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General Practitioners’ perceptions of the stigma of dementia and 

the role of reciprocity.  

Abstract 

A qualitative exploration of the stigma of dementia reported that GPs described lack of 

reciprocity as one way in which people with dementia are perceived within society. This was 

closely linked to their perception of dementia as a stigma. In this paper, we explore whether 

GPs perceive people with dementia as lacking reciprocity and,  so, if this is linked with 

societal opinions about dementia as a stigma. The implications of both perceptions of people 

with dementia failing to reciprocate and of stigma for timely diagnosis are explored.  

GPs’ perceptions of societal views of people with dementia included a perception of a lack of 

reciprocity. Specifically, an absence of reciprocity was linked with; failing to respond to 

human contact, the absence of an appropriate return on social investment and failing to 

contribute to, or being a burden to, society. GPs reported a link between societal perceptions 

of lack of reciprocity and stereotypes about advanced dementia, difficulties communicating 

with people with dementia and lack of opportunities for people with dementia to reciprocate.  

GPs occupy a key position, they can challenge stereotypes and, with support and targeted 

training about  communicating with people living with dementia, can emphasise the ways in 

which people with dementia can communicate, thereby enhancing their potential to 

reciprocate. Such changes have implications for improved care and quality of life through the 

continued maintenance of social inclusion and perceptions of personhood.  

Key words: dementia, reciprocity, stigma, general practitioners and perceptions 
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Introduction  

Dementia is a syndrome which typically involves memory loss, difficulties with problem 

solving, thinking and language and in most cases is caused by damage to the brain resulting 

from diseases (the most common being Alzheimer’s disease) or a series of strokes  

(Alzheimer’s Society, 2014; Kalaria, 2002; National Institute on Aging, 2015). However, 

dementia is perceived in different ways: as predominantly a biomedical condition 

(Cummings, 2007; Gaines and Whitehouse, 2006; Katzman et al., 1978), as a natural part of 

ageing (Ayalon and Aréan, 2004; Lee, Lee and Diwan, 2010; Purandare et al., 2007) or as a 

mental disorder or “insanity” (Corner and Bond, 2004; Devlin et al., 2007; Forbat, 2002; 

Langdon, Eagle and Warner; 2007; Lee, Lee and Diwan, 2010; Morgan et al., 2002; Sahin et 

al., 2006). Examples of less common perceptions include dementia as being linked to fate, 

retribution and lack of faith (Ayalon, 2009; Blay and Peluso, 2010; Elliott et al., 1996; 

Mackenzie, 2006) and dementia being contagious (Ayalon and Aréan, 2004; Purandare et al., 

2007). A comprehensive overview of the many different ways that dementia is perceived and 

portrayed has been published elsewhere (Alzheimer Europe, 2013).  

Attention to the rights, dignity and wellbeing of people with dementia has increased in recent 

years. There has been an increased interest in developing dementia-friendly communities and 

other initiatives (Alzheimer’s Disease International, 2015; Alzheimer Europe, in print; 

Alzheimer’s Society, in press), the development of national dementia strategies throughout 

Europe and the Glasgow Declaration (Alzheimer Europe, 2015) which calls on the European 

Commission to develop a European dementia strategy.  However, dementia is still often 

perceived as a stigma (Brooker et al., 2014; Burgener and Berger, 2008; Cahill et al., 2008; 

Jolley and Benbow, 2000; Mukadam, Cooper and Livingston, 2011; Nolan et al., 2006; 

Vernooij-Dassen et al., 2005).  
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Stigma is a complex social phenomenon involving a process whereby people sharing a 

socially salient group difference are identified and subsequently devalued and discriminated 

against, either overtly or covertly. This may be accompanied by a private process whereby 

the stigmatized person or group internalizes the perceived stigmatizing attitudes of others 

(Rüsch et al., 2005; Thornicroft et al., 2009). Stigma is also the term used to refer to the 

attribute which is discrediting in that it reduces someone in other people’s minds from a 

“whole and usual person to a tainted, discounted one” (Goffman, 1963, p12). The attribute is 

not stigmatizing in itself but may become so depending on the meanings people attach to it 

(i.e. it is socially constructed). Consequently, whilst there is general agreement about the 

need to challenge the stigma of dementia, we need to understand better the meanings 

associated with dementia which contribute towards it being perceived as a stigma and to the 

stigmatization of those who have dementia, which in some cases extends to their family and 

friends (Batsch, Mittelman and ADI, 2012; Nolan et al., 2006; Werner and Heinik, 2008).  

In addition to the social and emotional impact of the perception of dementia as a stigma, there 

are also implications for health in that the stigma of dementia has been linked to delays in 

timely diagnosis (Cahill et al., 2008; Husband, 2000; Iliffe et al., 2003; Kaduszkiewicz et al., 

2008; Pentzek et al., 2005; and Van Hout et al., 2000; Vernooij-Dassen et al., 2005). Little is 

known about the meanings that medical professionals associate with dementia or what they 

believe the general public associate with dementia but the opinions and perceptions of 

healthcare professionals may be similar in some ways to those of the general public (Lauber 

et al., 2004). If GPs’ understanding of the way that dementia is perceived as a stigma in 

society was similar to that of the general public, and this overshadowed their medical 

knowledge, training and expertise, they would be ill-placed to play a role in helping tackle 

such stigma.  
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In a previous study (XXXX, 2015), we reported how GPs’ perceptions of dementia reflected 

components of and contributing factors to stigma (according to the conceptualizations of Link 

and Phelan (2001 and 2006) and  Jones et al. (1984)) and how they shared similar fears about 

the experience of having dementia to those they believed were current in society. When asked 

directly, all but one felt dementia was a stigma despite some optimism that this was gradually 

changing (XXX et al., 2015). An additional finding was that GPs perceived people with 

dementia as failing to reciprocate in some situations and/or believed that this was how they 

are perceived in society. Perceived lack of reciprocity may therefore be central to an 

understanding of what is socially salient about dementia and what contributes towards it 

becoming a stigma.  

