely structured 
around the five priorities of care advocated by the NHS Leader-
ship Alliance for the Care of the Dying Person (Table 1).13 Under 
each of the five priorities there are questions with a binary yes/
no reply and a free text box inviting comments. HCPs are en-
couraged to complete a case review sheet for each patient whose 
care was supported by the Care Decisions guidance.

 The anonymised case review sheet is returned to the 
central office via secure fax, e-mail or post for analysis and sub-
sequent feedback.

Symptom management guidelines: In response to a direct re-
quest from HCPs the symptom management guidelines continue 
to be included as a supporting resource. Although, the informa-
tion contained within this document is accessible in the British 
National Formulary17 and the Welsh guidelines,18 its usefulness 
in one document directly associated with the guidelines drew 
universal agreement amongst colleagues. Each area has the op-
tion to include contact details for obtaining specialist palliative 
care advice (Table 2).

Symptom assessment sheet: Used in a similar manner to a rou-
tine observation chart, the symptom assessment sheet provides 
an ‘at a glance’ summary of symptoms over time including pain, 
agitation, nausea/vomiting and excess respiratory secretions or 
rattle that may require clinical review and subsequent input.

 The chart does not carry any prescriptive directions for 
specific observation times thus allowing for its application in a 

Table 1: Five Priorities of Care Advocated by the NHS Leadership Alliance for Care of Dying People

1
The possibility that the person may die within the coming days and hours is recognised and communicated 
clearly, decisions about care are made in accordance with the person’s needs and wishes and these are 
reviewed and revised regularly.

2 Sensitive communication takes place between staff, the person who is dying and those important to them.

3 The dying person and those important to them are involved in discussions about treatment and care.

4 The people important to the dying person are listened to and their needs are respected.

5 Care is tailored to the individual and delivered with compassion-with an individual care plan in place

Leadership Alliance for the Care of Dying People. One chance to get it right.13

Table 2: Commonly used PRN Medicines and Doses for End-of-Life Care.

Indication Drug Dose Frequency Route

Pain Morphine * 2-4 hrly SC

Nausea/Vomiting Cyclizine 50 mg 4 hrly  
(max 150 mg/24 hr ) SC

Haloperidol 1.25-1.5 mg 4 hrly SC

Levomepromazine 6.25 mg 4 hrly SC

Anxiety/Distress Midazolam 2.5 or 5 mg 2 hrly SC

Respiratory Secretions Hyoscine hydrobromide 400 micrograms 4 hrly 
(max 2.4 mg / 24 hr) SC

Glycopyrronium 200 micrograms 4 hrly  
(max 1.2 mg / 24 hr) SC

*Opioid prescriptions should be tailored according to the patient’s circumstances:
For a patient on regular opioid analgesics: calculate one sixth of the 24-hour dose for PRN use. Some patients will be able to continue 
with oral morphine liquid. 

All Wales Guidance to Support Care in the Last Days of Life: Symptom Control Guidance
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variety of settings.

Syringe driver prescription chart: Some patients in the last days 
of life will require the use of regular medication via continuous 
subcutaneous infusion (CSCI) (usually delivered via a syringe 
driver or pump). The recent development and publication of an 
All-Wales Continuous Subcutaneous Infusion Medication Ad-
ministration Record (hence referred to as ‘syringe driver pre-
scription chart’) coincided with the implementation of the Care 
Decisions guidance.19 

 This development introduced consistency to CSCI pre-
scriptions. In addition to the syringe driver prescription chart, the 
use of a local syringe driver check chart or check list is strongly 
advocated for safety monitoring. 

Medication prescription in the community setting: There is 
currently no standardised All-Wales prescription chart for use 
in the community setting and documentation varies between 
geographical areas. A combined medication prescription and 
administration record chart on which as-needed and other regu-
lar medication could be prescribed was therefore included. This 
contains prompts for prescribers to include medication for com-
mon symptoms of pain, nausea/vomiting, agitation and excess 
respiratory secretions.

