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GENERAL SECTION

Family caregivers and decision-making for older people with
dementia
Lottie Giertza, Ulla Melin Emilssonb and Emme-Li Vingare a

aFaculty of Social Sciences, Department of Social Work, Linnaeus University, Växjö, Sweden; bSchool of
Social Work, Lund University, Lund, Sweden

ABSTRACT
This article addresses the dilemmas concerning legislation, indivi-
dual autonomy and the reality of everyday life for people coping
with dementia. We describe and analyse decision-making in rela-
tion to older people with dementia in Sweden, within the area of
social work regulated by the Social Services Act and the Parental
Act. Swedish legislation is based on the individual’s autonomy and
capacity to consent to services without anyone having legal
authority to decide on behalf of the individual. Based on data
from interviews with family caregivers living at home, decision-
making through family caregivers is discussed and formal guar-
dianship is also considered. Swedish legislation leaves individuals
with dementia and family caregivers in a vacuum between self-
determination and full autonomy with the ideal of citizenship
emphasised and recognised in the Social Services Act on the one
hand, and on the other, a strong need for support in everyday life
and with decision-making.

KEYWORDS
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family caregiver; social
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Introduction

An ageing population has a profound impact on the increasing prevalence of dementia
in many countries worldwide, including in Sweden (WHO 2015). Dementia is char-
acterised by progressive deterioration of cognitive abilities including the ability to make
decisions and to manage independent living (Prince et al. 2013). This means there are
an increasing number of people who are in need of support with the activities of daily
living. As the population ages, more people face the prospect of having a parent or
spouse with needs for assistance with personal care or the organisation of daily life
(Doron 2014). At the same time, the aim of Swedish social care has been to transfer
responsibility from the family to the state (Restgaard and Szebehely 2012). This is
regulated by the Social Services Act (SFS 2001:453) which is based on the individual’s
autonomy and capacity to apply for and consent to services. This makes it increasingly
important to learn more about what forms a barrier and what facilitates decision
making by the individual, informal supported decision-making, and formal decision-
making by guardians for older people with dementia. Our starting point is that the
situation for people with dementia within the social welfare system in Sweden illustrates
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dilemmas arising in the ideal picture of the autonomous individual. In the UK, this
discussion has arisen in relation to the Mental Capacity Act (Clough 2017; Harding
2017). In this article, the focus is on the Swedish Social Service and will offer a Swedish
perspective in international debates on mental capacity and autonomy.

The study is based on interview data from Living with dementia, care and social care
systems (LwD), an interdisciplinary project carried out in nine Swedish municipalities.
Decision-making through family caregivers is discussed and the effects of these decisions
for people with dementia, and for the family caregiver. Formal guardianship is also
considered. Decisions in everyday life are studied through interviews with individuals
with dementia, and family members living in at home in ordinary housing with some
support from municipality social care.

All human life and daily living requires a long series of decisions. These include everyday
decisions involving choice of clothes, breakfast and leisure activities; and larger scale
decisions that affect more basic conditions of life such as the choice of place of residence,
employment or life partner. When a person suffers from illness, injury or age-related
changes, their decision-making capacity may change (Alzheimer Society 2015).
Difficulties affecting decision-making ability may be a consequence of external brain
damage or of a disease such as dementia (Moye et al. 2011, Sinoff and Blaja-Lisnic 2014).
Every individual’s capacity is different, and does not depend solely on a diagnosis of
dementia. With any form of broader limitations on decision-making ability, the person
concerned will need assistance and support. Support for people with impaired decision-
making ability is formalised in different ways in different countries (Doron 2002, Donnely,
2014). There are various kinds of formal and informal legal support available, and CRPD –
UnitedNations Convention onHuman Rights of Persons with Disabilities; Article 12 states
that all individuals shall have support to exercise their legal capacity.