Reciprocity has been described as a basic human need and as a universal norm forming the 

basis for all human contractual relationships (Gouldner, 1960; Simmel, 1950; Vernooij-

Dassen et al., 2011). This norm contributes towards preventing exploitation and sustaining 

cooperation (Alexander, 1987; Halali, Bereby-Meyer and Meiran, 2014).  A distinction can 

be made between different types of reciprocity. For example, positive reciprocity will see a 

person respond with “niceness” to a nice action whereas in the case of negative reciprocity, a 

person may respond meanly to a “mean” action (Guala, 2012). Reciprocity can therefore 

involve both benevolent and harmful responses (Adams and Sharp, 2013), including 

proportionate retribution for wrongdoing (Folbre, 2009).  Folbre and Weisskopf (1998 cited 

in Adams and Sharp, 2013) also mention generalized reciprocity involving helping someone 

who will in turn help someone else. According to Adams and Sharp (2013), in the context of 

paid and unpaid caring work, positive and generalized forms of reciprocity potentially 

increase the quality of care provided.  

In addition to possible implications for the provision of care and support, a perceived lack of 

reciprocity has been linked to a negative assessment of social value whereby a group is 
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considered unworthy of membership in the community if unwilling or unable to reciprocate 

acts of kindness (Kurzban and Leary, 2001; Reidpath et al., 2005). Perceived lack of 

reciprocity is closely linked to the process of stigmatization which includes discrimination, 

often in the form of social exclusion or distancing. It has been argued that groups of people, 

the example given being people with Alzheimer’s disease, who lack the capacity to 

reciprocate, would not be penalized for failing to reciprocate (Kurzban and Leary, 2001). 

Weiner et al. (1988) further report that negative emotional and behavioural reactions towards 

people with shared socially salient attributes are less likely if those people are not deemed 

responsible for having them. However, in our previous study, people with dementia were not 

perceived as being responsible for having dementia but were perceived, in some instances, as 

failing to reciprocate and dementia was nevertheless perceived as a stigma, albeit less so than 

in the past.   

To date, there have been no studies focusing solely on the perception of reciprocity in relation 

to the stigma of dementia. There have, however, been limited references to people with 

dementia being perceived as lacking reciprocity (Graham and Bassett, 2006; Nolan et al., 

2006). In interpersonal interactions, for example, they are perceived as sometimes failing to 

demonstrate recognition of others, to acknowledge or show interest in others or to respond to 

verbal or non-verbal invitations to social contact. Such perceptions are reflected in references 

to people with dementia as vegetables, plants, an empty shell and as being “just a body” 

(Corner and Bond, 2005; Dunham and Cannon, 2008, Nolan et al., 2006, Ngatcha-Ribert, 

2004, Van Gorp and Vercruysse, 2011). Some carers have emphasised the importance of 

reciprocity, explaining that they feel that they receive something in return for the care they 

give, namely being appreciated by the person with dementia, feeling needed and wanted and 

feeling that if the situation were reversed, the person with dementia would have cared for 

them (Andrén and Elmståhl, 2005; Walmsley and McCormack, 2014). However, reciprocal 
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behaviour by people with dementia, such as attempts to show attention and affection, is not 

always recognized or valued (Vernooij-Dassen et al., 2011; Clare, Woods, Whitaker, Wilson 

and Downs, 2010). Graham and Bassett (2006) found in their analysis of reciprocal relations 

in the co-construction of care that give and take is often less straightforward. It may be richer 

and less uni-directional than it seems. Their findings also suggest that the behaviour of people 

with dementia is often interpreted in the light of normative expectations based on the person 

with dementia’s “old self” and that this may lead to subtle signs of reciprocity being 

overlooked.  

GPs are often the first to be contacted when people have concerns about dementia. They both 

recognize societal perceptions of dementia as a stigma and accept that they have a role in 

helping challenge stigma (XXX et al., 2015). But as we have argued, GPs are members of 

society and are likely to share, or at least be influenced by, prevailing views and reciprocity is 

a complex construct. In consequence, it is important to examine in more depth their 

understanding of lack of reciprocity and of societal perceptions of people with dementia 

lacking reciprocity. This would contribute towards a more nuanced understanding of the 

stigma of dementia and towards the development of appropriate support for GPs to tackle 

this. We therefore decided to follow through this thread of reciprocity by means of a 

secondary analysis of the data from our previous study. The purpose of this study was to 

determine whether, and if so how, GPs perceive people with dementia as failing to 

reciprocate, and whether they consider the general public/wider society as perceiving people 

with dementia as failing to reciprocate.  

Methods 

This study builds on an analysis of GPs’ perceptions of dementia and how they relate to 

stigma. The initial study, conducted by the authors of this follow-up study, involved semi-

structured telephone interviews with 23 GPs from England for which appropriate ethical 
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approval and informed consent were obtained (see XXX et al., 2015 for full details). 

Purposive sampling of male and female GPs was carried out, covering a range of ages, ethnic 

backgrounds, years of experience and locations of practice to contribute towards obtaining a 

diverse range of perceptions and to ensure that any differences in perspectives between 

participants with different characteristics were explored.  

Please insert Table 1 about here. 

As theoretical sampling was also adopted, participants were contacted and interviewed until 

the researchers felt that the point of saturation had been reached at which no further insights 

would be obtained by interviewing additional participants (Ritchie, Lewis and Elam, 2003). 

This decision was based on agreement by all researchers that the last three interviews did not 

result in the need for additional codes or contribute towards the further refinement of existing 

codes. Framework analysis was used with the frame for the initial study being influenced by 

the conceptualization of stigma developed by Link and Phelan (2001; 2006) and the theory of 

contributing factors to stigma described by Jones et al. (1984). These were chosen as they 

permitted the incorporation of a broad range of issues relevant to an understanding of stigma. 

