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Abstract 

Purpose Bereavement and loss are key factors in poor emotional wellbeing among people with 

profound and multiple learning disabilities.  However, little attention has been drawn to this in the 

grief and disability literature.  This paper aimed to make sense of bereavement and loss in this 

group, with reference to theoretical contributions to the field and studies of grief reactions.  

Design/Methodology/Approach A systematic review revealed thirty-four relevant published works.  

These were analysed for relevant contributions, and then subjected to peer-review. Findings Three 

main types of theoretical contributions have been made; traditional grief theories, cognitive 

approaches and attachment-based perspectives.  Although a limited number of case studies exist, a 

range of grief reactions have been reported in people with profound and multiple learning 

disabilities.  Traditional grief theories and cognitive approaches are somewhat limited in making 

sense of grief responses in this group, while attachment-based perspectives may prove useful in 

providing theoretical and practical direction.  Research Implications Further research is required to 

more accurately describe the nature of relationships in people with PMLD.  Practical Implications 

Major contributions to the field point to the value of facilitating engagement with the grieving 

process, through communication around the loss and training for staff.  In addition, attachment-

based perspectives are offering routes for establishing therapeutic relationships that help to resolve 

behavioural difficulties.  Originality/value This paper provides an overview of the perspectives 

within bereavement and disability, drawing together clear theoretical frameworks for future 

research and practice.   

Keywords: profound and multiple learning disabilities, grief, attachment, mental health, 

behaviour, theory 
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Conceptualising bereavement in profound and multiple learning disabilities 

Bereavement and loss are experiences that impact on all persons.  Complicating these experiences, 

however, are the psychological vulnerabilities of people with learning disabilities (LDs) (Read, 

2014).  Among people with profound and multiple learning disabilities (PMLDs), loss is a key 

factor in poor emotional wellbeing (Phillip et al., 2005), but studies of loss experiences and grief 

reactions (Dodd et al., 2005) have drawn little attention to this group.  Oswin (1985) is perhaps the 

first to explicitly distinguish between people with PMLD and those more able in terms of their 

experience of loss.  She attributes this difference to significant sensory impairments, which impact 

on the developing concept of death.  Related to this, the expression of internal states and 

communication of grief can be obstructed by lack of physical mobility.  Neglect of those presenting 

as intellectually less able prevents the researcher and practitioner from providing informed 

perspectives to approaches in therapeutic work.   

Significant needs of people with profound and multiple learning disabilities 

 How we define PMLD is of great significance for how grief is conceptualised in this group. 

Within the international literature, people with PMLD are also referred to by: ‘profound intellectual 

and multiple disabilities’, ‘profound mental retardation’, ‘multiple handicaps’ and in some cases 

‘severe learning disabilities’ (Nakken and Vlaskamp, 2002).  Their condition is multifaceted, 

characterised mainly by their physical and sensory impairments against many health-related 

problems (Pawlyn and Carnaby, 2008).  In addition, the most severe form of intellectual impairment 

(i.e. an IQ below 20) is thought to represent their cognitive status (Mansell, 2010); functioning at 

early stages of development (Coupe O’Kane and Goldbart, 1998).  

Aims of the review 

  Overall, the literature has scarcely provided consideration of the above difficulties 

experienced by people with PMLD, and how these may shape the experience of bereavement and 

loss.  Conversely, it has afforded a variety of approaches to understanding grief in people with LD 
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more generally, which may bear relevance to this complex area.  We return to this point in the 

discussion section.  Meanwhile, the following questions guide the systematic review: 

1. What have been the theoretical contributions to the area of bereavement, loss and LD? 

2. What are the grief reactions of people with PMLD? 

 Method 

 Using the PRISMA guidelines (Moher et al., 2009), the author carried out a systematic 

review of the literature.  Databases used included ASSIA, CINAHL, ERIC, PubMed, PubPsych and 

Scopus, using the following search terms, relating to the research questions above:  

1. “(bereavement OR loss OR grief) AND ((learning OR intellectual OR mental OR multiple) 

AND (disabilit* OR mental retardation)) AND (theory OR framework OR model)”.   

2.  “(bereavement OR loss OR grief) AND (((((learning OR intellectual OR mental OR 

multiple) AND disabilit* OR mental retardation)) AND (severe OR profound)))”  

 The literature review was conducted in 2015, and no start dates were specified in the search 

criteria. Only English-language material was included.  A manual search was also carried out in the 

PAMIS Library; hand searches included relevant journals, published books and previous literature 

reviews. A snowballing method was also used whereby literature was searched for relevant 

references. 

