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Terminology 

The terms below are used throughout this report to mean the following:  
  
Family - refers to family members, friends and carers of people with substance use and 
end of life (EOL) issues.  
 
HSCPs – refers to health and social care practitioners. 
 
Relative - refers to the person with experience of substance use problems and end of life 
care needs – most commonly this is a family member, but in five cases it denotes a friend. 
 
Interviewee/Participant – are used interchangeably to refer to the family members taking 
part in our interviews. In some instances, the term ‘participant’ could be misconstrued as 
meaning person receiving care, so for clarity we have used ‘interviewee’ although 
‘participant’ is our preferred description for the people contributing to this research. 
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Executive Summary 

1. This report presents findings from semi-structured interviews with 18 participants who 
described end of life care for their relatives.  

2. Our findings centre on two main themes: family experiences of their relative’s end of 
life (EOL) care and families’ needs for support in their own right. 

3. Family reflections on their relative’s care  
▪ People with substance problems are often reluctant to engage with health and 

social care services and do not readily identify their substance use as being 
problematic.  

▪ This results in them presenting late for healthcare, which, combined with the 
unpredictable nature of many complex health conditions (particularly alcohol-
related organ failure), inhibits end of life care planning and access to palliative 
care.  

▪ The provision of effective EOL care requires more direct health and social care 
practitioner (HSCP) communication about substance use and premature 
mortality. In situations where relatives have delegated care decisions to their 
families, or they are too incapacitated to make decisions for themselves, HSCPs 
need to be confident to have frank and empathetic conversations with families.  

4. Family need for support in their own right 
▪ Families caring for a relative with substance problems are likely to experience 

long-term emotional strain, but may not be aware of their own support needs – 
either before or after their relative’s death.  

▪ Families often feel unsupported, unsure of how best to deal with their relative 
and are vulnerable to the negative judgements of others.  

▪ Families need explicit empathy from HSCPs, along with sustained encouragement 
to seek specialist support for their own sakes – to address feelings of stigma, 
overcome the trauma of substance-related bereavement and minimise the 
possible transmission of substance use or other emotional health difficulties 
across the generations. 

5. Families often gradually take on expanded caring responsibilities for relatives with 
substance problems – whether due the regularity of their intoxication; their 
depression and poor self-care; their desire not to engage with services; their 
deteriorating health or their compromised mental capacity.   

6. High levels of strain, frustration, anger, shame and stigma exist within many families of 
people with substance use problems, which, alongside a lack of medical knowledge 
and absence of any support, may impede them from providing good informal care. 
They are likely to need formal support to provide and/or coordinate care. 

7. Families may either be unaware of potential sources of help or, having had negative 
experiences of seeking help in the past, may have taken the decision to ‘soldier on’ 
alone. As a result, formal help seeking is likely to take place very late in their relative’s 
deteriorating health trajectory – often when the relative is close to death, or even 
after death.  

8. The provision of compassionate formal support that focusses specifically on the needs 
of the wider family/informal caring network is crucial - to help them both maximise 
the care they can provide to their relative and receive the help they will need to 
minimise the traumatic effects on themselves of bereavement through substance use.   
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9. Five broad recommendations have been identified for improving family experiences of 
end of life care for people with alcohol and drug use problems:  
i. Acknowledgement of the need for family support in caring for a relative at end of 

life with substance problems and the development of policy, service 
commissioning and practice responses to meet this need; 

ii. Proactive community outreach and hospital in-reach service delivery models to 
foster family (and their relative’s) engagement with substance use services;  

iii. Strengthened communication between HSCPs and family members around end of 
life, unpredictable health trajectories and associated uncertainties; 

iv. Equal access to the best possible end of life experience for all people; and  
v. Provision of dedicated bereavement support for families of people with 

substance use problems.  
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1. Introduction 

 
The programme of research on End of Life Care for People with Alcohol and Other Drug 
Problems (funded by the Big Lottery Fund) has six strands.  
 
This strand focusses on family, friends and carers and has two components:  
 

1. Secondary analysis of qualitative data from an existing ESRC study exploring the 
experiences of family members and friends bereaved through substance use 
(BTSU). This has been reported elsewhere (Wright et al., 2017).  

2. Qualitative analysis of 16 new interviews with 18 participants who described 
EOL care for 16 individuals in total.  This is the focus of this report.      

 
This is the second report presenting findings from our family focussed research. It has two 
overarching aims: 1) to explore how families, friends and carers of individuals with 
problematic substance use experience their relative’s /friend’s end of life; and 2) to 
examine the extent to which services recognised or responded to the needs of both 
families and their relatives.  To operationalise these aims, this strand has the following 
specific objectives: 
 

A. Document family experiences of their relative’s contact with substance use and 
EOL services.  

B. Explore the role of the family in providing unpaid and informal care in supporting 
people with substance problems towards the end of their lives and understand the 
families’ support needs in their own right.  

C. To record the challenges and good practice that families encountered in accessing 
formal support, both for their relative and for themselves. 

 
This report has seven main sections that cover: background research, methodology, three 
findings sections, a discussion and conclusion/recommendations. The background sets the 
scene and provides an overview of the existing relevant literature on families’ experiences 
of substance use and EOL.  The methodology section summarises the recruitment of 
research participants, the completion of the interviews and their analysis.  The findings 
section has three parts: a summary of key demographics for both participants and the 
relatives whose EOL care experiences they are describing (as well as presenting the 
evolution of our coding work), and presentation of the two broad themes that emerged 
from the analysis, namely: participants’ reflections on their relative’s care, and family 
support needs. These themes are illustrated with verbatim excerpts from the interviews.  
The discussion section examines the key themes within these findings with reference to 
the wider academic literature, and the final section of the report presents conclusions and 
recommendations for future policy, practice and research. 
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2. Background 

It is extremely difficult to estimate the scale of need for EOL care among people with 
alcohol or other drug problems (Webb et al, 2017). It is also difficult to estimate the 
number of family members supporting their relatives at the end of their lives as no data 
are currently available. However, we know that 199,339 adults sought treatment for drug 
use in England during 2016-17 (Public Health England, 2017) and it is estimated that at 
least 1.5 million adults in the UK are affected by a relative’s drug use (UK Drug Policy 
Commission, 2009).  A proportion of these affected adults are highly likely to be caring for 
a relative at the end of their life. For alcohol, the lack of clarity over what constitutes 
‘problem drinking’, combined with reliance on either self-reported surveys or alcohol 
treatment data, substantially underestimates the scale of the issue (Parliamentary Office 
for Science and Technology 2018; Goddard, 2001). However, recent statistical modelling 
work suggests that there are 595,131 adults with alcohol dependence in England1, with 
between 189,000 and 208,000 children living with at least one alcohol dependent adult 
(Pryce et al., 2017). In 2016, 15,500 children in England lived with an adult receiving 
treatment for alcohol dependence (Children’s Commissioner for England, 20172); 
suggesting that less than 10 per cent of these parents are accessing alcohol treatment 
(ACMD, 2003). For the UK in total, estimates suggest that almost five million children 
under the age of 16 are affected by parental substance use (Manning et al., 2009). So, 
while it is impossible to quantify the number of families caring for, or affected by, a 
relative with substance problems at the end of life, such figures suggest that the number 
of family members experiencing the death of a relative with problematic substance use, 
could run into many thousands in England every year.  
 
Families of people who use substances problematically experience multiple stresses and 
strains (Orford 2012; Orford et al. 2005, Templeton, 2013) – at similar levels to the stress 
caused by chronic illness, disability, mental illness or suicidal ideation (Oreo and Ozgul 
2007; Orford et al. 2013). Problematic substance use can damage intimate relationships 
(Barnard, 2006; Orford et al., 2010), create long-term, intensifying stress, and harm the 
physical and mental wellbeing of family members (Orford et al., 2010; Ray et al., 2009; 
Valentine, 2017).  
 
Since 2000, a range of UK policies have highlighted the support needs of families with 
members who have substance problems (ACMD, 2003; Kearney et al., 2003; Cabinet 
Office, 2008; Department for Communities and Local Government, 2012; Home Office, 
2017). Such policies acknowledge the impact of caring for a relative with substance 
problems and occasionally recognise the need for them to have support in their own right. 
However, most policy attention has been paid to the impact of parental substance use 
upon children, overlooking the strain and support needs experienced by adults caring for a 
family member with a substance problem. As such, little funding has been devoted to 

                                                      
 
 
 
1 95% confidence interval ranges from 485,504 to 776,743. There is also estimated to be large variation 
across Local Authorities, ranging from 0.64% to 3.85% of the population. 
2 Reporting Public Health England and the Office for National Statistics data. 
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developing family-based support interventions (Copello and Templeton, 2012; Templeton, 
2013; Velleman, 2010).  
 
In 2012, the UK Drug Policy Commission specifically considered the needs of adult family 
members and highlighted two critical gaps in service provision: (1) primary care promotion 
of support for adult relatives, and (2) systematic assessment of family support needs by 
substance use services as people commence treatment (Copello and Templeton, 2012). 
While subsequent drug and alcohol strategies have acknowledged the impact of substance 
use upon the whole family, their focus on prevention, treatment and recovery for 
vulnerable groups (Home Office, 2017; Home Office, 2012) has failed to address the needs 
of most families whose relatives simply do not engage with substance use services. Such 
families need support to be able to understand the full impact of their relative’s substance 
use and set boundaries to their caring relationship in a way that maximises their quality of 
life while not enabling continued problematic use (Meyers and Wolfe, 2004).  This area of 
policy has also failed to acknowledge the particular experiences and needs of families of 
people with substance problems who also have a life shortening condition.   
 
Palliative care policies and guidance all explicitly identify families and carers as being 
crucially involved in an individual’s end of life care (Department of Health, 2008; 
Leadership Alliance for the Care of Dying People, 2014; National Palliative and End of Life 
Care Partnership, 2015; Virdun et al., 2015). The families of people approaching end of life 
have a significant role in ensuring that their relative receives high-quality care attuned to 
their individual needs. While these families share many of their experiences and support 
needs with other carers, they also face unique difficulties (Hudson and Payne, 2008). In 
addition to providing care and support from day-to-day, they are likely to have to 
continuously review health and social care needs and make adaptations as their relative’s 
health declines (NCPC, 2012; Payne et al., 2010). They may be involved in discussing care 
priorities with their relative, helping them to make choices and supporting them to 
communicate their end of life wishes. Guidance recognises that communication and 
coordination of the wide range of health and social care providers that may be involved in 
end of life care can be particularly time consuming, complex and frustrating for carers. 
Responsibility for decisions about end of life care (i.e., resuscitation, artificial feeding and 
the use of antibiotics) can be particularly difficult for carers if their relative lacks capacity 
to make or communicate their own choices.  
 
For all family carers of people with life-limiting conditions, family structures may be under 
strain both before diagnosis and during their subsequent care, so it is wise not to rely on 
simplistic notions of family as a mutually sustaining and supportive environment (Monroe 
and Oliviere, 2008). The challenges of caring for a dying relative are likely to weigh 
particularly heavily on families who have already experienced years of strain from their 
relative’s substance use problems, especially if relationships have fractured or broken 
down completely. Yet only the National End of Life Care programme has touched on how 
care pathways might be applied for people using substances: by providing a specific focus 
on care for people with advanced liver disease (Kendrick, 2013) – which will include many 
people with alcohol-related conditions.    
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Without good formal support, the burden of care can place heavy demands on family 
caregivers, often to the detriment of their own wellbeing (Wittenberg et al., 2017).  A 
wide range of unmet support needs relating specifically to caregiving at the end of life 
have been identified, including: psychological and emotional needs; carers’ own ill health; 
insufficient symptom management skills; limited respite time; deteriorating family 
circumstances; financial difficulties and inadequate formal support (Hudson, 2004; Payne 
and European Association for Palliative Care Taskforce, 2010). For families of people with 
substance problems, the stress of an end of life diagnosis is likely to compound years of 
prior emotional strain, including anticipatory grief (over loss of intimacy with their 
relative), as well anxiety over their possible premature death (Da Silve et al. 2007; Oreo 
and Ozgul 2007). Yet, the experiences and support needs of these families have received 
little research or policy attention.  
 
Many families with substantial caring responsibilities experience social isolation, but 
negative stereotypes about people using substances problematically can exacerbate this 
and exclude families from mainstream sources of support (Guy 2004). Stereotypes about 
people ‘addicted’ to substances can also influence perceptions of family and close friends, 
with outsiders assuming that family and friends are implicated in, or to blame for, their 
relative’s substance use (Guy 2004; Guy and Holloway 2007; Chapple et al. 2015). 
Bereavement may then take a particularly negative toll (Chapple et al. 2015). In part this 
may be because of the premature and often avoidable nature of the death (Da Silve et al. 
2007; Degenhardt et al. 2014; Nambiar et al. 2015), but also feelings of shame, self-blame 
and stigma heighten the pain of bereavement (Chapple et al. 2015; Corrigan et al. 2006; 
Feigelman et al. 2011).  
 
The concept of ‘disenfranchised grief’ (Doka 2002) has been developed to describe how 
bereaved people often feel (or receive the impression from others) that they have no right 
to grieve or receive sympathy (Guy 2004; Chapple et al. 2015). Consequently, some 
families misrepresent or avoid talking about their deceased relative in order to maintain 
more acceptable identities for themselves and their relative (Guy 2004; Feigelman et al. 
2011). The harms caused to family relationships by problematic substance use, combined 
with the frequently traumatic nature of a substance-related death, can also taint how 
bereaved people construct and remember their emotional bonds with the person who 
died (Riches and Dawson 1998; Guy 2004; Gall et al. 2014). Such ‘complicated grief’ is 
associated with increased rates of post-traumatic stress disorder and major depression 
among bereaved people (Feigelman et al. 2009, 2011; Kristensen et al. 2012). 
 

