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The impact of dementia on women internationally: an integrative review 
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Abstract  

Women are disproportionately affected by dementia, both in terms of developing dementia and 

becoming caregivers. We conducted an integrative review of English language literature of the 

issues affecting women in relation to dementia from an international perspective. The majority of 

relevant studies were conducted in high income countries, and none were from low-income 

countries. The effects of caregiving on health, wellbeing and finances are greater for women; issues 

facing women, particularly in low and middle-income countries need to be better understood. 

Research should focus on building resilience to help people adjust and cope long term. 

 

Dementia is a global public health issue that disproportionately affects women, either through 

developing the condition themselves, or as a carer for someone with dementia. The effects on 

women of living with or caring for someone with dementia from an international perspective needs 

to be more fully understood. In our review of the published literature, we explore the impact of 

dementia on changing roles, identity, wellbeing and finances for women in both high-income and 

low- and middle income countries. An improved understanding of these factors can support 

research, and policy developments, that address the issues specifically relevant to women. 

As age is the greatest risk factor for dementia, and women have a greater life expectancy worldwide 

than men, a larger number of people with dementia are women (Alzheimer’s Association, 2014). 

There are also clinical differences between genders in disease risk and severity, especially in relation 

to dementia and cognition (Carter et al., 2012). There is a significant association between age, 

gender, and dementia in many areas of the world, with women showing a higher prevalence rate 

for dementia than men (Bamford, 2011; Takeda et al., 2011; Alzheimer’s Disease International, 

2015) across both high income countries (HICs) and low and middle income countries (LMICs) 
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(Braun, 2012; Alzheimer’s Disease International, 2013). The rate of increase of people with 

dementia is higher in LMICs. In 2015, 58 per cent of all people with dementia lived in LMICs. This is 

expected to rise to 68 per cent by 2050 (Alzheimer’s Disease International, 2015), 

disproportionately affecting women due to higher prevalence and incidence, especially as age 

increases. 

 

Around two-thirds of people with dementia live in the community in their own homes (Alzheimer’s 

Association, 2014; Alzheimer’s Society, 2011), with a higher proportion in LMICs (Alzheimer’s 

Disease International, 2009). The responsibility for care for those affected by dementia falls to 

family carers across most areas of the world (Carter et al., 2012; Alzheimer’s Disease International, 

2010; Iavarone et al., 2014), of whom two-thirds are reported to be women (Alzheimer’s 

Association, 2014; Prince, 2004). In both developed and developing countries, there is often a social 

expectation that women will assume caregiving roles (Godfrey & Warshaw, 2009; Lantz, 2009; 

Gibbons et al., 2014). In many studies of dementia caregivers, all or most participants are women, 

reflecting the disproportionate extent to which women are relied upon as carers, although few 

reports focus on gender specifically (Robinson et al., 2014). Therefore the assumption that women 

provide informal care to people with dementia is embedded (often implicitly) in much of the 

existing research.  

 

The financial impact of providing dementia care on family caregivers is substantial; caregivers in the 

United States reported that they were reluctant to take time off work to provide care, or  took on 

additional work to cover caregiving costs, which had increased because  of the recent economic 

downturn (Evercare, 2009). Women may also have the responsibility of caring for young children 

alongside caring for a parent with dementia –referred to as the ‘sandwich generation’ (Solberg et 
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al., 2014). Despite this (often dual) caring responsibility, families often prefer , for a variety of 

cultural, obligational and practical reasons to continue to provide care at home rather than seek 

alternative care arrangements (AAARP, 2015).  

 

Gender differences are also apparent in terms of prevention and delaying onset of dementia. Diet 

(Pinder, 2008), physical activity, and body weight seem to have a positive impact on the risk of 

future dementia and cognitive decline. However, these factors do not appear to slow or reverse 

dementia once women reach their 70s (Godfrey & Warshaw, 2009). Mental activity (such as 

reading, playing games), attaining higher education (Ochayi & Thacher, 2006), socialisation and an 

active lifestyle have the greatest potential for reducing risk of developing dementia. However, 

women in LMICs are less likely than men to have access to education or spend fewer years in 

education (Ochayi & Thacher, 2006). 

As the population ages and the prevalence of dementia increases, in both LMICs and HICs, an 

adequately skilled and sufficiently large dementia care workforce is essential to meet long-term 

care needs (World Health Organisation and Alzheimer’s Disease International, 2012; Coogle et al., 

2007; Bruckner et al., 2011; Elliott et al., 2012; Elliott et al., 2013). As with informal caregivers, the 

majority of formal paid health and social care for people with dementia is provided by women, who 

make up over 85 per cent of this workforce (Alzheimer’s Association, 2014; Cummings et al, 2013). 

Thus there is a growing recognition of the role of gender relating to dementia, with emerging 

evidence suggesting the need to prioritize dementia as a global women’s health issue (Savitch et al., 

2015).  

