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Abstract: 

Background:  

Heart Failure is highly prevalent with poor outcomes yet only a small proportion of patients receive 

specialist palliative care services.   

Aim: 

To explore if a programme focussing on support and symptom management of people with heart 

failure in a hospice environment would be acceptable and of benefit to patients.  

Methods:  

A pre/post intervention study design using mixed methods was used to evaluate the programme. 

The programme was delivered in two-hour time slots over a period of 8 weeks. Participants 

completed 3 questionnaires pre and post and were interviewed within one week of completion. The 

study was conducted between June 2014 and January 2015. 

Findings:  

A response rate of 51.7% gave a final sample size of 12 patients.  The questionnaire results showed a 

positive impact on participants’ well-being and views regarding the use of a hospice, but a desire for 

greater focus on emotional support. Four key themes emerged from inductive qualitative analysis: 

demystifying perceptions about hospice; positivity about well-being; learning together and 

consideration of end of life preparation.   

Conclusion:  

This adapted programme provides a useful model for the increased integration of palliative care into 

the provisions for those living with advancing heart failure.  

 

Study registration: ISRCTN01423876 

Key words: heart failure, hospice, end of life, integrated care, palliative care. 
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Key Points: 

● A structured and integrated programme with heart failure and palliative care teams 

improved the experiences and understandings of people with heart failure.  

● People with heart failure benefit from interaction with others in a similar position.  

● Exposure to a hospice environment challenges preconceptions among those living with heart 

failure.  

● Preparation and discussion of end of life is needed earlier in the heart failure trajectory to 

support patients 

 

Continuing professional development: reflective questions 

● When should end of life discussions be addressed with patients with heart failure and their 

loved ones? 

● What do you think about introducing day hospice support for patients with heart failure? 

● How do you think we can reduce the feeling of isolation experienced by patients with heart 

failure? 
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Introduction: 

Heart Failure (HF) is a highly prevalent syndrome, often with poor outcomes in a predominately in 

the older aged group (mean age of first admission 77.7 years) who have a number of comorbidities 

(National Institute for Cardiac Outcomes Research (NICOR), 2018). An estimated 26 million people 

worldwide suffer from heart failure yet only a small proportion are referred to specialist palliative 

care services.   

Palliative care is an interdisciplinary approach to care that focuses on improving quality of life and 

reducing symptom burden (World Health Organisation (WHO), 2019), both of which are common 

care outcomes for patients at the end stage of HF.  Evidence related to palliative approaches in HF is 

limited and presents a uncoordinated  picture.  Historically, palliative care referrals were made when 

active treatment options were limited and life expectancy was significantly reduced (MacIver and 

Ross, 2018), and the current evidence base illustrates limited palliative care focused 

communications with those living with heart failure  (Rogers et al, 2017). Although uptake of 

palliative care services for HF patients is increasing and is comparable with other non-malignant 

chronic diseases (Wiskar et al, 2018) it remains significantly lower than those with a cancer diagnosis 

(Cheang et al, 2015).   

Policy makers in Europe (ESC, Jaarsma et al, 2009), the United States (AHA, Yancy et al, 2013) Canada 

(Ezekowitz et al, 2017) and the United Kingdom (NICE, 2018) have published guidelines for the 

implementation of an integrated approach to care for patients with advanced heart failure, yet there 

is limited evidence demonstrating their impact on patient outcomes.  Studies by Pattendon et al 

(2013) and Johnson et al (2012) have shown that an integrated approach encourages joint decision 

making with patients, family members and HF nurse specialists.  This promoted better access to 

support services at the end of life, where death was more likely to occur in the patient’s preferred 

place.  Furthermore, communication is improved through better understanding  of patients’ goals 

and wishes when they near the end of life (McIlvennan and Allen, 2016) and improvements in 

symptom control, functional status, quality of life (Devi, 2011; Butrous and Hummel, 2016). The 
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recently published PAL-HF randomised clinical trial is the first longitudinal trial to show a palliative 

care intervention for HF patients at the end of life that has significant and sustained benefits for 

patients related to quality of life, anxiety and depression when compared to usual care (Rogers et al, 

2017).  Importantly there was no change in mortality rates, suggesting the palliative care 

intervention enabled a ‘better’ end of life experience for the patient. 