2.1  Summary 

There is very little research literature on family experiences of end of life care or 
bereavement related to substance use. While it remains impossible to quantify the 
number of families caring for, or affected by, a relative with substance problems at the 
end of life, existing estimates of alcohol/other drug use among the general population 
suggest that over eight thousand families are likely to experience the death of a relative 
with a substance problem in England every year. Families experience substantial and long-
term emotional strain in caring for relatives with substance problems, to an extent that 
harms their health and wellbeing. While the support needs of children whose parents 
have substance problems have been highlighted for many years, policy recognition of the 
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needs of adult family members has taken longer to emerge. Still it remains largely focused 
on families with a relative accessing substance use services, completely overlooking 
families where their relative denies that there is a problem or does not address it. In 
contrast, end of life care policies recognise families as having a crucial role in supporting 
their dying relative – but pay scant attention to the extra burden this places on family life 
where there is pre-existing conflict or strain (over substance use, for example). Like many 
other carers, families supporting a relative at the end of their life often experience social 
isolation and feel inadequately supported. But the addition of a relative’s substance use 
problem into that situation can exacerbate the emotional strain of end of life caring, 
resulting in an experience of bereavement that can lead to post traumatic stress disorder 
and major depression. 
 
This report seeks to make a start in building knowledge in this area and fill a clearly 
identified gap in research. Most specifically, it aims to contribute insight into families’ 
experiences of their relative’s contact with substance use and end of life services, the role 
of unpaid and informal care in supporting people with substance problems towards the 
end of their lives and exploring the support needs of families in their own right. As part of 
this, we seek to document both the challenges and the good practice they encountered - 
both for themselves and for their relative needing end of life care. 
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3. Methodology 

Between 2013 and 2016, a UK-based qualitative study investigated bereavement through 
substance use, interviewing 106 adults who talked about the deaths of 102 relatives or 
friends resulting from their alcohol or other drug use (Templeton et al., 2016; Valentine, 
2017). Approximately one third of deaths involved a drugs overdose (predominantly 
heroin) and roughly a quarter of them could be directly attributed to alcohol.  
 
For the first phase of our work on family experiences of end of life care needs, we 
conducted secondary analysis on this dataset3, focusing specifically on end of life care 
experiences. Having elicited the sub-group of interviewees from that data who had an 
anticipated bereavement (and therefore were more likely to have experienced end of life 
care), our analysis focused on three main themes: end of life care; missed opportunities 
for end of life care and substance use interventions; and family support needs (Wright et 
al., 2017).  In many cases, families accessed healthcare at a very late stage – with their 
relative often unconscious or mentally incapacitated – leaving only very brief 
opportunities for the identification and provision of end of life care. While a small number 
of families described ways in which health and social care professionals recognised and 
responded to them positively, most interviewees suggested health and social care services 
fell short of providing effective support to them or their dying relative.  
 
With these issues in mind, we designed and implemented a small exploratory qualitative 
study to develop further our knowledge and understanding.  With only very little research 
literature on family/carer experiences of end of life care related to substance use, we 
chose a qualitative methodology to allow us to capture the breadth and depth of 
participants’ experiences without imposing any preconceived concepts.  
 

3.1  Aims of the study 

As stated in section 1 of this report, the two overarching aims of this qualitative study 
were to:   
 
▪ Explore how families, friends and carers of individuals with alcohol/drug use 

problems experience their relative’s /friend’s end of life; and 
▪ Examine the extent to which services recognised or responded to the needs of 

both families and their relatives. 
 

3.2  Interview tool development and approach to ‘sensitive interviewing’ 

The research team designed a semi-structured interview tool that would guide discussion 
along key themes, but also allow participants to discuss what they considered to be most 
relevant. The questions were informed by our Phase 1 analysis (Wright et al., 2017) and 
the approach taken in the bereavement through substance use study (Valentine, 2017), as 

                                                      
 
 
 
3 Specifically, those interviews which were lodged with the ESRC Data Archive after study completion.  
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well as by discussions with hospice and substance use service staff who described people 
and families they had worked with in the past. 
 
These interviews were clearly of a sensitive nature; they entailed delving into highly 
personal experiences and potentially causing emotional turmoil for participants. We 
therefore chose to adopt both a research design and an approach to interviewing that 
would minimise potential emotional distress for participants. We wanted to create a 
relaxed, empathetic interview experience that was adaptable to each person’s 
preferences: passing as much control over the process to the participant as possible, and 
staying alert to the impact that the interview had upon us (and any unconscious messages 
that we might unintentionally communicate to participants).   
 
Aligned with the approach taken for interviews with people approaching the end of their 
life (Ashby et al., 2018), we chose to adopt an informal and emotionally validating 
approach to our interviewing style. The whole ethos of our interviewing was to prioritise 
participants’ emotional wellbeing over data collection: framing interviews as an 
opportunity for reflection and sharing of personal experiences - with explicit permission to 
express emotions. We also shared insights from the research, responded directly to 
questions and provided information about sources of support. The aim was to take as 
flexible an approach to interviewing as possible, maximising our capacity to be attuned 
and responsive to the needs of each participant. 
 

3.3  Ethical considerations and approval 

Having designed information sheets, consent forms, semi-structured interview schedules, 
interviewer lone-working safety procedures and participant distress protocols, we sought 
and gained ethical approval from Manchester Metropolitan University in March 2017. 
 
The main ethical concern identified for this strand of interviewing was around interviewing 
family members who were distressed due to their relative’s illness or grieving the loss of 
their relative. In order to ensure that they did not feel obliged to participate in the 
interview, discussions with both the person referring them to the research team and 
subsequently with the family member themselves, placed great emphasis on the 
voluntary nature of the interview and the priority given to their wellbeing over the needs 
of the research project. 
 
During the fieldwork period, the research team discussed (on an ongoing basis) whether 
any ethical issues had arisen, which were then also reviewed during team meetings to 
ensure that good practice was followed and that learning from this work was recorded for 
future use. Informal emotional support was provided between team members as required 
and regular supervision also provided a potential route for discussing and resolving both 
ethical issues and the impact of the interviews on the two researchers who conducted the 
interviews. 
 
The rest of this methodology section summarises the recruitment of interviewees, the 
completion of the interviews and their analysis.  
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3.4  Recruitment of interviewees 

Recruitment was an iterative process using opportunistic sampling through links with 
three hospices in the Northwest of England, two substance use services in the West 
Midlands/Northwest of England, a community networking organisation and local 
community contacts.  Use of the community networking organisation and community 
contacts was an intentional recruitment strategy to ensure we included people not 
involved with services in the research.  
 
People who were known to have both a life shortening condition and a (current or 
previous) substance use problem were initially approached by a member of staff from the 
hospice or substance use service they were engaged with, or through an informal contact 
from a person in a community network.  
 
Partner agencies provided people showing an initial interest in the study with an 
information sheet and asked them to consider whether they would participate in an 
interview. If they indicated they were interested, their contact details were passed to a 
researcher who discussed the research in more detail with them, double-checked that 
they were happy to proceed, obtained informed consent, and arranged the interview.  
 

3.5  Interview process 

Semi-structured interviews were conducted face-to-face or by telephone, covering a range 
of areas that we wished to explore along with offering participants the freedom to discuss 
and highlight issues relevant and important to them.  As mentioned above, the 
development of the interview guide was informed by Phase 1 of this Strand 4 (Wright et 
al, 2017).  All interviews were audio-recorded and transcribed by an external transcribing 
agency, which had signed a non-disclosure agreement with Manchester Metropolitan 
University prior to the project starting.  Interview transcripts were read through to 
remove any potentially identifying information, fill in any missing parts of the 
conversation or correct any inaccuracies. 
 

3.6  Data analysis: Template analysis 

The interviews provided rich qualitative data. Once the interview data were uploaded into 
computer-based software, QSR NVivo 10, the research team undertook thematic 
qualitative analysis using the template method (Brooks et al., 2015).  This section 
describes the steps undertaken to thematically analyse the interview transcripts and the 
rationale for choosing the template method to do this (King et al., 2004). 
 
Template analysis is a particular way of thematically analysing qualitative data (Brooks et 
al, 2015).  Template analysis was chosen because it enabled the development of a coding 
‘template’, which summarised themes identified by the research team as important in the 
data set.  Template analysis uses hierarchical coding which means broad ‘a priori’ themes 
such as ‘Patient care’, were successively narrowed to more specific ones including 
‘unhelpful informal support’ and ‘helpful informal support’.  Thus, template analysis 
facilitated the management of the data in an organised and meaningful iterative process – 
combining both ‘top down’ and ‘bottom-up’ coding (Brooks et al, 2015).  
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To begin the data analysis, the research team used the three key themes from our 
secondary analysis work (Phase 1) to provide our a priori codes as these were expected to 
remain relevant to the Phase 2 analysis. Thus, the first version of the template was 
constructed around the main themes of: Communication, Patient’s Terminal Care and 
Family Support. The first step of the template analysis was for the three members of the 
research team to read through the same 10 interview transcripts. We coded relevant 
sections of each transcript to the three template themes, making notes on potential sub-
themes, discussing the definitions of those sub-themes and agreeing our approach for 
including and excluding material to each sub-theme. Once the sub-themes were agreed, 
two of the researchers then double coded three transcripts each to ensure consistency of 
approach.  
 
3.6.1  Evolution of the coding framework 
Iterative coding of a representative sample of 10 transcripts provided us with a detailed 
set of sub-themes (‘child nodes’) and sub-themes within those (‘grandchild nodes’). The 
research team continuously reviewed, revised, merged or dispensed with sub-themes as 
coding for the rest of the transcripts took place. See the appendix for the final agreed 
template into which all the content from all of the transcripts was coded. 
 
Each of the three main a priori themes (Communication, Patient’s Terminal Care and 
Family Support) were initially written up separately, but in structuring this final report, the 
overlapping nature of ‘patient care’ and ‘communication’ required that those sections be 
woven together. As a result, the detailed discussion in the two key findings sections of this 
report (Sections 5 and 6) focuses initially on interviewees’ reflections of their relative’s 
care, and secondly on their own family support needs.  This reflects our analytical 
approach in continuously developing the template through a process of revision, 
expansion and refinement by the research team (using the computer-based software 
package QSR Nvivo 10 which has facilitated an auditable process of our analytical 
approach). 
 

3.7  Summary 

This section has highlighted the research design, giving details on tool development, 
ethical considerations, data collection and analysis. The rest of this report presents the 
results and our findings from this analysis and discusses their implications for future 
policy, practice and research. 
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4.  Findings: Demographic profile 

Following the recruitment strategy identified in Section 2, 16 interviews with family 
members were conducted. These interviews comprised of 18 participants who described 
end of life care for 16 individuals in total. Fourteen interviews were conducted face-to-
face and two were conducted by telephone.  This section describes the key demographic 
profile of the 18 research participants in this study, with the following two sections then 
presenting the two overarching qualitative themes.  
 
Table 1 presents the main demographic profile of our interviewees, summarising their 
relationship to the individual needing end of life (EOL) care, how they were recruited to 
the study, and whether they had been bereaved or were describing someone approaching 
the EOL.   
 
Table 1: Key demographic characteristics for the research participant  

Interviewee’s gender  Female: 
Male:                

n=12 (67%) 
n=6 (33%) 

Interviewee’s age  Range:             
Median value:  

27 – 81 years 
51 years 

Interviewee’s relationship to person 
with EOL needs  
(20 deaths were reported as one 
participant described two 
bereavements and a friend who was 
approaching the end of their life) 

Adult child:     
Friend:             
(Ex-)Partner:   
Parent:             
Sibling:         
Nephew:       

n=6 
n=5 
n=3 
n=3 
n=2 
n=1 

Interviewee recruitment route Community network:       
Substance Use 
Services:  
Hospices:                         

n=13 
 
n=3 
n=2 

Interview pre- or post- relative’s 
death  

Sixteen bereavements, ranging from 11 
years to 2 months prior to interview. 
Four interviews completed prior to 
bereavement. 

 
Table 1 highlights that we accessed the majority of our final sample through community 
networking. This is a much higher level of reliance on the community network route for 
recruitment than was originally anticipated. In hindsight this is understandable because as 
our Phase 1 report highlighted, people with substance problems tend to present late to 
health services. As a result, hospices are likely to only see them and their families very 
soon prior to death, if at all, when it is impossible (and inappropriate) to try to engage 
them in research. Moreover, substance use services do not generally focus on life-
shortening health conditions among their service users - who tend to either drop out of 
services as their health declines, or whose inability to attend services regularly means that 
are perceived as not engaging, have their prescriptions withdrawn and/or are excluded 
from services. 
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Table 2 summarises key information about our participants’ relatives - including their 
substance use; their health condition, and their location for care.  Categories are not 
mutually exclusive, so people may have multiple entries – such that each category totals 
to different numbers. 
 
Table 2: Key demographic characteristics for the relative at end of life 

Relative’s 
substance use4  

Ongoing alcohol problems towards end of life    
Historic alcohol problems                                     
Continuing drug problem towards end of life      
Historic drug problems                                         

n=9 
n=3 
n=1 
n=2 

Relative’s 
engagement with 
substance services 

Never engaged in SU services                             
Received GP advice to reduce alcohol 
Previous involvement in recovery network        
Long-term opiate substitute prescription            
Residential detox and rehab                                
Engagement with substance service prior to death 
(undergoing a community detox)                          
A few weeks of alcohol counselling through GP 
practice (over 10 years previously)                                  
Referred to drug services, but did not attend  

n=6 
n=4 
n=4 
n=2 
n=1 
n=1 
 
n=1 
 
n=1 

Relative’s main 
health condition  

Liver failure  
Lung cancer 
Liver cancer   
Other cancer  
Kidney failure  
Perforated bowel  
COPD  
Unspecified alcohol-related condition  

n=5 
n=3 
n=2 
n=2 
n=1 
n=1 
n=1 
n=1 

Main location for 
end of life 
care/death  

Home: (one transferred from hospital) 
Hospital:  
Nursing home: (both day hospice users) 
[Hospice: people using the day service]  

n=7 
n=7 
n=2 
n=3 

 
This summary of the relatives’ characteristics shows that the majority of our interviewees 
described relatives with alcohol problems. At least five people died from liver failure 
associated with alcohol use and four had lung cancer which may have been contributed to 
by smoking.  
 
