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Abstract

Background

The increase in Heart Failure incidence globally poses a major public health

challenge. Living with advanced heart failure places a considerable burden on

patients and their informal caregivers. Improved education and support to patients

and their informal caregivers and input of palliative care services could support both

in living with heart failure.

Aims and objectives

To evaluate an 8-week programme of education and support delivered in a day

hospice for people diagnosed with heart failure and their informal caregivers.

Methods

Semi-structured focus groups were conducted. Patients and informal caregivers

focus groups were conducted separately at the conclusion of the 8 week

programme. They were recorded, transcribed verbatim and inductive thematic

analyses were performed.

Results

A total of 10 focus groups were conducted. Most patient participants were male

(92%), aged > 70 years, and most informal caregiver participants were female (93%)

and aged > 50 years. Analysis of the data found the patient participants' themes
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were the Importance of Knowledge; Support and Communication; Gateway to

Resources and ‘Living well’ with heart failure.  The informal caregiver focus groups

found similar themes; Becoming Stronger; Altered Outcome for the Future and

Connection through knowledge.

Conclusions

Patients evaluated the 8-week programme positively, finding the increase in

knowledge of heart failure and resources available increased their confidence and

thoughts about their future.  The support gained from other people with heart failure

was invaluable. Informal caregivers through increased understanding of heart failure

and access to peer support, reported feeling calmer, more confident and less fearful

of what lay ahead.

Keywords Heart failure, palliative care, informal caregivers, patient education, peer

support

Key points

Heart failure education and support is valuable for both patients and caregivers.

Increased knowledge of heart failure increases expressed confidence in its

management.

Hospices may provide a suitable environment for support and education

programmes.

Reflective Questions

How frequently do you care for people with heart failure and how confident are you in

your own understanding of the condition?
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To what extent are informal caregivers included in the care you provide on a daily

basis?

How comfortable are you in identifying and providing care for people where the focus

is palliative rather than curative?

Introduction

Heart failure is a global public health challenge that impacts negatively on the lives of

an estimated 26 million patients and their families/caregiver (Savarese & Lund

2017). Along with their families, people with advanced heart failure live with a

condition that is progressive, unpredictable and life-limiting. While the year-on-year

incidence may fluctuate, the burden of the disease is increasing. In the UK it is

estimated approximately 920,000 people live with heart failure (Conrad et al. 2018)

and more than 60,000 people die each year (Hospice UK 2017). Reported inpatient

mortality rate for patients admitted to hospital with heart failure in England and Wales

is 9.2% with an increased rate of 39% within 12 months for those who survived to

discharge (NICOR 2022). This group of people are elderly (mean age of 77.8 years

on first admission) and often have multiple morbidities with high symptom burden

even at rest (Stockdill et al. 2019).

Over recent years, heart failure care has focused on improving symptom

management and collaboration between heart failure and palliative care teams

(Kavalieratos et al. 2017; Lewin & Schaefer 2017; Sobanski et al. 2020) with

evidence suggesting positive outcomes for patients (Johnson et al. 2012; Talabani et

al. 2017).
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Patients living with heart failure are as likely as those with advanced cancer to

experience distressing symptoms, and yet they account for only 4% of specialist

palliative care workload in the UK (Hospice UK 2017). In Europe only 7% of heart

failure patients, compared to >50% of cancer patients have their palliative care

needs recognised and as few as <1% die in hospices with heart failure as their

primary diagnosis (Sobanski et al. 2020).

This underuse of hospice care for people with Heart Failure is consistent across

many high-income countries even where hospice and palliative care programmes

are well developed. There appears to be a lack of understanding of the spectrum of

palliative care services and what the palliative care needs of this patient group are.

This results from unpredictable disease trajectories, difficulties with prognostication

as well as discomfort with palliative care from cardiac specialists and lack of

knowledge about heart failure for hospice staff (Cross et al. 2019).

This places a considerable physical and emotional burden on patients and their

informal caregivers who are ‘living with heart failure’ but lack the benefit of specialist

palliative care input (Dionne-Odom et al. 2017). How patients with heart failure and

their informal caregivers identify and manage symptoms is an important contribution

to both patient and caregiver outcomes (Lee et al. 2017). Studies have identified the

role of the patient-informal caregiver dyad is key in the management of heart failure,

hospital admissions and quality of life (Lee et al. 2017; Hooker et al. 2018; Lyons et

al. 2020).
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The aim of this study was to evaluate a hospice-based programme of education and

support for people diagnosed with heart failure and their informal caregivers. The

programme was designed and delivered in the UK hospice by multi-professional

clinical and education specialists in Heart Failure and Palliative Care.