In Sweden, legal representatives as trustees (förmyndare), limited guardians (‘god man’)
or legal administrators (förvaltare) handle legal questions according to the Parental Act
(SFS 1949:381). There is legal regulation that to differing extents governs the legal position
of the individual; in health care, there are some possibilities for decision-making through
a proxy, and there is the Power of Attorney which primarily regulates the individual’s
financial situation. In addition there is also informal decision-making by a family member
of the person with reduced decision-making ability. This kind of support may be both
voluntary and necessary. All types of decision-making affect daily life and also contacts with
the social welfare system, the health care system and other authorities (Nedlund and
Taghizadeh Larsson 2016). A growing body of research highlights the importance of
discussing the clash between individual autonomy and the right to self-determination,
and social rights to a decent quality of life despite cognitive impairment (Arstein-Kerslake
and Flynn 2017, Clough 2017, Harding 2017). One other area that will not be considered in
this article is proxy decision-making in health care. Several studies have focused on
caregivers and family members’ views on theoretical scenarios concerning medical deci-
sions in the final stages of life, such as whether life-sustaining treatment and resuscitation
should be offered (Miola 2014, Lord et al. 2015). A further question concerns the decision to
move a family member with dementia from home to residential care. (Caron et al. 2006,
Nordh and Nedlund 2017). Spouses and children who provide care are taking on more and
more responsibility in all areas: financial matters, household matters, personal care, and all
the decisions necessary for daily life (Livingstone et al. 2010, Peel and Harding 2014). The
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family caregiver for someone with dementia may themselves become vulnerable to anxiety
as a result of thinking about the future and risks to their loved one (for example fire, flood,
or the personwith dementia getting lost), and as a result theymay find it hard to work, sleep
or leave home for shopping (Timmermann, 2015).

Aim

All social care of older people in Sweden is governed by the Social Services Act (SFS
2001:453). According to this law, all care and support should be based on voluntary
participation with consent from the recipient of care. Vulnerability is supported with an
increasing emphasis on clients’ rights and the idea of free choice at the same time as
recognising altered cognitive ability. In reality, both the social rights and the abilities of
older people with progressive dementia are fragile (Clough and Brazier 2014, Boyle 2014,
Österholm et al. 2015).

The aim of this article is to describe and analyse decision-making concerning older
people with dementia in Sweden, within the context of social work with elderly people,
which is regulated by the Social Services Act. In Sweden, everyone is considered as an actor
before the law, despite impairments. People with dementia may need more and more
support in daily life, with decision-making and with carrying out decisions made (Samsi
and Manthorpe 2013). Decision-making for those with impaired decision-making capacity
due to dementia is examined here in the context of formal and legal representatives and
informal assistance from family members both in relation to support in everyday living
decisions and to contact with social welfare organisations. The present study is, to our
knowledge, the first in Sweden to ask family caregivers about the decisions they have to
make as part of daily life for a relative with dementia, and how they think about informal
and formal guardianship. The following questions were asked:

– How can we understand how family caregivers of older people with dementia act
in relation to decision-making?

– How does informal representation affect the person with dementia and the family
caregiver in daily life?

– How do family caregivers describe their contacts with state provided elder care
and other authorities as representatives?

Social services for people with dementia in sweden

Nordic welfare systems are recognised as offering more in the way of local eldercare
services than other European welfare systems (Melin Emilsson 2009, Haberkern and
Szydlik 2010). Legal spouses and adult children are not legally obliged to provide
personal care to each other or to parents in old age, and eldercare is a public respon-
sibility that lies with the municipality. Swedish policy on eldercare has changed in
recent decades, with a shift from institutional care to home-based care (Ds 2003:47).
The number of older people in institutional care was reduced by 24% between 2001 and
2012 (Ullmanen and Szebehely 2015). However, Szebehely and Trydegård (2007) point
to the fact that homecare services for older people are declining in Sweden today and

JOURNAL OF SOCIAL WELFARE AND FAMILY LAW 323



www.manaraa.com

that receiving help from family members and others is becoming more common again,
with both spouses and children becoming involved in all aspects of caregiving.

According to Swedish law, all support should be based on voluntary participation
with consent from the recipient of care, as outlined in the Social Services Act 1:1, Part 3:
‘The activities should be based on respect for individual sovereignty and integrity,’ and
Social Services Act 3:5, Part 1 states: ‘The Social Board’s support for the individual has
to be formed and implemented together with him or her and, if necessary, in collabora-
tion with other community agencies and with organisations and other associations.’

Most municipalities support the principle of ‘ageing at home’ and offer different
social services to enable older people to continue to live at home while receiving care.
Services vary across municipalities, but all offer homecare services that provide help
with personal care such as bathing, using the toilet, feeding and dressing. There is also
the possibility of assistance with domestic activities such as shopping, cleaning and
laundry. Other services offered to older people include home nursing, personal alarms,
assistive technology, and transport services. People with dementia may in some muni-
cipalities be offered a place at special dementia day care centres. There is also support
available for family caregivers, such as homecare services allowing the family caregiver
to leave the home for a while, respite care in the form of institutional care and
individual or group counselling.

Family caregivers as representatives

The cognitive impairment associated with dementia simultaneously increases needs for
assistance with everyday activities and with decision-making. With the increasing need for
care at home, family members are often the ones to provide the most care regardless of the
system of eldercare (Ablitt et al. 2009, Ullmanen and Szebehely 2015, Harding 2017).

