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  Supporting self-care of long-term conditions in dementia: A systematic review 

Abstract  

Background: Long-term conditions are common in people living with dementia; their self-

management is an important determinant of wellbeing. Family carers often support or substitute self-

care activities, and act as proxies for self-management, as dementia progresses.  

 

Objectives: To conduct the first systematic review of how management of long-term conditions in 

people with dementia is best enabled and supported, including factors that facilitate or inhibit self-

management and management by a proxy.  

 

Design: Systematic review.  

 

Data Sources: We systematically searched MEDLINE, PsychINFO, Embase and Allied and 

Complementary Medicine databases up to November 2018. 

  

Review Methods: We identified the long-term conditions most prevalent in people with dementia that 

require an element of self-management. We then developed our inclusion criteria to identify 

qualitative and quantitative studies describing the self-management (or self-management assisted by 

family carers) of long-term conditions in people with dementia. Two authors independently rated 

study validity using a standardised checklist. We synthesised qualitative and quantitative findings 

using a data driven convergent synthesis approach. 

 

Results: We included 12 articles meeting predetermined inclusion criteria: seven qualitative, two case 

studies, two quantitative and one mixed methods study. We identified four main themes across these 

studies: (1) dementia symptoms impeding treatment regimens (forgetfulness, decreased 

understanding, ability to communicate symptoms and behavioural and psychological symptoms); (2) 

adapting routines to be simpler, (using memory aids and accommodating physical limitations); (3) 

negotiating self-management support (carer availability and knowledge; balancing needs for safety 

and empowerment); and (4) interface with professionals, who can assist by simplifying routines, 

providing long-term condition specific education, and acknowledging the carer role in care planning.  

 

Conclusions: Carers can support people living with dementia to continue managing their own health 

for as long as possible, through simplifying routines and reminding, but where this can no longer be 

negotiated, carers take over responsibility for self-management, often due to safety concerns. 

Empowerment of people with dementia to remain involved in their care as far as possible reduces the 

loss experienced by this transition. Communication and partnership between clinicians and planning 

for people living with dementia and a long term condition should include explicit discussion of how 

these partnerships will work and carers is critical when supporting people living with a long-term 

condition and dementia. Care guidance on strategies carers can use to support people to self-manage 

long-term conditions.  

 

Keywords: Dementia, Long-term conditions, Management, Multi-morbidity, Physical Health, 

Review, Self-care.   
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Contribution of the paper  

What is already known about the topic? 

 People living with dementia are less likely to receive  good quality physical healthcare.  

 Dementia symptoms significantly impact on self-management of long-term conditions.  

 Previous reviews have primarily studied the impact on people with dementia of living with 

one long-term condition, despite the rise in multi-morbidity.   

What this paper adds? 

 Collaboration and communication between stakeholders is crucial.  

 Enabling factors include establishing a routine and memory aids, and negotiating support of 

carers for self-management.  

 Barriers to long-term condition management in dementia include communication difficulties 

and challenges of balancing safety concerns with the wish to avoid deskilling and 

independence.   
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Introduction  

The global prevalence of dementia is increasing. It is predicted that 131.5 million people will be 

living with the condition by 2050 (Prince et al., 2015). Multiple chronic conditions affect two-thirds 

of people aged over 85 (Kingston et al., 2018) and over 90%  of people with dementia are reported to 

have a comorbid chronic condition ( Browne et al., 2017). The most frequent comorbid, long-term 

conditions  include hypertension, diabetes, heart disease, stroke, osteoporosis, thyroid disorders and 

breathing difficulties such as asthma and chronic obstructive pulmonary disease (COPD; Browne et 

al., 2017; Poblador-Plou et al., 2014; Schubert et al., 2006).  

Present healthcare service structures and clinical guidelines tend to focus on single conditions, and 

may require significant adaptation to address the needs of the growing population of people living 

with dementia and long-term conditions (Bunn et al., 2016; Guthrie et al., 2012). Like all older 

people, people living with dementia who have more chronic conditions experience greater disability, 

mortality and poor quality of life (Black et al., 2012; Marengoni et al., 2011).  

Management of long-term conditions accounts for over two-thirds of health and social care 

expenditure (Department of Health and Social Care, 2012). Research has indicated that the quality of 

physical health care received by people with dementia differs from the general population. People 

with dementia receive fewer physical health checks and primary care contacts than people without 

dementia (Cooper et al., 2017). Dementia may reduce the ability of an individual to self-manage 

coexisting long-term conditions, for example through difficulties recalling appointments or treatment 

regimens (Rosen et al., 2003), judging what treatment is appropriate (Ibrahim et al., 2017), and 

reduced medication adherence (Brauner, 2009).  

Literature reviews relating to long-term conditions in dementia have investigated the impact of 

cognitive impairment on self-management of chronic diseases, including COPD (Baird et al., 2017), 

heart failure (Currie et al., 2015) and diabetes (Santos et al., 2018). These reviews explored inhaler 

techniques, medication for management of heart failure and blood glucose control respectively. They 

explored the impact of dementia on self-management, but do not suggest strategies to support self-

management of long-term conditions in people living with dementia. Existing self-management 

interventions for people with dementia seek to reduce their dementia-related symptoms such as 

memory loss, rather than improving self-management of comorbid conditions (Quinn et al., 2016). 