Four of the interviewees for this research were describing EOL care for relatives who were 
still alive. Two of the home deaths were unanticipated, rather than reflecting an actual 
choice to experience EOL in that setting. All three drug users had died or intended to die 

                                                      
 
 
 
4 Ongoing alcohol/drug problems include those people who stopped using substances towards the end of 
their life, but only because their ill-health prevented them from using. 
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at home, whereas the people who had ongoing alcohol problems and experienced organ 
failure, died in hospital.  
 
Figure 1 provides a visual representation of the past or current nature of the relatives’ 
substance problem mapped against their EOL situation at time of interview (using the 
Gold Standards Framework as a basis for categorisation (Thomas, 2003). This shows that 
while a degree of variation was achieved in the interview sample, the majority of 
interviewees were describing a friend or relative who had died and had been using 
substances problematically up until that point (or until too ill to continue using). 
Participants provided descriptions of four people with drug problems and fifteen with 
alcohol problems. Our sample does not include any people caring for a relative who was 
continuing to use substances problematically but who had months remaining to live – 
reflecting the late presentation to services that we described in Phase 1. 
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Figure 1: Mapping the end of life and substance use profile of relatives described by our research participants 
* Brother had been a sporadic drug user, but his stage 4 kidney disease made drug use problematic. 
 

N=2  (both alcohol) N=2

(1 alcohol, 1 drugs)
N=3

(1 alcohol, 2 drugs)

N=1 (alcohol) N=1 (drugs) *

N=9
(all alcohol)

End of life  
(Last few months)  
 

Life-shortening 
condition  
 

Bereaved 

Historic problematic 
substance use  

Ongoing problematic 
substance use  
 
 

Ongoing controlled 
substance use  
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5.  Findings:  Family reflections on their dying relative’s care 

Key messages 
 
▪ Engagement with standard health and social care services is often extremely difficult for 

people with complex and deteriorating health needs, leading to missed opportunities 
for HSCPs to provide support to them or their families. 

▪ Relatives’ denial that their substance use was problematic (sometimes combined with 
previous unsuccessful attempts at formal help-seeking) results in late presentation for 
healthcare.  

▪ Some relatives informally delegate care decisions to their families or are too mentally 
incapacitated to make decisions for themselves. As such, the provision of effective EOL 
care requires much stronger HSCP communication with their families. 

▪ HSCPs need to be confident to open up frank conversations about substance use and 
end of life – which may require the careful adoption of different support interventions 
for (1) individuals at end of life, and (2) their families.   

▪ The unpredictable nature of many end of life conditions inhibits discussion about 
premature death and end of life care planning, thereby preventing access to palliative 
care. Without the opportunity to prepare for their relative’s death that palliative care 
affords, many families experience particularly traumatic bereavements. 

▪ The most effective care took place where HSCPs considered the holistic needs of their 
patients and prioritised their comfort and the emotional well-being of the whole family. 

▪ Where uncertain health trajectories exist, a delicate balance needs to be struck in 
meeting both the individual’s and the family’s need for hope, while also enabling them 
to face up to end of life and supporting them in care planning.  

 
This section presents the first of two main themes in the findings, focusing on family 
experiences of their relative’s EOL care. Having insight about how the individual and their 
family came to be in that situation allows researchers to understand the full complexity of 
the individual’s EOL situation. As such, we start by examining their life prior to their EOL 
care: to consider how previous life events and experiences with HSCPs impact upon their 
access to EOL care. This section is structured around two overarching themes, encapsulating 
a further seven sub-themes: 
 
1. Longstanding complex needs 

▪ Unmet emotional or mental health difficulties 
▪ Avoidance and denial of identifying a substance use problem  
▪ Non-engagement with services 
 

2. HSCP support and communication about EOL and substance use  
▪ Provision of EOL care and pain management 
▪ Family role in advocating EOL wishes 
▪ Information sharing within families 
▪ The impact of HSCPs interaction upon feelings of stigma 

 



21 

 

5.1  Longstanding complex needs  

At least seven of the 16 relatives described by interviewees had multiple pre-existing 
diagnosed health problems – both physical (including: type 1 diabetes; permanent injuries 
from car accidents; hereditary haemochromatosis5 and Chronic Obstructive Pulmonary 
Disease [COPD]) and mental health difficulties (such as self-harm and depression). Another 
two had disabilities that affected their ability to access or engage with services (severe 
visual impairment; learning difficulties combined with brain injury). In cases where there 
was clinical recognition of the life-shortening possibility of their substance use behaviour, 
this did not necessarily trigger health and social care practitioners (HSCP) consideration of 
how to support an individual to address their problematic substance use. This allowed 
relatives to carry on ignoring the links between their health problems and their substance 
use:  
 

He’d had pleurisy and a couple of episodes of peritonitis and actually, the 
knock-on effect was that he was diagnosed with cardiomyopathy. He never 
couched it in terms of alcoholic cardiomyopathy of course, it was just: 
“There’s something wrong with my heart.” And it never had any - nothing 
that was an illness to him was ever connected to his drinking - so it was 
never couched in those terms.  … So that was when he hit his early 50s and 
then for the next ten years or so, other things started to emerge like Stage 
3 kidney failure and then much later, in his sort of early to mid-60s, he 
developed diabetes mellitus and throughout all of this, he continued to 
drink. 

Daughter, Father died in hospital 
 
Yet, instances when HSCPs (including GPs and hospital consultants) had told the person 
receiving treatment about the risk of premature death from continued use of substances 
had often gone unheeded. Interviewees suggested that ‘red flagging’ by HSCPs of their 
relative’s substance use was ineffective in terms of getting the person receiving treatment 
to stop or reduce using substances. The following interviewee describes how a GP’s 
recognition of her brother’s problematic painkiller use resulted in a requirement for daily 
collection of a prescription – but without any support to control that use or any 
consideration that this decision may result in the buying of illegal opiates:  

 
He was on pregabalin, he was still on that until the day he died, I think.  He 
used to abuse them so he used to get his prescription and then take them 
all, so he started having to pick it up daily.  
       Sister, Brother died alone at home 

 

                                                      
 
 
 
5 Hereditary haemochromatosis (HHC) is a heterogeneous group of disorders related to deficiency of the iron 
regulatory hormone hepcidin. HHC is an autosomal recessive genetic disease in which increased intestinal 
absorption of iron causes accumulation in tissues, especially the liver, which may lead to organ damage. 
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Longstanding health difficulties, combined with many years of substance use, often 
resulted in the person receiving treatment having complex care needs. In addition, many 
interviewees described an inter-play between their relative’s physical and mental health 
needs that was often unaddressed by HSCPs: 
 

Diabetes Type 1 is a very serious disease, I don't think people figure how 
bad it is, you've got to really look after yourself but when you're depressed 
you don’t … it was a form of self-harm. 
       Sister, Brother died alone at home 
 
He lived his life isolated in a way. Busy in the world but not totally 
connected … the alcohol was in there, it didn’t feel to me, it was absolutely 
problematic in that he was drinking but I’d see him in the day and he 
hadn’t had a drink but it seemed a bigger thing to me, around his mental 
health. 
     Female friend, Male friend died in hospital 
 

Indeed, many of the research interviewees described their relatives as having long histories 
of self-neglect, whereby they ignored their support needs and did not seek formal help.  
This placed the families in a very difficult position in terms of not being able to either 
understand their relative’s needs fully or respond fully in the way they might have 
preferred. 
 
5.1.1  Unmet emotional or mental health difficulties  
Unacknowledged emotional distress or mental health problems often seriously impeded 
relatives’ ability to either seek health or social care, or engage with the demands of 
treatment regimes.  Several interviewees described how the absence of mental health 
support for their relative meant that their relative felt very isolated and overwhelmed by 
their situation:  
 

Everybody who becomes very addicted to alcohol or anything really, is 
clearly not happy.  People don’t think, “Oh, I think I’ll get an addiction”.  
Something in them that takes over, that doesn’t…It doesn’t give them any 
peace really.  I used to say him, you’re committing slow suicide.  
       Mother, Son died in hospital 

 
Several interviewees suggested that their relative’s diagnosis of a life-shortening condition 
could have exacerbated their relative’s already depressed emotional state and that they 
had resigned themselves to an early death: 

 
He was like: “I don’t care really, I don’t want to live any[way]…” But he 
didn’t really want to be here, he felt so bad in himself. 

Son, Father died at home with his ex-partner caring for him 

 

For some of those people at EOL, interviewees described how years of heavy alcohol use 
had impaired their relative’s ability to consider making any changes to their lives and so 
limited the extent to which they could comply with health interventions. These following 
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quotes touch on this complex interplay between mental health and capacity for some 
individuals: 
 

Their level of insight and their willingness to kind of make the changes in 
their lives that it would have required - to extend it in any meaningful way - 
it just felt like you were talking to an empty space. Because I felt that 
they’d almost got the point where there was really no point, they 
expressed the fact that you know: ‘What was the point?’ Because actually 
they were very depressed by their circumstances. 
       Daughter, Father died in hospital 

 
I think that he had set his mind on drinking himself to death....it was his 
career....I don’t think there was a missed opportunity because....if [he] 
didn’t want to do something, he wouldn’t do it. 
        Mother, Son died in hospital 
 

5.1.2  Avoidance and denial of identifying a substance use problem 
Many of the interviewees suggested their relative had been in denial of their problematic 
substance use: 
 

Well, he had alcohol dependency problems, which he was in denial about.  
       Wife, Husband died in hospital 
 
Dad never sort of, always operated in that kind of cloud of denial, that his 
drinking was never an issue.   Daughter, Father died in hospital 

 
Interviewees expressed a range of emotions about their relative’s substance use in general, 
including anger and frustration that their relative did not stop or ask for help, blaming them 
for not stopping, feeling that a life had been wasted, and hating it when their relative 
started drinking again.  Where the relative’s denial of a substance problem shut down 
potential discussion about what was happening, the interviewees’ feelings of frustration 
and exasperation was palpable: 
 

For fuck’s sake ... just do something.    
      Female friend, Friend died in hospital 

 
I just felt it was such a waste ... of a very good brain, a very good man. 
      Wife, Husband died in hospital 
 

In a number of cases, families struggled with their relative’s denial that their substance use 
was problematic and lack of acknowledgement over the impact it had upon the rest of the 
family.  This avoidance of discussing a behaviour that caused concern or disapproval within 
the family created a situation where divergent views on individual responsibility towards 
other members of the same family were exposed and yet not discussed or remedied.  
 
Denial had sometimes played a part in the complex web of their relative’s decision-making 
processes in terms of delaying their choices about treatment for life-shortening conditions.  
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By this time they told him he couldn’t have the operation because although 
it [liver tumour] hadn’t grown any bigger on the scan it had grown deeper, 
too far in.  I think he was in denial, to be fair.  I don’t think he understood 
the implications of it.  I think he chose not.  
      Female Friend, Friend died at home 

 
Denial or avoidance of discussing a substance use problem was an immediate barrier to even 
considering substance treatment. One family said that trying to get their relative to stop 
drinking was like: “hitting our head against a brick wall”, and a daughter said that, “It’s their 
denial that kills them” rather than their addiction.  Others understood enough about 
addiction to accept that change has to come from the person themselves and that no-one 
else can bring it about. 
 

I was very consciously trying to give [him] the control, trying to let him take 
the control. I was trying very hard not to interfere, but to be there as 
support.  That was important to me, because I knew that if it was to be 
successful, then it couldn’t be something that came from me.   
       Mother, Son died in hospital 

  
Many interviewees described their sense of powerlessness and frustration that their 
relative was just ‘giving in’ to deteriorating health and not seeking appropriate care for 
themselves. In some instances, families’ frustration was exacerbated by a feeling that their 
relative’s denial of a need to address health and substance use problems prevented them 
from accessing support for themselves.  
 
5.1.3  Non-engagement with services  
At least six of the relatives described by our interviewees had displayed high degrees of 
reluctance to engage with health services.  Some interviewees said this was because the 
person receiving treatment had previous poor experiences of health service provision – 
with negative attitudes and discrimination relating to their substance use. One interviewee 
described calling an emergency ambulance, only for their relative to refuse to get into it. 
Another interviewee described her brother’s refusal to accept community support: 
 

It got really bad, I knew something bad was going to happen … so I went to 
see Social Services, rang [the] Mental Health Team, said we were in crisis. 
Again they came to the house to visit him. He said as he always does: “I 
don’t want anyone to do anything.”       
       Sister, Brother died alone at home 

 
In terms of barriers to engaging with services, interviewees described how their relative 
had difficulty connecting with HSCPs; or were uncomfortable with feeling vulnerable about 
seeking help from strangers.  Several interviewees stated that their relative had been 
insistent about not going to (or staying in) hospital - despite evidently needing care. Indeed, 
one interviewee described their son’s urgent desire to remove himself from hospital – even 
though she considered such care to be critical:  
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He wanted to go and get out the hospital then, and I just, I was like begging 
them to section him. … You know, I would have had him sectioned if I 
could. 

Mother, Son died in hospital 
 

5.2  Health and social care practitioner (HSCP) support and communication  

It is important to acknowledge that HSCP support and communication about a relative’s 
EOL is crucial for all families. But in this section we explore family reflections on EOL 
diagnosis where the relative has a history of problematic substance use. 
 
Many interviewees said that clear and honest HSCP communication about what the future 
might hold for their relative - and the extent to which that might depend on treatment, 
their substance use and possible changes in their overall wellbeing - was crucial.   
 