The health and financial impact of dementia worldwide underlines dementia as a global public 

health priority that needs appropriate investment and action by individual countries, to ensure 

appropriate policies and systems are in place to support people with dementia and their carers, 
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especially women (World Health Organisation and Alzheimer’s Disease International, 2012; 

Alzheimer’s Disease International, 2015). 

The key aim in conducting this integrative review was to understand the main issues affecting 

women in relation to dementia from an international perspective. Our objectives were to: 1) 

explore research relating specifically to women and dementia; 2) examine the effect of gender on 

women living with dementia and informal female carers and; 3) understand the issues affecting 

these groups of women with specific reference to LMICs, family structures and kinship, and 

migration and immigration.  

Methods 

Data search and selection 

An integrative review process was followed, to include a broad range of published literature, and 

allowing the inclusion and integration of research using diverse methodologies (Whittemore & 

Knafl, 2005). We systematically searched the databases Academic Search Complete, CINAHL, 

PsychINFO, Medline, Web of Science, PubMed and Google Scholar, alongside a search of relevant 

government department and third sector organisation websites and a general internet search. 

Search terms included: dementia, Alzheimer’s; women, gender, female, feminis*; caregiv*, family 

carer, partner, spouse, daughter, mother, migration, immigration, language; and famil*, structure, 

kinship, culture. Inclusion criteria were: published between January 2005 and December 2014, to 

provide the most recent research at the time the review was conducted; English language but with 

worldwide coverage; empirical research, review and expert opinion articles, with searches of titles, 

keywords, and abstracts. We excluded articles relating solely to medical intervention or clinical 

treatment, and biomedical research. Unpublished dissertations, policy and news articles were also 

excluded. 
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Data extraction and synthesis 

A total of 36 searches of the relevant databases were conducted, from which 1270 papers were 

screened (from title and abstract) for relevance, giving 170 potentially relevant abstracts. Of these 

abstracts, the full text of 32 could not be accessed in the time available, 1 was the abstract of an 

unpublished conference paper and 13 were unpublished dissertations, which resulted in 124 full 

papers being retrieved for quality review. Further review of the full papers resulted in 63 being 

excluded due to not being fully relevant or not meeting inclusion criteria. Of those excluded,  28 

were excluded as the majority of participants were female, but gender was not discussed at all; 6 

were not  focused on dementia care; in 24, gender was mentioned but was not the focus of the 

research; 3 did not present any method; 1 was an editorial and 1 was a news article. This resulted in 

61 papers being included in the review, with a particular focus on 22 papers which were concerned 

specifically with women and dementia. 
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Figure 1: PRISMA Flow chart for the selection of studies on women and dementia 

 

We developed a data extraction tool to collate relevant information about aims/objectives, method, 

findings, conclusions, and limitations adapted from the EPPI-Centre approach to assessing and 

synthesizing research evidence derived from various methodological approaches (Harden & 

Thomas, 2005; Jackson et al., 2005).  

 
Table 1: Country of focus 
 

Upper-middle-income 
economies 

High income economies 

South Africa 1 USA 26 
Turkey 1 Canada 9 
  UK 8 
  Spain 3 
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Upper-middle-income 
economies 

High income economies 

  Japan 3 
  Cyprus 2 
  Finland 2 
  Sweden 1 
  Israel 1 
  Czech Republic 1 
  Germany 1 
  Netherlands 1 
  Norway 1 

 2  59 

 

An analysis of the country/area of focus for the analyzed studies showed that the majority of the 

research has been conducted in North America and Europe.  There was very little research relating 

to LMICs, with only two papers emerging from the search that considered gender issues in the 

context of dementia in upper-middle income economies. None of the articles reported research 

that had been conducted in low income or lower-middle income countries. We also categorized the 

articles by the participant group the study focused upon (Table 2).  

Table 2: Participant group and research focus 

Participant group/focus Number of papers 
Caregivers 46 
Person with dementia 9 
Prevalence 1 
Specific population groups/nationalities 2 
Person with dementia and caregivers 3 
Total 61 
 

As Table 2 shows, three quarters of the papers focused on women as caregivers as the main 

participant group. There were far fewer papers focusing on women living with dementia. Both of 

the papers published from the upper middle-income countries focused on caregiving. The findings 

of the articles were then synthesized around two main groups, namely women with dementia, and 

family caregivers.  
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Results 

Overview of the papers included 

This paper presents a review of 61 papers around women and dementia. For the purposes of the 

analysis, the papers were split into two groups: those that focused specifically on women and 

gender (group A), and those that focused on men, or gender more generally (group B) (table 3). The 

majority of research papers in group A (14 out of 22 studies) used qualitative methods; group B 

studies were predominantly quantitative in this approach (26 out of 39 papers). This potentially 

reflects the need to use methods that provide an in-depth understanding of the individual 

experiences affecting women in relation to dementia, rather than as a generalizable, homogenous 

group. A summary of the group A studies is shown in table 4. 