Lack of reciprocity emerged through the open coding process which was carried out 

alongside the application of the framework (so as to minimize the risk of trying to force data 

into inappropriate categories). It was found that perceptions reflecting lack of reciprocity 

frequently reflected other aspects of stigma (based on the pre-determined categories in the 

coding framework) such as labelling, loss of social status and discrimination, but were in 

addition coded separately in order to reflect specifically “lack of reciprocity”.  

Triggered by this finding, we (the authors of this article; all researchers involved in the study) 

followed up on this “thread” by further analysis to determine in what way the concept of lack 

of reciprocity was reflected in GPs’ perceptions of dementia as a stigma. “Following a 
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thread” is a research approach (Moran-Ellis et al., 2004 and 2006) whereby an analytic 

question or theme in one dataset is selected and followed across another (the thread) “to 

create a constellation of findings which can be used to generate a multi-faceted picture of the 

phenomenon” (Moran-Ellis et al., 2006, p.54). Moran-Ellis and colleagues (2006) describe 

the integration of findings derived from qualitative and quantitative elements of a study and 

from different data sets. In this study, a sub-set of qualitative data was used which comprised 

all data which had been coded in the initial study (XXXX, 2015) as reflecting an aspect of 

stigma (based on the predetermined categories derived from the literature). The analytic 

question serving as the thread was “in what way do GPs perceive people with dementia as 

failing to reciprocate and/or consider such perceptions to be present amongst the general 

public/wider society?” 

In order to follow this thread, a coding framework (See Figure 1) was constructed by the 

authors based on prior familiarization with perceived lack of reciprocity as described in the 

literature (Graham and Bassett, 2006; Nolan et al., 2006; Vernooij-Dassen et al., 2011) and 

on the verbatim transcripts of the data which had been coded as reflecting lack of reciprocity 

in the initial study (XXX, 2015). A brief overview was made of recurring themes with the 

aim of producing a small number of broader, higher-order categories, which were not too 

abstract but rather grounded in the data (Spencer, Ritchie and O’Connor, 2003). This process 

was carried out by the four authors and resulted in categories reflecting failure to give 

something back / in return at three different levels, namely one-to-one basic human contact, 

more meaningful interpersonal or social interaction and at the level of broader society.   

Please insert Figure 1 here 

This new coding framework (Figure 1) was applied to the sub-set of data from the previous 

study, which was scrutinized for both latent and manifest content reflecting lack of 

reciprocity. Latent content included cases where GPs had not made explicit reference to lack 
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of reciprocity but perceptions relating to this concept could be detected in their statements. 

Latent meaning may also include that which is not necessarily explicitly conscious for the 

participant (Kvale and Brinkman, 2009).  

Results  

The findings suggest that most GPs (19 out of 23) perceive people with dementia as failing to 

reciprocate and/or consider such perceptions to be present amongst the general public/wider 

society. The following sections demonstrate three ways in which GPs’ perceived a lack of 

reciprocity by people with dementia or considered such perceptions to be present amongst the 

general public/wider society, namely: failure or inability to respond to human contact, 

absence of appropriate return on social investment and lack of contribution to or being a 

burden to society. 

1. Failure or inability to respond to human contact 

Several GPs described people with dementia as failing to reciprocate based on a perceived 

absence of meaningful presence (e.g. appearing disconnected, unresponsive and “absent”). A 

few highlighted a perception of people with dementia failing to interact with or respond to 

other people through analogies which suggest an existence within a parallel, imaginary world, 

of being “empty”, or of having turned their attention inwards, away from the current world. 

For example in the context of a reflection about insight at various stages of dementia and in 

relation to her own father, one GP stated: 

“They do have insight to start with. In some ways, I think it must be particularly nice 

when it’s completely gone. To use modern parlance, non-technical, I mean when you 

are “away with the fairies” and you’ve got no idea.” (P1, 55-56) 

The GP is using the term “away with the fairies” to explain how she perceives her father as 

not being aware of his condition. However, looking at the possible latent content, the term is 

also generally understood to mean “out of touch with reality” (Collins Online Dictionary, 
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2015) and has its origins in the Scots/Irish Gaelic tradition in stories about a parallel world in 

which people are spirited away by fairies/little people and thus lose contact with people in the 

“real world” (The Phrase Finder, 2015).  Following on from a statement about loss of dignity, 

another GP stated:  

“The other thing is “the lights are on but there’s no one at home” sort of thing. I think 

people do view that and relatives will sort of say: it’s not the person that I married and 

that it’s not the person I know for the last two years - that that person has gone. Yes 

there is that and that’s what people voice in those kinds of terms.” (P6, 36) 

Examining the latent content, this statement reflects not only a perceived loss of the person as 

they knew him/her but also an absence of a person at all (i.e. the reference is to a house which 

looks inhabited as the lights are on but there is no one inside). Building on this analogy, if 

someone were to knock on the door, no one would answer. Both examples suggest that whilst 

there are signs that the person is physically there, a meaningful return on any contact offered 

is unlikely. 

Some GPs made specific reference to the difficulties of connecting with the “real person”, 

sometimes with doubts about whether the person with dementia is still a person. In terms of 

lack of reciprocity, there is an underlying assumption that people are not communicating with 

the real or whole person and hence a meaningful return is not anticipated.    

The following statement, which was made in the context of a discussion about the persistence 

of personhood, reflects an awareness that perceived failure to reciprocate may be 

accompanied by the inability of other people to reach the person with dementia (i.e. not 

solely on a lack of willingness of the person with dementia). As the perceived vacant look 

seems to be the main indication that the person has difficulties understanding, it is likely that 

this observation relates to a person in the early stages of dementia. 