Early planning end of life care is often seen as difficult to approach following diagnosis of HF due to 

the nature and uncertainty of the disease trajectory (McIllevan and Allen 2016).  Many patients are 

managed by cardiology services who do not receive timely referrals to specialist palliative care 

services.  This lack of referral could be due to misunderstandings about the services of specialist 

palliative care and hospice services.  Palliative care focuses on improving quality of life and relieving 

suffering of patients and their families with life-limited illnesses and is based on clinical need rather 

than patient prognosis.  Hospice care has a palliative focus at the end of life and is often provided in 

a dedicated and specialist environment (Kavalieratos et al, 2017).  The two concepts are often seen 

as synonymous resulting in a lack of engagement with palliative care in HF management (Metzger et 

al, 2013).  Both palliative care and hospice services encompass support for non-malignant life-

limiting conditions, such as HF (World Health Organisation, 2014) and day hospice care is aimed at 

offering combined services to support people to live with their illness in the community.  

Cardiac Rehabilitation programmes are offered to patients diagnosed with mild to moderate HF 

(Austin et al., 2005; Butrous and Hummel, 2016) early in diagnosis to help patients to live with HF, 

although this is not universal. Programmes focus on psychological and educational components of 

managing HF as well as exercise to improve functional capacity.  The purpose of the programme is to 

increase self-care abilities as well as to decrease fear and uncertainty around the condition to enable 

the person to live with the condition (NICE, 2018).  We sought to examine if an adapted cardiac 

rehabilitation programme delivered in a day hospice environment would bring together the support 

offered by a structured programme of education and support for HF with the expert assessment of 
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symptoms and psychosocial care for people entering the advanced stages of the HF disease 

trajectory.  

Aim: 

The aim of our study was to deliver an adapted cardiac rehabilitation programme for people 

entering the advanced stages of HF trajectory in a day hospice to see it was acceptable and of 

benefit to patients.  

 

Methods: 

Study Design 

A pre/post intervention study design using mixed methods was employed to evaluate the 8 week 

programme delivered in a local day hospice. All participants completed three questionnaires before 

and after the programme and were interviewed within one week of the end of the programme. The 

programme was delivered twice to reduce the bias of one cohort’s experience. 

Intervention: 

National guidelines by the British Association of Cardiovascular Prevention and Rehabilitation 

(BACPR,2012) for the delivery of cardiac rehabilitation programmes were followed.  The programme 

was developed collaboratively by palliative care and heart failure nurse specialists and was delivered 

in a day hospice by specialist palliative care nurse specialists.  One of the week’s sessions was 

delivered with the HF nurse specialist. 

The exercise component: 

This was adapted from the British Heart Foundation's DVD 'Active heart, healthy heart' which offers 

a progressive exercise regime for people who have a diagnosis incorporating heart disease.  

Participants undertook gentle chair based (seated) exercises including warm up exercises which 

involved stretching and moving (through circular movements) joints and limbs (including arms, 

elbows, shoulders, wrists and legs, ankles, knees and toes).  The pace of the session each week was 
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determined by the group and adapted accordingly.  At the end of each exercise session there was 

time for recovery, social interaction and refreshments. 

The educational component: 

Topics covered are outlined in table 1. 

Table 1: Outline of the programme 

Week Topic Delivered by 

1 Keeping on the move.  
Energy conservation and lifestyle adjustments 
to breathlessness 

Palliative Care Nurse Specialist 

2 Avoid thinking traps.   
Relaxation verses anxiety 

Palliative Care Nurse Specialist 

3 Nutrition for energy Palliative Care Nurse Specialist 

4 Making the most of every day.  
Distraction and diversion 

Palliative Care Nurse Specialist 

5 Successful snoozing.  
Sleep and fatigue 

Palliative Care Nurse Specialist 

6 Implantable cardiac defibrillators and 
pacemakers and review of medication 

Heart Failure Nurse Specialist 

7 What does the future hold?  
Advance care planning I really do have choices. 

Palliative Care Nurse Specialist 

8 Who’s who when I need help?  
Community and hospice services and how to 
access them 

Palliative Care Nurse Specialist 

 

After each of the educational sessions participants were encouraged to continue informal 

conversations, undertake art therapy or to use the hospice facilities with a member of the hospice 

nursing staff.  The educational component lasted on average 20 minutes with each educational 

session planned for 45 minutes but was either longer or shorter depending on group interaction. 