Similarly, medication management interventions for dementia focus on anti-dementia medication, 

even though the great majority of medication prescribed to people with dementia is for physical health 

conditions (Aston et al., 2017; Lim and Sharmeen, 2018). A recent realist review used a theory-driven 

approach to synthesise the mechanisms by which diabetes can be managed in people with dementia. 

The review suggested that the identification of family members to help was an integral part of self-

management care planning (Bunn et al., 2017b; Wong et al., 2013).  

Aim and objectives  

We aimed to synthesise evidence on how the management of long-term conditions in people with 

dementia can be supported, and to explore what factors may enable or inhibit this support. 

Management in this review is define as either self-management, or management supported by a proxy 

(where people carry out self-management activities for those unable to do so). The term proxy refers 

to family or friend carers, or staff in care homes or assisted living facilities. We focussed on the long-

term conditions that are prevalent in people living with dementia, and which require an element of 

self-management.  
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Figure 1: PRISMA diagram of study selection (adapted from Moher et al., 2009) 
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Methods  1 

Search strategy  2 

We systematically reviewed the literature up to the 28th November 2018 with no limits applied to date 3 

of publication, using the following databases: MEDLINE, PsychINFO, Embase and Allied and 4 

Complementary Medicine. We registered the review on PROSPERO (reference number: 5 

CRD42019122072). We searched references of identified articles, including systematic reviews, and 6 

conducted forward searches for additional relevant studies. Terms related to ‘dementia,’ ‘physical 7 

health’, and ‘management’ were combined using the Boolean operator ‘AND.’ The Boolean operator 8 

‘OR’ linked search terms within each concepts. See Table 1 for the full search strategy.   9 

Study selection 10 

 Eligibility criteria  11 

Studies were eligible for inclusion if they explored an element of self-management, or management 12 

by a proxy, of a long-term condition of interest in people living with dementia, in the community or a 13 

residential setting. We identified long-term conditions of interest based on prevalence rates reported 14 

in a recent, large epidemiological survey of comorbidity in dementia: Hypertension (53.4%), Chronic 15 

Pain (33.5%), Coronary Heart Disease (21.6%), Stroke (17.2%), Diabetes (14%), Asthma (8.3%), 16 

COPD (6.9%), Heart Failure (6.3%; Browne et al., 2017). Studies of long-term conditions in people 17 

with dementia were included if they encompassed elements of management including: attending 18 

clinical appointments, using medical devices, medication adherence or lifestyle change (Lorig and 19 

Holman, 2003). We excluded studies that solely focused on prescriber behaviour; or focused on 20 

mental health, as we considered mental health self-management to be conceptually different. No 21 

restrictions were applied to study design, including case studies, however reviews, editorials and 22 

conference proceedings were excluded. We excluded studies not written in English.  23 

Study screening and data extraction strategy  24 

Titles and abstracts of references identified in the search were screened in accordance with the 25 

inclusion criteria with any uncertainties discussed within the research team. JR and RT assessed a pre-26 

defined 20% of papers for which retrieval of full text articles was required, with a moderate rate of 27 

inter-rater reliability (Cohen’s kappa = 0.50). Two authors (JR and RT) extracted data from papers 28 

meeting the inclusion criteria using a standardised data sheet. The wider team assessed and agreed the 29 

inclusion of all final studies.  30 

Methodological quality  31 

We assessed quality of included studies using the Mixed Methods Appraisal Tool (Hong et al., 2018). 32 

This was developed to appraise the quality of quantitative, qualitative and mixed methodology studies 33 

using a validated checklist to provide a quality rating for each study. Research has demonstrated its 34 

efficacy and reliability (Pace et al., 2012). The scale questions are listed in Table 3. Two independent 35 

reviewers (JR and RT) assessed the quality of each study using the Mixed Methods Appraisal Tool, 36 

with any discrepancies resolved through discussion (required for six full texts).  37 

Analysis  38 

We conducted a narrative synthesis of studies using a data driven convergent synthesis approach 39 

(Pluye and Nha Hong, 2014; Popay et al., 2006). This approach has previously been used in mixed 40 

methodology reviews (Aston et al., 2017). We first summarised descriptive characteristics. We then 41 

used thematic analysis to analyse results sections of included papers, developing codes which were 42 
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combined to create themes and sub themes (Thomas and Harden, 2008). JR and AB independently 43 

developed an initial coding framework using line by line coding of the results sections of 4/12 44 

included papers. We then used a constant comparison method to identify similarities and differences 45 

and ensure consistency. JR then applied this coding framework to the results sections of all included 46 

studies using NVivo software (QSR International Pty, 2018).  47 

Results  48 

Search results  49 

We identified 5505 studies in our electronic search, of which eight were included in our review. We 50 

identified four additional articles from references of identified papers, so included 12 studies in total. 51 

See Figure 1 for details. 52 

Characteristics of included studies (Table 2)  53 

The included studies were conducted in the United States of America (USA; n=5), the United 54 