We had a chat with the doctor, so he said basically: “There’s not much 
more they can do for him” which was pretty much to be expected really. 
We’d all had hope obviously something was going to come of it, but I’d 
always had it at back of my mind.   
       Son, Father died in hospital 

 
While some interviewees said that hospital admission or withdrawal of treatment indicated 
the end of life phase for an individual, this friend of an ex-AA6 member who had started 
drinking again (after previously nearly dying from liver failure), considered that his end of 
life had commenced at the point he relapsed several months prior to hospitalisation:  
 

For me, a lot of it went back to much before he was in hospital. It’s very 
easy to see, ‘He’s in hospital now, that’s the start of the end of life care.’ Or 
‘They’re stopping his medication, that’s the start of his end of life care.’ But 
he was dying from the point [of relapse]. 
      Male friend, Friend died in hospital  

 
Interviewees stated that engaging in open discussions with HSCPs about their relative’s end 
of life care enabled them and their relative to consider care decisions such as not pursuing 
further treatment options such as kidney transplants or chemotherapy.  They said that 
good HSCP communication came from staff who listened, and who recognised and 
supported the specific and often complex health and social care needs of their relative and 
themselves as families.  These HSCPs were also described as recognising and acknowledging 
the families’ needs in their own right through regular telephone or face to face 
conversations.  
 

                                                      
 
 
 
6 Alcoholics Anonymous: a fellowship of men and women who share their experience, strength and hope with 
each other that they may solve their common problem and help others to recover from alcoholism. 
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They [kidney transplant team] were really good. We were invited to 
meetings to talk to other people that had given kidneys. So that was really 
good, they were really informative and they were very aware of [my 
brother’s] issues. So they were like, they were trying to get him into a unit 
where there’s other people with kidney problems who have got addiction 
as well. But we’d never been offered anything like that from our own 
[HSCPs].     
       Sister, Brother died alone at home 

 
These interviewees also noted that helpful conversations with HSCPs about end of life often 
‘paved the way’ by stimulating conversations between families and the dying relative about 
their death. Unsurprisingly, many interviewees described the need for HSCPs to start 
conversations about death because families and the dying person had been delaying these 
highly emotive and sensitive conversations about the ‘next steps’ such as funeral planning 
with their relative or friend.  For some, the delay or avoidance of such conversations 
between family and the dying person were built upon denial of both substance use and the 
problems associated with it.  Therefore, on hearing the HSCPs say that it was an end of life 
diagnosis, the family and dying individual had opportunities to consider and, in some cases, 
confront this denial. 
 
When asked about examples of good HSCP communication about their relative’s EOL 
diagnosis, one interviewee described HSCPs treating her husband (an ex-drug user) equally 
to other people. She said this was, in part, because he had made an effort to build a good, 
trusting relationship with his GP and other practitioners. 
 

You make that effort to give a good, what’s the word I’m looking for? Like a 
good perception of yourself. Like to, so you’re not scaring them off, 
because a lot of people or doctors, people in those positions look at you 
and think, “Oh junkie’, right…… I didn’t get the feeling that we were 
actually really being treated any differently to anybody else you know.  Not 
since you’ve been diagnosed anyway.   
       Wife, Husband dying at home 

 
Unfortunately other interviewees gave examples of HSCPs being judgmental, ‘dismissive’ 
and stigmatizing. One interviewee contrasted positive experiences of support from 
communicative hospital staff with her feeling of being stigmatised by a community care 
nurse who was judgmental of her minimising her contact with her father – a decision she 
felt she had to take to protect her own mental health: 
 

I never felt that from the ward staff but I did feel it from a couple of, I did 
feel quite incredible judgement from a community care nurse and her 
support worker, who had been involved with the home visits for Dad and 
so knew Dad and his partner, and was very judgemental.     
       Daughter, Father died in hospital 
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5.2.1  Provision of end of life care and pain management 
All of the relatives receiving end of life care had received hospital input at some stage. Four 
of them also had (multiple types of) involvement with a hospice: three of them making use 
of day services; three having brief inpatient stays before moving elsewhere, and one 
accessing pain management.  Twelve interviewees described end of life care that 
specifically related to their relative’s substance use.  Physical health interventions included: 
medication to manage alcohol withdrawal during hospital inpatient stay; having ascites7 
drained; treatment for alcohol-related cardiomyopathy; medication for diabetes and 
interventions for liver damage.  There were also ongoing social care needs that related to 
incontinence, mobility difficulties and mental incapacity.  
 
The extent to which formal healthcare solely focused on physical health needs – without 
understanding the mental or emotional health of the individual, their patterns of substance 
use or their informal support structure – often ‘missed the mark’ in terms of providing care.  
Interviewees described how the most effective care took place where HSCPs considered 
the holistic needs of their patients and prioritised their comfort and emotional well-being. 
Descriptions were given of how hospices particularly excel at this holistic care. For example: 
taking into account substance use when managing pain.  
 
Several interviewees described how their relatives who were abstinent from alcohol/other 
drugs had been insistent about avoiding any psychoactive substances - sometimes refusing 
painkillers until completely unavoidable: 
 

When they first kept offering it [morphine] him he said ‘No.’ He didn’t want 
anything - anything mind-altering.  Anything mind-altering he wouldn’t 
take. … It’s alright people [HSCPs] thinking they don’t want to bring up the 
history but I guess if somebody is adamant that they don’t want any drugs 
because it’ll affect their sobriety, that needs to be considered.   
      Female friend, Male friend died at home 

 
This quote reveals how frank, open conversations about substance use and attitudes to 
psychoactive prescribed drugs, are important in helping HSCPs, the dying relative and 
families discuss pain management approaches at EOL.  
 
A small number of interviewees described how their relative had been able to build good 
relationships with prescribing practitioners, so that decisions about painkillers were based 
on the need to alleviate pain, without questioning their motivation. Although, as the 
following quote reveals, having a GP who understands this does not necessarily prevent 
other HSCPs from questioning doses: 
 

                                                      
 
 
 
7 Ascites refers to abnormal accumulation fluid in the abdominal (peritoneal) cavity. The most common cause 
is cirrhosis of the liver, but they can also be caused by cancer and other medical conditions. 
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The GP we have, he thought the world of [relative] and he used to say to 
[relative], ‘If you need more, just tell me and I’ll give you more.’  He was 
very good like that and actually he said, ‘[Relative], I don't think you're 
using enough.’  Because he knew how much he was against using it.  I think 
there was only once or twice where the nurses said, ‘Don’t you think 
you’ve used too much? Don’t you think you should be using less than that?’ 
And I thought ‘Oh God, this is not something you should have said to him 
because he’s struggling with using it anyway.’  So I said, ‘He is only using 
what he needs to be able to cope.’     
    Female ex-partner, Former partner died at home 

 
This interviewee went on to describe how ensuring a reliable supply of painkillers had been 
crucial, because her ex-partner had a strong fear of withdrawal which he knew would have 
exacerbated the array of painful, distressing conditions that he was already experiencing: 
  

[Ex-partner] wasn’t bothered about the addiction. It was the withdrawal he 
was so scared of.  Because as you know, when you've gone through that 
much withdrawal in your life, it’s an absolute terror of going through it.  
    Female ex-partner, Former partner died at home 

 
 
5.2.2  Family role in advocating for end of life wishes 
 
During the interviews, interviewees shared examples about their relative’s needs and 
wishes at end of life, particularly in relation to their substance use at EOL. 
 

He called me and asked me if I would come and spend some time with him 
in his last days. And I said I would and when I went to see him he was 
extremely sad and depressed and I thought that was his disease, and it 
transpired that he was depressed because the hospital wouldn’t let him 
smoke, and he was a smoker and when I asked them why they wouldn’t let 
him smoke, they said that it could damage his health and [laughs], I just put 
him in a wheelchair, took him out and he changed immediately, he became 
far more amicable and far more friendly and far more relaxed.    
      Male Friend, Male friend died in hospital 

 
Similarly, other interviewees stated that their relative expressed wanting to drink alcohol 
and smoke despite knowing this was against HSCP advice, ‘doctor’s orders’ or care setting 
regulations.  
 
Some interviewees discussed both families and the dying person feeling regrets about 
substance use in their lives and how end of life was often an opportunity to put aside those 
regrets through planning a ‘fitting’ funeral and/or a peaceful death.  Other interviewees 
suggested that their relative was in denial about dying and so would shut down any 
conversations initiated by the interviewee about their needs and wishes at end of life 
(including funeral plans).  In some of these instances the interviewee expressed not having 
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these conversations about end of life and dying wishes because they felt a ‘deep sense of 
hope’ that their relative would recover. 
 

I was focused on, we were focused on seeing if he could crack it……Yeah, 
the detox, yeah.  But I remember sitting in meetings [at the drug treatment 
service] and saying, that the detox was coming up and I was just hoping, I 
just hope it’s not too late, and I kept saying, I hope it’s not too late.  Hope is 
there until the very last minute even though you know or you have that 
deep sense that this isn’t going to turn out well.  You still hope.   
         Mother, Son died in hospital   

 
In one case, family absence from the hospital meant that medical advice to avoid attempts 
at resuscitation (because of its inappropriateness where a patient has severe ascites) was 
not adhered to – resulting in a fruitless attempt to prolong life: 
 

On doing CPR, there was no way they were going to save him because what 
they actually did was they pushed all the fluid up from his stomach up into 
his airway, causing him to choke even more. Which means if they were 
going to survive him, then he wasn’t [going to live] - because he was going 
to drown.  So, in fact, any chance they had of resuscitating him was never 
going to be.  But originally we did speak to the doctor the first time around 
when we were all up there and said if anything like this did happen, the 
doctors did advise that there was going to be a DNR in place because of the 
situation with the fluid.  Because there was no way, when you’ve got that 
much fluid in you, if you are pumping someone’s stomach, it’s not going to 
push up.  The DNR never got put in place.  
       Nephew, Uncle died in hospital 

 
This situation is all the more tragic as hospital failure to drain the patient’s ascites had 
probably hastened his death in the first place. In contrast, a son whose father was also 
dying from liver failure experienced a more dignified death: 
 

They slowly took each one [line] out, so like the vitamin first, and some 
other bits and bobs ... I told the nurse to turn the screen round so I couldn’t 
see it. But within about, yeah probably about 60 seconds yeah he was gone 
… I just remember obviously, you can hear sort of like the [making long 
beeping sound] and looking at the nurse and she nodded, yeah to say that 
he was gone… .       Son, Father died in hospital 
 

One mother - who had considerable insight into substance use difficulties because of her 
own history of alcohol use - said that being confident that her provision of care was as good 
as it could have been had made a real difference at an incredibly difficult time.   
 

So yeah... the machine was switched off and… what I felt was that I did the 
only thing I could do, was give him a beautiful death. … In many ways, I 
would say it was a model experience in terms of what I did, my 
understanding, my clarity... giving [my son] the very best death I could, 



30 

 

because that was the only thing I could do for him. I couldn’t do anything 
else.        Mother, Son died in hospital 

 
Interviewees suggest that being able to experience a peaceful death for a relative can give 
families an enormous sense of comfort – which is especially important to those who have 
been under enormous strain for many years related to substance use, who may feel a range 
of difficult and self-destructive emotions arising from the conflicted nature of their 
relationship. Unfortunately, experiencing a peaceful, dignified death may not be achieved 
due to either highly intrusive medical interventions or neglectful care that leaves patients 
in too much pain/distress to be able to accept a compassionate end. 
 
As this daughter points out, for someone with an active substance problem who is in denial 
of the extent of their difficulty, there may be very limited opportunities to have rational 
conversations and plan together: 
 

When you're dealing with someone in active denial, your ability to grapple 
with something that feels like, it’s like grappling with air, it just leaves you 
with nowhere to go and an active addiction of that kind is going to leave 
you in that space where there’s nowhere to go with it, so I question 
whether even, how viable that would be as an option to pre-plan, it would 
largely probably depend on that person’s engagement with the reality of 
what’s happening to them.    Daughter, Father died in hospital 

 
5.2.3  Information sharing within families 
 
A few interviewees said that their dying relative had impaired mental capacity - either 
related to substance use (such as alcohol-related brain damage) or another health problem 
which meant that their relative was not able to understand what HSCPs communicated to 
them about their end of life diagnosis.  
 

The next time I spoke to him, he was talking like an eight month old child... 
toxins in his brain and he would talk loads of blither.    

Daughter, Father died at home 
 
In several instances, the relative was not fully conscious by the time the severity of the 
situation was known. In the few cases where a clear end of life diagnosis had been given, 
and the relative was conscious and communicating, the interviewees suggested that their 
relative did not unreservedly share that information with them or they minimised the 
extent of their illness. One interviewee described their relative as having a longstanding 
reluctance to discuss his substance use and health with family or friends, having ‘a history 
of not asking for help and support from others’ - either formal practitioners or informal 
care.  
 

[He] didn’t really want to address the issue, didn’t want to talk about it in 
any great depth, said that after the next problem was in line was sorted, 
he’d be able to sort out his alcohol problem.      
      Male Friend, Male friend died in hospital  



31 

 

 
Insights from the interviewees suggest that talking about death and dying with their 
relative caused them much consternation and mixed emotions including anger, 
disappointment, love and sadness.  Some interviewees felt angry, frustrated and 
disappointed that substance use had played a part in their relative’s premature death. 

  
There were times when I wanted to say harsh things to him, but I very 
rarely did, because I knew that they wouldn’t do any good.  It would only 
create a barrier.       Mother, Son died in hospital 
 

The relatives receiving end of life care are information gatekeepers: choosing what 
knowledge to share, and with whom.  Many interviewees acknowledged the role substance 
use played in difficult and complex relationship dynamics within the family members who 
visited  or cared for the relative they were describing in their interview. 
 