Sample/Participants 

Participants were recruited through convenience sampling from a geographic locality in the South 

East of England where the community HF nurse specialist identified potential participants. Inclusion 

criteria included a diagnosis of Chronic HF assessed as NYHA class III/IV; congruent with the Local 

Strategic Network’s criteria for ‘End of Life’; expected survival was greater than 10 weeks from the 

start of the programme and able to demonstrate capacity to make informed choices. Participants 
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were excluded if they were unable to read (or have translated) English or unable to exercise at the 

level required.  

The community HF nurse specialist discussed the study with potential participants. If they wanted to 

be involved they returned an expression of interest in a stamped addressed envelope to the 

research team. The lead researcher (HW) met the participants one week before the commencement 

of the programme in their preferred venue (usually their own homes), explained the programme and 

gained informed consent.  Each participant was assured of their anonymity and data protection and 

were assigned a cohort number.  At the same meeting the participants completed 3 self-reported 

questionnaires.  

Mobility needs were discussed with each participant prior to the programme commencing. Each 

week participants were collected from their home to attend the programme by a hospice volunteer 

driver.  

Data Collection: 

The three questionnaires included the Minnesota Living with Heart Failure Questionnaire (MLHFQ) 

(Rector et al, 1993); Emotion Thermometer (Gessier et al, 2008) and Foot in the Door Assessment 

tool (Stananought et al 2011).  The questionnaires were chosen due to previous use in research with 

a HF or palliative care patient group. Each questionnaire was completed before and within one week 

of the completion of the programme, where the lead researcher (HW) arranged to meet the 

participant at their home. Prior to interview, continued verbal consent was ascertained to ensure 

the participant remained in agreement to be interviewed.  No participants revoked consent.  

Interviews were semi-structured based on an interview schedule that focused on the course 

structure, the course content and the environment in which it was delivered. Some of the 

participants (8/12) had relatives present during the interviewing, but they did not contribute.  

Interviews took between 31-55 minutes. 
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Data Analysis 

Questionnaire data were analysed using IBM SPSS statistics version 21. Scores before and after the 

programme were described, analysed and the significance levels were calculated.    

All interviews were audio-recorded and transcribed verbatim by the lead researcher (HW).  The 

transcripts were not given to the participants to check for accuracy.  Interviews were read and re-

read by members of the research team (HW, SS, DB, CR) and were analysed using the Braun and 

Clarke method (Braun and Clarke 2006). Inductive coding was undertaken and common threads 

were identified from the grouped phrases independently. When this was complete the research 

team reviewed the codes to identify themes and through an iterative process came to agreement on 

the themes and sub-themes, ensuring credibility and transparency. 

Ethical considerations 

Ethical approvals were obtained from the sponsoring university, one community NHS Trust acting as 

a participant identification centre and the Hospice (charity registered) where the intervention was 

delivered. NHS Health Research Authority’s National Research Ethics Committee approved the study, 

NRES number XXXXXX. 

Findings: 

Twenty-nine information packs were sent with 15 participants responding (response rate of 51.7%).  

Reasons for non-response was not collected. The final sample size completing the programme was 

12; six from the first cohort and six from the second completed the programme.  Three participants 

did not complete the programme.  One participant in cohort 1 died in week 5 of the programme 

from a malignancy not anticipated when the programme commenced, and two participants in 

cohort 2 left the programme. One participant wanted a higher impact exercise component and so 

did not want to continue, and the second participant withdrew consent with no reason given.   

Participant demographics are presented in Table 2.   
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Questionnaire findings: 

MLwHFQ: 

There was an overall improvement in quality of life in 5 of the 6 participants in cohort 1, but only 2 

(out of 6) participants in cohort 2. Of the specific dimensions within MLwHFQ physical quality of life 

improved in 58% of participants following the programme and 50% reported an improvement in 

their emotional quality of life. 