Table 3: methodological approaches of the reviewed papers, by group 
 

 

 

 

 

 

 

 

Table 4 Summary of group A studies reviewed 
  

methodology Group A: focused 
specifically  on 
women and 
gender 

Group B: focused 
more generally on 
gender and 
dementia 

Total 

Qualitative 14 8 22 
Quantitative 4 26 30 
Systematic/literature review  - 4 4 
Mixed methods 1 1 2 
Evidence based expert opinion 3  - 3 
    
Grand Total 22 39 61 
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Study country aims & objectives method key findings relating to women and 
dementia 

Alzheimer's 
Association 
(2014) 

USA annual review of 
Alzheimer’s and other 
related dementias in the 
USA, with a focus on 
women and dementia 

Cross sectional questionnaire on 
attitudes, knowledge and 
experiences related to dementia. 
N= 3102 American adults. 
Analysed using descriptive 
statistics. 

Women account for 63% of dementia 
caregivers. The higher caregiving burden 
can cause higher emotional and physical 
stress, strained family relationships, and 
lost employment opportunities 

Borley et al. 
(2014)  

UK to explore the lived 
experience of becoming 
cared for from the 
perspective of a woman 
with AD; offers a female 
gendered viewpoint to 
explore traditional 
gender roles and a 
woman’s sense of self 
and identity. 

Qualitative case study of an 83 
year-old women with mild 
dementia living with her 
husband, from two semi-
structured interviews. 

key experiences identified focus on 
connection to past self and maintaining 
that identity. The transition from caring 
for role to a cared for role is difficult; 
linked to identity as being central to 
family life. 

Boyle (2013) UK to explore the social 
processes of everyday 
decision making by 
couples living with 
dementia 

Cross sectional. Ethnographic 
approach, with couples in their 
homes over 4+ visits; actual and 
perceived decision making 
abilities were assessed. N=42 (21 
married couples, 12 women and 
9 men with dementia) 

Wife carers were more likely to use 
facilitative support approaches than 
men; husband carers adopted 
supervisory or overseeing roles. Women 
with dementia may be excluded from 
decision making processes for daily 
activities; spouses of both sexes often 
excluded their partners with dementia 
from major decisions. 

Buse & Twigg 
(2014) 

UK to explore the ways that 
handbag use can provide 
insight on the lives of 
women living with 
dementia, and the role 
of material objects in 
the day to day 
experiences of people 
with dementia. 

Cross sectional. Ethnographic 
research in care homes, and with 
people with dementia and their 
family carers in their own homes. 
Data analysed thematically. N=23 
women with dementia; N=29 
family carers; N=28 care home 
staff 

Material objects such as handbags can 
help retain connections to identity and 
facilitate transition into care. Handbags 
facilitated telling stories about their 
lives, and provided women in care with 
a sense of security. The loss of handbags 
as the dementia progresses signifies a 
loss of independence. 

Calasanti & 
Bowen 
(2006) 

USA to explore the extent to 
which gender may 
influence how spouses 
experience care work. 

Cross sectional. Qualitative, 
gender-sensitive constructionist 
approach, using semi structured 
interviews. Analysed 
thematically. N=22 spousal 
caregivers (13 women, 9 men), 
mean age 72 yrs (65-83). 

Crossing gender boundaries involves 
assuming gender inappropriate or 
atypical tasks – the ease with which men 
and women cross these boundaries 
differs.  Caregivers seek to preserve the 
sense of self as a gendered being of the 
care recipient.   

Carter et al. 
(2012) 

USA to address gaps in 
knowledge and identify 
specific sex-based 
research questions for 
future study relating to 
sex and gender 
differences in AD. 

Expert opinion, round table 
discussion with 14 expert 
participants: presented data, 
identified gaps in knowledge, and 
discussed future research 
questions on sex differences in 
AD with a specific focus on 
women.  

over 70% of informal caregivers in the 
US are women.  Husbands with AD 
receive 31% more hours of care than 
wives do from their husbands. Adult 
children, usually daughters, intervene 
more to help husbands caring for their 
wives, particularly as the disease 
progresses. Women have lower levels of 
social support and poorer psychological 
and physical health. 

de la Cuesta-
Benjumea 
(2011) 

Spain to uncover the 
strategies that women 
caregivers of relatives 
with advanced dementia 
use to rest from care-
giving. 

Qualitative constructivist 
grounded theory approach. Semi-
structured interviews with n=23 
female long term caregivers of 
relatives with advanced AD who 
were completely dependent.  

Women caregivers are the most 
exposed to 
social isolation and to the burden of 
care. Women need to disconnect from 
the caregiver role, and take leave from 
caregiving through: Connecting with 
one’s own life; building moments of life 
in common with the sick relative; and 
keeping in touch with caregiving. 
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Study country aims & objectives method key findings relating to women and 
dementia 

Dunham & 
Cannon 
(2008) 

USA to examine the ways in 
which caregivers discuss 
the issues of power and 
control, their use of 
medical and cultural 
knowledge in that 
process, and the ways in 
which that knowledge is  
resisted. 

Cross sectional qualitative 
interviews with n=26 female 
family caregivers in rural and 
urban settings. Age range 29-74. 