 All records emerging from the two search terms were combined, which provided both a 

theoretical overview and a specific focus on the profound group, with some papers bearing 

relevance to both these topics.  Titles and abstracts were then screened for relevance to the research 

questions (see Figure 1).  Each full-text was then included on the basis that it met the following 

criteria:  

1. explicitly driven or explained by theory, models and conceptual frameworks (e.g. 

established theories in psychology or systems models), or contributes a new approach. 

AND/OR 
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2. involved people with PMLD as participants, or draws conclusions regarding this group from 

a review of the literature.  Note: ‘severe’ was included in the search engine terms in order to 

identify those groups who can be defined as PMLD given information on their cognitive 

functioning and health status 

3. reports experiences of bereavement and loss or describes grief reactions of people with 

PMLD  

 Inclusion criteria were tested for validity by a second researcher, by checking that included 

papers fit the criteria outlined.  Extrapolation of final results were also subjected to peer-review 

by the second researcher, using Table 1 as a basis for comparing interpretations.  These 

processes were conducted systematically through each included paper.  Disagreements led to 

discussions about clarity of the inclusion criteria and relevance of the included papers. This led 

to refinement of the stated criteria and some papers were excluded due to their limited 

relevance. 

 [Insert Figure 1 here] 

Results 

 The current research questions are addressed directly by the reviewed literature, below.  In 

Part I, the review compares and contrasts a variety of theoretical contributions to the field (see 

Table 1).  Part II provides an overview of case studies that illustrate grief reactions in people with 

PMLD (Table 2).   

Part I: Theoretical contributions to the understanding of bereavement and loss in people with 

learning disabilities 

 Traditional theories of grief 

 As succinctly presented in Read’s (2014) chapter, grief has mainly been conceptualised in 

terms of task, stage and phase models of grief, and this is largely reflective of the literature 

reviewed here.  For example, we find that Oswin (1991) is influenced by the universal approach to 

grief, in which mourning is thought to eventually reach resolve.  Her view that people with LDs 
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grieve in much the same way as non-learning disabled people led her to strongly advocate for their 

inclusion in grieving rituals.  Subsequent contributions can be found extending this approach.  One 

of the strongest examples can be found in Stoddart and McDonnell’s (1999) paper in which 

resolution of grief is the desired outcome of a systems-based intervention. This grief-work approach 

is also reflected in Barber (2012) and Conboy-Hill (2002), where the authors seek to establish the 

relevance of Kübler-Ross’ (1969) five stages of bereavement, although both acknowledge the need 

for more contemporary models with clear theoretical underpinnings.  

 In addition, many research practitioners have offered a variety of practical suggestions for 

support, including life-story work and multi-sensory methods for engaging in the grieving process. 

Luchterhand and Murphy (1998), Young et al., (2014b) and Young and Garrard (2015) use 

Worden’s four tasks of grief (1982; 1991) to inform intervention in similar ways.  For example, the 

person’s lack of mobility may make it difficult for them to access physical memories and therefore 

connect with the deceased.  Providing the person with opportunities to remember using photographs 

and videos is one suggested way of overcoming the barrier of physical disability and facilitate 

connection with the person who has died.  Although a relatively recent area, bereavement research 

and practice in the LD field has mainly been preoccupied with the grief-work approach. 

 Attachment and people with learning disabilities 

 Attachment theory has attained significance in providing a useful therapeutic approach to 

the field (Blackman, 2011).  This work has revealed a number of factors that can complicate the 

grieving process, which are discussed more fully below.  Research practitioners are now asking 

questions about the nature of attachments in people with LDs and how these bonds change over 

time, following loss.  Referring to Klass et al’s (1996) Continuing Bonds, Blackman (2003) 

describes grief as multi-dimensional and partly understood in terms of how the individual maintains 

the connection with the deceased person.  These considerations have led to a number of suggestions 

for support.  For example, by integrating the principles of attachment (Klein, 1940; Bowlby, 1981) 

and bereavement theory (Freud, 1917; Parkes, 1996), Summers and Witts (2003) provide a 
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theoretical framework for understanding grief and loss for Joanne, a woman with moderate to 

severe LD following the death of her father.  Her experiences of early abuse and insecure 

attachment relationships led to a number of hypotheses regarding her experience of bereavement, 

including complicated grieving.  Use of psycho-educational and psycho-dynamic approaches were 

effective interventions within this therapeutic context, and is also reflected in the work of Sinason 

(1992) and Blackman (2011).   