11 
 

 “There tends to be almost a sort of vacant look in somebody’s eyes that tells you 

perhaps they are trying to hide from me that their brain isn’t sort of working as well as 

it used to. That tends to be the thing that hits you when you’re talking about 

something that’s completely unrelated in a consultation. It’s hard to explain but 

there’s a sort of look in the eyes that says they’re not fully following what they use to 

be able to.” (P17: 58-60) 

This inability to reach the person with dementia is further emphasized in the following quote 

which occurred in the context of a question about lay perceptions of personhood and seems to 

be linked to a much later stage of dementia. Here, perceived lack of reciprocity can be 

detected in the reference to people with dementia being immobile, unable to speak, move or 

communicate (i.e. unable to react to attempts to communicate) and therefore dependent on 

other people’s ability to communicate with people with dementia. 

“I have seen people with very advanced dementia who were immobile in a nursing 

home, unable to speak, unable to move and they do seem like a shell because we don’t 

feel there is any way of communicating with them but I think people at all stages of 

dementia, there is still a personality there and I think that people who are looking after 

them all the time will say that they can communicate and there is something of the 

person there. So I don’t think that I agree that people with dementia sort of become a 

shell.” (P2, 40) 

Another GP, talking about how she felt that people with dementia were generally perceived, 

especially in the later stages, suggests an absence of minimum contact (which is necessary for 

reciprocal relations).   
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“They don’t do anything and they don’t engage with anyone. Yes, I have certainly 

heard of people having that concept of them as just eating…… or as Shakespeare said 

“meuling and puking”.” (P1, 29). 

Some GPs felt that lay people hold stereotypes about advanced dementia and the above quote 

is an example of how such stereotypes also incorporate aspects of perceived lack of 

reciprocity. 

2. Absence of appropriate return on social investment  

In addition to the minimum response to other people linked to acknowledging their presence 

and offer of contact, some GPs described situations in which they felt people with dementia 

were unable (or were perceived to be unable) to recognize those with whom they have social 

and family ties and to respond appropriately and sufficiently to the efforts of the latter to 

maintain those ties.  

“They don’t respond to you as they would have before, they don’t interact with you as 

they would have before. (…/…) OK, yes that person, you know is my mum, is my 

dad, is my brother but they don’t actually recognize me.” (P23, 69) 

“They go into a nursing home and visit two or three times a week and they are 

running out of things to say because it's, I guess because the conversation is a lot more 

one sided and they are not getting the sort of responses back.” (P21, 55) 

In the first quote above, the GP highlights the importance of reciprocal exchanges being 

perceived as relevant and appropriate (as compared to previous interactions with the person 

with dementia) and it is not clear if such interaction would be perceived as reciprocity at all. 

The second quote seems to describe awareness of a perceived imbalance in terms of quantity 

(i.e. how much is invested in the interaction compared to how much is received in return).   
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In response to a question about social inclusion and exclusion, a few GPs described their 

perception of the possible impact of people with dementia being deemed as failing to 

reciprocate socially. 

“I suspect that, you know, when you invite someone socially, you sort of want a good 

interaction and if you think that somebody gives nothing back or they are likely to 

behave in a way that you find inacceptable, then you are probably less likely to invite 

them so probably their social world drops off as time goes on.” (P15, 186) 

However, a few GPs demonstrated an understanding that it becomes difficult for people with 

dementia to give something back in the context of social exchanges and activities (i.e. to 

continue to occupy social roles and to contribute to social interactions) as the severity of 

dementia increases. One linked this to a lack of understanding by friends.     

“You can’t hold down the jobs, even the little jobs. You know, I mean…. I saw one 

yesterday. He was the treasurer of a small bowling association. He’s just having some 

investigations. It’s just a little job in a little club but he is no longer able to hold that 

job down. So, you just start to withdraw from life, don’t you? And that’s difficult 

because at that time of life, it’s those kinds of things that keep life going and keep you 

active. And it’s often difficult to replace things at that time of life.” (P4, 48-50) 

“…and I talk about my mum quite a lot - but I just know that her old friends, when I 

was out socially with them all, they just said quite outright, “Oh you know, there’s no 

point talking to your mum any more. She can’t really answer the questions” and so 

they just sat at the table and didn’t try to speak to her.” (P6, 48) 

In the first example above, the patient described is in the process of undergoing tests. Whilst 

it is not stated that s/he is suspected of being in the early stage of dementia, the GP suggests 
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that lack of reciprocity is a very gradual process which starts with apparently minor issues but 

has an important impact on social inclusion. 

3. Lack of contribution to or being a burden to society 

GPs perceived people with dementia as eventually (as the disease progresses) being unable to 

contribute towards society and consequently as being perceived as a burden. They described 

an imbalance between what people with dementia appear to give to society compared to what 

they receive from society, which represents a division between “us” (we contribute/give 

back) and “them” (they don’t).  

“Oddly enough, you know, I think that because society values people for their utility 

value, unfortunately, then, I think society values the elderly, but particularly the 

demented, less.” (P19, 174) 

“But you know, if you take the generality of what one senses is the general mores of 

this country, I think people value production. They value people who produce things 

or people who make you feel good, people who serve you. And those are kinds of 

things that the elderly in general and the dementia in particular don’t do.” (P14, 51) 

“I suppose one of the things we don’t want to get is dementia, mainly because of our 

how we might be seen, being in those situations and being a burden to others.” (P13, 

9) 

One GP highlighted people with dementia using up family resources and potential heritages 

and thus failing to give something back after their death. This was described in terms of an 

actual rather than perceived failure to reciprocate in financial terms but a criticism of the 

system can also be detected which suggests a lack of blame on the part of people with 

dementia.  
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“Because in the past when people didn’t live so long with dementia, there was wealth 

to be handed down and now there’s not going to be wealth handed down. That allied 

with the population getting older and not as many people working so there’s less 

contributions and pensions, as you know, there’s no pension pot in existence 

anywhere. It’s really the people working today who pay for the people tomorrow.” 

(P19, 158) 

Quotations which reflected a lack of meaningful response and being considered as a burden 

to families and society were also linked to concerns about the negative impact for people with 

dementia of being perceived as failing to reciprocate. The following quote describes a GP’s 

belief that a diagnosis of dementia may evoke fears which effectively represent concerns 

about lack of reciprocity in terms of receiving a lot of care and not being able to give back 

socially.   