Women expressed their responsibility as 
carers in gendered terms, as part of 
their identity as a woman. There was a 
recognised lack of fairness that the men 
were involved in decision making about 
care, but not in the day to day aspects of 
care. 

Eriksson et 
al. (2013) 

Sweden to explore the gendered 
meaning of long-term 
caregiving from the 
perspective of women 
providing home care for 
a spouse suffering from 
dementia. 

Longitudinal qualitative study of 
40 interviews conducted with 12 
women over 5 years.  

Caregivers reflected on their caregiving 
activities in terms of both general and 
heteronormative expectations. The act 
of caring leads to introspections 
concerning perceived ‘shortcomings’ as 
a caregiver, and downplaying of the 
need for support in day-to-day caring. 

Flores et al. 
(2009) 

USA to provide a clear and in-
depth analysis of how a 
U.S.-born Latina 
daughter of immigrant 
parents struggles to 
enact and honour the 
value of familism as her 
“Hispanic” and U.S. 
values clash.  

Case study of a 53 year old single 
US born Latina female caregiver 
for her mother who has 
dementia using semi-structured 
qualitative interviews. 

The daughter conforms to the cultural 
(and familial) expectation to become her 
mother’s primary caregiver, albeit with 
an understanding of the cultural 
difference with this and the US 
approach. Caregiving remains the 
responsibility of the family due to both 
familistic beliefs and limited access to 
social services.  

Godfrey & El-
Badri (2009) 

USA to discuss the benefits of 
clinical strategies for 
managing dementia in 
the ageing woman 

expert opinion and review of 
current practice and evidence 

Clinical and lifestyle factors that affect 
the onset on AD include volunteering, 
mental stimulation such as reading and 
playing games, and memory stimulation, 
exercise and social engagement. Mental 
activity, attaining higher education, and 
an active lifestyle have the greatest 
potential for avoiding or reducing risk of 
developing AD or dementia. 

Godfrey & 
Warshaw 
(2009) 

USA to shares lessons 
learned and practical 
strategies to address the 
medical needs of 
women whose health 
may be compromised as 
a result of their caring 
for others. 

expert opinion and review of 
current practice and evidence 

Anxiety and depression are more 
common among women under stress as 
caregivers.  As older women assume 
caregiver responsibilities at a more 
advanced age, the ability to look after 
themselves will assume greater urgency 
and be harder to achieve.  

Gray et al. 
(2009) 

USA to examine ethnic 
differences in female 
dementia family 
caregivers’ knowledge, 
attitudes, and beliefs 
about Alzheimer disease 
(AD). 

Cross sectional quantitative 
structured interviews with 236 
female caregivers caring for a 
relative with AD. N=84 Anglo, 
n=83 Hispanic/Latino and n=48 
Chinese American women. 
Measures used: Knowledge of AD 
and Epidemiology/Aetiology 
Disease Scale; perception of AD 
treatment effectiveness; 
perceived threat of AD; AD 
information source. 

Differences were found in knowledge 
and attitudes and information sources 
between ethnic groups. Socially and 
culturally based constructions of 
dementia can impact all aspects of 
caregiving, including understanding and 
interpreting symptoms, help seeking 
behaviours, patient and family's 
treatment preferences and 
expectations, and compliance with 
treatment. 
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Study country aims & objectives method key findings relating to women and 
dementia 

Neufeld et al. 
(2007) 

Canada to understand non-
supportive interactions 
within the context of 
relationships and social 
settings. 

Longitudinal, part of a wider 
qualitative study on women as 
caregivers. One or two in-depth  
interviews were conducted over 
three phases with n=15 women 
caring for a family member with 
dementia 

Women caregivers identified non-
supportive interactions from 
family/friends and health providers: 
negative (blaming, criticising, refusing 
requests for support); ineffective 
(intended to be helpful but not giving 
the support needed, inappropriate 
advice) and absent (need for support 
was not recognised, intimidation, being 
in conflict with others).  

Price (2011) UK to explore the care-
giving experiences 
lesbian women whose 
care-giving relationships 
occurred within a range 
of familial and social 
contexts. 

Qualitative study with n=8 
lesbian participants caring for a 
parent with dementia. Age range 
23-62 yrs. Analysed thematically. 

Particular issues face those not living in 
heteronormative family contexts, such 
as lesbian carers of family and friends. 
Importance of reliance on support from 
wider networks of friends outside the 
biological family, especially where family 
relationships have been strained prior to 
the diagnosis. Need to incorporate the 
contributions of families of choice into 
assessment and care provision 
processes, procedures and practices. 

Romero-
Moreno et al 
(2014) 

Spain to analyse the 
moderator role of 
feelings of guilt on the 
relationship between 
frequency of leisure 
activities and depressive 
symptoms in dementia 
family caregivers, in 
particular daughter 
caregivers 

Quantitative study with n=351 
family caregivers recruited via 
Social and Health care centres. 
78.6% female, 21.4% male; mean 
age 60.19; most were daughters 
(59%), wives (20%), husbands 
(11%) and sons (11%).   
Measures: Caregiver guilt 
questionnaire, revised memory 
and behaviour problems 
checklist, Barthel Index 
(functional status), leisure time 
satisfaction assessment, CES-D 
scale (depression). 