Methods

This study employed an inductive qualitative approach informed by

phenomenological principles with a focus on the direct experiences of patients and

their caregivers. National ethical approval was obtained (17/SW/0267) and the study

conformed to the principles outlined in the Declaration of Helsinki (World Medical

Association, 2013). The study is reported here in line with the COREQ reporting

guidelines (Tong et al. 2007)

Intervention

An 8-week support and education intervention programme for both patients and

informal caregivers was developed to engage people at any stage of their heart

failure journey. It was delivered in a day hospice environment on the site of a

regional hospital that provides specialist palliative care to a mixed urban and rural

community. It was designed to enable all participants to experience the education

together and with space within the weekly schedule to explore areas separately,

further acting as support provision for both patients and informal caregivers. The

design was based upon pilot work conducted at another local hospice (Walthall et al.

2020) that was then developed further by specialist heart failure and palliative care

staff to include informal caregivers using the pilot study evaluations.

The programme consisted of 8 weekly sessions each lasting three hours. It was

delivered by specialist palliative care nursing staff, a Consultant Nurse in Heart

5



Failure, specialist Physiotherapy, Occupational, Art and Music Therapists and a lay

expert with personal experience of caring for a relative with advanced heart failure.

Each week’s session consisted of informal introductions, followed by an hour-long

education presentation delivered by different members of the team. After a short

break, patients and family caregivers split into separate groups. The patients

engaged in a physical exercise activity led by specialist therapists. These low-impact

activities were designed to accommodate the abilities of all participants so everyone

could participate. At the same time, the family caregivers engaged in a group

discussion session facilitated by the lay expert covering shared experiences and

ways of managing daily life. The week’s session concluded with a relaxation activity,

a general discussion and the opportunity to have any questions answered. The

timetable is shown in Figure 1.

Participant Selection and Recruitment

The study employed a purposive sampling approach. The inclusion criteria required

that participants had a confirmed diagnosis of heart failure and be able to engage

(based on cognitive and language ability) with an education and support programme

delivered in English. Potential participants were identified by specialist Heart Failure

nurses working in both inpatient and community teams from an ongoing review of

their caseloads. The research was discussed with potential participants and their

contact details were forwarded to the Project manager if they were interested in

taking part. Potential participants were then sent a research pack containing the

programme and study information, a consent form and a reply slip. One follow-up

contact was made with non-respondents. At the first session, each participant was

met by a member of the research team to review the study details and gain informed

consent.
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Data Collection

At the completion of the programme, evaluations from both patients and informal

caregivers were sought. Separate focus groups for patients and caregivers were

conducted by two female and one male member of the research team as part of the

final session.  Those facilitating the focus groups had no input into programme

delivery although they had previous clinical and research experience in cardiac and

palliative care settings.  The focus groups were conducted using a topic guide, (See

Figure 2) developed from the pilot study (Walthall et al. 2020) and designed to elicit

participants’ views of the content and length of the programme; the suitability of

using a hospice environment; the reported outcomes of the programme and their

recommendations. Each lasted between 35 and 65 minutes and were recorded using

a digital audio recorder.

Data Analysis

Audio recordings were transcribed and analysed using a six-stage thematic

approach (Braun & Clarke 2006). This proceeded upon completion of the final focus

groups to ensure the entire data set was considered. Transcripts were read and

coded independently by three researchers. Inductive coding was undertaken and

common threads were identified from the grouped phrases within the data. The

researchers reviewed the 48 patient codes and 69 caregiver codes (See Tables 1 &

2) to identify provisional themes, then collectively reviewed these, and through an

iterative process came to an agreement regarding the final themes and sub-themes.

Data analysis meetings were also attended by the lay expert to enhance credibility,

dependability and authenticity of the data interpretation.

Results
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The programme was delivered five times between January 2018 and March 2019 to

groups of between 8 and 12 people. Over the 18 months of the project, 137 patients

and 138 caregivers were invited to attend the self-management programme. Of

these, 24 patients and 15 caregivers agreed to participate giving an acceptance rate

of 18% and 11% respectively.  Not all patient participants had a caregiver whilst

others felt that it was unnecessary for their caregiver to attend. Of the caregivers

who did attend, 14 were spouse/partner and 1 was a daughter.