“People are aware that potentially you can suffer from severe dementia for many, 

many years and that sounds quite bleak really (…/…) with people sort of being full 

time carers for you for such a long time. (…/…)  I think people tend to focus on the 

people that they have even seen or imagined almost slumped in homes on chairs in a 

lounge with everybody in that same state without much social interaction, almost cut 

off from society really. I think that’s what’s most fearful and so that’s what sticks in 

people’s minds you know about a diagnosis of dementia.” (P17, 132-136) 

A lot of the statements made by GPs were associated with fairly advanced dementia. Whereas 

all the GPs interviewed displayed an understanding of the progressive nature of dementia, 

some were concerned that lay people and even other healthcare professionals did not all have 

such an understanding and tended to perceive dementia in a way which only reflects the 

advanced stage. A consequence could be that their perceptions of lack of reciprocity might be 

extended to all people with dementia.   
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“When you say the word dementia people think of the end stage and actually if you 

are… if you have dementia in sort of all its forms, then you could sort of miss out on 

all the early and moderately affected people and deny them treatment just by the label. 

Certainly, healthcare professionals do that.” (P13, 46) 

“A typical stereotype is someone in a rest home, just not doing anything, sat there, 

looking gormless. When you start talking about dementia, that’s the image people 

have. They kind of miss out the years before that.” (P4, 101-104) 

Discussion 

Following the thread of lack of reciprocity across the data reflecting perceptions of dementia 

as a stigma confirmed that GPs perceive people with dementia to some extent failing to 

reciprocate and believe that they are perceived as failing to reciprocate by the general 

public/wider society. This analysis also provided a more complete picture of the stigma of 

dementia, namely that perceived lack of reciprocity is not merely something that exists 

alongside the stigma of dementia but is an integral part of GPs’ perceptions of dementia as a 

stigma. This has implications for our understanding of the stigma of dementia, for timely 

diagnosis and for how people with dementia are treated in society. 

Reciprocity and the stigma of dementia  

Lack of reciprocity is not merely one way in which dementia is perceived; it is an integral 

part of a number of components which, when combined, result in stigma. Consequently, 

whilst it has been established that people with dementia are not generally considered 

responsible for their condition (Cohen et al., 2009; Crisp, 2004; Kurzban and Leary, 2001; 

Werner, 2005; Werner, 2008) and thus should not be blamed or socially excluded for failing 

to reciprocate (Kurzban and Leary, 2001), they may still be stigmatized. For example, the 

perceived failure to give something back in the context of social interactions may be met with 

understanding but is nevertheless reflected in negative labelling and separation between “us” 
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and “them”. Similarly, people with dementia are perhaps excused for not playing a more 

active role in society (as many are unable to do so) but such failure (or perceived failure) to 

do so denies them the value attributed to others who do and may lead to discrimination. The 

impact of perceived failure to reciprocate on perceived value is further linked to the process 

of stigmatization through “loss of social status/discrimination” (Link and Phelan, 2001/2006), 

“peril” (Jones et al., 1984) and the role of threat (Stangor and Crandall, 2003).   To 

summarise, on the surface, there may be understanding for people with dementia and no 

desire to exclude or punish them, but at a deeper level, their perceived inability to reciprocate 

may fuel the process of stigmatization of which social exclusion is just one part. It may be 

helpful to consider the role of non-reciprocity not as potentially leading to stigma but rather 

as underlying the various components of stigma as well as the factors contributing towards 

stigma.   

Implications for timely diagnosis 

There is an indirect link between timely diagnosis and perceived lack of reciprocity insofar as 

stigma has been associated with delays in the timely diagnosis of dementia and in this study 

perceptions of lack of reciprocity were reflected in practically all GPs’ perceptions of 

dementia as a stigma in society (their perceptions and their understanding of how lay people 

perceive dementia). Such perceptions were closely intertwined and consequently, attempts to 

tackle delays in timely diagnosis should address lack of reciprocity and stigma together, not 

as unrelated concepts or phenomena.  

In the initial study (XXXX, 2015), several GPs expressed concern that dementia is often 

stereotyped as being solely the advanced stage. The follow-up study has demonstrated that 

perceptions of people with dementia failing to reciprocate (or appearing to fail to do so) are 

often an integral part of perceptions of advanced dementia.  Consequently, when GPs broach 

the topic of dementia in the context of diagnosis, their understanding of the way people with 
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dementia are perceived as failing to reciprocate is of equal importance as their understanding 

of societal perceptions of dementia as a stigma.  GPs would benefit from support materials to 

use with their patients to facilitate dialogue, especially in the context of detecting and 

diagnosing dementia, and to challenge perceptions of dementia as a stigma and of people 

with dementia lacking reciprocity.  

Addressing practices and perceptions 

GPs had concerns about stereotypes of advanced dementia associated with perceptions of 

lack of reciprocity, about difficulties many lay people have communicating or “reaching” 

people with dementia, resulting in the belief that people with dementia were not 

reciprocating, and about people with dementia eventually lacking opportunities to 

reciprocate. This lends support to the findings of Graham and Basset (2006) and Clare et al. 

(2010) which suggest that the perceived lack of reciprocity does not necessarily mean that the 

person with dementia is not reciprocating. For frail older people (including those with 

dementia), opportunities to reciprocate may represent an unmet need (Vernooij-Dassen et al., 

2011). Similarly, Reidpath et al. (2005) argue that infrastructure which serves to prevent loss 

of social value by enabling people to continue to engage in reciprocal exchange may help 

prevent stigmatization. Measures must be taken not only to change perceptions but also to 

maximize the capacity and opportunities that people with dementia have to reciprocate.  