Paired t-test analysis before and after the programme shows no significant difference was found 

(significance p = <0.05) in overall quality of life (p= 0.180) or with either physical (p=0.077) or 

emotional (p=0.543) dimensions of quality of life. 

Emotional Thermometer: 

Only 4/12 participants expressed an improvement in their emotional well-being following the 

programme, indicating the programme did not have a detrimental effect on the emotional 

thermometer results. However only one participant requested further support with their emotional 

well-being following the completion of programme. 

 

Foot in the Door  

Eight of the 12 participants felt they had an improved support network as well as an increase in 

knowledge of where to find information and support following the programme.  However, only 6/12 

felt they were more informed about future choices.  Before the programme 7/12 participants did 

not feel anxious using the services of the hospice and this opinion did not alter on completion of the 

programme.  Five participants felt differing degrees of anxiety or apprehension about coming to a 

hospice before the programme, but this reduced in all participants on completion of the programme. 
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Table 2: Participant demographic profile 

Participant Age 
(years) 

Gender Aetiology 
HF 

NYHA 
Class 

Co-morbidities Devise 
present 

Dyspnoea 
present 

Fatigue 
Present 

Other 
symptoms 

Cohort 1 

1 89 Male ischemic III CRF, DM, CHB, 
AF 

PPM Yes Yes Oedema 

2 91 Female HT III AF No Yes Yes None 
3 82 Male HT, MR III Schizophrenia, 

AF 
No Yes Yes Oedema, 

syncope, 
dizziness 

4 82 Male HT III COPD, AF No Yes Yes Cough, 
Oedema 

5 88 Male Ischemic III COPD, Anaemia No Yes Yes dizziness 
6 88 Male HT III Ca, CRF, 

enlarged 
prostate 

No Yes Yes Cough 

7 Died 
  

Cohort 2 

1 89 Female Ischaemic III PHT, DM, CA No Yes Yes Oedema,  
cough 

2 74 Male Ischaemic III Myelodysplasia CRT-D Yes Yes Dizziness 
3 Withdrew 
4 81 Male Ischaemic III DM, CKD, 

asthma 
No Yes Yes Cough, 

dizziness 
5 68 Male ACM III COPD, CKD, 

PHT, AAA, CVA, 
MR, enlarged 
prostate 

No Yes Yes Cough, 
dizziness 

6 84 Female Ischaemic III Ca, HT, CKD, 
OA, DM, CVA, 
hypothyroidism 

No Yes Yes Cough 

7 Withdrew 
8 84 Male ICM III None CRT-D Yes Yes None 

NB: Aetiology: HT= hypertension; MR = mitral regurgitation: Co-morbidity: CRF = chronic renal 

failure; DM = diabetes mellitus; AF = atrial fibrillation; CHB = complete heart block; COPD = 

chronic obstructive pulmonary disease, Ca = cancer. Device: PPM= Permanent pacemaker; CKD = 

chronic kidney disease; PHT = Pulmonary hypertension; AAA = abdominal aortic aneurysm; CVA = 

cerebral vascular accident; OA= osteoarthritis.  Device: CRT-D = cardiac Resynchronisation 

Therapy with defibrillator; PPM = permanent pacemaker 

 

Interview Findings 
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Table 3 presents the themes, sub-themes and codes from the inductive analysis. Four key themes 

emerged from our qualitative analysis: demystifying perceptions about hospice; positivity about well-

being; learning together and consideration of end of life preparation.   

Table 3: Themes, sub-themes and codes from thematic analysis 

Theme Sub-theme Code 

Demystifying perceptions 
about hospice 

Hospice ambience 
 
The support offered by the hospice 

Transport, staff, restful, calm, 
helpful, contacts, resources, 
atmosphere, one to one, enjoyable 

Positivity about well-being Sharing of the heart failure experience  
 
Realising an immediate purpose to life. 
 