Ten focus groups were undertaken (5 patients and 5 informal caregivers).  Not all of

those who participated in the programme were involved in the focus groups as some

missed the final session (n=16) and so the total number involved in the data

collection was 23 (13 patients and 10 caregivers). All but two of those in the patient

focus groups were male and white British while all but one of the participants in the

caregiver group were female and white British. Twenty-one of the patients were in

their 70's and 80's with two in their 50's and one in their 40’s. The caregiver group

participants tended to be slightly younger.

All participants reported having benefited from undertaking the programme but

analysis of the data sought to establish in what ways they had benefited and how

this might have differed between the two groups. While some personal preferences

were reported, no aspects were deemed ‘unnecessary’. The key themes and how

they emerged from the qualitative analysis are presented in tables 1 & 2 along with

the data codes. This paper presents the themes from both sets of collated focus

group data.

Patients Focus Groups:

Importance of Knowledge

8



A clear message from participants was a thirst for knowledge, feeling they needed to

know more about the heart failure journey including how and why they experienced

typical symptoms.  All the patient participants found the taught elements to be useful,

gaining a lot of information and knowledge on a weekly basis. They valued learning

and sharing details about the nature of heart failure, anticipatory symptoms and

details about medication. They also enjoyed learning together and the sharing of

experiences with other people with heart failure.

“I enjoyed it all…..but I think for us, it’s been really good having people around

in the same situation as us….” (Patient Focus Group 1)

“ this certainly allays a lot of fears you know. And it’s just so good, it’s good for

you to talk to other people in similar, with similar problems.  And certainly, the

knowledge of the people that are running the course is probably better than

most of the GPs that you see.” (Patient Focus Group 3)

The importance of knowledge to understand and manage heart failure symptoms

was clearly evident in the data. Experiences were understood anew in light of details

about the nature and impact of heart failure.

Support and Communication

Participants openly discussed the importance of talking and sharing experiences. 

This peer support was seen as a significant benefit as participants could establish

the degree of similarity and difference, but also felt a sense of freedom to put their

experiences into words.  They acknowledged the caregiver’s role in their journey and

their specific needs.  Furthermore, the separate sessions for caregivers and patients

in the programme were seen as key by patients. They felt it was important for
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caregivers to have an opportunity to talk with others who understood their

circumstances.

“Well meeting other people as well.  You always think it’s just you and it’s a bit like

[name]…. I was interested by talking to [name] I didn’t know that, you know, so it’s

something I learnt.” (Patient Focus Group 2)

“She [Caregiver] was glad she came along and went through it with me as well like,

you know, because there’s some things she has to help me with because I can’t do it

myself now.” (Patient Focus Group5)

Gateway to Resources

Participants commented on the positive reality of the hospice environment and the

additional support available to them.  They expressed feeling comfortable and safe in

the hospice and felt the programme offered an additional channel for accessing

professional knowledge.

“ I think [the hospice]’s probably an excellent choice.  The atmosphere of the

place is calm, nothing, nobody rushes around here.”  (Patient Focus Group 3)

While the general environment was positively evaluated, the practicality of accessing

facilities on a hospital site was not without difficulties. Issues related to transport

(provided where requested) and parking did affect the overall impression of the

programme experience.

Some participants felt there was scope for more explicit psychological support in the

form of counselling.

“ I feel that there’s a major bit lacking in counselling…it’s different when you

have an illness, do you know what I mean?  Maybe if there was a little bit
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more group therapy, where we could talk about maybe how we feel.”  (Patient

Focus Group 2)

‘Living with’ Heart Failure

Participants were able to consider their own mortality and the realities of having

advanced heart failure.  They discussed feeling out of control, fearing for the future,

and fear of dying, but could also see it was possible to live with heart failure and

appreciate hope for the future.

“I suppose the biggest thing that it’s done for me, is it’s told me what to watch

for…I’ve been in denial for a long time, I still don’t believe it…. So that, so it

[the programme] hasn’t altered my behaviour but it’s altered my thinking.”

(Patient Focus Group 1)

There was a shift in focus during the programme from the past and their individual

‘heart failure journey’ to the future and possibilities.  Participants felt the programme

gave them a sense of acceptance informed by focusing on the future.

“I think it’s been brilliant….I’m going away knowing people with it are living

happily and I can carry on, well hopefully carry on the same as they’ve been

doing, with much more knowledge now.”  (Patient Focus Group 4)

  

Caregivers Focus Groups:

Becoming Stronger

Caregivers described becoming mentally and emotionally stronger after attending

the programme. They found it had helped them feel emotionally-supported and saw

the benefits of talking things through with other caregivers. Participants
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acknowledged the caregiver role was often taken on reluctantly and came with a

sense of burden and apprehension.  However, following the programme they felt

more relaxed, had increased confidence in caring for someone with heart failure and

recognised an overall improvement in their own well-being.