She [his youngest daughter] couldn't bear to be around me and I totally got 
what that was about because I was close to her dad and she wasn't… I 
think it was a really difficult thing, there wasn’t a big animosity but [my 
friend] had two sisters and a brother and his nuclear family, they were 
pleasant with each other but I think [my friend] had kept them a bit  
separate, so there was a bit of thing going on about, it was not ownership 
but a very difficult dynamic going on that is there any way with any death, 
but there was a massive thing about the fact that he’d started drinking - 
the circumstance around it.         
      Female Friend, Friend died in hospital 

 
5.2.4  The impact of HSCP interaction upon feelings of stigma  
Some interviewees felt disappointed with the lack of care and compassion demonstrated by 
HSCPs who did not spare time to listen to either the individual receiving care or the wider 
family.  Such experiences left some families feeling stigmatised because HSCPs carried 
assumptions and preconceived ideas about substance use which negatively impacted the 
quality of care they provided.  For instance, one family member discussing her husband’s 
diagnosis described interactions she and her daughters had with a ‘rather callous’ 
consultant in the following way: 
 

...he [the consultant] obviously used medical terms, but the impression 
that he gave me and what I took from that conversation was: this particular 
life isn’t worth saving, I’ve got more deserving patients, and… And as I said, 
while to a certain extent I knew exactly what he meant, I felt there would 
have been a kinder way of saying that, and I also felt that he was sitting in 
judgement on somebody that he knew nothing about, and I didn’t feel it 
was his place to make that decision ….I remember what he did say, and I 
remember this specifically, he said, “If I’d have been on duty he would 
never have gone into high dependency.”      
       Wife, Husband died in hospital 
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While some families felt stigmatised by HSCPs, they often found it difficult to pinpoint 
specific actions or words - as it wasn’t explicit but more a feeling of a negative attitude. 
Interviewees spoke of having underlying suspicions that their relative or friend may have 
been judged because of their problematic substance use.  For instance, one male friend 
states: “Quite often when people with alcohol problems, drug problems go into hospital, 
they’re seen as a second class citizen.” This is echoed by another participant who described 
paramedics and triage staff being ‘really dismissive’ in their communication with the 
individual whose capacity to communicate had deteriorated to a point where ‘He couldn’t 
talk.’ In these cases, interviewees described doubting themselves about what happened, 
feeling uncertain if stigma was the label they could use to describe unhelpful 
communication between HSCP, the individual receiving care and themselves. Nevertheless, 
families often felt that their knowledge and understanding of their relative was disregarded 
by HSCPs, which curtailed opportunities for more helpful communication and decision-
making.  
 
5.2.6  Summary 
Interviewees described the contextual background against which HSCP interventions on 
end of life care often takes place. These descriptions revealed their relative’s longstanding 
complex health needs – particularly undiagnosed mental or emotional health difficulties – 
and the extent to which this impeded engagement with health and social care services 
(including substance use and end of life care services).  This often resulted in late 
presentation to services for end of life care and a lack of understanding that their relative 
was likely to die. Being ill-prepared for their relative’s end of life not only meant that death 
came as a shock to families, but with no opportunity to reflect on and perhaps repair their 
relationship with their relative, family members then faced particularly traumatic 
bereavements. Participant reports of good care were usually associated with effective 
communication and empathetic approaches from HSPCs which helped to alleviate the 
stress of uncertain diagnoses and the difficulties posed by avoidant family dynamics. 
 
Having discussed all aspects of the first main theme of family reflections on their relative’s 
end of life care, the next section considers the other main theme: support needed by 
families in their own right. 
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6.  Findings: Families need for support in their own right 

Key messages 
 
▪ Families caring for a relative with a substance problem experience long-term emotional 

strain, but may have limited recognition of their own support needs - both before and 
after their relative’s death. 

▪ With substance use treatment often focusing only on the individual using substances 
and rarely offering support around EOL, families are left unsupported, unsure of how 
best to deal with their relative and feeling vulnerable to the negative judgements of 
others. They may minimise contact with potentially helpful sources of assistance and 
avoid considering their own support needs.  

▪ The stresses of dealing with a relative’s substance use (and subsequent avoidance of 
communication that might lead to conflict) may result in relatively passive family 
approaches to engagement with HSCPs. At their relative’s end of life, the realisation of 
how much family life centred on hope (and the illusory nature of that hope) can further 
exacerbate the trauma of coming to terms with bereavement.  

▪ Families need explicit empathy and sustained encouragement from HSCPs to seek 
specialist support for their own sakes – to address feelings of stigma, overcome the 
trauma of substance-related bereavement and minimise the impact of long-term 
emotional health difficulties across generations. 

▪ Frank conversations between families and HSCPs about substance use can open up 
discussion about the strain of caring for someone with substance problems and the 
possible emotional toll of subsequent bereavement, thereby enabling families to 
recognise: (1) their own support needs, and (2) the need to attend to them.  

 
Support for families in their own right is the second main theme of the study’s findings and 
includes the following two overarching themes containing five sub-themes: 
 
1. The impact of substance use upon family capacity to provide end of life care 

▪ Adapting substance use-focused care to EOL care 
▪ Informal support for families as relatives approach the end of their life 
▪ Formal support for families around a relative’s end of life  

 
2. The impact of a relative’s substance use upon family bereavement 

▪ Helpful experiences of family support after death 
▪ Unhelpful experiences of family support after death 

 

6.1  Impact of substance use upon family capacity to provide end of life care 

As with many families of people with substance problems, all of the interviewees had been 
affected by their relative’s substance use for many years.  
  

I've always known, even from being small.  There's never been one photo 
in our house without a can in the background.   
    Daughter, Mother attending hospice day service 
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I see that his drinking shaped our lives.       
       Daughter, Father died at home 

 
Interviewees described a range of ways in which their lives had been and continued to be 
affected (through the EOL period and beyond the death of their relative) by the substance 
use of their relative.   
 
In some cases, the substance use co-existed alongside a range of other physical and mental 
health problems (as discussed earlier in sections 5.1 and 5.2).  The majority of relatives 
receiving treatment were still using substances (usually alcohol) at the end of their lives.  
Two interviewees described their relative’s behaviour as “a method of self-harm” while 
another two described it as a “slow suicide”.  A daughter said: “Take away the cancer, still 
she's an alcoholic.”  
 
Some interviewees also talked about the negative way HSCPs might perceive their relative. 
   

People don’t give a shit about an alcoholic … People think you've done it to 
yourself: tough shit. Same with a drug abuser. People don’t think: my mum 
smoked, that’s the same - it’s drug dependence.  
       Daughter, Father died at home 

 
This was something that they found hard, particularly when their relative did not conform to 
common stereotypes of irresponsible, slovenly or aggressive behaviour.   
 

He wasn’t classic, he never ever borrowed money off me, he never got into 
debt, he never got into fights or arguments with people.   
       Mother, Son died in hospital 
 
My dad wasn’t your typical, what most people’s perception of an alcoholic 
is. He didn’t sit at home drinking whisky or brandy or vodka. He was a pints 
drinker and he was a tradesman and historically, he would go out and drink 
15 pints a day but so did everybody else so that was quite normal 
behaviour.       Daughter, Father died at home 
 
People perceive them [people with alcohol problems] to be scruffy, untidy, 
[our relative] was never in dirty clothes, he was an alcoholic, his flat was 
immaculate.      Nephew, Uncle died in hospital  

 
Interviewees also talked about how the substance use affected their relationship with their 
relative at end of life.  While some were positive about these relationships and recalled 
good memories of their relative, others had more challenging experiences.  One daughter, 
who had struggled with substance use problems herself, described how her relationship 
with her mother improved when she was diagnosed with cancer, although it was not easy 
to do so because of their previous emotional disconnection.   
 

We've had no relationship really, up until she got diagnosed.  Which is sad, 
because she only got diagnosed nearly two years ago...it's hard to have a 
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relationship with me mum now because we've not had a relationship for so 
bloody long, because of the drink.  
    Daughter, Mother attending hospice day service 

 
Several interviewees talked about how brief periods of abstinence that their relative 
achieved had given them an opportunity to experience a more positive relationship. 
  

I was really grateful for that last little bit.  He did drink right at the end and 
I suspect that’s what finished him off. But for that ten months or so, he was 
quite normal because then his head - I’ve looked after patients whose head 
has gone forever and that’s just horrible - but his came back and so it was 
like having a normal person in the house for that ten months.    
       Daughter, Father died at home 
 
She [friend’s daughter] said it was more than having your dad back because 
he started being a way that he’d never been, in terms of emotional 
openness.      Female friend, Friend died in hospital 
 

Others talked very negatively about their relationship with their relatives and their 
struggles to connect emotionally with them - even at the end of life. 

   
It’s no secret that I despised him and I'm not being silly and using words 
that are strong, I despised him.       
       Daughter, Father died at home 
 
I’d go every Friday out of duty and get him a chippie tea, even though I 
didn’t want to...for the last six months of his life...and sat with him for an 
hour and sometimes I’d count down the hour, it was so painful...but the 
[boat] had sailed.   
  Son, Father died at home with his ex-partner caring for him  

 
Thus, interviewees’ involvement in their relative’s EOL care was substantially influenced by 
the extent to which substance problems had affected their relationship, as well as by their 
relative’s approach to their illness and impending death. As previously discussed, 
interviewees talked about their relative’s denial of both their substance use and their 
health difficulties, and how this could negatively impact upon communication - including 
around their needs and wishes for EOL.  
 
A key block to constructive conversations around EOL care and planning for death was the 
relative’s avoidance of discussing one or both situations, which one daughter described as a 
‘cloud of denial.’ Two interviewees described how contact with their friend was difficult in 
his final months of life because he distanced himself from them and refused to respond to 
their attempts to help him.  For a number of relatives, this distancing prevented them from 
receiving informal support, and ultimately delayed their accessing of treatment.   
 
As highlighted in section 5.1.2, denial or avoidance of discussion about the impact of 
substance use upon family relationships lays the ground for a situation where the relative’s 
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declining health is not noticed for some time, and family attempts to encourage them to 
seek treatment are often rejected.  
 
In some cases, this denial made it very difficult for interviewees to influence the EOL period 
at all – or even to have the required conversations with their relatives.  The absence of such 
conversations meant that families were often left having to make decisions on their 
relative’s behalf, hoping that they were making the right choices.  
 
6.1.1  Families adapting substance use focused care to EOL care 
It is important to acknowledge that care at end of life is demanding and difficult for all 
families, but in this section we explore how the challenges are exacerbated where the 
relative has a history of problematic substance use.  
 
Many interviewees described having provided substantial levels of care to their relative for 
a long period prior to the EOL care phase.  Care was often associated with the range of 
physical and mental health conditions (summarised in sections 5.1 and 5.2 above), which 
themselves were either directly or indirectly associated with the substance use.  For 
example, one daughter had to take over driving when her father’s ability to drive became 
very impaired.  Interviewees were often providing practical and emotional care in their own 
home or in their relative’s home – sometimes in the hope that this would help to support 
abstinence or more controlled substance use.  
  

I tried to instil some sense of normality by buying food and cooking him 
meals...I knew full well that it was never going to get eaten.  And, I’d 
redecorated the spare room and put a new bed in it, repainted it...just to 
try and get some sense of normality...And, that worked for like the first few 
days, but then just slipped back straight into the old way.    
        Son, Father died in hospital 

 
In some cases, self-isolating and elusive behaviour among relatives made the provision of 
care particularly difficult for family members. Several interviewees described the dilemmas 
and emotional strain they faced in wondering if they were doing enough for their relative 
because he had distanced himself from them. 
   

Constantly checking: ‘Are we doing the right thing?  Are we doing enough?  
Are we not doing too much?  Are we encouraging him to drink?’...let him 
know that we were there for him and trying to do things with him still 
outside of his drinking....try to keep some contact going and let him know 
that we were there.    Male friend, Friend died in hospital  
 

Aware of the social isolation facing their relatives, many interviewees felt an obligation to 
provide as much company and social support to their dying relative as they could manage: 
 

It’s been horrific for everyone involved, for all of us...it’s 14 years of daily 
care which is a massive impact on everyone.... I haven't been on holiday for 
ten years, I don't think my mum’s been for like 16 or something, so it’s very 
hard, it affects everyone... basically me and my mum were his carers for 
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the last 14 years and it’s not financially viable, it makes you very depressed 
sometimes, it’s very tiring, it’s a big responsibility and I don't think you 
should have to deal with [it].       
       Sister, Brother died alone at home  

 
One interviewee, partly because of her longstanding difficult relationship with her father 
and his partner, but also because of geographical distance, made a conscious decision to 
set her own boundaries for the amount of support she could provide.   
 

When both of their behaviour was becoming really difficult and aggressive 
behaviours to deal with...[I] made the decision at that point that I was only 
going to do what I felt I could do and that as long as I could square it with 
my own conscience, that was absolutely fine – and no more and no less 
than that.       Daughter, Father died in hospital 

 
In some cases, interviewees had normalised the amount of care that they were providing.  
  

I’ve done the role anyway and I looked after her when she was drinking, it’s 
just normality.... The way I see it, she’s looked after me when I was 
younger, call it pay-back.  
    Daughter, Mother attending hospice day service  
 

While one mother had found it helpful to access support for carers from a substance use 
treatment service and another completed a course of therapy, others were unaware that 
support was available for families in their own right:  
 

I did think about it [accessing support for herself] seriously and I wasn’t 
quite sure how to go about it, and I didn’t really think that it would be for 
wives, husbands, sons and daughters of people who are alcoholics. I rather 
just thought it was for, the help was there for alcoholics, I didn’t realise 
that the family could have help.    
       Wife, Husband died in hospital 

 
Some interviewees appeared desperate to access support for their relative, aware of the 
extent to which this could have improved not only their situation, but also that of the wider 
family.  One family provided a substantial amount of personal care to their relative while he 
was in hospital because hospital staff said that they were too busy.  They were left 
questioning whether this HSCP neglect of his needs was a result of negative attitudes 
towards their son because he had an evident alcohol problem. 
 
6.1.2  Informal support for families as relatives approach the end of life 
A few interviewees talked about helpful, informal support they received from extended 
family and friendship networks, including respite care.  Sadly, there were many more 
descriptions of unhelpful informal support or, more often, a simple absence of help.  
 
Where the dying person has a history of substance problems, disagreement or a lack of 
communication over the nature and impact of those problems on the family may have 
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already exposed rifts in attitudes and feelings towards the relative. Previous difficulties in 
discussing substance problems may have established a family dynamic of avoiding painful 
or seemingly unresolvable discussions (which may be buttressed by each member’s 
individual hope for a better outcome for the future). Indeed, many interviewees in our 
study described differences of opinion around various aspects of EOL care, which were 
discussed in only minimal terms and remained unresolved.   
 