Kingdom (UK; n=3) Australia (n=2), China (n=1) and Brazil (n=1). Nine studies used qualitative 55 

methodologies, including two case studies. Two studies were quantitative (randomised controlled trial 56 

and survey) and one was a mixed methods study. Four studies focused on a single long-term 57 

condition, specifically diabetes. The other studies included participants with a range of long-term 58 

conditions, including osteoporosis (n=3), hypertension (n=2), stroke (n=2), arthritis (n=1), COPD 59 

(n=1) and heart failure (n=1). All qualitative studies interviewed family carers (n=8), studies included 60 

family carers only (n=3), family carers and people with dementia (n=1), family carers and healthcare 61 

professionals (n=2), or all three stakeholders (n=2). The remaining studies were case studies (n=2) or 62 

quantitative (n=2). Six studies reported residential status of the people with dementia who lived in the 63 

community (n=4), assisted living facilities (n=1) or care homes (n=1). The remaining studies (n=6) 64 

did not report residential status.  65 

Methodological quality  66 

Five out of nine qualitative studies scored five out of five on the Mixed Methods Appraisal 67 

Tool(Bunn et al., 2017a; Feil et al., 2011; Gillespie et al., 2015; Poland et al., 2014; While et al., 68 

2013). Reasons for scoring four out of five were not providing sufficient interpretation of qualitative 69 

results (Sadak et al., 2017). For studies that were rated three out of five reasons included lack of 70 

information about blinding or adherence to the intervention (Chen et al., 2017), lack of information on 71 

data source, collection and analysis (Brauner et al., 2000), incoherence between data collection, 72 

analysis and interpretation (Sadak et al., 2018) or due to inappropriate statistical analysis (De Oliveira 73 

et al., 2014). One case study scored two out of five for appropriateness of methodology for the 74 

research question (Allen et al., 2017). The mixed methodology studies scored one out of five for lack 75 

of information (Yarnall et al., 2012). See Table 3 for quality assessment ratings.  76 

Synthesis  77 

We identified the following themes that play an important role in enabling, supporting or inhibiting 78 

the self-management of long-term conditions in dementia. Dementia symptoms inhibited self-79 

management of long-term conditions (theme 1), while adaptations to routines enabled self-80 

management (theme 2). Family carers enabled self-management by proxy when strategies described 81 

in theme 2 to support self-management were no longer effective (theme 3). Healthcare professionals 82 

were integral to supporting both people with dementia and family carers to manage long-term 83 

conditions (theme 4).   84 
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See Figure 2 for a list of themes and corresponding sub-themes. 85 

Figure 2: Summary of themes and corresponding sub themes identified from included studies 86 

Theme 1: Dementia Symptoms  

Enablers:  

• Long-term condition pre-existing 

dementia  

Inhibiters:  

• Understanding disease  

• Behavioural and psychological 

symptoms (acceptance of care) 

• Communication (of symptoms) 

Theme 2: Adapting Routines  

Enablers:  

• Establishing routine 

• Memory aids  

 

Inhibiters:  

• Physical ability  

• Complex regime  

 

Theme 3: Negotiating Support 

Enablers:  

• Availability of carer (supervision) 

• Wider support networks  

• Empowerment  

• Acknowledge carer role  

Inhibiters:  

• Loss of independence  

• Safety concerns 

• Deskilling 

• Negative attitudes towards support 

 

Theme 4: Interface with Professionals 

Enablers:  

• Recognise change 

• Personalised treatment plans (Explore 

values/beliefs)  

• Continuity of care  

• Long-term condition specific education 

Inhibiters:  

• Reliance on healthcare professionals 

• Communication between professionals  

 

 87 

1. Dementia symptoms impeding treatment regimes  88 

Cognitive symptoms impeded adherence to dietary and physical activity regimes recommended for 89 

self-management of long-term condition, and medication adherence. In a questionnaire study of 217 90 

carers of people with Alzheimer’s disease and diabetes or hypertension, higher dementia severity was 91 

associated with reduced adherence to lifestyle advice regarding activity, diet and medication regimes. 92 

No individuals with severe impairment practiced physical activity regularly, whereas people in the 93 

earlier stages of dementia used exercise as a treatment for diabetes or hypertension (De Oliveira et al., 94 

2014).  95 

Qualitative studies explored how cognitive symptoms were sometimes a barrier to self-management 96 

or management by a proxy. Often this was because they impaired a person’s understanding of the 97 

disease and related treatments.   98 

‘I give him insulin, I give him his medicine. He takes it, but he questions me, what is this for, 99 

why do I have to take so many medicines for. He doesn’t remember he’s diabetic’ (Feil et al., 100 

2011; Family Carer).  101 

Communication difficulties often impaired a person with dementia’s ability to report symptoms to 102 

family carers or healthcare professionals, and this could inhibit long-term condition management. 103 

Family carers reported guessing what symptoms the care recipients were experiencing due to their 104 

inability to report symptoms.  105 
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‘…I want to do the right thing by him, but he has not been able to tell me when he is ill or 106 

hurting for over a year now’ (Sadak et al., 2017; Family Carer).  107 

Behavioural and psychological symptoms increased the likelihood of a person refusing assistance to 108 

manage their long-term condition. This was described in two qualitative studies that interviewed 109 

family carers of people with dementia. Persecutory beliefs could reduce adherence, as one study on 110 

medication adherence found people with dementia to have ‘altered perceptions about the purpose of 111 

the medication(s).’ This led to reduced adherence due to the belief that medications were poisonous 112 