 There is a gender difference in how guilt 
is experienced, and also within different 
kinship sub-groups. 

Simpson & 
Carter (2013) 

USA to obtain a better 
understanding of the 
role of mastery (global 
and caregiving) in wives’ 
versus daughters’ 
experience of caring for 
a person with dementia. 

Cross sectional quantitative study 
of n=33 wives (mean age 70.7) 
and 34 daughters (mean age 
54.7) caring for persons with 
dementia were enrolled.  
Measures: Global mastery scale; 
caregiving mastery scale; 
Perceived stress scale; CES-D 
scale, dementia severity rating 
scale; Neuropsychiatric 
Inventory.  

Daughters reported more days with 
poorer mental health compared with 
wives; both reported similar levels of 
stress and depressive symptoms. The 
correlations between stressors, 
caregiver stress, and depressive 
symptoms were significant for wives but 
not daughters. Caregiver mastery was 
strongly related to stress and depressive 
symptoms for wives but not for 
daughters. 

Toepfer et al. 
(2014) 

Germany to examine the meaning 
system and 
interpretative frame 
that caring daughters 
and wives draw upon to 
reconstruct filial and 
spousal identities in the 
adjustment process of 
role-making and 
meaning-making. 

Cross sectional semi-structured 
interviews with n=29 female 
caregivers 16 wives (mean age 
67.5) and 13 daughters (mean 
age 51.6). 

Highlight the dementia caregivers’ 
dilemma between aspiration and reality 
of perceiving themselves as good carers 
and explains why dementia caregivers 
do not use support services. 
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Study country aims & objectives method key findings relating to women and 
dementia 

Ward-Griffin 
et al. (2006) 

Canada to report on the 
mothers’ accounts of 
receiving care from their 
daughters, thereby 
bringing elderly women 
from the margin to the 
centre of the debate on 
dementia care. 

Longitudinal qualitative study 
guided by feminist and life course 
perspectives; two interviews 
conducted 6-9 months apart; 
separate interviews were 
conducted with the mother and 
daughter. N=10 mothers with 
dementia (mean age 88; range 
75-98; MMSE score >=17) and 
N=15 caregiver daughters (mean 
age 49.6 yrs) 

All mothers received some degree of 
help, such as personal care, 
transportation, housekeeping, or meal 
preparation, from their daughters. All 
described gratitude for care received, 
but guilt for being a burden. 
Demonstrates a need to listen to views 
of women with dementia 

Ward-Griffin 
et al. (2007) 

Canada to guide and advance 
nursing knowledge 
of mother-daughter 
relationships in the 
dementia care process. 

Longitudinal qualitative study 
guided by feminist and life course 
perspectives; two interviews 
conducted 6-9 months apart; 
separate interviews were 
conducted with the mother and 
daughter. N=10 mothers with 
dementia (mean age 88; range 
75-98; MMSE score >=17) and 
N=15 caregiver daughters (mean 
age 49.6 yrs) 

Four types of mother-daughter 
relationships within the dementia care 
process were: custodial, cooperative, 
combative, and cohesive. Custodial and 
cooperative were more task focused, 
combative and cohesive were more 
emotion focused.  Contextual factors, 
such as expectations of care and levels 
of support, influenced these 
relationships. 

Westwood 
(2014) 

UK to address the gap in 
knowledge about how 
the respective 
sexualities and sexual 
identities of lesbian and 
bisexual women inform 
their experiences of 
dementia, how they are 
supported in dementia 
care provision. 

information from 4 sources: 
systematic review of ageing, 
gender and sexuality, focused on 
dementia; semi-structured 
interviews with 36 lesbians and 
bisexual women; Dementia 
Services Equality Impact 
Assessment; professional 
experience of the author. Data 
was synthesised and clustered 
into themes. 

 Lesbian and bisexual women with 
dementia are differently affected in 
relation to residential dementia 
provision in terms of: less recognition; 
increased need for concealment; 
reduced opportunities for identity and 
memory work; and a lack of choice in 
provision. 

Shriver et al. 
(2010) 

USA to provide an overview 
of how AD affects 
women in the USA 

anthology of case studies, essays 
and experiences relating to 
women and dementia in America 

65 percent of the 5.3 million people 
living with Alzheimer's are women, and 
10 million American women either have 
Alzheimer's or are caring for someone 
with the disease. Alzheimer's effects are 
felt across society.  

 
 

Women living with dementia 

The main themes emerging from the literature were about identity, and maintaining independence 

around decision-making. Relatively few papers that focused on the experiences of women with 

dementia actually included the views and perceptions of women themselves (Borely et al. 2014; 

Buse & Twigg, 2014; Ward-Griffin et al., 2006; Ward-Griffin et al., 2007).  