“I think a lot of us were very broken when we arrived at the beginning of the

course and I think… we’re a lot stronger, that we have shared experiences

and we can support each other. We’ve learnt, we’ve grown, we’ve become

stronger, we’ve talked about things that we’ve internalised inside us, these big

evil subjects we haven’t wanted to talk about” (Caregiver Focus Group 1) 

“You only feel buoyed up when you’re here because you’re all like-minded, all

in the same boat” (Caregiver Focus Group 2)

Caregivers valued having their contribution in the care of their loved one

acknowledged. They reported receiving minimal support in this role and having

contact with others experiencing similar challenges was seen as a positive way

forward.

Altered Outcome for the Future

Caregivers felt the course enabled them to build support networks for both

themselves and their loved ones.  They felt more able to have open conversations

with their loved ones, felt less afraid of the future, less fearful of death and less

alone. Most caregivers noticed this led to improvements in relationships with their

loved ones.   

“We’re happier at home… we’re a tiny bit more relaxed. It’s improved home

life, it’s like a little light’s gone on at home again” (Caregiver Focus Group1)
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“For us, it was good to do it together…it came at the right time for us…we’d

just kind of build ourselves back up” (Caregiver Focus Group 4)

Caregivers reported they were now able to engage in honest conversations. They

reported they had overcome some of the preconceptions of the hospice and the

environment provided a safe space to talk and this was continued at home.

Connection through Knowledge

Caregivers emphasised how a greater understanding of heart failure had improved

their resilience and confidence. The programme had enabled them to increase their

knowledge of the condition, better understand symptoms, learn new tips and help

them cope better during times of uncertainty.  The programme gave an opportunity to

learn alongside their loved ones, to know what they were experiencing and why,

which helped the caregivers in their role.

“It was really enlightening, especially the breathing it’s helped my husband a

lot.  You know, when [name]’s coming out of breath, I remind him, breathe,

breathe, breathe, and it’s very, very useful to know these little tips because

otherwise we wouldn’t have known” (Caregiver Focus Group 3)

“It’s complemented and underpinned a lot of things that are happening

medically, and it’s sort of put it in context and helped you understand it a bit

more” (Caregiver Focus Group 5)

Discussion

This study demonstrates the potential for a hospice-based education and support

programme for those living with heart failure that includes both patients and their
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caregivers. The findings of the study suggested all participants valued the increased

level of knowledge related to the nature and impact of heart failure. Adequate and

accurate knowledge is a necessary antecedent for effective self-care of long term

conditions and especially among those living with heart failure (Riegel et al. 2011).

However, there do remain considerable misconceptions about the disease trajectory,

not least because of the connotations of ‘failure’ and imminent decline (Ivynian et al.

2019). Our study sought to evaluate the effects of a programme covering a range of

topics focussed on ‘learning about’ in order to ‘live with’ Heart Failure and sought to

address many of these misconceptions in group discussions. While we did not set

out to measure the degree of knowledge acquisition, evidence suggests that

disease-specific outpatient-based multidisciplinary programmes like ours can

produce durable and more accurate knowledge that supports and educates Heart

Failure patients (Róin et al. 2019).

As well as the patient participants, caregivers also reported the significance of

increased knowledge of heart failure rather than simply becoming expert by

experience (Noonan et al. 2018). This provides caregivers with a greater sense of

confidence in how they could support their loved ones and has the potential to

ameliorate their uncertainty. It was our experience that new knowledge acquired

throughout the programme helped to provide explanations and connections between

caregivers' experiences and how they supported their loved ones with heart failure.

However, it is important to acknowledge that, in their journey to becoming more

expert, caregivers are likely to require ongoing relationships with professionals and

others in similar circumstances rather than through simple, standalone interventions.
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Our evaluation sought to establish the extent to which the programme's format

helped to address some of the unmet needs of patients and caregivers. Providing

opportunities for education and support which involved both groups, as well as

offering a safe space to discuss the unique experiences of their role and position

proved very effective. Both groups appreciated the opportunity to verbalise their

experiences to an audience who understood what this involved at a practical level.