Previous research has shown that family caregivers often experience considerable
practical, economic and psychological strain (Bleijlevens et al. 2014, Harding 2014,
Timmerman 2015), which stems from the pressure of assuming responsibility for decisions
to be made in another person’s daily life, as well as for finances and care. The majority of
people with dementia will be cared for at home by a family member and caring in the
community often places amajor burden on the informal caregiver (Peel andHarding 2014).
Research has focused on identifying indicators of diminished capacity to manage finances
(Moye and Marson 2007), rather than considering whether providing support might
enhance capacity (Tyrell et al. 2006, Arstein-Kerslake and Flynn 2017). A study by Boyle
(2013) showed that social factors need to be taken into account when assessing and
facilitating financial decision-making in couples living with dementia. In particular, the
influence of gender on decision-making processes is important. Family caregivers who took
over the financial management role struggled due to lack of experience. Doron (2009)
points out that an important way to safeguard the rights of older people is by targeting their
family caregivers and social support networks. Scholars from different fields of research all
find that decision-making can be an oppressive part of caregiving for people with dementia
and this is of interest in allWestern countries (Livingstone et al. 2010, St-Amant et al., 2012,
Samsi and Manthorpe 2013, Lord et al. 2015).
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Legal representatives

The question of informal representation by family members and of formal guardianship is
an issue of global interest in different fields (Schmidt 2014, Lord et al. 2015). In some
countries, there is legislation on proxy decision-making, enabling family caregivers tomake
decisions on behalf of those without capacity, but legislation differs (Donnelly 2014). In the
UK for example, the Mental Capacity Act (2005) mandates that a relative can be given
lasting Power of Attorney to make medical or social decisions on behalf of a person who
may lack the capacity to make such decisions themselves (Livingstone et al. 2010). This is
discussed in several articles and there is a critical discussion about capacity, autonomy and
cognitive impairment (Arstein-Kerslake and Flynn 2017, Clough 2017, Harding 2017).

In the USA, Australia and the UK there is a critical discussion about autonomy and
self-determination in relation to formal guardianship. Formal guardianship involves the
risk of limiting fundamental rights and autonomy by substituted decision-making
(Wright 2010, Chesterman 2012, Hall 2014, Clough 2017). The current formal guar-
dianship legislation in many countries is considered to marginalise individuals, and
scholars have suggested a less restrictive form of support by the principle of minimum
intervention. Scholars call for a more nuanced perception of capacity and consent
(Clough 2017, Brosnan and Flynn 2017; Moye and Marson 2007). Formal guardianship
can on the other hand be seen as a support to ensure self-determination in daily life and
full participation in society, as long it is formulated as supported rather than substituted
decision-making (Millar 2007, 2013, Flynn and Arstein-Kerslake 2014, Ryrstedt 2017).

Legal representatives in the swedish context

Reforms to Swedish guardianship began in 1974 in an effort to reduce the number of
declarations of legal incompetence. The continuing reforms are characterised by an
emphasis on the principle of minimum intervention (Odlöw 2005, Ryrstedt 2017). In
1989, new legislation came into effect. The possibility of disempowering an adult by
appointing a trustee (‘förmyndare’) was removed, and this is now only used for individuals
under the age of 18 (SFS 1988:1251).

Themost common form of support for adults is a limited guardian (‘godman’), a kind of
supportive decision-maker. This is therefore considered less restrictive than the third form,
a legal administrator (‘förvaltare’), who acts as a substitute decision-maker without needing
consent. In this article, a person receiving support by a limited guardian is called a client
(‘huvudman’).

The contribution of this study is to discuss perspectives of family caregivers on
informal decision-making and legal guardianship for people with dementia. Decision-
making in everyday life is an issue affecting a large number of people with different
impairments including dementia and also intellectual disability and autism.

Method and material

A mixed method study design was selected. To gain a holistic view, a methodological
triangulation comprising several research methods was used (Silverman 1993/2004). The
study was based on interviews with family caregivers for older people with dementia and on

JOURNAL OF SOCIAL WELFARE AND FAMILY LAW 325



www.manaraa.com

a questionnaire completed by all guardians in one municipality. The data consisted of three
types of written material: transcribed interviews, field notes and a survey.

Interview data was collected within the context of the project Living with dementia,
care and social care systems (LwD) conducted in 2014–2016, an autonomous project
following the European project RightTimePlaceCare (RTPC). RTPC compared care and
care systems for people with dementia in eight European countries in 2010–2013
(Hallberg et al. 2013). The overarching aim of LwD was to study the living conditions
of people with dementia and the situation for family caregivers. The aim was also to
study support for family caregivers. LwD focused on people with dementia who were at
the stage when homecare may become insufficient in the near future. Family caregivers
were interviewed in face-to-face interviews. The inclusion criteria were that the person
with dementia should be aged over 65 years, have a medical diagnosis of dementia and
a score of 24 or lower on the standardised mini mental state examination (S-MMST).
An informal caregiver was defined as an adult family member, neighbour or friend who
provided support to a person with dementia at least twice a month.