(Gillespie et al., 2015).  113 

Family carers reported finding refusal of care and persecutory beliefs difficult to cope with in the 114 

management of diabetes in dementia.  115 

‘He’s really angry at me-he tells me I’m the cause of his eye sight being what it is because of 116 

the medications I made him take’ (Feil et al., 2011; Family Carer).  117 

Lack of acceptance of care by the person with dementia hindered family carer management of long-118 

term condition.  119 

 ‘So I got a big problem…because he’s got osteoporosis, he’s got a big lung problems. But he 120 

doesn’t want to take it. I can’t do anything’ (Gillespie et al., 2015; Family Carer). 121 

Interviews exploring the challenges to diabetes care in people with dementia reported how family 122 

carers sometimes misinterpreted refusal of care or behavioural and psychological symptoms as a 123 

difficulty in their personal relationship rather than a symptom of dementia, which caused distress (Feil 124 

et al., 2011).   125 

The presence of a long-term condition before dementia development was often associated with fewer 126 

difficulties with self-management of that condition following a dementia diagnosis. This was 127 

described in a qualitative study of the experiences of people with dementia from Australian minority 128 

ethnic groups, who successfully managed medication for long-term conditions when they had already 129 

been taking the medication prior to developing memory problems.  130 

‘My husband he remembers, he takes his own medication what he like [sic] but he only takes the 131 

blood pressure tablets because the other tablets he thinks do not do anything to him so it’s no worth to 132 

take it’ (Gillespie et al., 2015; Family Carer).Future care plans may usefully consider how potential 133 

barriers to self-management (including poor memory, communication abilities, behavioural symptoms 134 

and acceptance) may be impacting an individual. They should also consider the point at which a long-135 

term condition developed and be open to the possibility that effective self-management may be 136 

possible even with more advanced dementia, where skills were learnt prior to the dementia 137 

developing.  138 

2. Adapting routines and strategies   139 

In qualitative interviews, people with dementia who self-administer medication at home, and family 140 

carers who support them, a barrier to adherence was regime complexity, specifically confusion around 141 

differing daily schedules and varying brand names (While et al., 2013). Simplifying medication 142 

regimes enabled self-management. Family carers reported valuing medication reviews in which 143 

healthcare professionals reduced the number of daily medications for carers to manage (Gillespie et 144 

al., 2015).  145 

Memory aids (such as blister packs or dosette boxes) could enable self-management of medication in 146 

milder dementia.  147 
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‘... the medication ... he wasn’t taking it properly. But now he is taking it regularly ... the 148 

Chemist they just fix up the blister pack ... it seems to be excellent’ (Gillespie et al., 2015; 149 

Family Carer).  150 

The physical limitations of people with dementia also reduced adherence to long-term condition 151 

medication. The findings of a qualitative study using a mixture of focus groups (n=3) and semi-152 

structured interviews (n=7) with carers of people with dementia demonstrated how long-term 153 

conditions such as arthritis affected ability to adhere to medication regimes.  154 

‘I think she’s starting to have arthritis as well, and she couldn’t open the bottles…so she put 155 

them in vitamin jars…and I didn’t know what was what’ (Gillespie et al., 2015; Family 156 

Carer).  157 

Establishing a routine enabled self-management of medication, together with memory aids (While et 158 

al., 2013). In a case study, the use of technologies supported diabetes insulin self-management in a 159 

person with dementia demonstrating how adapting routines is broader than only oral medication 160 

(Allen et al., 2017).   161 

3. Negotiating self-management support 162 

Included studies described a process towards self-management assisted by a proxy, with transition of 163 

responsibility for the management of long-term conditions from people with dementia, either partly or 164 

totally, to family carers, where they were available. People with dementia and their carers began to 165 

negotiate support for self-management when strategies such as memory aids ceased to be effective, or 166 

at a critical point in memory decline, (Bunn et al., 2017a).  167 

Carers supported self-management through managing self-care activities for long-term conditions and 168 

monitoring for complications through supervision. A case study of a person living with dementia and 169 

diabetes demonstrated a continued ability to appropriately self-manage hypoglycaemia through 170 

supervision by staff in assisted living facilities (Allen et al., 2017). One study, exploring the impact of 171 

dementia on provision of services for long-term conditions, discussed the vulnerabilities of people 172 

with dementia when support for self-management was not available.  173 

 ‘The greatest difficulty is when that individual lives alone and doesn’t have an able partner, 174 

because then their care can come very disjointed or they’re not, they’re not able, often they, 175 

an appointment’s made or they, and they won’t answer the door or they forget and so it’s 176 

when somebody’s on their own that you have the biggest issues and lack of joined up care’ 177 

(Bunn et al., 2017a; Healthcare Professional).  178 

Negotiating support for self-management through proxy-management was a dilemma, in which carers 179 

struggled to balance the desire to support independence with that of ensuring good physical health 180 

care. A Patient and Public Involvement group exploring medication management in dementia 181 

described the impact of accepting help for self-management, in terms of loss of independence.  182 

‘I think she felt a loss of independence when the dementia hit. But not only that but as soon as 183 

her control over her own medication, that she was so used to, was taken out of her hands’ 184 