Fear, social isolation and a perceived loss of control are common among patients

with heart failure (Bidwell et al. 2017), topics that were addressed as part of the

programme and plenary discussions. Similarly, caregivers increasingly become

isolated as their loved one’s mobility, functional ability and confidence declines and

their care responsibilities increase (Dionne-Odom et al. 2017). Support and

education formats that encourage regular social contact may help to address these

issues providing a forum for the establishment of emotional and social support that

are positively associated with confidence, management and could help alleviate

caregiver burden (Fivecoat et al. 2018). The transactional relationship between

patient and caregiver and the impact this has on heart failure self-management and

self-care suggests that clinicians should pay more attention to the experiences of the

patient/caregiver dyad in the future (Kim et al. 2020).

While evaluating the programme, we wished to establish the suitability of a Hospice

Day Services environment as a particular venue for such an initiative. Myths and

preconceptions about Hospice abound (Davison et al. 2016; McIlfatrick et al. 2021)

driven by a social stigma that referral to a hospice is an implicit statement of poor
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prognosis. Recent evidence would suggest this acts as a powerful barrier to the

utilisation of palliative care services (Shen & Wellman 2019) at a time when greater

integration of specialist palliative care and heart failure teams is being recommended

(Johnson 2018). Interestingly, there were no expressions of these concerns or

anxieties from the research participants about the hospice which is on the site of a

well-known local hospital. Rather, they saw the programme and the environment as

a Gateway to Resources, providing access to knowledgeable specialists in a setting

that promoted candid discussions about managing the future. The setting provided

an opportunity for participants to engage with a hospice environment earlier in their

disease trajectory, enabling staff to demystify some of the misconceptions with the

hope that future contact would be more likely and less anxiety-provoking. The

increasing demand for specialist palliative care input for those living with

non-malignant long term conditions and the growth of dedicated palliative care units

staffed by professionals with the necessary communication skills means greater

potential for this type of initiative.

The data for this study were collected before the global COVID-19 pandemic and our

findings need to be re-evaluated in light of how future education and support

programmes may develop. There is already considerable growth in e-health

initiatives, telemedicine consultations and the use of remote monitoring. While these

home-based initiatives have a number of advantages, they limit the ability of patients

with heart failure to receive support and companionship from others who have

shared experiences. Many patients’ early heart failure journeys are typified by

hospital admission following an acute deterioration, discharge and clinic follow-up.

This means the ideal location and timing for future planning conversations that are
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‘quiet, non-clinical [and] at a time when the patient is stable and well enough to

participate’ is often hard to achieve (Denvir et al. 2014, p2). The hospice

environment has the potential to provide exactly this sort of environment as well as

access to knowledgeable and experienced staff who are able to empower patients

and their families. While the development of future initiatives will need to consider

the risks of vulnerable people coming into close proximity with each other, the value

of this for peer support must also be acknowledged.

With a greater understanding of integrated models of care and clearer policy around

these, there is a need to change the ways in which patients who are living with heart

failure, and their caregivers, are engaged (Jaarsma et al. 2009). We suggest there is

a need to adopt a comprehensive model of care for heart failure that is responsive to

the ongoing challenges of living with an unpredictable chronic illness (Hupcey et al.

2009) based on the principles of integration rather than a replacement (Gelfman et

al. 2017) of clinical specialities. The Living Well with Heart Failure programme

supplemented the existing care provided by a specialist cardiologist, heart failure

nurse specialists and palliative care teams. It resulted in outcomes for patients and

caregivers that focused on additional forms of knowledge and social support. As a

model, the programme has the potential to form the basis for interventions targeted

at people living with a variety of long term conditions,  where enhancing education,

support and future planning are particularly challenging.

This study has demonstrated the potential of a Hospice-based education and

support programme to positively influence the experiences of both those living with
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heart failure and their caregivers.  It was provided by specialists in heart failure and

palliative care working together to address the anticipated and evolving needs of

participants. While the programme demonstrated significant potential, the

interpretation of our findings must be considered in light of the limitations. Uptake

rates were low (18% patients and 11% caregivers) and the reasons for this were not

clear. Any further programme developments will require a better understanding of the

factors that encourage or discourage participation. The patient participants were

predominantly male, the caregiver participants were predominantly female and

cultural diversity was limited. It is unclear what impact this lack of diversity had on

the responses provided in the study, and whether a greater mix of male and female

participants in the study may have elicited significantly different responses.

In summary, the programme addressed issues of education and support for patients

and caregivers living with heart failure. Patients gained access to both professional

knowledge and the experiences of others in similar circumstances which were

positively evaluated and reported that the hospice environment offered a suitable

venue. Informal caregivers reported feeling calmer and more confident and less

fearful of what lay ahead due to an increased understanding of heart failure and

access to peer support. The size of the study limits the extent to which these

outcomes can be quantified, however, as a model for the development of

increasingly integrated education and support for those with advanced long term

conditions, the Living Well with Heart Failure programme shows considerable

potential.