Monitoring & Evaluation

There is a current expectation of clinical teams to demonstrate 
a consistently high standard of quality care and evidence a con-
tinual drive to improve care at the end-of-life.20

 The Care Decisions project retains the established cen-
tralised system of monitoring and evaluation. This permits a 
continuation of quality monitoring and also offers an estimate of 
how often the Care Decisions guidance was used. The annual au-
dit of the Care Decisions guidance against anonymised deceased 
patient’s case-notes will continue. 

 The case review sheets are being returned from several 
areas across Wales and indicate that Priority 1 was met in 66% 
of cases, Priority 2 in 75%, Priority 3 in 87% and Priority 4 and 
5, 93% and 86% respectively. However, this is a small sample 
(n=240) and outcomes at this stage should be viewed with cau-
tion.

Implementation & Education

Building on previous success implementing the WICP a “top-
down, bottom-up” model was retained with a strong emphasis 
on local ownership and firm engagement with Health Boards. 
From the ‘top-down’ the Care Decisions guidance has endorse-
ment from the Welsh Government. Progress with the change-
over is centrally monitored by the Project Manager.

Education: A multidisciplinary group collaborated on the devel-
opment of an education package to support the implementation 

of the Care Decisions guidance. Two versions were developed 
– a short (20-30 minute) and a long (45 minute) version. Slides, 
notes and teaching support tips are incorporated as well as a 3 
minute case scenario video to help focus learners on the session. 

 An e-learning version is also in development. Anecdot-
al feedback on the education resource is positive, highlighting 
the value of a consistent approach across Wales.

DISCUSSION
 
This paper details the evolution of guidance to support care in 
the last days of life in Wales, incorporating strengths of previous 
work and utilising the impetus provided by the national debate 
on end-of-life care. It explains the function of a centralised data 
collection, analysis and feedback system, outlines the current 
implementation and future evaluation and sustainability. Su-
perseding existing end-of-life care systems with new guidance 
has implications for practice and policy: A centralised quality 
monitoring system supports effective changeover from existing 
system to new guidance. 

 Through the process of continual quality monitoring, 
annual audit and review, the guidance can be kept dynamic and 
flexible to meet the needs of the individual patient, those impor-
tant to them and the HCPs delivering care. Structured documen-
tation provides a tangible way of evidencing the implementa-
tion of national guidance to support care in the last days of life. 
It enables clinical teams to demonstrate working to guidance 
grounded in evidence where available and best accepted care.

 The Care Decisions guidance is comprised of four sides 
of A4 print, the Case Review Sheet and additional resources as 
described above. In total, this results in seven documents includ-
ing the ‘as needed’ medication prescription sheet, continuous 
subcutaneous infusion medication administration record and 
check chart.

 Each document is a stand-alone document however 
they all complement each other as a care delivery pack. There 
is a question about whether the documents would be best suited 
as a ‘one-click delivers all’ particularly in a busy care setting 
whereby the additional supporting documents may be over-
looked. 

 The counter argument is that a ‘pick and mix’ format 
allows documents to be accessed to suit individual patient needs. 
To resolve the question of one document or several, we will seek 
a consensus view from HCPs.

 The changeover from Care Priorities to Care Decisions 
is on-going and expected to be complete by April 2017. 

 The identification of barriers and enablers to the 
changeover will be an important future piece of work, as will 
further electronic surveys of healthcare professionals to detail 
their satisfaction with the new guidance, supporting documents 
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and teaching package. The collection and analysis of more Case 
Review sheets is expected to lead to a better understanding of 
care delivery in different care settings, inform feedback for 
teams across the country and facilitate teaching and education. 
Further work is needed to develop robust systems for evaluation 
of care in the last days of life, drive up standards and provide 
the very best to support each individual, their families and their 
health carers.

CONCLUSION

Developing a tool that advocates standardised care in the last 
days of life is not feasible – care at this stage needs to be in-
dividual and patient centred rather than documentation driven. 
However, for some healthcare professionals who lack confi-
dence in care of the dying, prompts and clinical guidance can be 
invaluable to help the delivery of consistently high quality care. 
One of the challenges highlighted by the electronic survey was 
to provide a document that prompts rather than hinders thought, 
promotes care rather than curtails it.