Two groups were selected. The first group consisted of 88 people with dementia
living in ordinary housing, receiving some social care from the municipality and from
their informal caregivers. The second group had relocated from home to a long-term
care setting, and had been living at a residential home for at least one month but not
longer than three months, a total of 58 persons and their informal caregivers. In this
article, there is a focus on the first group – people living at home.

Social workers, nurses and other professionals identified informal caregivers who
matched the criteria set. They informed the caregivers about the study and confirmed
their consent to be approached by researchers. Those who agreed were called by the
researchers and the study was discussed with them in more detail. Those who gave their
informed consent then participated after giving written consent. Altogether, 88 informal
caregivers participated in the ordinary housing group. Of those interviewed, 43 were wives/
partners of a person with dementia, 16 were husbands/partners, 25 were sons or daughters,
one was a limited guardian, and three had a different family relationship. The informal
caregiver in this article is therefore referred to as a family caregiver.

We offered to conduct the interviews in the location where participants felt most
comfortable. Most family caregivers preferred their own home or the home of the person
with dementia. A few of the interviews were conducted in places like libraries, workplaces
or cafeterias. Data were collected through face-to-face interviews in two parts with persons
with dementia/family caregiver dyads by trained interviewers. All participants were asked
to take part in a follow up interview three months later, where possible.

The first part of the interview was inspired by the protocol of RightTimePlaceCare based
on a set of standardised instruments including the background characteristics of the dyad
(age, gender, living situation, relationship), as well as questions on quality of life, quality of
care, and economic and health-related aspects of the informal caregiver and the person with
dementia (Verbeek et al. 2012). The second part consisted of a short interview made up of
additional questions concerning decision-making, choice of support, and questions of non-
take-up. Questions were principally focused on the participants’ views about their tasks and
meetings with social welfare organisations as a representative of an older person with
dementia. This was digitally recorded when permitted, or written down and transcribed as
soon as possible after the interview. Field-notes were taken in connection with the interview
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focusing on relations and discussions between the family caregiver and the person with
dementia. Reflective information as questions, concerns, and ways of handling decisions
and relations were noted directly after the interview. Descriptive information such as time
and date, the state of the physical setting, social environment, descriptions of persons being
studied and their roles was also noted (Silverman 1993/2004).

The questionnaire study addressed all limited guardians and legal administrators in one
municipality of 86,000 inhabitants, in 2014. The Chief Guardian Board in the municipality
listed all persons in question: 364 in total. Participants received the questionnaire by post,
and after two reminders 265 responses were received. The response rate was 73%,
a satisfactory response rate for this type of study. The questionnaire consisted of two
parts: the first part contained background questions about the guardian/administrator and
open questions about their views on the assignment, content, obstacles and opportunities.
The second part contained background questions about the clients.

Analyses and ethical considerations

The data consists of transcribed interviews, field notes, one survey and interview
protocols. Quantitative data from the protocols and the questionnaire were analysed
using SPSS version 22. The qualitative data from protocols, questionnaire and field
notes were read repeatedly in order to generate familiarity with the content (Silverman
1993/2004). Then words and phrases that appeared to represent key thoughts of the
respondents were highlighted. Initial codes subsequently were grouped and recoded
into broader categories, which created meaningful themes (Alvesson 2011).

It is important to note that the responses obtained from the interview study do not
represent the views of all family caregivers of people with dementia, but our findings
nevertheless point to some important issues.

Ethical approval from the relevant legal authorities for research on human beings
was obtained for the study (Dnr: 2010/538; 2014/765 Lund; Dnr: 2013/430–31
Linköping). For study participation, written informed consent was obtained from
family caregivers. In the quotations, identifying information is removed.