Company, meeting others, 
enjoyable, people, listened to, 
looked forward to, loneliness, 
happy, friendships, pleased to 
come, got me out, feeling better, 
confidence 

Learning together   Interaction, know my limitations, 
interesting, enjoyable, listening, 
exercise good, good sessions, good 
structure, length of talks right, 
wanted more, not all useful, 
emphasised needed to know, 
learning, informative 

Consideration of end of life 
preparation 

Focused thoughts on practicalities 
 
Confronting reality 

Useful, knew already, focussed 
mind, end of life reality, pragmatic 
approach, sensible, realisation, 
don’t want to know, reinforced, 
depressing, don’t want to think 

 

Theme 1: Demystifying perceptions about hospice 

All participants discussed visiting the hospice and how different their view of hospice care was now 

they had been exposed to it.  Two distinct sub-themes related to this demystifying included the 

hospice ambience and the support offered by the hospice. 

Hospice Ambience: 

All participants commented on the atmosphere of the hospice.  They felt it was peaceful and had an 

immediate calmness when they entered.  They enjoyed the environment created within the hospice, 

particularly enjoying the décor and brightness of the day hospice and the gardens which they were 

encouraged to sit in and enjoy.  
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I thought it was absolutely wonderful and I mean all the feedback that I was getting from 

other people, well I found it impressive. (Cohort 2, participant 8). 

Five participants discussed how their perception of the hospice was very different to the reality.   

When I heard the first mention of the hospice I was frightened, because I thought, oh dear, 

that’s coming up to the end, you know.  But then when you get there, it is totally different. 

(Cohort 2, participant 6) 

 

Support offered by the hospice: 

All participants commented on the helpfulness of the hospice staff and how they were made to feel 

calm, with one participant previously feeling ‘on the edge’.  Resources offered by the hospice were 

unknown to 11/12 participants with all unaware of future opportunities offered by the day hospice 

for people with heart failure.  

‘[the nurse] put over the various benefits that we got from the hospice very well. (cohort 1, 

participant 6). 

 

Theme 2: Positivity about well-being 

Participants openly discussed the positive interactions of the course.  Two distinct sub-themes 

related to the positivity including the sharing of the heart failure experience and realising an 

immediate purpose to life. 

Sharing of the heart failure experience: 

All 12 participants discussed how being with other people with heart failure was a postive 

experience.  They described how they had previously felt isolated, but sharing experiences or just 

talking to others with the same symptoms and problems was good for them.  They all felt a strong 

connection with each other which developed during the programme.   

I have no quarrel with it at all.. oh no, no, no , I think it’s helpful to have other people about 

who’ve suffered in the same way (Cohort 1, participant 1) 
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Realising an immediate purpose to life: 

All participants talked about the wider context of the programme. One participant talked about how 

they had grown in confidence.  Nine of the 12 participants commented on their initial experiences of 

loneliness and that although people visited or they lived with their partner, they often felt isolated 

and alone.  They saw the programme as a social outing, as a day out and now that it had finished 

they felt lost. 

It was good to get out, yes, [give you purpose] yes and something to look forward to.  That’s 

it.  I said to her [wife], what am I going to do Friday?  I’ve got to go…. (Cohort 2, participant 

5) 

 

Theme three: Learning together 

Eleven of the 12 participants enjoyed the structure and learning in a group setting, feeling supported 

by fellow participants.  Two participants found the length of the programme (2 hours per week for 8 

weeks) not long enough often feeling the sessions were rushed, yet others (10/12) felt the length of 

the programme was just right.  Seven of the 12 participants felt the intensity and pace were just 

right, yet others (3/12) found it either too difficult and did not want to participate or too easy (2/12) 

and wanted more.  The programme appeared beneficial for those that might not have completed 

cardiac rehabilitation and a useful reminder for those who had (4/12). 

 

A lot of the information on what you should be doing and things like that, we knew already.  

So that was, well second hand to me a bit. (Cohort 2, participant 4) 

 

Others (5/12) felt going over things was useful and no session should be omitted. 

I thought it was good, because it brought up, I got information that I needed, that I had most 

of it already well it just emphasised it……I think they are all needed as a reinforcement of 

what I know and was happening actually. (Cohort 1, participant 2). 
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Theme four: Consideration of end of life preparation: 

All participants discussed end of life issues, with all participants discussing either the taught session 

on advance care planning or that delivery in a hospice made them think about their own future and 

mortality.  Two distinct sub-themes related to end of life including focused thoughts on practicalities 

and confronting reality. 