FUNDING

The corresponding author’s substantive post (All-Wales End-of-
Life Care Programme Manager) is funded by the Welsh Govern-
ment.

ACKNOWLEDGEMENTS

The authors acknowledge the contributions made by Dr Claire 
Dunne and Dr Fiona Rawlinson for work on the electronic sur-
vey and education package respectively.

 Thanks are also due to the various members of the pa-
tient representative groups in Wales and all colleagues who gave 
freely of their time to contribute to the development and evolu-
tion of the Care Decisions Guidance.

CONFLICTS OF INTEREST

The authors declare that there is no conflicts of interest.

ETHICS/RESEARCH GOVERNANCE/DATA PROTECTION  
APPROVALS

This work is not considered to be research and does not require 
ethics approval. We hold a password-protected anonymised 
clinical database of case review sheet outcomes, system and site 
secure.

REFERENCES

1. Economist Intelligence Unit. The Quality of Death: Ranking 
end of life care across the world. 2015. Web site. www.eiuper-
spectives. economist.com/healthcare/2015-quality-death-index. 
Accessed May 25, 2016.

2. National Institute for Health and Care Excellence. Care of dy-
ing adults in the last days of life. 2015. Web site. www.nice.org.
uk/guidance/ng31. Accessed August 2, 2017.

3. The National Council for Palliative Care. Changing Gear: 
Guidelines for Managing the Last Days of Life in Adults. Lon-
don, 2006.

4. Fowell A, Finlay I, Johnstone R, Minto L. The Welsh collab-
orative care pathway project: Implementing an integrated care 
pathway for the dying patient in Wales. Int J Care Coord. 2002; 
6(2): 59-62. doi: 10.1177/147322970200600202

5. Knight G, Jordan C. All-Wales Integrated care pathway 
project for care homes: Completing the audit cycle. Journal of 
Integrated Care Pathways. 2007; 11: 112-119. doi: 10.1258/
jicp.2007.007181

6. Fowell A, Finlay I, Johnstone R, Minto L. An integrated care 
pathway for the last two days of life: Variance analysis -what is 
it, how is it done, what does it show? Journal of Clinical Excel-
lence. 2002; 4(2): 237-244.

7. Cheah J. Clinical Pathways: An evaluation of its impact on the 
quality of care in an acute general hospital in Singapore. Singa-
pore Med J. 2000; 41(7): 335-346.

8. Zander K. Integrated care pathways: Eleven international 
trends. Journal of Integrated Care Pathways. 2002; 6: 101-107. 
doi: 10.1177/147322970200600302

9. Fowell A, Finlay I, Johnstone R, Minto L. An integrated care 
pathway for the last two days of life: Wales-wide benchmarking 
in palliative care. Int J Palliat Nurs. 2002; 8(12): 566-573. doi: 
10.12968/ijpn.2002.8.12.10973

10. Johnstone R, Fowell A, Jones A, et al. End of life care in 
Wales: Evaluation of a care pathway based implementation 
strategy. BMJ Support Palliat Care. 2012; 2(2): 150-155. doi: 
10.1136/bmjspcare-2011-000175

11. Closs S, Johnstone R, Fowell A. An All-Wales audit of the 
integrated care pathway for the last days of life: Establishing 
the audit cycle. Journal of Integrated Care Pathways. 2007; 11: 
16-31.

12. National Institute for Health Research. Better Endings: Right 
care, right place, right time. Themed Review for the NIHR. 
NIHR Dissemination Centre, 2015.

13. Leadership Alliance for the Care of Dying People. One 
chance to get it right: Improving people’s experience of care in 
the last few days and hours of life. Report, UK, 2014.