Theoretical framework

The theoretical framework is Honneth’s (2001, 2004) theory of recognition, an ethical
frame-work for self-realization through interaction, respect, validation and mutual recog-
nition. Honneth assumes that in order to develop an identity, persons fundamentally
depend on the feedback of other subjects and of society as a whole. Recognition is
simultaneously an individual and a social necessity. According to Honneth (2001,
2003)), identity is socially acquired and therefore the foundation of an individual’s
autonomy and legal agency. Recognition theory allows social work to situate its values
in a practical relationship to legal and social justice. Honneth rejects the liberal conception
of human subjects as autonomic, arguing that the inevitable dependence on others for
identity makes people vulnerable to recognition. The concept of recognition is unpacked
into three kinds of recognition, which support three distinct stages in the development of
individuals, each with quite different social and political implications. Honneth (2003,
2004)) argues that there are three differentiated levels of recognition in modern society.
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The first level requires love in the immediate interpersonal sphere to develop self-
confidence for the individual. Recognition of autonomous rights in law offers the basis
for self-respect at the second level. The formation of a co-operative member of society who
is socially valued is necessary to build self-esteem at the third level. On all three levels,
there are corresponding forms of disrespect (Honneth 2003, 2004). To this Taylor (1994)
added the importance of recognition of similarity as well as difference. Identity crucially
depends on experiencing dialogue with others. Everyone should be recognised for his or
her unique identity. This means to be universally the same, but at the same time to be
recognised as having a unique identity as an individual or group and as distinct from
everyone else. Recognition of differences takes special needs into account without losing
sight of the overall similarity of human beings and thus is an important perspective in
relation to people with cognitive or other disability (Taylor 1994).

Findings

This article draws on findings from interviews with family caregivers and field notes in
connections with the interviews. In addition, data from a survey is used to find answers on
how legal guardians and family caregivers of older people with dementia act in relation to
decision-making, and to what extent acting as a representative affects the person with
dementia and the family caregiver in daily life. The findings also give a picture of how
family caregivers describe their contacts with state provided elder care and other autho-
rities, as representatives.

Decision-making in daily life

Data relating to decisions that have to be made in daily life for a person with dementia, and
informal and formal guardianship in relationship to this, are reported in this section. Four
conceptually distinct but empirically overlapping responses were identified in interviews
with family caregivers, field notes and limited guardians’ answers in the survey about
handling decision-making for an older person with dementia. They have been named:
shared decision-making, legal guardianship, resistance, and supported decision-making
with influence; from Samsi and Manthorpe (2013). All citations are from the interviews.

Shared decision-making

Some of the family caregivers gave examples of involving the person with dementia in
decision making as far as possible, even if they knew that that he or she would not
remember anything of the discussion.

I’m discussing everything with my wife and tell her what I´m planning but she does not
understand. But she wants to know and see bills. She wants to be asked and this more
now than before. She is a little distrustful now. (106, husband)

My mother does not take part in financial decisions. She participated in the meeting
with the care manager and then she was positive about residential housing. She can take
part in a discussion, but she forgets it all. (104, daughter)

This way of acting can according to Honneth (2001) be seen as recognition of the
person with dementia and his or her right to information and participation. It is a way
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for the family caregiver to safeguard the normality and respect of the person with
dementia. The family caregiver makes efforts to ensure that the person with dementia is
still seen and respected as a worthy member of the family and society. The family
caregivers are aware of the inevitable dependence on others for identity and this gives
the loved one recognition.

In some of the interviews, the person with dementia had expressed a wish for their
family caregiver to take over in financial issues in the early stages of the disease, having
begun to be aware of their imminent reduced capacity.

He was an economist and took care of everything automatically, but now I have to do
it/ . . . /he is the owner of the forest and the first year we did it together. Afterwards he said
that he trusted me, he thought I did better. (110, wife)

This active decision of the person with dementia was made possible by family members
being willing to take on new areas of responsibility. An important perspective in relation to
people with dementia is recognition of differences and this perspective takes special needs
into account without losing sight of the overall similarity of human beings (Taylor 1994).

The interviews revealed thoughts about time, and the reality that all decisions will
gradually be taken over by the partner or child as a proxy. It is a tragic development
that also creates stress for the spouse and other family members, as shown in previous
research (Timmerman 2015). The issue of impaired capacity for decision-making affects
the lives of people with dementia both in daily life and in relation to decisions about the
future. In the interviews, one issue is dementia as a progressive condition in which
a person’s cognitive abilities steadily decline and significant changes in behaviour and
mood often occur. Family caregivers therefore face considerable difficulties in making
decisions concerning the person with dementia; they make efforts to give their relative
a kind of relational autonomy (Harding 2012, Clough 2014). As well as accepting and
adjusting to these changes in the short term, family members have to be able to
understand how the person’s situation might develop in the future (Sinoff and Blaja-
Lisnic 2014). It can be difficult in the struggles of daily life to see clearly how the roles of
responsibility and decision-making will shift in the family over time.