(Poland et al., 2014, Family Carer).  185 

The family carers interviewed considered empowerment as a part of their caregiving role and sought 186 

ways to support people with dementia to retain control (Poland et al., 2014). However, a mixed 187 

methodology study auditing diabetes care in UK care homes found little evidence of empowerment, 188 

with people with dementia dependent on staff for disease management, including foot care and 189 
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diabetes management; only one of eight residents on insulin treatment self-injected or self-monitored 190 

blood glucose (Yarnall et al., 2012).   191 

Some studies noted that a desire to deliver good quality physical care could risk deskilling the person 192 

with dementia due to high levels of supervision.  193 

‘I’m going to oversee all your food now…’ (Feil et al., 2011; Family Carer).  194 

A case study of a person with dementia and osteoporosis highlighted the complex risk benefit 195 

assessment in treating non-dementia illnesses (Brauner et al., 2000). Family carers found it difficult to 196 

balance the risk of non-adherence to treatment with the benefit of independence through self-197 

management.  198 

‘Its length of life versus quality of life and that we are carers we’re very loathe to face’ 199 

(Poland et al., 2014; Family Carer).  200 

The knowledge of family carers of cerebrovascular risk factors such as diabetes and hypertension 201 

enabled medication and dietary therapy adherence in one study (De Oliveira et al., 2014). 69% of 202 

carers reported an awareness of the need to control hypertension and/or hypercholesterolemia due to 203 

the influence of these factors on dementia. This awareness was found to influence adherence to 204 

dietary therapy and pharmacological treatment.   205 

Negotiating wider support enabled management by a proxy. Included studies found support groups 206 

provided medication information for family carers whose first language was not English (Gillespie et 207 

al., 2015). Accessing support from paid carers was found to be hindered by negative beliefs, such as 208 

the fear of strangers being incompetent in managing the needs of their relative (Feil et al., 2011). 209 

Family carers also reported an ambivalence to involve additional family members suggesting the need 210 

for advice on how to access wider support (Feil et al., 2011). 211 

An important element of enabling self-management support was acknowledgement of the family carer 212 

role in the management of long-term conditions. This was expressed mainly in terms of healthcare 213 

professional acknowledgement but also from extended family (Feil et al., 2011). One study suggested 214 

this acknowledgement as a potential intervention target for primary care to prevent healthcare crises.  215 

‘Celebrate with caregivers. Offer encouragement and advise to continue keeping symptom 216 

monitoring checklists and communicating concerns if they arise. Offer acknowledgement 217 

when (the) caregiver performs home safety evaluation and modification’(Sadak et al., 2017; 218 

Study Finding).  219 

4. Interface with professionals  220 

Healthcare professionals contributed to self-management of long-term conditions by recognising 221 

when changes in cognition occurred (Bunn et al., 2017a) and supporting the family carer to in turn 222 

manage or support the care recipient (Sadak et al., 2017). Collaboration with General Practitioners, 223 

pharmacists, case managers and home care workers can support self-management, and management 224 

supported by a proxy (While et al., 2013). General Practitioners were described as the main support 225 

and pharmacists as important in medication management. However, family carers reported feeling 226 

healthcare professionals did not always alert them to symptoms to look for.  227 

‘Maybe his doctor could have instructed me better what to do to prevent these episodes, ask 228 

me if I know what to do or whom and when to call’ (Sadak et al., 2017; Family Carer).  229 
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The provision of symptom checklists, key information on medication and condition-specific education 230 

by healthcare professionals carers helped family carers to manage by proxy (Poland et al., 2014). One 231 

randomised controlled trial compared diabetic glucose control and complication rates between 232 

participants allocated to three different protocols for diabetes management of different intensities. Of 233 

relevance to this paper, the arm advocating less intensive control by health professionals, with 234 

personalised treatment plans and a focus on client and family-led management resulted in fewer 235 

diabetic complications. 236 

‘The personalized treatment plan is recommended by the moderate blood glucose control 237 

strategy. This strategy emphasizes on the control of blood glucose according to the actual 238 

conditions of patients, including the patients themselves and their families. This strategy 239 

recommends the physicians’ intervention only in the cases of higher and wider fluctuation 240 

range’ (Chen et al., 2017; Study Finding).  241 

Improved blood glucose control in dementia was also associated with more physician attention, 242 

patient cooperation, and frequency of follow up (Chen et al., 2017).  243 

Healthcare professionals were the primary source of information for medication management, 244 

especially during decision-making (Gillespie et al., 2015). In interviews with healthcare professionals 245 

and family carers of dementia, collaboration with professionals was facilitated when family carers felt 246 

more able to ask questions, and understand which symptoms to monitor and report (Sadak et al., 247 

2017). However, a belief among patients that a good patient does not bother or question professional 248 

advice was a barrier to successful collaboration.  249 

‘I don’t bother them, asking more questions about it, I just am a good patient, I just take it’ 250 

(While et al., 2013; Person with Dementia). 251 

One study using semi-structured interviews to explore the differences between the medication 252 

management experiences of people with dementia (n=8) and carers (n=9), found that health 253 

professionals were not considered to adequately explore an individual’s values and beliefs 254 

underpinning their motivations and incentives to adhere to medication, or current attitudes to health, 255 

life and medication (While et al., 2013).  256 

Values and beliefs of healthcare professionals also influenced the management of physical health care 257 

in people with dementia. In focus groups conducted with over fifty healthcare professionals, factors 258 

such as the clinician’s previous experience and attitudes towards risk influenced access to care.  259 