Implications for care, relationships and social inclusion 

Statements which suggested a perceived absence of the person, a feeling that it is pointless 

talking to the person with dementia and the belief that this is no longer the person s/he used to 

be as s/he doesn’t respond in the same way affect the maintenance of meaningful 

relationships social inclusion and the motivation to provide care (see Adams and Sharp, 

2013).  
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There is a need to carefully examine the way that the costs of care and treatment of people 

with dementia are portrayed at societal level (e.g. in media reports, official documents and 

research papers). Terms which are negatively biased such as “burden” and sensationalist 

terms such as the rising tide, silent tsunami or silent epidemic (Zeilig, 2014; Gubrium, 1986) 

may heighten fears and thus reinforce stigma.  As GPs are key stakeholders in the provision 

of care, the development of appropriate support to tackle such stigma should include training 

in the appropriate language to be used when talking about dementia and people with 

dementia.  

A limitation of this study is that perceptions of non-reciprocity were obtained by means of a 

secondary analysis of data which had already been collected and consequently certain aspects 

of this concept could not explored in greater depth. A further study on this topic involving lay 

people, people living with dementia as well as other healthcare professionals would therefore 

be beneficial in clarifying the awareness of different groups in society of their own role and 

responsibility in facilitating reciprocity by people with dementia.  

Conclusion 

The GPs in this study perceived people with dementia as sometimes failing to reciprocate,  as 

being considered within society as failing to reciprocate but also as often lacking the skills 

and opportunities to do so. Despite the absence of blame, this may have implications for the 

stigma of dementia as these perceptions of lack of reciprocity were associated with those 

reflecting stigma. Providing opportunities for people with dementia to reciprocate and 

challenging the way that they are perceived as failing to do so may contribute towards 

reducing the stigma of dementia. Greater awareness is therefore needed of ways to foster the 

ability of people with dementia to reciprocate, to recognise and value any attempts they make 
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to do so and to promote a better understanding within society of the progressive nature of 

dementia and of how to foster communication with people with dementia.  

 

  



21 
 

References  

Adams V & Sharp R (2013). Reciprocity in caring labor: nurses’ work in residential aged 

care in Australia. Feminist Economics, 19, 2: 100-121. 

Alexander RD (1987). The biology of moral systems. London, England: Aldine de Gruyter 

Alzheimer’s Disease International (2015). Dementia-friendly communities (DFCs): New 

domains and global examples. Alzheimer’s Disease International 

Alzheimer Europe (in press). Is Europe becoming more dementia friendly? Alzheimer Europe 

Alzheimer Europe (2013). The ethical issues linked to the perceptions and portrayal of 

dementia and people with dementia. Alzheimer Europe 

Alzheimer Europe (2015). Glasgow Declaration. Accessed online on 29 June 2015 at:  

http://www.alzheimer-europe.org/Policy-in-Practice2/Glasgow-Declaration-2014 

Alzheimer’s Society (in press). Code of practice for the recognition of dementia-friendly 

communities in England. British Standards Institution 

Alzheimer’s Society (2014). What is dementia? Accessed on 5 August 2015 at: 

http://www.alzheimers.org.uk/site/scripts/documents.php?categoryID=200360  

Andrèn S & Elmståhl S (2005). Family caregivers’ subjective experience of satisfaction in 

dementia care: aspects of burden, subjective health and sense of coherence. Scan J Caring 

Sci, 19: 157-168. 

Ayalon L (2009). Beliefs and practices regarding Alzheimer's disease and related dementias 

among Filipino home care workers in Israel. Aging & Mental Health, 13, 3:  456-462. 



22 
 

Ayalon L & Areán PA (2004). Knowledge of Alzheimer's disease in four ethnic groups of 

older adults. Int J Geriatr. Psychiat., 19: 51-57. 

Batsch NL, Mittelman MS & ADI. (2012). World Alzheimer Report 2012: Overcoming the 

stigma of dementia. Alzheimer's Disease International.Blay SL & Peluso ÉT (2010). Public 

stigma: The community's tolerance of Alzheimer Disease. Am J Geriatr. Psychiat., 18, 2: 

163-171. 

Blum NS (1991). The management of stigma by Alzheimer's family caregivers. Journal of 

Contemporary Ethnography, 20:  263-284. 

Brooker D, La Fontaine J, Evan, S, Bray J & Saad K (2014). Public health guidance to 

facilitate timely diagnosis of dementia: ALzheimer’sCOoperative Valuation in Europe 

Recommendations, Int. J Geriatr. Psychiat., 29: 682-693. 

Burgner SC & Berger B (2008). Measuring perceived stigma in persons with progressive 

neurological disease: Alzheimer’s dementia and Parkinson’s disease. Dementa, 7, 1: 31-53. 

Cahill S, Clark M, O'Connell H,Lawlor B, Coen RF & Walsh C (2008). The attitudes and 

practices of general practitioners regarding dementia diagnosis in Ireland. Int. J. Geriatr. 

Psychiat., 23: 663-669. 

Clare L, Woods RT, Whitaker R, Wilson BA and Downs M (2010). Development of an 

awareness-based intervention to enhance quality of life in severe dementia: trial platform. 

Trials, 11: 73. 

Cohen M, Werner P & Azaiza F (2009). Emotional reactions of Arab lay persons to a person 

with Alzheimer's disease.Aging& Ment Health, 13: 1, 31-37. 

Collins online dictionary (2015). Away with the fairies. Accessed online on 4 August 2015 at:  



23 
 

http://www.collinsdictionary.com/dictionary/english/away-with-the-fairies 

Corner L & Bond J (2004). Being at risk of dementia: fears and anxieties of older adults. J of 

Aging Stud., 18: 143-155. 

Crisp AH (2004). Every Family in the Land: Understanding prejudice and discrimination 

against people with mental illness - revised edition. Royal Society of Medicine Press Ltd. 

Cummings JL (2007). Definitions and diagnostic criteria. In S. Gauthier, Clinical diagnosis 

and management of Alzheimer’s disease: third edition (pp.3-4). Informa Healthcare.  

Devlin E, MacAskill S & Stead M (2007). "We're still the same people": developing a mass 

media campaign to raise awareness and challenge the stigma of dementia. Int J Nonprofit and 

Vol Sector Marketing, 12: 47-58. 