It´s only now, when he has been to respite care for a week, that I realise how tired
I am! And how much I really do! All the decisions I have to make, all the care . . . You don
´t really see that until he has been away for some time. It´s hard to see, it´s small changes,
slowly, slowly. (062, wife)

There is often a shift from shared decision-making to supported decision-making, where
the family caregiver to begin with informs and helps the person with dementia in order to
arrive at decisions more or less together. As the disease progresses, this may become
substituted decision-making, with family caregivers making decisions themselves on behalf
of the person with dementia. This is usually a gradual shift that takes place over several
years, and is hard to face and plan. It is a gradual, growing understanding and recognition
of the limitations and special needs that affect the individual, without losing sight of the
identity of the person. Identity crucially depends on relations with others (Taylor 1994).

In the survey, the legal guardians did not mention any effort directed towards
sharing decisions with the client. They described themselves as substituted decision-
makers or ‘in charge’. They did not describe any thoughts about the legal agency or
nuances of capacity (Clough 2017, Arstein-Kerslake and Flynn 2017). Their approach
had significant practical limitations for autonomy (Odlöw 2005).
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Supported decision-making

Most of the informal caregivers are spouses and they see themselves as facilitators of
supported rather than substituted decision-making, even if they describe themselves in
such terms. However, they themselves need support to be able to give support. Some
informants expressed difficulties knowing where to turn when they needed help, which
Peel and Harding (2014) have also reported from the UK. Family caregivers needed
support and information to maintain decision-making.

She [mother-in-law with dementia] got a place [at the residential home] four weeks
ago because she was out at night, put on the stove and forgot, and she smoked in her bed.
The neighborhood community found her one night far away in the industrial area and
drove her home. She did not want to move, but we tricked her into the nursing home . . .
I cannot sleep with anxiety about this decision, was it right? We have talked to the
dementia nurse, the care manager and to her siblings. Everyone supports the decision so
I trust them. (089, daughter-in-law)

Family caregivers who had access to a nurse responsible for people with dementia or
a social worker whom they trusted seemed more comfortable in their position as
a spokesperson. Sometimes other organisations also entered as supporting partners. It
seems that healthcare providers, dementia day care centres and the care coordinator were
very important as sources of information, as interlocutor and in coaching. The professional
clarifies the importance of recognising the person as a deserving individual, but still seeing
and acknowledging the effects of the disease. Recognition of general rights offers the basis
for self-respect, and recognition of differences caused by disease offers an individual
approach (Taylor 1994).

Findings show that family caregivers may need support from other authorities like
a doctor or hospital. This may point out an anomaly between self-determination and
respect for the individual’s impairment (Clough 2017, Ryrstedt 2017).

Legal guardianship

The survey sampled all legal deputies for people over the age of 18, in a municipality of
approximately 86,000 inhabitants in 2014. In the autumn of 2014, there were 582 acts on
limited guardianship and 92 acts on legal administrators, and these assignments were spread
among 362 legal representatives. The survey was answered by 265 representatives with a total
of 514 assignments. The questionnaire stated that 55 of these 514 legal acts related to people
with dementia, of whom 65% were women. In most of these cases, the deputy and the client
had no family relationship (80%). Approximately 10% considered a diagnosis of dementia as
grounds for judicial representation in the questionnaire, which is a low percentage according
to the Swedish National Board of Social Welfare (SOU 2004, p. 112). The responsible
authority (Chief Guardian) in participating municipalities recommends allocating a bank
Power of Attorney to a family member before appointing a legal guardian according to
interviews and the survey. If a person with dementia has no living or close relatives, it is more
common to appoint a limited guardian, again according to the survey.

In the interviews, it was usually the spouse or the adult children of the person with
dementia who, with or without a bank Power of Attorney, handled all financial matters.
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Interviews showed that some of the family caregivers had considered legal guardian-
ship, especially for people with larger assets.

Many of the caregivers reported that they had been rejected on applying for guardian-
ship, by the Chief Guardian, referring to bank Power of Attorney as being enough. Among
the respondents in the study group living at home, some of the informal caregivers had
along with the rest of the family discussed guardianship as a solution, but most family
caregivers had decided to continue to manage all financial affairs with bank Power of
Attorney, perhaps not in consideration of what may be the best for the elder person, but to
avoid bureaucracy.

There are differing views in previous research on the legal consequences of legal
guardianship for a person with dementia when it comes to applying for support under
Swedish social legislation. According to Ryrstedt (2017) and Fridström Montoya (2015)
a legal guardian needs consent from the client to make an application for social care
services, but according to our survey this is not what happens.