14. De Luc K, Kitchiner D. Developing Care Pathways: The 
Handbook. Abingdon, England: Radcliffe Medical Press; 2001.

Page 30

www.eiuperspectives.%20economist.com/healthcare/2015-quality-death-index
www.eiuperspectives.%20economist.com/healthcare/2015-quality-death-index
www.nice.org.uk/guidance/ng31
www.nice.org.uk/guidance/ng31
http://journals.sagepub.com/doi/abs/10.1177/147322970200600202
http://journals.sagepub.com/doi/abs/10.1258/jicp.2007.007181
http://journals.sagepub.com/doi/abs/10.1258/jicp.2007.007181
http://journals.sagepub.com/doi/abs/10.1177/147322970200600302
http://www.magonlinelibrary.com/doi/abs/10.12968/ijpn.2002.8.12.10973
http://dx.doi.org/10.1136/bmjspcare-2011-000175


                                          PALLIATIVE MEDICINE AND HOSPICE CARE

Open Journal
http://dx.doi.org/10.17140/PMHCOJ-3-124

Palliat Med Hosp Care Open J

ISSN 2377-8393

15. Bristol Online Survey. BOS Features and pricing. Web site. 
www.onlinesurveys.ac.uk/features-pricing/. Accessed August 2 
2017.

16. British National Formulary. Prescribing in palliative care. 
2016. Web site. www.evidence.nhs.uk/formulary/bnf/current/
guidance-on-prescribing/prescribing-in-palliative-care. Ac-
cessed August 2, 2017.

17. Twycross R, Wilcock A, Howard P. Palliative Care Formu-
lary. 5th ed. Nottingham, UK: palliativedrugs.com; 2015.

18. Back I. Palliative Medicine Handbook. 3rd ed. [ebook]. 2001. 
Web site. http://lnx.mednemo.it/wp-content/uploads/2007/01/

palliative-medicine-handbook-3rd-edition.pdf.  Accessed Au-
gust 2,  2017.

19. All Wales Medicines Strategy Group. Continuous subcutane-
ous infusion medication administration record. Web site. www.
awmsg.org/docs/awmsg/medman/drug%20charts/Continu-
ous%20Subcutaneous%20Infusion%20Medication%20Admin-
istration%20Record.pdf. Accessed August 2, 2017.

20. Public Health England. National End of Life Care Intelli-
gence Network: Place of death. 2015. Web site. www.endoflife-
care-intelligence.org.uk/data_sources/place_of_death. Accessed 
May 2017.

Page 31

www.onlinesurveys.ac.uk/features-pricing/
www.evidence.nhs.uk/formulary/bnf/current/guidance-on-prescribing/prescribing-in-palliative-care
www.evidence.nhs.uk/formulary/bnf/current/guidance-on-prescribing/prescribing-in-palliative-care
http://lnx.mednemo.it/wp-content/uploads/2007/01/palliative-medicine-handbook-3rd-edition.pdf
http://lnx.mednemo.it/wp-content/uploads/2007/01/palliative-medicine-handbook-3rd-edition.pdf
www.awmsg.org/docs/awmsg/medman/drug%2520charts/Continuous%2520Subcutaneous%2520Infusion%2520Medication%2520Administration%2520Record.pdf
www.awmsg.org/docs/awmsg/medman/drug%2520charts/Continuous%2520Subcutaneous%2520Infusion%2520Medication%2520Administration%2520Record.pdf
www.awmsg.org/docs/awmsg/medman/drug%2520charts/Continuous%2520Subcutaneous%2520Infusion%2520Medication%2520Administration%2520Record.pdf
www.awmsg.org/docs/awmsg/medman/drug%2520charts/Continuous%2520Subcutaneous%2520Infusion%2520Medication%2520Administration%2520Record.pdf
www.endoflifecare-intelligence.org.uk/data_sources/place_of_death
www.endoflifecare-intelligence.org.uk/data_sources/place_of_death


                                          PALLIATIVE MEDICINE AND HOSPICE CARE

Open Journal
http://dx.doi.org/10.17140/PMHCOJ-3-125

Palliat Med Hosp Care Open J

ISSN 2377-8393

Assessing Advance Care Plan Discussions 
in Hospice Day Care

Rosalynde P. Johnstone, BA (Hons)1*, Marlise Poolman, MBCHB, MRCP, FRCP2;  
Kay Ryan, RGN3; Penny Schofield, MBCHB, MRCP4; Bethany Watt, MBCHB, MRCP4                                                     