Acknowledgements

18



This project was funded by a grant from Hospice UK.

References

Bidwell J, Higgins M, Reilly C, Clark P, Dunbar S. 2017. Shared heart failure
knowledge and self-care outcomes in patient-caregiver dyads. Heart & Lung : the
journal of critical care.47(1):32–39.

Braun V,  Clarke V. 2006. Using thematic analysis in psychology. Qualitative
Research in Psychology. 3(2):77-101.

Conrad N, Judge A, Tran J, Mohseni H, Hedgecott D, Crespillo AP, Allison M,
Hemingway H, Cleland JG, McMurray J, Rahimi K. 2018. Temporal trends and
patterns in heart failure incidence: a population-based study of 4 million
individuals. Lancet. 391(10120):572–580.

Cross SH, Kamal AH, Taylor DH Jr, Warraich HJ 2019. Hospice Use Among Patients
with Heart Failure. Cardiac Failure Review.5(2):93–98.

Davison S, Jhangri G, Koffman J. 2016. Knowledge of and attitudes towards
palliative care and hospice services among patients with advanced chronic kidney
disease. BMJ Supportive & Palliative Care.6:66-74.

Denvir, M, Highet G, Robertson S, Cudmore S, Reid J, Ness A, Hogg K, Weir C,
Murray S, Boyd K. 2014. Future Care Planning for patients approaching end-of-life
with advanced heart disease: an interview study with patients, carers and healthcare
professionals exploring the content, rationale and design of a randomised clinical
trial. BMJ Open. e005021. doi: 10.1136/bmjopen-2014-005021

Dionne-Odom NJ, Hooker SA, Bekelman D, Ejem D, McGhan G, Kitko L, Strömberg
A, Wells R, Astin M, Metin ZG, Mancarella G, Pamboukian SV, Evangelista L, Buck
HG, Bakitas MA, IMPACT-HF National Workgroup. 2017. Family caregiving for
persons with heart failure at the intersection of heart failure and palliative care: a
state-of-the-science review. Heart Failure Reviews.22(5):543–557.

Fivecoat HC, Sayers SL,  Riegel B. 2018. Social support predicts self-care
confidence in patients with heart failure. European Journal of Cardiovascular
Nursing.17(7):598–604.

Gelfman LP, Bakitas M, Warner Stevenson L, Kirkpatrick J, Goldstein N. on behalf of
the Improving Palliative Care for Patients with Heart Failure and Their Families
(IMPACT-HF2) Working Group. 2017). The State of the Science on Integrating
Palliative Care in Heart Failure. Journal of Palliative Medicine.20(6):592-603.

Hooker S, Schmiege S,Trivedi R, Amoyal N & Bekelman D. 2018. Mutuality and
heart failure self-care in patients and their informal caregivers. European Journal of
Cardiovascular Nursing.17(2):102–113.

19



Hospice UK. 2017. Heart failure and hospice care. How to make a difference.
Hospice UK, London. Available from:
https://www.hospiceuk.org/docs/default-source/What-We-Offer/Care-Support-Progra
mmes/heart-failure-and-hospice-care_web.pdf?sfvrsn=2

Hupcey J, Penrod J, Fenstermacher K. 2009. A model of palliative care for heart
failure. American Journal of  Hospice and Palliative Care.26(5):399-404.

Ivynian SE, Ferguson C, Davidson PM. 2019. Time to re-think the terminology of
heart failure? European Journal of Cardiovascular Nursing.18(8):648-650.
doi:10.1177/1474515119874538

Jaarsma T, Beattie JM, Ryder M, Rutten FH, McDonag, T, Mohacsi P, Murray SA,
Grodzicki T, Bergh I, Metra M, Ekman I, Angermann C, Leventhal M, Pitsis A, Anker
SD, Gavazzi A, Ponikowski P, Dickstein K, Delacretaz E, Blue L, Strasser F, McMurry
J. 2009. Palliative care in heart failure: a position statement from the palliative care
workshop of the Heart Failure Association of the European Society of Cardiology.
European Journal of Heart Failure.11(5):433–443.

Johnson MJ. 2018. ‘Heart failure and palliative care: Time for action’, Palliative
Medicine. doi: 10.1177/0269216318804456

Johnson MJ, Nunn A, Hawkes T, Stockdale S,  Daley A. 2012. Planning for end of
life care in people with heart failure: experience of two integrated
cardiology-palliative care teams. British Journal of Cardiology.19(2):71-5.