Family caregivers are recommended to have an assigned Power of Attorney for financial
matters but there is still the question of who is to apply for social support and services,
according to the interviews. A person with dementia who is assigned a limited guardian in
Sweden does not lose civil rights or personal autonomy, but may gain a legal voice for
dealing with authorities. This is not clear in the current legislation but according to
findings, this is how some of the social workers and health care workers act and think.
Some do and some do not see the legal guardian as a legal representative who can apply for
social care on behalf of the person with dementia. In the Parental Act, capacity to consent is
a question to a physician; in the Social Services Act, everyone has capacity regardless of
disability. Recognition of autonomous rights in law offers the basis for self-respect accord-
ing to Honneth (2001), but the question of autonomy is not clear in Swedish legislation.
This form of recognition consists of universal and equal juridical treatment of everybody
and is necessary for the individual’s ability to participate in society with legal agency.

The interviews reveal a huge disparity between the practices of this by social workers
(care managers) across the nine municipalities. According to the interviews, some social
workers state that they are following the law and refuse to investigate the needs of the
person with dementia if he or she has not signed the application.

They cannot move her against her will, they say to us at the municipality office. So they
gave her more home care instead of a place at the nursing home. And even now they don’t
listen to us, the daughters, only to her, even though it does not actually work at all at
home. No, they listen more to her than us, so it was good that xx (mental hospital)
contacted them. (105, Daughter)

According to family caregivers, social workers refer to the text in the Social Services
Act that emphasises the individual’s self-determination (Nedlund and Taghizadeh
Larsson 2016). Family caregivers find it hard to understand how social workers could
ask a person with dementia to make decisions about social support and care when that
person is incapable of making decisions in daily life about such things as money,
medicine, driving, food and clothes. Those findings correspond to the more nuanced
discussion of capacity that Clough (2017) introduces, as well as Ryrstedt (2017). Family
caregivers themselves find it hard to determine whether their relative with dementia can
provide consent.
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In other interviews, respondents say that social workers do consider requests signed
by the family caregiver or made in spoken form, or act on the social worker’s own
assessment of needs.

As soon as she [care manager] saw that I needed help, she fixed respite care. She saw
that I needed help! . . . She did not ask for his opinion. . . . And then I have Doctor X, I can
call a little spontaneously when I need help to speak with the municipality. (064, wife)

Findings showed an idea of advocacy, where the family caregiver on one hand was
described as a strong spokesperson for the person with dementia. Some of the family
members interviewed were well-informed about rights and what the municipality was
obliged to offer them; others had no idea (Doron & Werner, 2008).

On the other hand, none of the family caregivers indicated contact with authorities or
with the health care system as a reason for considering guardianship. The issue arose only
in connection with economic issues. Of the total number of people with dementia included
in the LwD study living at home (n = 88), two had a limited guardian. Respondents in the
survey stated that they were mainly financially responsible. Guardianship seems not to be
an option to help manage the stressful decision-making required in everyday life.

Decision-making and resistance

Family caregivers described a complex situation as the dementia progresses and home-
care becomes fraught with complex, heavy-duty care and high risk. The question of
making proxy decisions against active resistance was raised in the interviews. As
dementia progresses, many people with the disease become resistant to all proposals
of receiving any support. It is hard for a family member to make proxy decisions in the
face of such active resistance. The person with dementia tended to increasingly say ‘No’
to proposed changes or measures.

He is at the day-care center two days a week. He has been there for two years now, he
likes it. It was very hard to make him start, he said no, no. He’s still very angry when he’s
going there, every morning. That is the worst, so many days I can´t make him go. I really
need the two-day breathing space (or more) but it’s not possible . . . even if he is happy
after being there (093, wife)

Informal caregivers and family members express uncertainty about whether they
have the right to override the person’s will. They described many situations where they
needed support and back-up but the person with dementia simply refused.

She has a say on some home care. But she does not want any help either with personal
hygiene or housekeeping. So I go there and help her, and then I have to be there for hours, it’s
very mentally tiresome. . . . I wanted her to be at the respite care when I planned to visit my
daughter for a couple of days but she just refused, so it did not work. A grandchild sometimes
showers her; it’s the only one she accepts. The home care must not do it. (090, daughter)

With a mixture of loyalty and fatigue, family caregivers accept the person’s resistance
and they themselves resist. Reasons given for family caregivers’ refusal of support were
various and complex: resistance by the person with dementia, feelings of guilt, a desire
to remain as a couple at home, financial reasons, and a wish to protect family privacy
were all cited. A poor level of take-up of services by people with dementia is reported,
and family caregivers report a great deal of perceived strain (Peel and Harding 2014).
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The will and ambition not to show disrespect prevents relatives from applying for and
receiving support and assistance.

There is a gendered difference between which decisions are perceived as stressful and
for whom (Boyle 2014). Family caregivers have a gendered resistance to different issues
in the household. Of family caregivers interviewed at home, 80.7% were women aged
41–89. Several of them cite practical issues as burdensome to deal with alone. This
might include changing the car, carrying out repairs in the home, or selling the house.