 

Focused thoughts on practicalities:  

The hospice environment was seen by many (11/12) participants as a favourable alterative to dying 

in hospital, and they were no longer worried or frightened by the hospice.  The session on advance 

care planning focused a number of participants’ (9/12) minds to what preparations might be 

required having not written a Will or thought through the practicalities.   

One participant commented: 

I think people should be told, especially people I mean they’re all there because they have a 

major, major problem, ….. But you’re not there for fun and I would have thought any 

information that would help, you know, it’s got to be good, I would have thought. (Cohort 2, 

participant 4). 

 

Confronting reality: 

Some participants (7/12) did not feel ready to have the conversation about dying and the end of 

their life. They did not want to plan for the future and were not ready to make decisions.  Other 

participants (5/12) were very aware of their mortality and had thought through dying.  One 

participant said: 

The end results of all of these [ailments] is exactly the same, at the end of the day, which in 

fact is, you’re really not terribly well, chances are you’re not really, you want to kid yourself 

that you’re going to suddenly jump up and down you see, I’m guessing it isn’t going to 
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happen.  So from that point of view, that was good [the session].  I didn’t find it depressing. 

(Cohort 2, participant 8) 

Discussion 

Our adapted cardiac rehabilitation programme shows the potential to be an additional model for 

integrated specialist palliative care services for people with heart failure.  The delivery of the 

programme in the hospice environment enabled participants to engage with palliative care services 

while at the same time explore the services offered by a hospice to support end of life care.  Visiting 

on a weekly basis enabled participants to acquire their own experience of hospice and demystify 

some preconceptions, including the environment itself, the staff and the services that were 

available.  

Participants reported positive experiences of the hospice from a perspective of the ambience of the 

environment and the support offered, as well as a changing of their preconceived ideas of what a 

hospice was.  Five of the participants were anxious attending the hospice before the programme, yet 

all felt comfortable attending at the end.  There was a considerable change in their views of what a 

hospice was and what support was offered.  Our approach was specifically related to day hospice 

services.  Metzger et al (2014) in their study exploring patient and family members views of hospice 

care in late-stage heart failure found participants described the hospice as having ‘rules’ which they 

had to abide by and this often put people off exploring a hospice as an option for end of life care.  

However, what does need to be acknowledged is this study was conducted in the United States of 

America where the funding model for hospice care differs to that in the UK. We found introducing 

participants in our study to the hospice environment earlier, the possibility for hospice support for 

either day or inpatient services were welcomed.  

Palliative care is frequently viewed as a treatment of last resort and that transitioning to Hospice 

care requires accepting one is imminently dying (El-Jawahri et al., 2017). These notions of 

hopelessness and dependence have a powerful stigmatising effect (Zimmerman et al., 2016) which 

impacts on care decision-making and service utilisation (El-Jawahri et al., 2017). There is a concern 
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that patients and family members see palliative care and hospices as the same and are therefore 

resistant to engaging with palliative care for the fear of the realisation that they are about to die 

(Metzger et al 2014).  This may have been why participants who were NYHA class IV  chose not to 

participate in the programme. 

 

Social isolation, actual or perceived has a significant negative impact on the quality of life of people 

with HF and increases both mortality and the use of healthcare services (Paturzo et al., 2016; 

Manemann et al., 2018). The evaluation of this programme shows opportunities to engage in social 

activity were positively perceived by people who often find that their world ‘shrinks’ as a result of 

their diagnosis. 

 

Standard cardiac rehabilitation programmes are designed to promote self-management, with 

patients learning to monitor and respond to their own symptoms as well as the adherence with 

treatment provided by experts (Lainscak et al., 2011). This programme sought to also address 

emotional and psychological dimensions of care (Bradley et al., 2018), similar to typical palliative 

care Day Services provision. These elements may be overlooked at earlier points in the HF journey 

when emphasis is placed on disease modifying treatments rather than symptom management and 

the impact on quality of life (Hanratty et al., 2002).  Of concern is that the programme identified that 

emotional support was lacking for HF patients and that even though they may live with family 

members they still felt alone and unaware of where to go for help and support. 