 Focusing more widely on the issues of research, assessment and intervention, Schuengel et 

al (2013) explore the potential of attachment-based perspectives (Bowlby, 1984) in understanding 

mental health. The authors emphasise the importance of assessing the attachment bond in 

determining the experience of separation distress.  Support for this approach can be found in studies 

describing successful and effective therapy for attachment and behaviour (Sterkenburg et al., 2008).  

Their main postulation being that if the caring other provides a secure base, the individual can cope 

better with loss and other difficult experiences.  

 Cognitive theory and developmental approaches 

 It is not surprising, given that LD is commonly defined in terms of intellectual functioning, 

that cognitive approaches make a significant contribution to the grief literature.  Researchers in this 

area have focussed on the cognitive capacities of individuals with LD to form realistic concepts of 

death.  In a conceptual paper, Meeusen-van de Kerkhof et al (2006) draw mainly on Piaget’s (1954) 

theory of cognitive development to frame the bereavement experiences of people with varying 

levels of LD.  For example, it is suggested that people with PMLD experience loss as a ‘breach of 

fixed patterns’, and do not have a concept of death. This has clear applications for practice; the 

authors stress the importance of maintaining routine and allowing the bereaved to touch the dead 

person.  This is contrasted for people with mild LD (IQ 50-70) who can hold more abstract concepts 

of death and follow a similar mourning process to those without LD.  When considering the 

literature in its entirety, there is a clear overemphasis on cognitive approaches to conceptualising 

loss in people with LDs generally. 
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 Complicated grieving 

 Traditional grief theory, attachment theory and cognitive approaches to bereavement can be 

found intersecting at the discourse of complicated grieving.  One perspective is that people with 

LDs require enablement to engage with tasks of grieving in order to experience resolution or 

adaptation.  It may also be argued that separation distress is at the core of difficulties in grieving 

and that attachment relationships are key to supporting the individual.  A cognitive perspective 

argues that confusion around or misunderstanding of the concept of death can exacerbate and 

prolong grief.  More recently, there has been an emergence of literature exploring the risk factors 

for complicated grieving, drawing partly on both of these ideas, to suggest that bereavement and 

loss can be traumatic experiences for those who are susceptible to psychological destabilisation, are 

less able to process memory and struggle to integrate experience into their personal narratives.   

 Historically, authors have outlined the risk factors for complicated grieving in this group.  

Dodd et al (2009; 2014) is perhaps the main proponent of this approach, in which risk factors have 

been identified: dependency, insecure attachments, social isolation and secondary losses.  This 

literature elegantly frames a number of issues that complicate the grieving process for people with 

LD, and have been discussed in Read and Elliot’s (2003) ‘vulnerability perspective’.  Here, the 

challenges that care staff experience in relation to offering bereavement support, protection from 

the truth, and limited understanding are identified as key issues that render bereaved individuals 

with LD vulnerable to the effects of loss (Read and Elliot, 2003).   

[Insert Table 1 here] 

Part II: Reported grief reactions in people with profound and multiple learning disabilities 

 Focusing now on the second research question of this review, nine published works report 

on the responses to bereavement and loss in people with PMLD (Table 2).  All works were 

descriptive, adopting case study methodology (N=4), interviews with parents and carers (N=4), and 

reference to research (N=2).  
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 Experiences of loss included staff turn-over and loss through the death of loved ones.  In 

particular, Sinason’s (1992) psychoanalytic work in a residential centre revealed the impact of staff-

turnover on four individuals with PMLD.  Against this backdrop, there are a number of experiences 

involving change, including transition and health-related problems.  In addition, at least two 

individuals had experienced interpersonal trauma due to abandonment in their early years. 

 A range of grief responses can be found in the case study illustrations, but the attachment 

behaviours may be particularly significant; there is some disagreement between the works about the 

presence of grief reactions among this group.  For instance, Meeusen-van de Kerkhof et al (2006) 

state that people with PMLD do not exhibit grief responses through crying, although this is reported 

in five separate cases of the review.  However, Meeusen-van de Kerkhof et al (2006) may be 

referring to ‘crying’ behaviour that has a “mourning function”, rather than the calling behaviours of 

early separation responses that seek to attract the caregiver to the distressed child.  There is 

insufficient data to make any inferences about the distinction here, but there are a number of cases 

identified in this review with clear searching, calling and clinging behaviour.   

 In each of the case illustrations, there were significant changes in behaviour, with 

challenging behaviour and self-injury present in the majority of the studies.  Delayed grief could 

perhaps be identified in Tuffrey-Wijne’s (2013) case study and long-term grief reactions (i.e. longer 

than 12 months) identified in two cases.  Oswin (1985) reported loss of some abilities.  This was not 

overtly identified in any of the other texts, but could be otherwise indicated by withdrawal and loss 

of appetite.  Due to limitations in verbal communication within this group, it would not be possible 

to assess understanding. 