 ‘I wouldn’t refer someone who was uncooperative. I have had a patient who got up in the 260 

middle of a cataract operation and refused to have anything further done and lost the vision in 261 

his eye’ (Bunn et al., 2017a; Healthcare Professional).  262 

Ineffective communication and practices around confidentiality hindered collaboration between 263 

professionals. Included studies found continuity of care could overcome these barriers.    264 

 ‘…one of the big stumbling blocks we have is the fact that services or parts of different 265 

Trusts so the Mental Health Services sit within the H Partnership Trust so they don’t use the 266 

same system as us so we can’t share notes, the GPs use a different system again so it makes it 267 

very difficult to communicate to even find out what services people are under, you know, if 268 

that could be improved, if we could all be on the same system that would be good’ (Bunn et 269 

al., 2017a; Healthcare Professional). 270 
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In a case study of diabetes and dementia management using technologies, collaborative working could 271 

ensure effective use of technology, which enabled the management of long-term conditions through 272 

empowering individuals to self-care.  273 

‘There was concern that the patient would pull the pump site out or press the buttons on the 274 

pump. To avoid any concerns related to the patient wearing the insulin pump, a soft waist belt 275 

with a pocket was used to keep the insulin pump out of the patient’s view. The safety lock 276 

was on the pump at all times to avoid accidental bolus’ (Allen et al., 2017; Study Finding).  277 

Discussion  278 

We developed four overarching themes encompassing the enabling and inhibiting factors to effective 279 

self-management of long-term conditions in people with dementia. Most included studies investigated 280 

self-management of physical health care across long-term conditions, though a few focussed 281 

specifically on medication management, or the care of people with diabetes and dementia. Reduced 282 

cognition impeded adherence to medication, exercise and diet due to an impaired understanding of 283 

long-term conditions. Adherence was less affected if the long-term condition preceded memory loss. 284 

Behavioural and psychological symptoms of dementia were often associated with the person with 285 

dementia refusing help from carers and consequently non-adherence. This was further complicated 286 

when people with dementia were unable to report symptoms or pain. Healthcare professionals 287 

supported adherence by simplifying daily routines. Physical barriers such as difficulties opening 288 

bottles due to arthritis could be overcome through introducing dosette boxes, while cognitive barriers 289 

were helped by memory aids.  290 

Included studies described a shift in responsibility for self-care as dementia progressed, from full 291 

autonomy through carer support, to carers undertaking self-care activities on behalf of the person with 292 

dementia. This process has been previously described in a systematic review of self-care concepts 293 

(Matarese et al., 2018). Included studies reported that safety concerns were of paramount importance 294 

to family carers and often precipitated the transition of responsibility for self-management. People 295 

living with dementia often experience a loss of independence during this transition. Carers 296 

acknowledged the dilemma of balancing good physical care when self-efficacy declines, and the 297 

importance of empowerment and respecting the wishes of the person living with dementia to be 298 

involved in their own care.   299 

Models of self-care within the literature conceptualise it as a partnership between healthcare 300 

providers, family members and the individual themselves (Matarese et al., 2018). Healthcare 301 

professionals support the process of management by a proxy through providing condition-specific 302 

education, information on medication, and symptom checklists. Healthcare professionals must explore 303 

the values and beliefs of stakeholders, such as attitude to life, health and medication, to avoid a sense 304 

of reliance and overcome the belief that a good patient does not question professional advice. 305 

Collaborative working between professionals is required to improve communication between services.  306 

Family carers are often critical in supporting adherence to treatments and in recognising and 307 

managing long-term condition specific complications. Without an available carer, people with 308 

dementia are vulnerable to disjointed healthcare. One case study described the positive benefits of 309 

high levels of supervision in assisted living facilities. Identifying and supporting a paid carer to take 310 

this role where a family carer is unavailable is likely to be key to the wellbeing of people living with 311 

dementia and long-term condition without regular family help.  312 

This is the first systematic review to focus on self-care of long-term conditions in dementia. Most 313 

included studies were qualitative. This methodology is more likely to relate to the research question of 314 
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this review, as strategies are more likely to be suggested using qualitative approaches (Alsaeed et al., 315 

2016). This review conducted a systematic original search of relevant studies using pre-determined 316 

eligibility criteria without any limitation to residential status.   317 

The generalisability of results are limited by the extent of study findings; most included studies 318 

reported on diabetes or general health and medication management. Generalisability of findings is 319 

also constrained by the inclusion of papers written in English only. The quantitative and mixed 320 

methodology studies included were rated as lower quality than qualitative studies. The guidelines for 321 

the Mixed Methods Appraisal Tool do not suggest excluding studies based on quality. However this 322 

has implications for the conclusions of this review due to the quality of included papers. Using a data-323 

driven convergent synthesis enabled the inclusion of the result section of quantitative papers in the 324 

synthesis for this review. Despite this, the themes from this review are primarily based on the findings 325 

of qualitative papers due to their higher quality and richness of relevant data.  326 