Attendance on the course provided a valuable opportunity for participants, through engagement 

with others in similar circumstances, to establish a sense of camaraderie and social support. There is 

clear evidence that social support, both instrumental and emotional, plays an important and positive 

role in self-management (Fivecoat et al., 2018). Participants in this programme valued both the 

content of the sessions and the interaction with each other and professionals. Sharing with others 

also ‘living with’ heart failure enabled the exchange of information and a sense of validation. 
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Crucially, it also provided some with a sense of focus, purpose and control, the loss of which are 

commonly experienced consequences of HF(Jeon et al., 2010). Interestingly, although participants 

enjoyed the programme, there was no consensus over the content or structure suggesting it was the 

social aspect that was potentially the most beneficial. 

One particular element of the content about which there was divergence was advance care 

planning. Advance care planning conversations have been shown to reduce hospitalisation when 

conducted as part of specialist palliative care input for patients with advanced HF (Evangelista et al., 

2012; Kernick et al., 2018). These should be initiated early in the trajectory and reviewed regularly 

(Ahluwalia and Enguidanos, 2015; Howlett et al., 2010). The programme was conducted in an 

environment where professionals enabled participants to normalise the conversation. Sharing 

experiences with others prompted participants to consider the realities of their own situation and 

begin to address the practicalities of their future care in a more informal manner. Doukas and 

Hardwig (2003) suggest that informal conversations with significant others and care providers are 

the most critical component of end-of-life planning. This programme afforded individuals the 

opportunity to discuss their futures in an atmosphere of pragmatism in the face of uncertainty.  

Limitations: 

The study sample was small and therefore might have influenced the participants’ experiences.  This 

was mitigated by running two cohorts to ensure it wasn’t related to group dynamics of one cohort.  

All participants of the study were from a white, Caucasian ethnic group and so members of the 

BAME (Black, Asian and Minority Ethnic) community are not represented in the study.  Previous 

work by Dixon et al., 2015 suggests BAME groups were less likely to engage with hospice and 

palliative care services, a barrier that any developing service needs to overcome. The majority of 

participants were men, which is an international trend within general cardiac rehabilitation 

programmes, all were diagnosed with HFrEF, and NYHA class III.   
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The sampling strategy of the study is a limitation.  Patients who participated did so in the knowledge 

the programme would be delivered in a hospice setting. It is not clear if those who were invited but 

declined did so because of the venue or their pre-existing knowledge and understanding or who felt 

they did not want to discuss end of life issues.  Therefore the positive view of day hospice may have 

been biased with the self-selection of participants. Furthermore, the study was from one 

geographical area in England. Despite these limitations, the transferability of this study needs to be 

evaluated in light of the richness of the data.  Detailed interviews at the conclusion of the 

programme reveal evaluative comments about the structure, location and timing that have 

subsequently been used to inform further iterations in other local settings.  

 

Implications for nursing and recommendations: 

A structured and integrated programme with heart failure and palliative care teams such as that 

reported here, may improve the experiences and understandings of people with heart failure. 

People with heart failure can benefit from interaction with others in a similar position, reducing 

feelings of isolation, and realising an immediate purpose to life; the hospice environment, although 

daunting at first can provide the ideal calm and supportive environment for this. Preparation for, 

and discussion of, end of life is needed in the heart failure trajectory but may be difficult for some to 

engage in; for many, such discussions focus thoughts on practicalities and allowed a supported 

confrontation of reality. 

Conclusion: 

This programme provided an additional model for integration of palliative care for people living with 

HF. Delivered in a Hospice environment, it provided an opportunity for patients to experience 

palliative care principles in action and demystify perceptions. The content and format promoted 

both self-management and social support, and created a forum for advance care discussions. The 

study did appear to show benefits to the participants, however these results need to be taken in the 

context of a small sample size and one geographical area.  What is evident is the study was able to 
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show there is scope to develop programmes for people living with HF which advocate early 

integration of palliative care services  
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