1Department of Palliative Care, Betsi Cadwaladr University Health Board, Caernarfon,  
Gwynedd, LL55 2YE, UK
2Palliative Medicine Consultant, Nightingale House Hospice, Wrexham, North Wales, UK
3Outpatient Services Coordinator, Nightingale House Hospice, Wrexham, North Wales, UK
4Speciality Doctor in Palliative Medicine Nightingale House Hospice, Wrexham, North Wales, 
UK

*Corresponding author
Rosalynde P. Johnstone, BA (Hons) 
Palliative Care Department (West) 
Betsi Cadwaladr University Health Board
Bodfan, Eryri Hospital, Caernarfon 
Gwynedd, LL55 2YE, UK 
E-mail: Rosalynde.Johnstone@wales.nhs.uk

Article History
Received: August 9th, 2017
Accepted: September 27th, 2017
Published: September 27th, 2017

Citation
Johnstone RP, Poolman M, Ryan  
K, Schofield P, Watt B. Assessing 
advance care plan discussions in 
hospice day care. Palliat Med Hosp 
Care Open J. 2017; 3(2): 32-38. doi: 
10.17140/PMHCOJ-3-125

Copyright
©2017 Johnstone RP. This is an 
open access article distributed un-
der the Creative Commons Attribu-
tion 4.0 International License (CC 
BY 4.0), which permits unrestricted 
use, distribution, and reproduction 
in any medium, provided the origi-
nal work is properly cited.

Volume 3 : Issue 2
Article Ref. #: 1000PMHCOJ3125

Research Study 

Page 32

ABSTRACT

Background: Advance care planning (ACP) is a voluntary discussion between an individual 
and their care providers. The primary purpose is to identify and document a person’s wishes 
and preferences for future care. 
Method: Within Betsi Cadwaladr University Health Board (BCUHB) an ACP document which 
records the process of advance care planning has been developed, piloted and approved for use 
within North Wales. The BCUHB ACP document can be used to structure and document ACP 
discussions with patients. It is a patient-held record of these discussions that with the consent 
of the patient may be shared if appropriate with those important to the patient and/or healthcare 
professionals. ACP discussion opportunities and documentation of patients’ wishes and prefer-
ences for future care have been introduced into hospice day care in North Wales. 
Outcomes: This paper reports on the preliminary outcomes, lessons learnt and how they are 
informing the way forward with this challenging local initiative whilst contributing to the in-
ternational ACP picture. 

KEY WORDS: Patient-held; Wishes and preferences; Monitoring ACP activity.

ABBREVIATIONS: ACP: Advance Care Plan; NOK: Next of Kin; BCUHB: Betsi Cadwaldr 
University Health Board; HCP: Healthcare Professional.

INTRODUCTION

Advance care planning (ACP) aims to identify a person’s wishes and preferences in anticipa-
tion of a potential deterioration in their condition in the future, with possible associated loss 
of capacity to make decisions and/or ability to communicate wishes and preferences to others. 
Department of Health ‘Together for Health–Delivering End-of-Life Care’1 sets out the Welsh 
government’s strategy for end-of-life care whilst providing, a comprehensive framework aimed 
at promoting high quality care for children and adults approaching the end-of-life in all care 
settings, stating that ‘individuals should be supported in planning for the end-of-life with the 
help of professionals’. 

 One of the key aims of the strategy is to ensure, as far as possible, that people ap-
proaching the end-of-life have their needs and preferences for future care met. 
 
Every individual may have a different idea about what constitutes a ‘good death’ for them but 
for many, the common factors are:

•	Being treated as an individual, with dignity and respect;
•	Being without pain and other symptoms;
•	Being in familiar surroundings.
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 Being in the company of close friends and family ACP 
can maximise patient autonomy and emerging evidence sug-
gests that this can lead to greater satisfaction with care.2 Among 
healthcare professionals knowledge of ACP is patchy and many 
patients are unaware that they can document their wishes and 
preferences in this way.
 
 Sometimes the task of documenting wishes and prefer-
ences for future care can be overwhelming. Utilising a pro-for-
ma template can assist in structuring and supporting discussions 
around ACP whilst simultaneously organising and documenting 
wishes and preferences, breaking the task down into manageable 
‘chunks’ or sections.