Previous reviews have focused on one long-term condition (Santos et al., 2018), excluded nursing 327 

home populations (Bunn et al., 2017b)  or described the impact of cognitive impairment on long-term 328 

condition management rather than strategies to overcome this (Baird et al., 2017). Future research 329 

should seek to explore if there are differences in the enabling and inhibiting factors for different long-330 

term conditions in dementia. The strategies suggested in qualitative studies can inform future 331 

intervention development. Most studies interviewed family members of people with dementia and 332 

focused on medication management. We found limited evidence of how other stakeholders can 333 

support self-management of long-term conditions in treatment wider than oral medication. Future 334 

research into how other stakeholders support long-term condition management in dementia is 335 

required, especially the role of paid carers who support people without a regular family carer. We did 336 

not include studies that explored the management of conditions in people with cognitive impairment 337 

without diagnosed dementia. These could inform future development of interventions to improve self-338 

care in people living with dementia. For example, trials of self-care interventions for people with 339 

diabetes and cognitive impairment could potentially be adapted to dementia populations in future 340 

research (Braun et al., 2004).  341 

Conclusions  342 

The findings of this review highlight the importance of collaboration between stakeholders in the 343 

management of long-term conditions in dementia. Personalised treatment plans should be rooted in an 344 

understanding of how the person’s cognition may be influencing their self-care and adherence, 345 

including an exploration of values and beliefs. Healthcare professionals must value the carer role in 346 

long-term condition management, and support them by simplifying routines where possible, and 347 

providing condition-specific education as appropriate. Partnerships between stakeholders, including 348 

people living with dementia, their families, clinical and paid home carers are central to joined-up 349 

approaches to long-term condition management in dementia. Building explicit discussion of how 350 

these partnerships will work and guidance on strategies carers can use to support people to manage 351 

long-term conditions into care planning would be a rational strategy for improving long-term 352 

condition self-care in people living with dementia.  353 
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Table 1: Search Strategy  489 

The following search was conducted on the 28th of November 2019 using OVID to search Medline, 490 
PsychINFO, Embase and Allied and Complementary Medicine.  491 
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665 Table 2: Characteristics of included studies 

666 Author  

& Location 

Study Aim Sample Study type, 

Data analysis 

Main Finding 

667 (Allen et al., 
2017), USA 

Describe technology use 
for diabetes and dementia. 

2 people with 
dementia & diabetes. 

Case study.  Wearable diabetes technologies reduced glucose variability, 
hypoglycaemia & improving wellbeing and care.  

668 (Brauner et al., 
2000), USA  

Understand how dementia 
affects treatment for non-

dementia illnesses. 

1 person with 
dementia & 

osteoporosis. 

Case study.  Decision-making capacity, altered benefits and burdens, ability to adhere 
and report adverse events and availability of caregivers important in 

treating non-dementia illnesses.    

669 (Gillespie et 

al., 2015), 
Australia  

Medication management 

experiences of ethnic 
minority family carers of 

dementia. 

29 family carers for 

dementia and diabetes, 
arthritis, hypertension, 

osteoporosis. 

Focus group and 

semi-structured 
interviews, 

thematic 

analysis. 

Themes: 1) Medication management is stressful for family carers; 2) 

Medication management may be a point of conflict; 3) Family support is 

critical; 4) family carers want external information and support.  

670 (Poland et al., 
2014), UK 

Views of medication 
management in dementia 

through patient and public 

involvement. 

9 carers from research 
network for people 

with pain, 

hypertension, diabetes 
osteoporosis.  

Workshop, 
focus group, 

thematic and 

narrative 
analysis. 

Themes: (1) Medication use and administration practicalities; (2) 
Communication barriers and facilitators; (3) Bearing and sharing 

responsibility; (4) Weighing up medication risk and benefits.  

671 (Sadak et al., 

2018), USA  

Develop measure to 

monitor family carer 
management of dementia 

healthcare. 

 

16 healthcare 

professionals, 35 
family carers of 

dementia focus on 

general health.  

Focus groups, 

stepwise 
attribute 

manner.  

Themes: (1) Dementia influences health/Family carers responsible for 

health needs; (2) People with dementia and family carers are a unit of 
care/self-care not prioritised in family carers; (3) Activated family carers 

better/Family carers defer the expert role to clinicians; (4) Good self-

care is necessary/Professionals disregard their views and opinions; (5) 

Family carers uncomfortable asking for help.  

672 (While et al., 

2013), 

Australia  

Differences in medication 

management for people 

with dementia and family 
carers.  

8 people with 

dementia and 9 family 

carers administering 
medication at home, 

discusses stroke.  

Semi-structured 

interviews, 

grounded 
theory.  

Themes: (1) Self-management; (2) Something changes; (3) Family carer 

advocacy; (4) The medication team.  
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673 (Bunn et al., 
2017a), UK 

Impact of dementia on 
access to non-dementia 

services.  

28 people with 
dementia, 33 family 

carers and 56 

professionals, people 

with diabetes, stroke, 
visual impairment. 

Semi-structured 
interviews and 

focus groups, 

thematic 

analysis.  

Themes: (1) Family carers facilitate access to care and continuity of 

care; (2) Dementia severity & management; (3) Communication and 

collaboration.  