Interviewees gave diverse examples of family members not being able to support each 
other because of the level of distress they were going through.  In one case, the 
interviewee tried to get her partner’s adult children to help with the care that was needed, 
but they refused and made excuses for why they could not help.  
 

I was begging and pleading, and threatening and screaming, and shouting 
at them [to help].      Wife, Husband died at home 

 
Many interviewees talked about barriers to accessing informal support or not really having 
any such help that they could access. It is important to acknowledge that many families 
with no history of problematic substance use experience a narrowing of sources of informal 
support, as many people are reluctant to ‘be around death’ or feel fearful of ‘saying the 
wrong thing’ and so avoid contact. For families where the dying person has a history of 
substance use problems, this may be more difficult to cope with for two main reasons. 
First, previous experiences of discrimination and social rejection may have left them 
sensitive to further emotional loss. Second, they may have a smaller social circle that they 
can rely on, and so the erosion of each relationship has more impact. A wife and her dying 
husband who were interviewed together talked powerfully about the impact of people not 
knowing what to say to them or ignoring them and how unhelpful this can be.   
 

It’s like people find it difficult to talk to us sometimes because they don’t 
know quite how to say it. I just think, 'Please say it, don’t feel 
uncomfortable, it is what it is, if you say it and I get upset, that’s fine, 
because it is what it is.  And you can’t deny it, you can’t avoid it, it’s here, 
it’s with us.  We do it’.    Wife, Husband dying at home 

 
Some families were, however, able to support each other in agreeing end of life decisions, 
which in the example below revolved around the decision to turn off life support.  
 

…Rather than...sitting in his own faeces and with beer all over him - that’s 
not the way that people should die.  So at least, as undignified as he was ... 
I wanted him to have least have some dignity...you can never die in a good 
way ... but dying in hospital is probably the best way to go ... it’s the best 
scenario to die in I think ... now was as good as time as any if he was to 
pass away because....he’s surrounded by all his family, what’s left of us 
anyway ... So almost, unanimously, almost oddly instantaneously, we just 
said, “Yeah that’s fine.     Son, Father died in hospital 
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6.1.3  Formal support for families around a relative’s end of life 
A few interviewees described helpful formal end of life support for families from a range of 
services, including substance use treatment, social care, GPs, MacMillan and hospital staff 
(including a chaplain).  These examples of helpful formal support explicitly addressed the 
relative’s substance use including constructive discussions with hospital staff about a 
mother’s medication while she was still drinking.  
 
In contrast, there were many more interviewees who described numerous experiences of 
unhelpful formal support (from GPs, hospital staff, paramedics and social care staff), in terms 
of lack of access to support, poor provision of care, insufficient communication or 
information, negative HSCP attitudes and stigma.  Several interviewees described how the 
almost total lack of formal care that they and their relative received had been something 
they had been struggling with for years.  Alongside this, several interviewees described not 
feeling entitled to seek formal support for themselves.  
 

I was trying to go along with that, because I'd never experienced it [end 
of life care for a relative] before, and I ended up having a breakdown.  
    Daughter, Mother attending hospice day service  

 
When describing unhelpful formal support, several interviewees mentioned negative HSCPs 
attitudes and stigma.  In the upsetting example, described below, a son was accused by 
hospital staff of neglecting his father.  
 
 We took him to hospital and because of the state that he was in....they took 

photographs of his legs...I also was a little bit, well quite angry because there was 
some suggestion that I had completely neglected him, that I had just left him there 
to rot at home...I understand it on a very basic level, but obviously they didn’t know 
the history, they hadn’t spoken to me...feeling like I was automatically being 
pinpointed as completely neglect[ing] my dad, when it was absolutely the complete 
opposite...I get it that they have a job to do, they’ve got a level of care and 
responsibility...however it’s also very important to establish all the facts and the 
situation before laying blame as it were.  

        Son, Father died in hospital 
 
While these may be examples of general poor, uncompassionate care that unfortunately 
any family could have experienced, interviewees typically interpreted these experiences as 
being based on negative HSCP judgments about their relative’s substance use.  

  
It’s not like they were walking to a house with needles all over the floor, or 
we were threatening them or smashed out of our faces, I wasn’t using 
anymore, even when I was using, I wasn’t like that, I still had a really clean 
house, lived in a completely normal life but you know what society’s like, 
we’re like green slimy monsters that live behind a dirty, filthy couch. ...We 
were being treated as if we were diseased creatures.   
    Female ex-partner, Former partner died at home 

 
A number of interviewees said that HSCPs did not do enough to ask the family how they were 
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and what support they might need, yet they felt that it would have been helpful to have 
received that.  
 

We weren’t signposted to anything decent. I'm going to say it’s a very niche 
thing but there must be so many people suffering from the same type of 
things in this area.   
       Sister, Brother died alone at home 

 
This absence of effective support left some interviewees feeling upset that the onus for care 
was on them – which they found concerning because they lacked the benefit of trained 
professional care.  Again, this is an experience that may be shared with many other families 
where there are no substance use problems. However, its impact upon families of people 
with alcohol or other drug problems can be quite catastrophic because of the pre-existence 
of strained relationships, feelings of frustration and anger, and poor communication that 
leaves many healthcare needs unrecognised and unaddressed. 
 

6.2  The impact of a relative’s substance use upon family bereavement 

For the majority of our sample the relative had died, so the interviewees talked about their 
post-bereavement support needs, describing mixed experiences in relation to services in 
the immediate aftermath of death, the care of their relative’s body and the funeral.   
 
Knowing that their relative had a ‘good death’ and had died peacefully, with dignity was 
comforting to a number of interviewees.  However, several interviewees felt that there 
remained unanswered questions surrounding their relative’s death - particularly where the 
death was associated with substance use, poor care or difficult circumstances.  This quest 
for answers and for someone to accept responsibility for the death caused distress.   

 
The way they [interviewee’s great-aunt and great-uncle] need to grieve is 
to just, they need closure but they’re not going to get that until they get 
the answers that they’re looking for but every question that they’ve asked 
so far, hasn’t been answered properly, nobody has said ‘We admit we’re at 
fault, we’re very sorry’, there’s no admittance of anything.     
       Nephew, Uncle died in hospital 

 
Interviewees talked about their bereavement and how the experiences of their relative’s 
substance use, and death, added complexity to their grief.  Parents were more likely to talk 
about the difficulty in outliving a child, with one mother acknowledging that her son’s 
death also brought some relief because she did not have to worry about his substance use 
and what was happening to him anymore - something which she said was: “Hard to say.”   
 
One daughter described how her growing understanding of her father’s denial of his 
alcohol problem and his dismissal of her attempts to help him, helped her come to terms 
with his death.  
 

I was able to look at it and see they were all about Dad’s choices, they were 
all about the decisions that he made and linking back to that idea that you 
know, there was a set of consequences set 30 years previous, they were 
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always coming, it was just a case of when...this was the logical conclusion 
of a series of decisions that I had no power over.  
       Daughter, Father died in hospital 

 
Another aspect of the complexity of grief was described by a mother who said that she 
attended a generic bereavement support group for parents but felt different because her 
son was, “The only alcoholic.” She went on to explain why she felt out of place.  
 

Actually I felt it was very different from the point of view...they’re trying to 
remember the good times...whereas for me, remembering the good times, 
I have to go a long way back, because there’s so much that was painful 
between you and those good times...I think I felt out of place because of 
my own feelings...maybe it’s almost like being unentitled to the same grief. 
       
        Mother, Son died in hospital 

 
6.2.1  Helpful experiences of support for families after death of their relative 
Many interviewees talked about their experiences of helpful support post-bereavement. In 
terms of informal sources, this included from family, friends, an employer, 12-Step 
Fellowships, a vicar, a spiritualist and the local community.  Examples included a friend who 
helped by putting together a photo montage and video blog and a family who were 
comforted by a relative stranger (who knew their relative in passing) bringing them a bunch 
of flowers on being told about the death.   
 

We went down to the shops and told the shops.  Even the shopkeeper 
because he got on so well with him...the guy’s an Indian guy and he blessed 
the coffin in his own right and we thought that was really nice... We had so 
many people come there because so many people knew him, we didn’t 
realise he was so nice to people...if you'd have seen all that passed the 
funeral, all here was absolutely saturated with flowers and cards and 
people never stopped coming, people was coming from everywhere.   
       Nephew, Uncle died in hospital 

 
The need to take time to heal from prolonged experiences of traumatising family 
relationships associated with substance use was recognised by one daughter who gave up 
her professional career to recover from her father’s death. 
 

I went and did some voluntary work at a local garden nursery: did some 
digging and planting things and that was exactly the kind of therapy that I 
needed to help myself get back on my feet.  
       Daughter, Father died in hospital 
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In terms of helpful formal support after the death, interviewees talked about a funeral 
director, counselling and therapy (including through IAPT8 and the workplace), carers’ 
support from a substance use treatment service and specialist projects or support groups.   
 

We talk to [another lady]...she had the same thing, she had the same loss, 
more or less identical to [our relative] and we had a talk with her and a cry, 
you know, but she feels exactly the same, let down by the hospital the 
same as we feel with [our relative].   
       Nephew, Uncle died in hospital 

 
Additionally, one mother appreciated an invitation to meet with hospital staff after her 
son’s death to ask questions about his care and death.  Another interviewee phoned the 
hospital social worker a few months after the death and was put in touch with some 
counselling available at a local hospice, which she found helpful (although time-limited).   
 
6.2.2  Unhelpful experiences of support for families after death 
With regards to unhelpful formal support after death, two interviewees said that hospital 
staff did not speak to them after the death about support or explain the procedure about 
what would happen next.  Again, these may be experiences that are common to all families 
whether their relative had a substance problem or not.  However, with their feelings of 
being stigmatised, many family members of people who had a history of substance 
problems may question whether this lack of support is an unspoken judgement on both 
their relative’s substance problems and vicariously on themselves.  
 
Despite what is known about the traumatic impact of bereavement through substance use, 
one wife described how she was initially refused counselling because it was too soon after 
her husband’s death; while a friend said that bereavement counselling had been time-
limited: “Unfortunately they only do so many sessions.”  Two more interviewees talked 
about the unhelpful and narrow focus of doctors who just wanted to prescribe anti-
depressants – which can be experienced as particularly insensitive among families of 
people with substance problems.   
 

All they’d rather do is medicate you anyway, they want to sedate you with 
anti-depressants and off you go and that’s not the answer.  
       Sister, Brother died alone at home 
 
One doctor said, ‘We can give you anti-depressants. All the usual shit. I said 
‘This isn't normal, what I'm going through? This grieving is not normal?’  
    Female ex-partner, Former partner died at home 

 
In another example, a daughter described being questioned by a potential employer about 
the amount of carer’s leave she might need to take and recognised that, “[It] was sort of 

                                                      
 
 
 
8 Improving Access to Psychological Therapies, primary care accessed support for anxiety and depression.  
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skirting the edges of discrimination.”  Sadly, this may be an indication that, like many other 
people and organisations, employers are currently unlikely to understand the depth of 
impact that substance-related caring and bereavement may have upon employees. 
 
While many grieving people feel isolated in their bereavement, this can be particularly 
painful for families where the person who died had an alcohol or other drug problem. They 
may have felt socially isolated for many years or are especially traumatised by a substance-
related death. One interviewee said she was worried about the reactions of others and that 
she should just ‘get on with it’ rather than look to others for support.  
 

I was just so sad and I was scared to talk about him because I thought 
people would think I was moaning and that I should just get on with it...So, 
I felt like I didn’t want to talk to people about it because they didn’t want 
to know, basically. That’s how it felt.  It probably was nothing like that but I 
needed to talk to somebody that I didn’t think was going to think I was 
moaning.      Female friend, Male friend died at home 

 
A small number of interviewees talked about ‘soldiering on’ because they wanted to, or 
believed that they should, keep their grief private.  One wife described how she did not 
want to be ‘washing dirty linen in public.’  Another female ex-partner described how her 
previous experiences of HSCP discrimination (when she had been a drug user) had left her 
mistrustful and overly negative about interactions with practitioners as her ex-partner died.  
In the following quote, she reflects on whether, in hindsight, trying to explain more about 
their drug using histories might have brought about a more understanding response. 
 

Maybe I should have tried to get them to understand. But I think for me, 
my barriers were coming up more and more and because - I think it’s like 
anything, if somebody starts to attack you, I don’t so much usually attack 
back, now I just tend to go: “Oh fuck you” and put barriers up and just 
carry on as best as possible. But I do agree maybe if I had have explained 
more of, “It’s really difficult because emotionally we haven't grown up and 
we struggle with our emotions” - that probably would have made a big 
difference. But I do think as addicts, we get so pissed off having to explain 
ourselves and so I’d not even considered that - if I'm honest - that I should 
have tried to get them to understand more.    
    Female ex-partner, Former partner died at home 

 
6.2.4  Summary 
All of the interviewees had been affected substantially by their relative’s substance use 
over many years. Their perspectives on the availability and appropriateness of support for 
themselves were often influenced by negative experiences of seeking help for their 
relative’s substance use.  Very few interviewees had access to formal support for their own 
needs, and informal support was often fraught with conflicting perspectives on the ‘reality’ 
of the problem and how to approach it, leading to feelings of powerlessness. As the 
relative’s health declined – sometimes with an end of life diagnosis, but more often without 
such clarity – feelings of isolation and hopelessness were compounded.   
 



44 

 

The next section of the report will discuss these findings before considering our 
recommendations. Where relevant, we also draw on insights from the findings of our  
secondary data analysis study (Wright et al., 2017) and the wider literature on family-
focused substance use and end of life care. 
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7.  Discussion  

Key messages 
 
▪ Relatives’ denial about their problematic substance use and its health consequences 

presents a major communication barrier for families. Where attempts at persuading 
relatives to change their substance use have failed, family members may confine their 
communication to non-contentious topics to minimise emotional strain.  