Identity 
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The identity of women living with dementia needs to be considered as part of a whole family 

system, which includes their wider role prior to the onset of dementia, and to examine how this 

impacts on the changing dynamics of family interactions after diagnosis (Borley et al., 2014). The 

transition from “carer” to “cared-for” can be especially challenging, and reinforcing women’s 

identity as a central figure in the family was a key factor in maintaining quality of life (Borley et al., 

2014). Material objects and possessions can offer continuity with past social identities, as well as 

providing a sense of comfort and security. For example, a study of women with dementia and 

handbags found that the bags enabled connections to memories and identities and that keeping 

bags symbolised resistance to loss of identity (Buse & Twigg, 2014). Heterosexual spousal carers 

also supported their partner with dementia to retain their identity, through maintaining a level of 

gendered sense of self and appearance, such as applying make-up for a female partner (Calasanti & 

Bowen, 2006). For lesbian and bisexual women, having their identity recognised and acknowledged 

can be problematic within heteronormative care contexts, which may lead to avoidance of support 

services (Price, 2010; Price, 2011; Westwood, 2014). In some countries, identity maintenance is 

difficult due to lack of understanding of dementia generally (Mushi et al., 2014; Spittel, 2014). For 

example, in Ghana, older women’s cognitive impairment or disorientation was reported to result in 

social exclusion and relocation to ‘witch camps’ (Alzheimer’s and Related Disorders Association 

Ghana, 2012).  

 

Maintaining Independence 

There are difficulties in adapting to changing relationships and needs as dementia progresses 

(Ward-Griffin et al., 2007), and relinquishing traditional gender roles within the family (Borley et al., 

2014). Recognising the need for help, and accepting support was difficult when maintaining 

independence was still important to the person with dementia. Mothers with dementia described 
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their gratitude for daughters taking care of them, but at the same time reported feeling that they 

were a burden to them, introducing the concept of ‘grateful guilt’ (Ward-Griffin et al., 2006). 

Mothers needing care from their daughters wanted to keep some degree of control and 

independence over the caregiving relationship (Watt et al., 2014), and maintain their dignity (Ward-

Griffin et al., 2006; Dunham & Cannon, 2008). 

 

Women family caregivers 

The majority of papers reviewed focused on the experience of women family caregivers. The 

themes emerging from these studies were roles and identities; cultural expectations and motivation 

for providing care; impact of caregiving and coping strategies.  

Roles and identities 

Dementia significantly impacts not only on the person diagnosed, but also their family and friends 

(Peel, 2017). The decline in cognitive function experienced by people with dementia means 

increasing levels of care, often provided by women, usually wives, daughters, or daughters-in-law 

(World Health Organisation and Alzheimer’s Disease International, 2012; Gray et al., 2009; Wezel et 

al., 2016; Ono et al., 2010). Most partners or adult children providing long-term support for 

someone living with dementia will experience relational and role change (Dunham & Cannon, 2008; 

Boylestein & Hayes, 2012; Toepfer et al., 2014) whereby they will eventually see themselves as a 

carer or caregiver – and these dynamics are often experienced differently for women and men 

(Carter et al., 2012; Boylestein & Hayes, 2012; Baker & Robertson, 2008; Friedmann & Buckwalter, 

2014; Eriksson et al., 2013; Hayes et al., 2010; Russell, 2007; Calasanti & King, 2007; Dunkle et al., 

2014). While husbands appeared to find it more challenging to adapt to taking on new daily 

household tasks, such as taking on the role of being the food provider (Russell, 2007; Boyle, 2013; 

Fjellström et al., 2010), adding to their stress as a caregiver, they were more likely to ask for help to 
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perform these tasks (Sun et al., 2008), and have more informal help (Brown et al., 2007; Forbes et 

al., 2008). Women were reported to be more prepared to take on additional gendered tasks, and it 

was often viewed as a gradual extension of their existing work within their household (Calasanti & 

Bowen, 2006).  

Cultural expectations 

Views about traditional gendered cultural and societal expectations of the caregiver role assume 

women have a ‘natural aptitude for caring’ (Toepfer et al., 2014), and the desire to enhance the 

wellbeing of their family members (Ducharme et al., 2011), with differences between men and 

women caregivers highlighted in a number of studies (Papastavrou et al., 2007; Gibbons et al., 

2014). A higher proportion of women (39%) than men (33%) report they had no choice in becoming 

an informal caregiver (Alzheimer’s Association, 2014). Reasons for becoming a caregiver included 

feeling a complex mix of expectation and obligation, along with love, and gratitude for the person 

with dementia, repaying the care they received as children (Flores et al, 2009; Price, 2011; Ward-

Griffin et al., 2006; Dunham & Cannon, 2008; Toribio-Díaz, 2013). Religious reasons were also cited 

in more recent papers for voluntarily providing care (Watt et al., 2014; Wezel et al., 2016; 

Friedmann & Buckwalter, 2014). There is a legal responsibility on families to provide elder care in Sri 

Lanka and other Asian countries (Watt et al., 2014; SEARO, 2012) within multigenerational 

households. Family care is seen in some cultural contexts to be superior to professional care as it is 

more loving and secure (Flores et al, 2009; Gray et al., 2009; Wezel et al., 2016).  