Kavalieratos D, Gelfman LP, Tycon LE, Riegel B, Bekelman DB, Ikejiani DZ,
Goldstein N, Kimmel SE, Bakitas MA, Arnold RM. 2017. Palliative Care in Heart
Failure: Rationale, Evidence, and Future Priorities. Journal of the American College
of Cardiology. 70(15):1919–1930.

Kim, J, Risbud R, Gray C, Banerjee D, Trivedi R. 2020. The Dyadic Experience of
Managing Heart Failure. The Journal of Cardiovascular Nursing.35(1):12-18 doi:
10.1097/JCN.0000000000000605

Lee C, Mudd J, Auld J, Gelow J, Hiatti S, Chiens C, Bidwell J, Lyons K. 2017.
Patterns, relevance and predictors of heart failure dyadic symptom appraisal.
European Journal of Cardiovascular Nursing.16(7):595–604.

Lewin W, Schaefer K. 2017. Integrating palliative care into routine care of patients
with heart failure: models for clinical collaboration. Heart failure reviews. 22(5):
517–524. https://doi.org/10.1007/s10741-017-9599-2

Lyons, K, Sadowski T, Lee C. 2020. The role of concealment and
relationship quality on patient hospitalizations, care strain and depressive symptoms
in heart failure dyads. European Journal of Cardiovascular Nursing.19(2):118-124.

McIlfatrick S, Slater P, Beck E, Bamidele O, McCloskey S, Carr K, Muldrew D,
Hanna-Trainor L Hasson F. 2012. Examining public knowledge, attitudes and

20



perceptions towards palliative care: a mixed method sequential study. BMC Palliat
Care.20:44 https://doi.org/10.1186/s12904-021-00730-5

NICOR. National Heart Failure Audit 2022 Summary Report (2020/21 data).
Available from
https://www.nicor.org.uk/wp-content/uploads/2022/06/NHFA-DOC-2022-FINAL.pdf

Noonan MC, Wingham J, Taylor RS. 2018. ’Who Cares?' The experiences of
caregivers of adults living with heart failure, chronic obstructive pulmonary disease
and coronary artery disease: a mixed methods systematic review BMJ Open.8,
e020927. doi: 10.1136/bmjopen-2017-020927

Riegel B, Lee C, Dickson V. 2011. Self care in patients with chronic heart
failure. Nature Reviews Cardiology.8: 644–654.
https://doi.org/10.1038/nrcardio.2011.95

Róin T, Lakjuni KÁ, Kyhl K, Thomsen J, Veyhe AS, Róin Á, Jan R, Marin S. 2019.
Knowledge about heart failure and self-care persists following outpatient
programme- a prospective cohort study from the Faroe Islands. International journal
of circumpolar health.78(1):1653139.
https://doi.org/10.1080/22423982.2019.1653139

Savarese G, Lund LH. 2017. Global Public Health Burden of Heart Failure. Cardiac
Failure Review. 3(1):7-11.

Shen MJ, Wellman JD. 2019. Evidence of palliative care stigma: The role of negative
stereotypes in preventing willingness to use palliative care. Palliative and Supportive
Care.17(4):374-380. doi:10.1017/S1478951518000834

Sobanski P, lt-Epping B, Currow D, Goodlin S, Grodzicki T, Hogg K, Janssen D,
Johnson M, Krajnik M, Leget C, Martı´nez-Selle´s M, Moroni M, Mueller P, Ryder M,
Simon S, Stowe E & Larkin P. (2020). Palliative care for people living with heart
failure: European Association for Palliative Care Task Force expert position
statement. Cardiovascular Research.116:12–27. doi:10.1093/cvr/cvz200.

Stockdill ML, Patrician PA, Bakitas M. 2019. Understanding and Measuring Symptom
Burden in Heart Failure: A Concept Analysis. Western Journal of Nursing Research.
41(10):1423–1447. https://doi.org/10.1177/0193945919833710

Talabani N, Ängerud KH, Boman K, Brännström M. 2017. Patients' experiences of
person-centred integrated heart failure care and palliative care at home: an interview
study. BMJ Supportive and Palliative Care.10(1):e9. doi:
10.1136/bmjspcare-2016-001226.

Tong A, Sainsbury P, Craig J. 2007. Consolidated criteria for reporting qualitative
research (COREQ): a 32-item checklist for interviews and focus groups. International
Journal for Quality in Health Care.19(6):349 – 357.