 Within Betsi Cadwaladr University Health Board 
(BCUHB) an ACP tool which charts the process of advance care 
planning has been developed, piloted and approved by BCUHB 
for use within North Wales. The BCUHB ACP template is com-
prised of five sections and utilising this template as a structure, 
palliative care providers are seeking to improve the opportuni-
ties for ACP discussions and achievement of patient’s docu-
mented wishes and preferences at the end-of-life.

 Starting an important discussion concerning wishes and 
preferences for future care with patients attending hospice day 
care can be challenging. Group discussions can be an acceptable 
way of introducing the topic followed-up with one-to-one con-
versations between healthcare provider and patient. The health-
care professional leading the discussion is perhaps best placed to 
tailor the approach to ACP discussions to the individual patient.

 Good communication skills are essential, for starting, 
facilitating and managing the conversations.3,4 Listening skills 
are key as patients will often give cues for putting the conversa-
tion on ‘hold’ if an area is particularly difficult for them to con-
template.

 Re-visiting issues may be essential if the patient is to 
address all their concerns around future care. Sensitivity is also 
an essential part of these discussions as well as allowing the pa-
tient to explore issues at their own pace.4-6 Sharing documented 
wishes and preferences for future care with healthcare providers, 
and/or those important to the patient is strongly advocated but 
can only take place with the consent of the patient. Regular re-
view of the ACP is also recognised as good practice since wishes 
and preferences may alter or fluctuate subject to disease progres-
sion and consequently change over time.7

Risks and Benefits of ACP discussions: There are risks and ben-
efits to ACP discussions.

Some of the risks include:

•	 Patients not understanding their illness, lacking insight into 
their condition and prognosis, or lacking capacity to under-
take a discussion; 

•	 Patients changing their mind about what they would really 
want: factoring in an agreed review date is good practice; 

•	 Excluding families: including those important to the patient 
in the ACP discussion is highly advocated although this has 
to be done with the explicit agreement of the patient.

 
 Benefits are multiple for patients, families and health-
care staff. Patients who have completed an ACP will say that; 
“thinking ahead and making realistic plans were useful,” also 
“it (completing the ACP) brings peace of mind,” some reported 
that they “experienced a feeling of comfort and security once all 
their wishes and preferences were documented in the ACP”. 

(Author’s Personal Communication)

ACP discussions can deepen the family bond, save family an-
guish over making tough decisions and bring a sense of relief 
knowing that they have contributed to delivering the best pos-
sible care for their relative.

 For healthcare staff, increased job satisfaction, stronger 
team working and improved communication skills are but a few 
of the recognised benefits.

Method

The aim of this implementation project was to introduce and 
monitor progress of, advance care planning opportunities for 
patients attending hospice day care, utilizing a tool to chart the 
process of advance care planning.

 To inform the evaluation of the study aim the objectives 
of monitoring and recording progress of ACP discussions and 
documentation in the form of a patient held ACP document were 
undertaken. 

 North Wales has four adult hospices spread across 
a wide geographical area and each hospice provides day care 
including a range of different therapies for patients. The ini-
tial introduction of ACP discussion opportunities reported here 
was sited at the hospice in the Eastern part of the region. The 
eastern hospice provides specialist palliative care services to 
patients and their families across an area stretching from Wrex-
ham, Flintshire and East Denbighshire to Barmouth, and also 
accommodates patients from the border towns of Oswestry and 
Whitchurch. Services include a 12 bedded in-patient unit and a 
15 patient Day Care unit–open 3 days a week, with a ‘drop-in’ 
programme once a week.
 
 Patients with a diagnosis of cancer and other life limit-
ing illnesses are referred to hospice day care which offers nurs-
ing support, financial advice, physiotherapy, complementary 
therapy and a socialising environment. Engagement with the 
process of advance care planning is entirely voluntary, it is a pa-
tient led, patient driven process with the resulting advance care 
plan being a patient held record.
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 The day care unit provides the opportunity for patients 
to visit on the same day each week, between the hours of 10 
am and 3 pm, for an initial period of six weeks, which is then 
reviewed. 
 