 

Impact of caregiving 

While there are positive factors associated with becoming a caregiver, namely pride and satisfaction 

(Watt et al., 2014), providing care to a person with dementia is a long-term commitment with a 

potential negative health impact on the caregiver. Women provide care for a longer period of time 
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than men (Shriver & Alzheimer’s Association, 2010) and spend more hours per day undertaking 

caregiving tasks (Kim et al., 2011). There appears to be a consensus that female caregivers 

experience higher levels of burden, stress and depressive symptoms than male caregivers, with 

similar outcomes being reported across different countries and settings (Iavarone et al., 2014; 

Papastavrou et al., 2009; Davies et al., 2012; Akpınar et al., 2011; Prince et al., 2012; Takano & Arai, 

2005; Stewart et al., 2014; Zhang et al., 2006; Pöysti et al., 2012; Välimäki et al., 2009), although 

there are some conflicting reports on this (Croog et al. 2006). This is independent of their 

relationship to the care recipient and their characteristics, and care structures in place (Prince et al., 

2012; Peel & Harding, 2014). However, the type and quality of the relationship between the 

caregiver and the care recipient, along with their sense of obligation to provide care influence the 

outcomes of caregiving on women’s health (Ward-Griffin et al., 2007; Hodgins et al., 2011). 

Daughters acting as the primary caregiver reported higher burden and depression levels than sons 

providing care (Papastavrou et al, 2009). Daughters providing care were more likely to have 

additional caring responsibilities for children, and hold down employment, leading to a conflict 

between multiple and competing roles (Egset & Myklebust, 2011; Simpson & Carter, 2013). The 

extent and nature of wider family interaction and support for women providing care also influenced 

their experience as caregivers (Neufeld et al., 2007), with frustration at negative attitudes towards 

their caregiving activities, or ineffective offers of help that did not match what was needed, or no 

support when it was expected. The financial impact of dementia was also apparent, from the costs 

of obtaining health and social care (World Health Organisation and Alzheimer’s Disease 

International, 2012), and also from a reduction or loss of income. One fifth of women caregivers 

reduced their working hours to part time (Alzheimer’s Association, 2014). As well as the immediate 

impact of the loss of income, reducing the level of employment limits the caregivers personal 



17 
 

development and the opportunity to gain support from and build social networks through work 

(Toribio-Diaz et al., 2013). 

 

Coping Strategies 

Both quantitative and qualitative studies suggest that men and women adopt different coping 

strategies within their caregiving role (Calasanti & Bowen, 2006; Egset & Myklebust, 2011; Etters et 

al., 2008; Papstavrou et al., 2007; Iavarone et al., 2014; Pretorius et al., 2009). Men focus on 

problem solving and accomplishing tasks, preferring to make sense of their experiences at a 

cognitive level, whereas women focus more on the quality of task performance and emotional 

support, albeit with some cross over between these approaches (Calasanti & Bowen, 2006; Egset & 

Myklebust, 2011; Etters et al., 2008; Pretorius et al., 2009). Women caregivers following more 

emotion-focused coping strategies had more negative responses to the stress of the caregiving 

situation (Iavarone et al., 2014; Papstavrou et al., 2007; Etters et al. 2008; Hong & Coogle, 2016) 

leading to higher levels of distress. Emotion-focused strategies are influenced by gender, and 

strongly related to burden, trait anxiety and, to a lesser extent, dementia severity (Iavarone et al., 

2014). Women’s greater levels of distress are thought to be related to the cultural expectations for 

women to provide care, whereas men receive greater community recognition and endorsement for 

taking on that role (Iavarone et al., 2014). Given the differences in the coping strategies adopted, 

and the effects of these on health, caregivers, especially women,  may benefit from specific health 

education programmes that focus on understanding  the behaviour of relatives with dementia and 

how to cope with their own feelings about this (Papstavrou et al., 2007). 

 

Few studies focused on the physical health and health promotion of caregivers, with the focus 

instead being on self-care behaviours (Hodgins et al., 2011). Targeted health promotion may benefit 



18 
 

female caregivers, who take part in fewer health promoting activities than men (Gibbons et al., 

2014). For instance,  one Spanish study showed that, although overall physical health of female 

caregivers caring for a person with dementia was similar to non-caregivers, the caregiver group 

smoked more and were more likely to classify themselves as being physically inactive (Gusi et al., 

2009). There are differences between kinship groups; daughter caregivers were more likely to have 

experienced recent weight gain, and develop high blood pressure than spousal caregivers 

(Rabinowitz & Gallagher-Thompson, 2007). In the US, white caregivers were significantly more likely 

to smoke and have a heart condition than Latina caregivers, although Latina caregivers were less 

likely to rate their health as very good or excellent (Rabinowitz & Gallagher-Thompson, 2007). 

Targeting specific interventions designed for particular kinship or ethnic groups, may help address 

specific patterns of health behaviours and conditions needed to improve health outcomes, and 

maintain caregiver health in order to provide adequate care (Gusi et al., 2009; Rabinowitz & 

Gallagher-Thompson, 2007, Godfrey & El-Badri, 2009; Godfrey & Warshaw, 2009). 