▪ In response to their relative’s poor self-care, deteriorating health or compromised 
mental capacity, families gradually take on expanded caring responsibilities which 
places additional stresses and strains upon them.   

▪ Family members often feel uncertain about how to help their relative overcome their 
substance problems. This sense of powerlessness may lead to a lack of communication 
which impedes both recognition of the relative’s health and need for treatment, but 
also acknowledgement of the family’s own emotional support needs. 

▪ Families may either be unaware of potential sources of help or, having had negative 
experiences of seeking help in the past, may decide to ‘soldier on’ alone. As a result, 
formal help-seeking tends to take place very late in their relative’s deteriorating health 
trajectory – often when the relative is close to death, or even after death.  

▪ High levels of strain, frustration, anger, shame and stigma exist within many families of 
people with substance use problems which, alongside a lack of medical knowledge and 
the absence of any support, may impede them from providing good informal care. 
They are likely to need formal support to provide and/or coordinate care - including 
help to minimise the emotional impact of both caring and bereavement. 

 
This section considers the findings of the qualitative analysis of 16 interviews with 18 
interviewees (describing end of life care for 16 individuals in total). In this discussion, 
reflections on the primary data from our new interviews are also informed by the 
secondary analysis of the bereavement through substance use (BTSU) interviews (phase 1 
of this study: Wright et al., 2017) and existing wider literature on family focused substance 
use and palliative care. 
 
End of life experiences can vary greatly for people with alcohol/drug problems and their 
families.  Within our primary interviews, some interviewees described particularly difficult 
experiences because their relative was still using substances. Our findings from these 
primary interviews are supported by the results of our secondary data analysis (Wright et 
al., 2017), both revealing that many families had struggled for years to cope with their 
relative’s substance use and that their own needs for emotional support had been 
unrecognised.  
 
As well as feeling frustrated and powerless to persuade their relative to stop using 
substances problematically, interviewees often had to contend with their relative’s denial, 
confusion or disinterest about their health and social care needs. As a result, interactional 
and communication barriers had grown between families and the dying person.  Within 
some families, resignation towards their relative’s long-standing problematic substance 
use resulted in nobody having conversations with their relative about their deteriorating 
health. This situation became particularly difficult as end of life approached – whether 
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recognised as such or not – because it followed years of strain over substance use and a 
sense of a ‘wasted life’.  
 
Good end of life care for people with substance use problems requires empathetic 
approaches, including clear HSCP communication that explicitly addresses both prognostic 
uncertainty and substance use and a holistic approach that includes support for families 
and friends. Service design needs to address the reluctance of people with substance use 
problems to engage with services, low levels of self-care and impaired mental capacity.  
 
The provision of compassionate formal support that is focused specifically on the needs of 
the wider family or informal caring network is crucial - to help them both maximise the 
care they can provide to their relative, and receive the help they need in their own right.  
Without such support, people with substance problems and their families are less likely 
than the general population to achieve good end of life experiences, leaving families with 
long-term emotional trauma.   
 
Palliative care literature notes that many HSCPs may have an aversion to talking about the 
possibility of death (Gawande, 2014), particularly in the context of unpredictable 
trajectories of organ failure and/or substance-related co-morbidities (Kendrick, 2013). This 
means that end of life discussions between families, HSCPs and the person receiving care 
– a necessary precursor to the provision of appropriate care and support – are likely to be 
absent. Our research (both the findings and our low participant recruitment from 
hospices) revealed how rare it is for people with substance problems to access specialist 
palliative services, meaning that they are less likely than the general population to benefit 
from direct discussion about their end of life care needs. For their families, the lack of 
opportunity to discuss end of life care needs with their relative, to prepare themselves for 
their relative’s death and perhaps repair fractured relationships, can leave them with 
substantial long-term emotional harm (Templeton et al., 2016; Valentine, 2017). 
Researchers have associated these experiences of ‘complicated grief’ with increased rates 
of PTSD and major depression (Feigelman et al. 2009, 2011; Kristensen et al. 2012). 
 
Communication could be improved through HSCP awareness that many families may 
anticipate negative professional attitudes and interpret even some neutral interaction as 
stigmatising. As a result, it is beneficial for HSCPs to be very explicit in their non-
judgemental and empathetic attitudes.  Existing policies and guidance, while extolling the 
virtues of working closely with families and carers, do not acknowledge the potential 
difficulties of undertaking this where families feel vulnerable to being stigmatised by 
HSCPs. Even recent work by the Care Qualities Commission (CQC, 2016) that specifically 
addresses the needs of people who may be less likely to receive good end of life care9 

                                                      
 
 
 
9 The report explicitly mentions: people with conditions other than cancer; older people; people with 
dementia; people from Black and minority ethnic (BME) groups; lesbian, gay, bisexual or transgender 
people; people with a learning disability; people with a mental health condition; people who are homeless; 
people who are in secure or detained settings; and Gypsies and Travellers. People with alcohol/other drug 
problems are not included. 
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does not mention either substance use, or feelings of stigma. The CQC report on end of 
life care for people who are homeless does however recognise issues around substance 
use and the need to be responsive to this in end of life care (CQC, 2017), but does not 
address the role of families or informal carers.  
 
Providing end of life care for a relative can be hugely demanding for all families (Šerfelová 
et al., 2012; Hudson, 2004). It is clear from both our primary and secondary data that 
many families in our sample experienced limited, if any, formal support for themselves or 
their relative at end of life. In fact, some families had been struggling to access formal 
support for years due to their relative’s (and sometimes their own) problematic substance 
use.  Our findings concur with existing health and social care literature that, in the 
absence of formal support, the burden of care falls heavily on the shoulders of informal 
carers, significantly impacting their wellbeing (Wittenberg et al., 2017).  In the primary 
data, many interviewees expressed feelings of upset, disappointment and anger at the 
poor or absent formal HSCP support received for their relative at the end of life and for 
themselves.  Many interviewees felt that regardless of the extent and impact of their 
informal care role, their dying relative would have benefited from more available and 
accessible formal support, which could have made significant improvements to many of 
their experiences of end of life care.  
 
Our findings highlight the crucial need for good HSCP communication, compassionate care 
and empathetic support that explicitly addresses both substance use and prognostic 
uncertainty. Service design needs to include methods of addressing complex issues such 
as low levels of service engagement, limited capacity to self-care, emotional and mental 
health difficulties and poor/fluctuating cognitive ability. Our findings also suggest that 
many relatives with substance problems may be incapacitated cognitively to some degree, 
and that both families and HSCPs may be unaware of the full extent of its impact upon the 
individual who is dying. In addition, the extent to which family dynamics and 
communication patterns are likely to have been affected by problematic substance use 
(commonly resulting in denial and avoidance of discussion or conflict), may impede how 
families can understand and express what is happening. This may severely constrain 
effective information sharing with the person receiving treatment, and may necessitate 
more direct communication between HSCPs and families. Without this, HSCPs can miss 
important insights from family into the general behaviour, mental state and likely 
engagement with treatment of the person needing end of life care. 
  
Contrary to many HSCP concerns highlighted in the research literature (Witham et al., 
2018) about people with substance problems seeking opioids for reasons other than to 
control pain, our interviewees described how people in recovery are often insistent on 
avoiding any psychoactive substances - sometimes refusing painkillers until completely 
unavoidable. Pain management is an area where open communication is vital. While the 
risk of opioid diversion is an important clinical consideration, prescribing painkillers for 
people with historic substance difficulties requires greater understanding of the current 
experience of pain, prior substance use history and attitudes to psychoactive substances 
for each individual. Furthermore, HSCP ability to ensure continuous, reliable access to 
painkillers is crucial in order to be able to counter fears of withdrawal and avoid any 
perceived need to buy illegal opioids. It is inevitably difficult to prescribe for people who 
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are using alcohol and other drugs and often varying their substance use.  The interaction 
of physical pain, anxiety and fear may well lead people who depend on substances to 
alleviate distress, to continue (or increase) their use. Without personal experience of 
withdrawal, it can be difficult for HSCPs to appreciate the real aversion people have to 
withdrawal and the extent to which their fear of it drives them to ensure their continued 
access to drugs. Without open, frank conversations about substance use, HSCPs, 
individuals at end of life and their families alike may all be taking decisions and behaving 
in ways that negate each other’s best interests. 
 
Our interviews provide insights into the relationships between families and HSCPs 
involved in the ‘mixed economy’ of formal and informal caring at the end of life. End of life 
care for people with substance use problems could benefit from improved collaboration 
between informal caregivers (namely family and friends) and HSCPs.  In both the primary 
and secondary data, families often wanted to build relationships with HSCPs who they 
could communicate effectively with and who would be responsive to both the needs of 
their relative and themselves as family - without judgements being made about alcohol 
and drug use. Many families have invaluable knowledge about the life of the person 
receiving end of life care. These insights can go unrecognised by HSCPs (Wittenberg et al., 
2017). In contrast, our findings highlight the need for HSCPs to acknowledge the role and 
expertise of informal caregivers, by involving family members (or an appropriate named 
person) during care planning meetings, check-ups and other appointments with the 
individual receiving care.   
 
Good care would also involve HSCPs directly addressing the needs and wishes of informal 
caregivers alongside those of the dying person. In the primary interviews, families were 
far more likely to have experienced unhelpful rather than helpful formal support for 
themselves and their relative at end of life.  Interviewees described inadequate social and 
health care provision and poor communication from a range of HSCPs including GPs, 
hospital staff, paramedics and social workers.  Several interviewees talked about HSCPs 
having poor attitudes towards themselves and their relative, which left them and their 
relative feeling stigmatised and dissatisfied with social and health care provision. This 
concurs with the secondary bereavement data that found some families had felt 
stigmatised by HSCPs due to their relative’s substance use (Wright et al., 2017). Formal 
support could thus be improved at every stage: from end of life diagnosis until after death. 
This could largely be achieved through clear HSCP communication about procedures and 
care, thereby ensuring that the whole family (and friends) understand the availability, 
access and provision of holistic support to best meet their needs.  
 
For families, the provision of helpful formal support and good care for themselves and 
their dying relative could make a real difference at an incredibly difficult time. Aligned to 
general palliative care literature, these findings show that helpful formal support from a 
wide range of services could make a significant improvement to the end of life care 
experiences of families and the dying person (NCPC, 2012; ONS, 2016). Where the person 
dying has had substance problems, the involvement of compassionate HSCPs who 
communicate empathy effectively (as well as demonstrating sound knowledge about both 
problematic substance use and palliative care) is central to good end of life care.  This is 
crucial because the dying person and their families may carry harmful feelings of stigma 
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that if left unaddressed can exacerbate social isolation and longstanding emotional strain 
(Orford et al., 2010; Walter et al., 2015).   
  
Where the relative had died - which was the case for all the secondary data (Wright et al., 
2017) and the majority of our primary data sample - interviewees described their own 
bereavement and support needs. In concordance with the literature on palliative care, 
interviewees emphasised the importance of knowing that the person had a ‘good death’.  
This meant a peaceful and dignified death in the company of their friends and family.  In 
the primary data, the interviewees felt family counselling and bereavement support could 
be more available and accessible. In addition, they felt HSCPs (including GPs and social 
care workers) could do more to help them seek information and access bereavement 
services for themselves.  Given what is known about the impact that substance use 
problems have upon experiences of death, bereavement and grieving (Valentine, 2017; 
Templeton et al., 2016), it is important to consider whether more specialist bereavement 
services for families of people with drug and alcohol problems could be provided.  Families 
affected by a relative’s  problematic drug and alcohol use may experience disenfranchised 
grief, whereby they do not feel entitled to grieve, because of either the nature of the 
substance-related death or because of the degree of conflict or strain in the relationship 
they had (Doka, 2002; Guy, 2004; Chapple et al., 2015). These families are likely to find 
generic bereavement support groups unhelpful, as they may even compound their sense 
of shame and stigma.  It is therefore important to recognise and respond to the particular 
bereavement needs of families and friends grieving for a relative who had substance use 
problems. 
 
Informal support could be experienced by families as a double-edged sword.  Across the 
study’s primary and secondary data findings, many unhelpful examples of informal 
support were described, including: disagreements or differences of opinion about end of 
life care; friends avoiding speaking to people with terminal illness and their families 
because of uncertainty about how to talk about death; or a simple absence of any 
informal support.  Many families described relying primarily on themselves, both at the 
end of their relative’s life but also after their death.  In these cases, families talked about 
feeling that they needed to be strong and did not want to, or could not, ask for help - 
partly because of a lack of informal support but also due to the attitudes of others, which 
prevented them from asking. Some interviewees constructed a notion of ‘soldiering on’ to 
describe their capacity for resilience and self-care in which they were honouring their 
relative. Sadly, many interviewees felt that this was the only option to them because there 
was very limited (if any) formal and informal support available.  
 
So, while palliative care policies recognise both the crucial role that family carers have for 
relatives at end of life, and the emotional, physical and practical toll that such 
responsibilities can have upon them (NCPC, 2012; Kendrick, 2013; Payne and European 
Association for Palliative Care Taskforce, 2010; Thomas, 2003), we contend that families of 
people at end of life with substance problems form a sub-group of informal palliative 
carers who warrant specific attention and support. Hopefully, as evidence grows about (1) 
the devastating impact upon families of EOL and bereavement associated with alcohol and 
other drug problems, and (2) the long-term significant positive impact that good formal or 
informal support can provide, recognition of the real need for such provision will spread.  
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7.1  Strengths and limitations   

Before considering the recommendations emerging from this work, we wish to reflect on 
both the strengths and limitations of our work. These primary interviews provide a unique 
dataset in an under-researched area. As such, our interviews contribute to current 
knowledge about families’ experiences of a relative’s problematic substance use in 
general, but specifically at their relative’s end of life. The sensitive and adaptive design of 
our data collection approach resulted in rich and powerful data. Combined with our 
reflexive analysis, this strengthens the potential value of this work.  
 
While the primary interview data represent only a small sample of family members and 
friends, this included a diverse range of relationships such that the dataset is not 
dominated by the experiences of parents or partners (unlike much of the existing research 
on families of people with substance use problems).  
 