21

https://doi.org/10.1038/nrcardio.2011.95
https://doi.org/10.1080/22423982.2019.1653139
https://doi.org/10.1177/0193945919833710


Walthall H, Roberts C, Butcher D, Schutz S. 2020. Patients' experiences of attending
an adapted cardiac rehabilitation programme for heart failure in a day hospice.
International Journal of Palliative Nursing.26(6):292-300.

World Medical Association (2013). World Medical Association Declaration of
Helsinki: ethical principles for medical research involving human subjects. JAMA,
310(20), 2191–2194. https://doi.org/10.1001/jama.2013.281053

Tables and Figures

Sessions
Week 1 What is Heart Failure?
Week 2 Managing stress and anxiety
Week 3 Managing breathlessness
Week 4 Keeping moving
Week 5 Nutrition and wellbeing
Week 6 How well do you sleep?
Week 7 Living with uncertainty
Week 8 Wellbeing and on-going support

Figure 1: Living Well with Heart Failure programme topic structure

Focus Group Guide:

The facilitator will ask the participants to discuss their experiences of the 8-week
programme of support and education for patients diagnosed with heart failure and
their informal caregiver in a day hospice.

The topics of interest are:
● the content of the programme
● the length of the programme
● its delivery in a hospice environment
● how they felt they benefited from the programme
● how it could be improved
● whether or not they would recommend it to others and why
● whether or not the programme has altered how heart failure is now

managed at home
● what was the legacy of this programme for you?

Figure 2: Focus group guide

Table 1. Summary of themes and subthemes - Patient focus groups
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Patient themes Sub-themes Codes

Importance of
Knowledge

● Managing
symptoms
effectively

● Heart failure quest

Learnt a lot, delivery, content,
expectations, anticipatory symptom
management, useful, course
language, sharing of knowledge,
heart failure knowledge, enjoyed
exercises, learning style, desire for
knowledge, less anxious,
confident, lack of medication
knowledge, thirst for knowledge,
balance of information

Support and
Communication

● Importance of
talking

● Acknowledging the
caregiver’s needs

● Sharing of
experiences

Peer support, express symptoms,
communication caregiver and
patient, partnership journey,
separate sessions, ongoing peer
support, group communication,
meeting others, talking good,
caregivers needs

Gateway to
Resources

● The environment
● Access to provision

Additional support, organised,
routine, loss of continuity, safety,
comfortable, timing, lack of
psychological support, length of
course, practicalities of getting to
course, positive reality of hospice,
appreciation of professional
knowledge

Living with Heart
Failure

● Acceptance of
condition

● What does the
future hold?

Facing own mortality,
self-management,
acknowledgment of symptoms,
loss of control, fearing of dying,
future tense, future hope, heart
failure journey, possible to live
with, acceptance of realisation.

Table 2. Summary of themes and subthemes - Caregiver focus groups

Caregiver themes Sub-themes Codes

Becoming Stronger ● Psychological support
● Support for symptom

management
● Need for caregiver

support

Calmer, changed at home, more
relaxed, signs to look for, carers
learning from each other, same for
all, less anxious, peer support,
needed extra support, sharing of
experiences, manage symptoms,
burden of caregiver, reluctance of
caregiver role, apprehension,
importance of caregiver managing,
support and focus, experienced
caregiver, timing, caregiver
sessions, improved relaxation,
increased confidence, improved
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well-being, emotionally broken,
sharing, emotionally stronger,
mentally stronger, opening up,
support, mental and physical
well-being, managing situations

Altered Outcome for
the Future

● Building support
networks

● Dynamics of personal
relationships

● Less fearful of heart
failure journey

Honest conversations, importance
of communication, building trust,
developing relationships, meet
people, hospice environment, no
network, no longer alone, staying
in touch, post course provision,
beginning to relax, less anxious,
hospice peaceful, hospice
misconceptions, talking things
through, impact of the course,
realisation of journey, lack of peer
support reassurance, honest with
each other, improved
communication with each other,
safe environment, patient
contribution, less fearful of death

Connection through
Knowledge

● Knowing about heart
failure

● Consequence of new
knowledge

Course structure, course content,
length, knowledge of condition,
knowledge of heart failure, coping
better, clarity of condition, don’t
know, learning tips, terminology,
understanding symptoms, patient
contribution, delivery
understandable, take away
resources, confidence, relevance
of content, shared with family,
patient and carer learning together,
group size, learnt new things.
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