 Prior to their first attendance patients are assessed in the 
out-patient clinic by a member of the senior clinical team, and 
subsequently discussed within the multidisciplinary team forum. 

 In the day care setting conversations around ACP are 
opened at any stage, from a patient’s initial assessment onwards, 
by any member of staff with the relevant communication skills 
and ACP knowledge. Initial discussions can be held in a group 
context with the next steps on a one to one basis or if relevant 
on a one to one basis from the outset. ACP documentation is 
introduced appropriately and used to structure the discussions as 
patient’s wishes are explored.

 Following discussions around ACP and the introduc-
tion of the BCUHB ACP document, each patient’s reaction to the 
discussion and expressed interest in documenting their wishes 
and preferences for future care is recorded utilising a locally 
designed data capture ‘log’. The following results are obtained 
from detailed ACP discussion opportunity data recorded on the 
log for patients registered at the day care unit in November 2015.

RESULTS

In November 2015 a cohort of 28 patients registered for active 
day care was identified. Exclusion criteria covered those patients 
who were only attending as a one off visit or were attending for 
a session of complementary therapy. This cohort of 28 patients 
was followed through day care and any admissions to the in-
patient unit for period of 12 months or until death occurred.

 Of these 28 patients the topic of advance care planning 
was raised with 24 patients. The four patients not involved in 
ACP discussions were reluctant to participate for a variety of 
reasons, including mental health, having a different goal focus, 
recent bereavement and reluctance to face the future in any way 
at all.

 All four of these patients are alive at the time of writing 
and may yet be interested in participating in ACP discussions.

 Of the 24 patients introduced to the topic of ACP, 21 pa-
tients engaged in discussions or expressed wishes around future 
care. Three patients did not wish to pursue ACP whilst attending 
day care but one patient did go on to make his wishes known 
to his community team before passing away. The BCUHB ACP 
document was given to the other two patients, one of whom 
passed away before documenting her wishes and preferences in 
the document.

 Of the 21 patients engaging in discussions around ACP 
and expressing wishes for future care, one patient was admit-
ted to the hospice as an in-patient when their final preferences 

were made known, and for one patient discussion is on-going. 
A total of 19 patients have shared their wishes and preferences 
with family members (6), or community teams (13). Of these 
13 patients, 12 have subsequently died. Figure 1 for progress of 
patients in ACP discussions.

DISCUSSION

The experience reported here demonstrates the complexity of 
capturing ACP discussion and decision-making.

 Data capture is always going to be a balance between 
over burdening the patient and informing and refining the ACP 
discussion opportunity and documentation process. Keeping a 
record of the time frame over which the ACP discussions take 
place and the documentation occurs is valuable since ‘time’ is 
not a commodity all patients attending hospice day care have 
an abundance of. The preliminary outcomes reported here indi-
cated that the way ACP data was recorded needed to be refined 
to allow the collection of finer detail about factors enabling or 
prohibiting the completion of an ACP. Knowledge about barriers 
to completing an ACP can help to orientate future discussions 
about ACP and may assist some patients to overcome the per-
ceived barriers and approach the task of drawing up an ACP.8

 Keeping a detailed account of the time frame for ACP 
discussions and documentation is useful too, since it may tran-
spire that approaching patients earlier in their disease trajectory 
is more conducive to discussing and documenting wishes and 
preferences for future care.

 Identifying the shortfalls of the initial ‘log’ was a valu-
able element of this exercise and informed the development of a 
detailed ACP Log. See appendix A. 

 There are many preferences that patients may have 
identified and shared with those important to them towards 
the end of their lives, and they will be individualised and per-
sonal. Preferred place of death (PPD) is a preference which can 
be identified and recorded. This is often used as a concordance 
measure and is increasingly included as an outcome measure 
when new strategies are implemented.9 The emerging evidence 
for the strength of concordance measures is varied and agree-
ment between expressed preferences and actual care can often 
be less than 50%.10,12

 The ACP process is multi-factorial and as such very 
difficult to evaluate and most evaluations rest on a basic count 
of how many ACP discussion opportunities are offered, and how 
many discussions result in an ACP being documented. This sim-
ple metric only reveals frequency and cannot inform much more 
than ‘ticking a box.’
 