Dunham CC & Cannon JH (2008). "They're still in control enough to be in control": Paradox 

of power in dementia caregiving. J of Aging Stud., 22: 45-53. 

Elliott KS, Di Mino M, Lam D & Mei Tu A (1996). Working with Chinese families in the 

context of dementia. In G. Yeo, & D. Gallagher-Thompson, Ethnicity and the dementia (pp. 

89-108). Washington DC: Taylor & Francis. 

Folbre N (2009). Greed, lust and gender: a history of economic ideas. New York: Oxford 

University Press 

Folbre N & Weisskopf T (1998). “Did father know best? Families, markets, and the supply of 

caring labor”. In Economics, Values and Organization, edited by Avner Ben-Ner and Louis 

Putterman, 171-205. New York: Cambridge University Press 

Forbat L (2002). There is no word for dementia in Urdu: researching minority ethnic family 

carers and dementia. Barcelona: International Alzheimer’s Congress. 



24 
 

Gaines AD and Whitehouse PJ (2006). Building a mystery: Alzheimer’s disease, mild 

cognitive impairment, and beyond. Philos, Psychiat and Psychol., 13, 1: 61-74. 

Goffman E (1963). Stigma: notes on the management of spoiled identity. Penguin Books. 

Gouldner AW (1960). The norm of reciprocity: A preliminary statement. American 

Sociological Review, 25, 2: 161-178. 

Graham JE & Bassett R (2006). Reciprocal relations: the recognition and co-construction of 

caring with Alzheimer’s disease. J Aging Stud., 20, 4: 335-49. 

Guala F (2012). Reciprocity: weak or strong? What punishment experiments do (and do not) 

demonstrate. Behavioral and Brain Sciences, 35, 1: 1-15. 

Gubrium JF (1986). Oldtimers and Alzheimer’s: the descriptive organization of senility. Jai 

Press Inc. 

Halali E, Bereby-Meyer Y and Meiran N (2014). Between self-interest and reciprocity: the 

social bright side of self-control failure. J Experim Psychology: General, 143, 2: 745-54. 

Husband H (2000). Diagnostic disclosure in dementia: an opportunity for intervention? Int Jf 

Geriatr. Psychiat., 15, 6: 544-547. 

Iliffe S, Manthorpe J & Eden A (2003). Sooner or later? Issues in the early diagnosis of 

dementia in general practice: a qualitative study. Family Practice, 20, 4: 376-381. 

Jolley DJ & Benbow SM (2000). VI. Stigma and Alzheimer’s disease: causes, consequences 

and a constructive approach. IJCP, 54, 2: 117-119. 

Jones EE, Farina A, Hastorf AH, Markus H, Miller DT & Scott RA (1984). Social stigma: 

the psychology of marked relationships. WH Freeman and Company. 



25 
 

Kaduszkiewicz H, Bachmann C & van der Bussche H (2008). Telling "the truth" in dementia 

- Do attitude and approach of general practitioners and specialists differ? Patient Education 

and Counseling, 70, 2: 220-226. 

Kalaria R (2002). Similarities between Alzheimer’s disease and vascular dementia. J of the 

Neurol Sci., 203-204, 29-34. 

Katzman R, Terry RD & Blick KL (1978).  Alzheimer’s disease: senile dementia and related 

disorders. New York: Raven Press 

Kurzban R & Leary MR (2001). Evolutionary origins of stigmatization: the function of social 

exclusion. Psychol Bull., 127, 2: 187-208. 

Kvale S and Brinkman S (2009). Interviews: Learning the craft of qualitative research 

interviews, Los Angeles, Sage Publications 

Langdon SA, Eagle A & Warner J (2007). Making sense of dementia in the social world: A 

qualitative study. Social Science and Medicine, 64, 4: 989-1000. 

Lauber C, Nordt C, Falcato L & Rössler W. (2004). Factors influencing social distance 

toward people with mental illness. Community Mental Health Journal, 40, 3: 265-274. 

Lee S E, Lee HY & Diwan S (2010). What do Korean American immigrants know about 

Alzheimer's disease (AD)? The impact of acculturation and exposure to the disease on AD 

knowledge. Int J Geriatr. Psychiat., 25, 1: 66-73. 

Link BG & Phelan JC (2001). Conceptualizing stigma. Ann Rev Sociol., 27: 363-385. 

Link BG & Phelan JC (2006). Stigma and its public health implications. The Lancet, 367, 

9509: 528-529. 



26 
 

Lundh U (1999). Family carers: 2. Sources of satisfaction among Swedish carers. Br J Nurs., 

8, 10: 647–652. 

Mackenzie J (2006). Stigma and dementia - East European and South Asian family carers 

negotiating stigma in the UK. Dementia, 5, 2: 233-249. 

MacRae H (1999). Managing courtesy stigma: the case for Alzheimer's disease. Sociology of 

Health and Illness, 21, 1: 54-70.  

Moran-Ellis J, Alexander VD, Cronin A, Dickinson M, Fielding J, Sleney J & Thomas H 

(2004). ‘Following a Thread – An Approach to Integrating Multi-method Data Sets’, Paper 

given at ESRC Research Methods Programme, Methods Festival Conference, Oxford, July 

2004 

Moran-Ellis J, Alexander VD, Cronin A, Dickinson M, Fielding J, Sleney J and Thomas H 

(2006).Triangulation and integration: processes, claims and implications. Qualitative 

Research, 6, 1: 45-59. 

Morgan DG, Semchuk KM, Stewart NJ & D'Arcy C (2002). Rural families caring for a 

relative with dementia: barriers to use of formal services. Soc Sci & Med., 55, 7: 1129-1142. 

Mukadam N, Cooper C & Livingston G (2011). A systematic review of ethnicity and 

pathways to care in dementia. Int. J. Geriatr. Psychiat., 26, 1: 12-20. 

National Institute on Aging (2015). Global health and aging : the burden of dementia. 