[Insert Table 2 here] 

Discussion 

 What sense can we make of the grief reactions of people with PMLD, in light of theoretical 

contributions outlined in this paper?  Although many of the works did not explicitly take account of 
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this group, we can perhaps extrapolate their main points and apply them to the profound group.  

These contributions may also shed some light on understanding their grief reactions. 

A grief-work approach 

 Overall, the majority of the literature can be found relying on traditional grief theory (e.g. 

Parkes, 1972; Kübler-Ross, 1970; Worden, 2008), adopting a ‘challenges vs facilitation’ approach 

to the complexities that intellectual impairments present.  The grief-work approach would suggest 

that people with PMLD may experience the most difficulty in engaging with the grieving process 

and would therefore benefit from support that enables them to overcome these barriers.  It is worth 

considering, however, “…the multiplicity of possible responses to bereavement…” (Clegg & 

Lansdall-Welfare, 2003, p. 69), which runs counter to the universal stage theories of grief.  Despite 

a number of additional contributions that have acknowledged the limitations of perceiving grief in 

this universal way, it nonetheless has shaped much of the guidance around intervention.  

 Of course, we must be careful in assessing the appropriateness of any approach on a case-

by-case basis.  In addition, some suggestions of this approach (e.g. death education, group work) 

may be seen as inappropriate or unreachable for the PMLD group, although work using creative arts 

and multi-sensory methods have demonstrated the value of alternative communication around 

bereavement and loss (Young et al., 2015).  Therefore, the field would benefit from continued 

research into how we may facilitate the engagement of people with PMLD, in relation to sensitive 

issues. 

Severe cognitive impairments  

 Whilst the traditional grief theories would suggest that people of all levels of cognitive 

functioning grieve in the same way, this can be contrasted with the cognitive and developmental 

approaches, which advocate that grieving differs between these groups.  Very little of the 

conceptual literature has drawn any relevance to people with PMLD, with the exception of 

Meeusen-van de Kerkhof et al’s work (2006), which presents the most striking presentation of the 

cognitive approach.  Their framework suggests that people with PMLD simply experience 
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bereavement and loss as a mismatch between familiar patterns and the reality of the loss.  This 

approach to people with PMLD reflects the once common view that people with LDs do not have 

the capacity to understand death and therefore have no grief response.  It is clear that from the 

literature reviewed here, this suggestion has been challenged by the case illustrations reviewed in 

this paper as they demonstrate the psychological and physical expressions of grief in people with 

PMLD.  Moreover, the cognitive approach offers little in terms of bereavement support for this 

group.  It would be beneficial for this area to provide an account of how their conceptualisations 

lead to their proposed interventions.  For example, how does touching a dead body provide 

counselling to people with PMLD, or what is the function of this in light of a cognitive approach 

that suggests no concept of death?   

Insecure attachment relationships as a risk factor for complicated grieving 

 The current review points to one area of significant interest that is founded upon a strong 

evidence base.  This empirical research directs us to the value of attachment-based perspectives in 

both understanding the experience of bereavement and guiding support for people with PMLD.  

There is a body of work in the LD field, which supports the use of relationship building that 

supports regulation of difficult emotions (Schuengel et al., 2013).  Certainly, these approaches are 

making some way to guiding strong evidence-based interventions in this area.   The latter is a long 

way from investigating this in people with PMLD, however, but future research may provide a 

better understanding of attachment relationships in this group, and related risk factors for 

complicated grieving.  Indeed, in supporting the attachment-based perspective, Dodd et al (2005) 

call for the field to move beyond seeing bereavement as requiring intervention and instead working 

towards developing and supporting relationships.  Future research in this area may seek to better 

understand the separation behaviours of people with PMLD, and fully consider those factots 

contributing to complicated grieving in this group. 

Conclusions 
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 The literature, at present, offers no great deal of insight into the experience of or reactions to 

loss in people with PMLD.  Mainly, the responses of people with PMLD would suggest that they do 

respond to bereavement and loss, but that the nature of this experience is a matter of discussion for 

theoretical discourse.  Both traditional theory and cognitive approaches are limited in demonstrating 

their contribution to this discussion.  It is suggested, however, that although research is in its 

infancy, we may find that adding the attachment-based perspective to this discussion will provide 

an alternative viewpoint from which to propose effective and sensitive support for those with the 

most severe and complex needs. 
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