Our final sample comprised 18 interviewees in total.  These consisted of 13 interviewees 
accessed through community networks10, three accessed through a substance use service 
and two through a hospice. This degree of reliance on community networks was 
unanticipated by the research team. On reflection, given what we now know about non-
engagement or late presentation to services, seeking to recruit interviewees via hospices 
and substance use services poses some limitations. For substance use services, in 
particular, the absence of any focus on life-shortening health conditions meant that 
workers were ill-placed to broach these highly sensitive conversations in such a ‘murky’ 
context of unrecognised end of life situations. Fortunately, our research design had 
included use of community networks, and the end result was simply that a larger 
proportion of our sample came through those networks than we anticipated. This 
experience reveals that future research would merit working in partnership with both GP 
and acute hospital services as well.   
 
This study provided interviews with families whose relatives were approaching the end of 
their life and those who had already been bereaved. Indeed, most interviewees had been 
bereaved and were relying on memory of the experiences they discussed - sometimes 
spanning several years. A small number of interviewees struggled to remember details 
and often apologised for this. In these cases, the researchers had to make sense of the 
interviewees’ experiences by unfolding the (often complex) chronology of events woven 
through their memories. To the extent that interviewees had been living with the 
memories for some time, the emotional impact of their experiences could have altered. As 
one participant said: ‘I’ve made peace with it now.’ Equally challenging to the researchers 
was interviewing those who felt they were ‘waiting’ for their relative to die.  In these 
instances, the researcher had to make appropriate allowances for the interview to be 
cancelled, sometimes at short notice, due to the inevitability of death and the uncertainty 

                                                      
 
 
 
10 The research team worked with a community networking organisation (Voicebox) as part of its 
recruitment strategy to ensure we included people not involved with services in the research. 
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of when it might be. With these research experiences in mind, the recommendation 
would be that where future research seeks to recruit a balanced cohort of bereaved and 
not yet bereaved relatives and friends, more focus on liaising with the latter group may be 
required.   
 
The majority of our interview sample described relatives with alcohol rather than drug 
problems. This is likely to reflect both the larger population of people using alcohol 
problematically, and the greater ease of identifying them as their health condition is often 
directly attributable to alcohol use (Webb et al., 2018). Although attributing direct causal 
links between life-shortening conditions and substance use can be quite speculative, it is 
apparent that at least five relatives died from liver failure associated with alcohol use and 
four had lung cancer that may have been contributed to by smoking (and which in itself is 
often associated with having alcohol or other drug problems). If future studies wished to 
focus more on people with end of life conditions who had drug problems (other than 
alcohol), a strong community networking approach to recruitment is likely to be 
necessary.  
 
Finally, a consideration worth mentioning is the difficulty in separating the experiences of 
our sample from families with no experiences of substance-related end of life care. While 
the primary aim of this study was to focus on themes which are clearly related to 
substance use, such as stigma and denial,  the challenge was in deciding whether these 
experiences were specific to substance use or not. Throughout the study we have 
foregrounded substance use issues while also recognising and acknowledging the 
similarities and differences between families’ experiences of relatives at end of life.        
 
We now move on to consider the policy and practice recommendations emerging from 
our analysis of these interviews. 
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8.  Conclusion and recommendations:   

 
This final section of the report provides five recommendations in relation to improving 
family experiences of end of life care for relatives with alcohol and drug use problems.  
 

8.1  Family support across policy, service commissioning and practice 

These primary interview data provide evidence of the extreme stress that families of 
people with substance problems experience, often spanning many years. Yet families 
continue to play a significant role in supporting people with substance difficulties at the 
end of their lives, often to the detriment of their own health and wellbeing.  Despite clear 
needs, our findings highlight that very limited, if any, formal support is available or 
accessible to them.  
 
A first step in responding to this need requires building public awareness about how to 
identify problematic use of alcohol or other drugs. Our research reveals that this is crucial 
in helping families to: (1) clarify whether someone they are concerned about has a 
substance problem; and (2) encourage them to seek support for themselves even if their 
relative denies that a problem exists. A wealth of research evidence already exists about 
the harms caused to families by problematic substance use, but this has yet to be 
recognised through commitment of sufficient public funding to address the issue in a 
meaningful way.  
 
The current UK socio-economic and political landscape of austerity has diminished service 
availability and accessibility. This means that families or informal carers will continue to 
provide the primary source of support for people with problematic substance use 
requiring end of life care.  The development of support for these families is undoubtedly 
challenging. It needs to be delivered in a way that both meets the needs of the wider 
family but does not exacerbate family conflict or derail any attempts by the relative to 
address their substance problem. There may be a lot of hidden anger within families that 
is unhelpful in terms of intervening with the relative with substance problems, but which, 
if left unaddressed, just ‘sits with’ the rest of the family. 
 
This report raises grave concerns about the unrecognised and unsupported needs of 
families of people with substance problems facing the end of their lives. It is therefore 
essential that palliative and end of life care services acquire substantive knowledge of the 
effects of stigma upon people from marginalised groups. This would enable HSCPs to 
better support both the person with substance problems at end of life and the families 
caring for them.  In relation to substance use services, training would ideally entail a 
three-pronged approach, including:  
 
1. Working with families of people who are at risk of premature death;  
2. Working with hepatology/gastroenterology units to identify those not accessing 

substance use services and undertaking assertive engagement work (including 
reviewing the whole family for substance use problems); and 
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3. Reviewing alcohol and drug treatment caseloads with the ‘surprise question’11 in mind 
and developing palliative and end of life care approaches to working with identified 
clients. 

 
Recommendation:  
To develop HSCP (including primary care and palliative specialists) training on problematic 
substance use to raise awareness about: 

i. How families can identify if their relative has a substance use problem and the 
need for them to access support for themselves (even if their relative denies 
problematic substance use), 

ii. The potential impact of problematic substance use upon health and wellbeing 
(including mental health) and associated stigma - on both the individual and their 
families,  

iii. The needs and assets of families and the ways HSCPs can work with them more 
collaboratively, and 

iv. The value of taking a palliative care approach to support people whose substance 
use is likely to cause premature mortality and their families. 

 

8.2  Proactive community outreach and hospital in-reach  

There is a clear need for proactive outreach and hospital in-reach for people facing 
premature death because of problematic substance use and their families. It is crucial that 
HSCPs recognise that low (or non-existent) motivation to engage with services can be an 
inherent symptom of having a substance use difficulty and needs to be addressed in itself, 
rather than relying on people with substance problems to self-refer to services.   
 
There are several options about how such developments could be delivered, including:  
1. The provision of peer support in hospital (possibly from ex-substance users) to help 

families and also provide empathy and understanding for individuals approaching the 
end of their life; and  

2. Community follow-up for people leaving hospital from ‘near death’ incidents to 
engage them in substance use services, or at minimum offer support to their families. 

 
Recommendation:  
Develop a clear cost-benefit argument about the need for provision of assertive 
engagement work by drawing together evidence on lack of motivation to engage with 
services as an inherent symptom of problematic substance use.  
 

                                                      
 
 
 
11 The surprise question (Moss et al., 2008) is used to try to identify patients with advanced disease or 
progressive life limiting conditions who may be approaching the end of their life. By asking “Would I be 
surprised if this person were to die in the next 12 months?”, clinicians are encouraged to give an intuitive 
answer that combines a range of clinical, social and other factors to give a more holistic picture of 
anticipated deterioration. This in turn should enable them to consider what measures might be taken to 
improve the patient’s quality of life both immediately and in preparation for possible further decline.    
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8.3  Strengthening communication around end of life  

By focusing on the interconnections between substance use and end of life care, this study 
has facilitated a more detailed look at the ways in which these two complex areas play out 
in the lives of families of people with substance problems approaching the end of life.  Our 
findings suggest that the explicit sharing of knowledge on both substance use and end of 
life trajectories by HSCPs can support families caring for a relative with both these 
experiences.   
 
One of the practice challenges that warrants further consideration is how HSCPs can best 
share information and provide support when the person receiving treatment has a long-
term condition with an unpredictable clinical trajectory (i.e. alcohol-related liver disease). 
This is not only in terms of communication with that person, but relates to involving their 
family in information sharing and support as well. 
 
Recommendation: Using findings from the wider research programme (End of Life Care 
for People with Alcohol and other Drug Problems; Galvani et al., 2018) to: 
  
1. Develop practice guidelines on how communication between families, the person 

receiving care and HSCPs can be integrated into compassionate end of life care – with 
a specific focus on communicating about unpredictable clinical trajectories, and  

2. Develop guidance for families on questions to ask HSCPs about:  
a. if, how and when their relative can receive end of life care and the ways in which 

their relative’s present or historic substance use will be considered as part of their 
end of life care, and  

b. what support is available to families themselves and how they can access it.  
 

8.4  Striving for equal access to the best possible end of life experience  

Findings across the study concur with palliative care literature that states that many of us 
have notions of what a ‘good death’ means and that we wish a ‘good death’ for our 
friends, relatives and ourselves (Meier et al, 2016; Virdun et al., 2015; London End of Life 
Care Clinical Network, 2015).  Sadly, many families of people with substance problems do 
not have this experience and this study confirms earlier research that bereavement 
through substance use can compound the pre-existing strain commonly experienced by 
families who have cared for and worried about their relative’s health for many years 
(Valentine, 2017; Templeton et al., 2016). In particular, many families feel stigmatised and 
are left with unanswered questions surrounding their relative’s death. Feelings of shame 
and guilt often inhibit families from communicating fully with HSCPs and families are left 
questioning whether the care given to their relative was ‘good enough.’ 
 
Recommendations:  
1. To develop multi-media resources to raise HSCP awareness of family experiences of 

end of life care for relatives with substance problems and associated stigma; 
2. To develop dedicated anti-discriminatory practice training for HSCPs on end of life care 

for people with substance problems and their families, and   
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3. To write a policy briefing on the changes necessary for service provision to better 
respond to the needs of families caring for relatives with substance use difficulties – 
especially as they approach end of life.   

 

8.5  Dedicated bereavement support for families  

The grief experienced by families of relatives with substance problems is extremely 
complex and challenging to overcome. Many feel that they are not entitled to grieve – or 
at least are perceived by others not to be so entitled – because of either the nature of the 
substance-related death or because of the degree of conflict or strain in their relationship. 
This concept of disenfranchised grief raises questions about the extent to which generic 
bereavement support can be helpful to families and the need to develop specialist 
bereavement approaches. While great strides have been taken in commencing this work 
(Templeton et al., 2016; Valentine, 2017; Adfam/Cruse Bereavement Care BEAD 
programme12), accompanying work for practitioners focusing on end of life care could 
enhance and further promote these existing resources. 
 
Recommendation: To develop a resource base for practitioners and families to: 
1. Help build understanding of what a good death means for people with substance 

problems and their families; and 
2. Raise awareness of the need for better end of life care and family support following 

the death of a relative with substance problems.  
 

 
 
 

                                                      
 
 
 
12 The BEAD (Bereaved through Alcohol and Drugs) Project is a joint Adfam and Cruse Bereavement Care 
project working with and supporting families, friends and carers who have been bereaved through drug or 
alcohol use. 
https://www.adfam.org.uk/professionals/latest_information_and_events/current_projects/bereavement  

https://www.adfam.org.uk/professionals/latest_information_and_events/current_projects/bereavement
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Appendix  – Template analysis – Final version  

This presents the final version of the template of themes used in the analysis process.  
Overall, the template analysis involved an ongoing process of discussion among the 
research team until this final refined version of the template had been agreed. (See 
Section 3 for details.)  
 
1. Communication 

1.1 Helpful HSCP communication  
1.2 Unhelpful HSCP communication  

1.2.2 Stigma / discrimination 
1.2.3 Confidentiality blocking communication 

1.3 EOL diagnosis  
1.3.2  Helpful diagnosis 
1.3.3 Unhelpful diagnosis 
1.3.4 Impact of no diagnosis 
1.3.5  Post-diagnosis communication 

1.4 Patient communication  
1.4.2 Minimising problems  
1.4.3 Communication capacity 
1.4.4 Articulated need/wishes 

1.5 Family  
1.5.2  Talk with patient about death  
1.5.3  Communication barriers 

 
2. Patient’s Terminal Care  

2.1.2  Family anticipation of death 
2.1.3 Substance use  
2.1.4  Social circumstances  
2.1.5  ‘Near misses’ of death  

2.2 Informal support  
2.2.2  Helpful informal support 
2.2.3  Unhelpful informal support 

2.3 Formal support  
2.3.2 Helpful formal support 
2.3.3  Unhelpful formal support  
2.3.4 Stigma  

2.4 Missed care opportunities  
2.4.2 Prognosis uncertainty  
2.4.3 Fragmented provision  
2.4.4 Complex needs  
2.4.5 Rationing services  

2.5 End of life care 
2.5.2 Protocols and DNRs 
2.5.3 Family care and decisions  
2.5.4 Care related to substance use  
2.5.5 Pain management  
2.5.6 Last rites 
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2.5.7 Death, place and description death, 
 

3. Family support 
3.1 Family dynamics   

3.1.2 Feelings about substance use 
3.1.3 Approach to patient’s behaviour 
3.1.4 Relationship dynamics  

3.2 Impact of caring   
3.3 Helpful informal family support  
3.4 Unhelpful informal family support  
3.5 Helpful formal family support 
3.6 Unhelpful formal family support 
3.7 Planning for death 
3.8 After death  

3.8.2 Alcohol/drug related grief  
3.8.3 Helpful informal bereavement support  
3.8.4 Unhelpful informal bereavement support  
3.8.5 Helpful formal bereavement support  
3.8.6 Unhelpful formal bereavement support 
3.8.7 Needs of others 

 
4. Specific issues linked to alcohol/drug use 
5. Specific service providers 

5.1 GPs 
5.2 Hospitals 
5.3 Hospices 
5.4 Care homes 
5.5 Macmillan 
5.6 Alcohol and drug treatment 
5.7 Social care 

 
 
 