Accessed online on 4 August 2015 at : https://www.nia.nih.gov/research/publication/longer-

lives-and-disability/burden-dementia  

Ngatcha-Ribert L (2004). Maladie d’Alzheimer et société: une analyse des représentations 

sociales. Psychologie et Neuropsychiatrie du Vieillissement, 2, 1: 49-66. 

https://www.nia.nih.gov/research/publication/longer-lives-and-disability/burden-dementia
https://www.nia.nih.gov/research/publication/longer-lives-and-disability/burden-dementia


27 
 

Nolan L, McCarron M, McCallion P & Murphy-Lawless J (2006). Perceptions of stigma in 

dementia: an exploratory study. Trinity College Dublin and The Alzheimer Society of 

Ireland.  

Pentzek M, Fuchs A & Abholz HH (2005). Die Einstellungen der Hausärzte zu Demenzen. 

Nervenheilkunde, 6: 499-506. 

Purandare N, Luthra V, Swarbrick C & Burns A (2007). Knowledge of dementia among 

South Asian (Indian) older people in Manchester, UK. Int J Geriatr. Psychiat., 22, 8: 777-

781. 

Reidpath DD, Chan KY, Gifford SM & Allotey P (2005). “He hath the French pox”: stigma, 

social value and social exclusion. Sociology of Health and Illness, 27, 4: 468-489 

Ritchie J, Lewis J & Elam G (2003). Designing and selecting samples. In J. Ritchie, & J. 

Lewis, Qualitative research practice: a guide for social science students and researchers (pp. 

77-108). Sage Publications.  

Rüsch N, Angermeyer MC & Corrigan PW (2005). Mental illness stigma: concepts, 

consequences, and initiatives to reduce stigma. European Psychiatry, 20, 8:  529-539. 

Sahin HA, Gurvit IH, Emre M, Hanagasi HA, Bilgic B & Harmanci H (2006). The attitude of 

elderly lay people towards the symptoms of dementia. Int Psychoteriatr., 18, 2: 251-258. 

Simmel G (1950). Faithfulness and gratitude. In KH Wolff (Ed.), The sociology of Georg 

Simmel (pp. 379-395). New York, Free Press 

Spencer L, Ritchie J and O’Connor W (2003). Analysis: practices, principles and processes. 

In J. Ritchie, & J. Lewis, Qualitative research practice: a guide for social science students 

and researchers (pp. 77-108). Sage Publications.  



28 
 

Stangor C & Crandall CS (2003). Threat and the social construction of stigma. In T. F. 

Heatherton, R. E. Kleck, M. R. Hebl, & J. G. Hull, The Social Psychology of Stigma (pp. 62-

87). The Guilford Press. 

The Phrase Finder (2015). Away with the fairies. Accessed online on 4 August 2015 at:  

http://www.phrases.org.uk/meanings/away-with-the-fairies.html 

Thornicroft G, Brahan E, Rose D, Sartorius N & Leese M (2009). Global pattern of 

experienced and anticipated discrimination against people with schizophrenia: a cross-

sectional study. The Lancet (online): 1-6. 

Van Gorp B & Vercruysse T (2011). Frames and counter-frames giving meaning to dementia: 

a framing analysis of media content. Soc Sci & Med., 74, 8: 1274-1281. 

Van Hout H, Vernooij-Dassen M, Bakker K, Blom M, & Grol R (2000). General 

practitioners on dementia: tasks, practices and obstacles. Patient Education and Counseling, 

39, 2-3: 219-25. 

Vernooij-Dassen M, Leatherman S & Olde Rikkert M (2011). Quality of care in frail older 

people: the fragile balance between receiving and giving, Brit. Med. J, 342: 1062-1063. 

Vernooij-Dassen MJ, Moniz-Cook ED, Woods RT, De Lepeleire J, Leuschner A, Zanetti O, 

De Rotrou J, Kennedy G, Franco M, Peters V & Iliffe S (2005). Factors affecting timely 

recognition and diagnosis of dementia across Europe: from awareness to stigma. Int. J 

Geriatr. Psychiat., 20, 4: 377-386. 

Walmsley BD & McCormack L (2014). The dance of communication: Retaining family 

despite severe non-speech dementia. Dementia, 13, 5: 626-41. 

Weiner B, Perry RP & Magnussen J (1988). An attributional analysis of reactions to stigmas. 

Journal of Personality and Social Psychology, 55, 5, 738-748. 



29 
 

Werner P (2005). Social distance towards a person with Alzheimer's disease. Int. J Geriatr. 

Psychiat., 20: 182-188. 

Werner P (2008). Discriminatory behavior towards a person with Alzheimer's disease: 

Examining the effects of being in a nursing home. Aging Ment Health 12, 6: 786-794. 

Werner P & Heinik J (2008). Stigma by association and Alzheimer's disease. Int J Geriatr. 

Psychiat., 12, 1: 92-99. 

XXX et al. (2015).  

Zeilig H (2014). Dementia as a cultural metaphor. The Gerontologist, 54, 2: 258-67. 

  



30 
 

Tables 

Table 1: Characteristics of the participants and setting 

 

Gender: 

Male  

Female 

Ethnic self-identification: 

British/White 

British/Asian 

International 

Not revealed 

Location of practice: 

Urban or semi-urban 

Rural or semi-rural 

Type of practice:  

Group 

Single or partnership 

Relation with dementia:  

Yes 

No 

Age: 

Minimum 

Maximum 

Years of experience:  

Minimum 

Maximum 

(N = 23) 

13 

10 

 

13 

7 

2 

1 

 

19 

4 

 

21 

2 

 

15 

8 

 

29 

62 

 

1 

32 
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Figures  

Figure 1: The pre-determined categories forming the coding framework for further analysis 

Pre-determined categories for further analysis of the data 

1. Failure or inability to respond to human contact 

2. Absence of appropriate return on social investment 

3. Lack of a contribution to or being a burden to society 
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