 Capturing the quality of the conversation and the ac-
curacy of the documentation together with establishing that care 
was delivered in line with the patient’s documented wishes and 
preferences is a stronger metric but involves a more complex 
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Figure 1: Progress of Patients in ACP discussions.
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evaluation. A recent systematic review concludes that a battery 
of measures is required to effectively evaluate ACP uptake and 
monitor sustainability. The study advocates international dia-
logue to determine consensus on an optimal framework for eval-
uation and to facilitate comparisons across healthcare systems.13

CONCLUSIONS
 
The preliminary outcomes reported here rest on the starting of 
important conversations, recording who has had an ACP discus-
sion opportunity and what the outcome was. Our initial expe-
rience was helpful in process improvement, we plan to refine 
the tool by reviewing the information gathered and assessing 
how much information is not being recorded that could prove to 
be useful for future quality improvement. For most individuals 
their ACP will evolve over a period of time, following thought, 
conversations with those important to them and discussions with 
health care professionals.

 The pace of these discussions must be dictated by the 
patient involved, and healthcare professionals require judge-
ment, communication skills and sensitivity when introducing the 
topic, developing the breadth of the conversations and exploring 
personal concerns.

 ACP documents can provide a framework for patients to 
develop their thoughts and for professionals to guide conversa-
tions. Most patients require sensitive ongoing support to explore 
the issues they raise and express their wishes. Our initial chal-
lenge is to facilitate this process at an individual pace. Further 
challenges include keeping accessible records to allow different 
professionals to engage with and develop ACP discussions and 
appropriately utilise the information that has been shared with 
the express consent of the patient. Formulating effective meth-
ods for evaluating the implementation of ACP and monitoring 
sustainability are challenges that await us and we look forward 
to reporting on them in the future.
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A: About Me

I prefer to be known as:
I have documented my wishes & preferences for future care in an ACP                                         Yes    No  

My wishes & preferences have been documented elsewhere                                                         Yes    No  
Where?

I have made my will and those important to me know where it is                                                     Yes    No  

I have an advance decision to refuse treatment (ADRT)                                                                 Yes    No  

I have treatment escalation plan (TEP) or other ceilings of care explained and drawn up for me   Yes    No  

I have a DNACPR form in my notes                                                                                                 Yes    No  

B: Personal values

My advance care plan (ACP) is held by:                                       and kept in:                                           N/A

My Lasting Power of Attorney LPA is:                                                                                                         N/A
                                                                                                                                   

My wishes around tissue/organ donation are:                                                                                            N/A                                                                                           

If I am nearing death I would like the following: (include spiritual, cultural/preferences)

The place I would prefer to die:
e.g. Home, Hospital, Nursing Home, Hospice.

My Declaration

I have had this summary sheet explained to me and I understand its purpose. I also understand that I can change my 
mind regarding these choices at any time. 

This summary sheet will be kept in my notes. 

I do/do not consent to share the information on this form with persons and services relevant to my health.

Name Print:                                          Signature                                            Date

Use this form for persons WITH decision making capacity

Affix patient Identifier here

Appendix A

Summary Sheet & Log

Advance Care Plan (ACP)
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Discussion Date Date Date Date Date Date Date Date Date Date Date Date Notes Date of 
Death

Preferred 
Place of Death

ACP discussion 
opportunity?  Yes/No

If No:
Thinking about it?

Actual place of 
death

Outright Decline? 
Yes/No Achieved?Y/N

Re-presented?
Yes/No

If Not Why 
Not?

Was this a group 
discussion or 1:1?

Document Notes 

BCUHB ACP 
Document?

Yes/No?

Which sections?

If No:  Why not?

Other ACP
Document?

Sharing Notes

Shared ACP Document?

Shared with whom?

Review Date Agreed & 
Documented?

“Impact” Notes

Appropriate  to contact 
NOK after death?

Signature of HCP

Affix patient Identifier here
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