  

Support for caregivers 

Support is needed to enable informal caregivers to continue in this role in the longer-term. The 

Alzheimer Disease International Reports (Prince et al, 2012), which collect data from LMICs, point to 

the fact that the use of paid carers in LMICs was generally associated with lower carer strain for the 

main family caregiver (Prince et al., 2012). As well as supporting the person with dementia, access 

to respite care, ranging from a few hours in-home help, attending a day-centre, or temporary 

residential care enables the caregiver to maintain their identity outside that of the caregiver role, 

and engage in other activities (World Health Organisation and Alzheimer’s Disease International, 

2012). As women caregivers are the most exposed to social isolation and the burden of care, they 

may benefit most from respite from caring, in maintaining their identity in relation to others (de la 
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Cuesta-Benjumea, 2011; Romero-Moreno et al., 2014). As with other forms of formal services, the 

availability and cost of respite care differs widely in different areas and there may be cultural 

reasons for not welcoming respite care services in some countries. A WHO survey found that 5 out 

of 8 (62.5%) high-income countries provided respite services, whilst only 3 out of 22 (13.6%) LMICs 

did, although in a further three LMICs, respite was provided through a private provider or local 

Alzheimer organization (World Health Organisation and Alzheimer’s Disease International, 2012). 

  

Discussion 

Our integrative review focusing on women with dementia and women caregivers highlights a 

number of issues. Whilst this review provides an overview of the research about women and 

dementia from across the world, there are limitations, with findings based on only recently 

published English language papers potentially missing locally published research. 

 

In the literature reviewed, the perspective of women living with dementia was largely absent, and 

the majority of the researchers focused on women as family caregivers. The review highlighted 

methodological variations and conflicting outcomes between studies of the impact of caregiving on 

physical and emotional health and wellbeing, making it difficult to present an accurate picture of 

the true impact of dementia on women. Few studies reporting quantitative measures of burden and 

health impact present data about changes in levels of burden, depression and anxiety before the 

dementia diagnosis compared to after a diagnosis. Most studies used a cross sectional design, with 

few presenting longitudinal data about changes over time. Where longitudinal data were available, 

the follow up periods were relatively short in relation to the length of the typical dementia journey. 

Further longitudinal research into the impact of dementia on women as caregivers is needed, in 
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order to understand the impact of caring throughout the dementia trajectory, with a greater focus 

on cohort studies to compare women in different settings over time. 

 

Despite some ambiguity in some of the data, the overwhelming outcome from the research is that 

across all regions and settings, women bear the brunt of the incidence of dementia and the 

responsibility for caring within the family. There is a consensus across the research evidence that 

caring for a person with dementia is stressful, with implications for the health, emotional and 

financial wellbeing of caregivers. Much of the evidence points to how men and women adapt to 

changes in their roles and identities, realigning their expectations within the relationship, and 

needing to take on different tasks. The gender differences need to be understood by public health 

policymakers, and health and social care professionals working with the caregivers. Despite many 

intervention studies having all or mostly female participants, few discussed the issue of gender 

within their findings. 

 

Much of the research published to date has focused on a reliance on family care for people with 

dementia. As family structures are changing, particularly with migration from rural to urban areas in 

LMICs, the number of people living alone or with a partner rather than in extended family structure 

is increasing (Chen et al., 2014). Very little research emerged on women with dementia without 

family caregivers, or the impact of migration of younger family members on care provision for the 

older family members remaining behind. Researchers and policymakers also need to take account 

of those not living in heteronormative family contexts; lesbian, gay, bisexual and trans people with 

dementia, who may have ‘families of choice’ rather than relationships recognized legally or socially 

(Westwood, 2014). Further research is also needed with caregivers, such as friends or unmarried 

partners, who do not fit the categories that are predominantly covered in the current research.  
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Many studies recommended avoiding a one-size-fits-all approach to understanding caregiving, 

reinforcing the need to provide approaches to care and interventions designed for specific groups 

and circumstances (Hellström et al., 2014). National dementia strategies need to take account of 

gender issues.  The term ‘women caregivers’ does not refer to a homogeneous group; instead it 

encompasses a diverse mix of people in different roles and with a wide variety of characteristics: 

wives, daughters, daughters-in-law, working, retired, lesbian, mothers with young children, single, 

married etc. These factors, along with cultural, religious, financial and other socio-demographics 

factors, and their own personal perspectives, make it difficult to generalize about the requirements 

of the caregiver, and highlight the importance of assessing individual needs. The needs of women 

with dementia and women caring for a person with dementia are extensive and varied, and need to 

be acknowledged and supported. There are a number of ways this needs to be addressed. At a 

national level, the impact of dementia on women needs to be fully understood and acknowledged; 

health policies need to be established to ensure that the health and social care workforce is skilled 

and knowledgeable about dementia and about the types of intervention that can support all 

women affected by dementia.  
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