674 (Feil et al., 

2011), USA  

Family carer challenges 

experience of managing 

diabetes in people with 
dementia. 

21 family carers of 

people with dementia 

and diabetes.  

 

Focus group, 

grounded 

theory. 

 

Themes: (1) Memory loss led to family carer intervention; (2) 

Behavioural and psychological symptoms disrupted diabetes care 

routine; (3) Diabetes and dementia highly burdensome, and more 

support required.  

675 (Sadak et al., 

2017), USA  

Family carer experience 

of dementia health crises.  

20 family carer of 

people hospitalised for 

heart failure, 

hypertension or 

COPD.  

Semi-structured 

interviews.  

Themes: (1) Uncertain act on the change; (2) Unable to provide 

necessary care;(3) Family carer experiences a personal crisis   

(4) Mitigating factors may prevent caregiver crises.  

675 (Yarnall et al., 

2012), UK  

Assess diabetes care in 

UK care homes and 

including resident views.  

31 people with 

dementia living in 7 

care homes, 5 

managers and 7 staff.  

Questionnaire 

and qualitative 

semi-structured 

interviews.   

63% of people with dementia had glucose monitored unnecessarily. One 

staff with diabetes training. 90% saw a chiropodist and >80% had an eye 

screening. Themes: 1) diabetes understanding/complications; 2) 

information from professionals.  

677 (Chen et al., 
2017), China  

To analyse the effects of 

intensive and mitigation 

blood glucose control.   

90 people with 

dementia and diabetes 

randomly allocated to 

control (diet/exercise), 

insulin/medication or 

personalised treatment.  

Clinical 

observation, 

quantitative.  

Moderate control of glucose and proper increase of target value benefit 

diabetes management in people with dementia. Personalised treatment 

plan recommended.  

678 (De Oliveira et 

al., 2014), 

Brazil  

How awareness of 

cerebrovascular risks 

impact adherence. 

Questionnaire for 217 

family carer of 

dementia outpatients 

650with diabetes and 

hypertension.  

Questionnaires.  Family carer awareness of the need to control cerebrovascular risk has 

positive impacts for people with dementia.  
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679 Table 3: Quality evaluation of included studies using the mixed methods appraisal tool (2018)* 

680   (Allen et 

al., 2017) 

(Brauner 

et al., 

2000) 

(Bunn et 

al., 

2017a) 

(Chen 

et al., 

2017) 

(De 

Oliveira et 

al., 2014) 

(Feil et al., 

2011) 

(Gillespie 

et al., 

2015) 

(Poland 

et al., 

2014) 

(Sadak et al., 

2017) 

(Sadak et 

al., 2018) 

(While et 

al., 2013) 

(Yarnall 

et al., 

2012) 

681 

Q
u

a
li

ta
ti

v
e
 S

tu
d

ie
s 

1.1. Is the qualitative approach appropriate to 

answer the research question? 

No Yes Yes   Yes Yes Yes Yes Yes Yes  

682 1.2. Are the qualitative data collection methods 

adequate to address the research question? 

No Can’t tell Yes   Yes Yes Yes Yes Yes Yes  

683 1.3. Are the findings adequately derived from the 

data? 

Yes Yes Yes   Yes Yes Yes Yes Yes Yes  

684 1.4. Is the interpretation of results sufficiently 

substantiated? 

Yes No Yes   Yes Yes Yes No No Yes  

685 1.5. Is there coherence between qualitative data 

sources, collection, analysis and interpretation? 

Can’t tell Yes Yes   Yes Yes Yes Yes Can’t tell Yes  

686 

R
a

n
d

o
m

is
e
d

 T
r
ia

l 2.1. Is randomization appropriately performed?    Yes         

687 2.2. Are the groups comparable at baseline?    Yes         

688 2.3. Are there complete outcome data?    Can’t 

tell 

        

689 2.4. Are outcome assessors blinded to the 

intervention? 

   Can’t 

tell 

        

690 2.5 Did the participants adhere to the assigned 

intervention? 

   Yes         

691 

Q
u

a
n

ti
ta

ti
v

e
 

D
e
sc

r
ip

ti
v

e
  

 

4.1. Is the sampling strategy relevant to address the 

research question? 

    Yes        

692 4.2. Is the sample representative of the target 

population? 

    Yes        

693 4.3. Are the measurements appropriate?     Can’t tell        

694 4.4. Is the risk of nonresponse bias low?     Yes        

695 4.5. Is the statistical analysis appropriate to answer 

the research question? 

    No        

696 

M
ix

e
d

 m
e
th

o
d

o
lo

g
y

 S
tu

d
ie

s 

5.1. Is there an adequate rationale for using a mixed 

methods design? 

           Yes 

697 5.2. Are the different components of the study 

effectively integrated? 

           No 

698 5.3. Are the outputs of the integration of qualitative 

and quantitative components adequately 

interpreted? 

           No 

699 5.4. Are divergences and inconsistencies between 

quantitative and qualitative results adequately 

addressed? 

           No 

700 5.5. Do the different components of the study 

adhere to the quality criteria of each tradition of the 

methods involved? 

           No 

701 *The third category of studies included in the Mixed Method Appraisal Tool are quantitative non-randomised studies. As no such study has been included in our review, this category has been omitted from the table 

510 
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