He has always dealt with both financial and practical issues. Now we must remake the
driveway, and I do not know anything about those things. I would like to move to an
apartment . . . but to sell the house . . . I do not know if I can do that. (073, wife)

The male caregivers, for their part, spoke about social issues as burdensome, e.g.
keeping in touch with family and looking after the household. Both men and women
also described the loneliness surrounding both small and large decisions, and find it
depressing not having anyone with whom to discuss decisions about everyday issues.

I sit alone on the sofa in the evening, though there are two of us there. She is not
mentally here. I don´t have anyone to talk to about all the issues that we need to think
about or decide on. (092, husband)

These gradual changes in the degree of responsibility for decision-making and organising
daily family life come to a head when it comes to arranging social care in the home,
prompting access to care, making risk assessments, or making legal arrangements around
finances.

Treating an older person with dementia with recognition as being an adult person with
his/her own will, and at the same time with respect for the limitations that the disease
involves, can be a challenge for family caregivers and society in general. There is an ideal of
social acknowledgement for each individual for choice of lifestyle and autonomy. Honneth’s
third level of recognition implies a sense of being unique, with something of value to offer
society. Honneth (2001, 2004)) uses the term solidarity to explain how to manifest this
recognition; but how far is this from disrespect when there is no perspective on how it affects
dignity and quality of life? We can only talk about solidarity where shared interests or values
are at stake. For the relatives, this becomes a vacuum where resistance from the one with
dementia is hard to solve and live with. Here the social workers may play an important role to
see both persons in the relationship. Both have the right to be recognized universally as ‘the
same’ but at the same time recognized as having unique identities. And they both need
recognition of all difficulties in a strong relationship between a family caregiver and a person
with dementia (Harding 2017).

Conclusion and discussion

Family caregivers for people with dementia have to make difficult decisions throughout
the course of dementia. The disease impairs a person’s decision-making capability and
their capacity to understand information, their own situation, and the consequences of
information and of the disease.

In this study, there is a focus on understanding how family caregivers think and act
as informal decision-makers, and how legal guardians describe their mission. The
consequences of these thoughts and actions for the person with dementia and for the
caregiver are also of interest. Four conceptually distinct but empirically overlapping
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responses were identified: shared decision-making, supported decision-making, legal
guardianship and resistance.

Participants emphasised the resistance of the person with dementia as a significant
problem. Persons with dementia often deny all problems and reject support and social
services’ assistance. The development of dementia is slow and the effects are hard to
understand and to oversee. There are bureaucratic explanations for this: informal
caregivers describe problems with finding information in good time and with being
listened to when they ask for support in daily life.

There is a paradox wherein dementia as a disease may involve impaired ability to
make informed decisions and to understand the consequences of a decision, but people
with dementia are required to give consent and apply for support and care. Someone
who on one hand is totally dependent on help from others to make decisions in
everyday life is on the other hand seen as an individual required to make autonomous
legal decisions. Recognition theory allows us to examine the relationship between legal
and social practice. Honneth (2001, 2004)) rejects the liberal conception of humans as
autonomous individuals, and our findings are in line with that perception. All humans
are inevitably dependent on others for recognition, self-confidence and self-respect.

The two different parts of this study show that guardians or family caregivers may in
practice sometimes not have the legal right to be a spokesperson for a person with
dementia. According to Nedlund and Taghizadeh Larsson (2016) and Fridström
Montoya (2015), a legal guardian cannot make any medical decisions on behalf of
another person and needs consent from the client to apply for social care services but
according to findings this is not always practised.

Sweden does not have specific legislation about proxy decision-making, unlike for
example Canada or the UK. In Sweden, the legislation is unclear regarding situations
when an adult person lacks capacity to make their own social or medical decisions;
there is a focus on universal independence. The two different parts of this study show
that neither guardians nor family caregivers are in practise seen as spokespersons for
a person with dementia. Legislation is unclear about the extent to which another person
can act as legal spokesman.

At present, the philosophy of independence overrules the need to require guidance
and support. This study shows on the one hand that guardianship may be underutilised
for older people with dementia, and on the other hand that there is a need to rethink
the protection of vulnerable older people.

Taylor (1994) refers to a double-sided recognition of similarity, but also inequality. In
the study, we can see a growing awareness of this dual relationship as the disease progresses.
However, society’s regulations leave individuals with dementia and family caregivers in
a vacuum, where self-determination in decision-making and full autonomy is part of ideal
citizenship as emphasised and recognised in the Social Services Act (Honneth 2004).

Our findings show that, apart from the fact that the person with dementia is put in
difficult situations, family members become overloaded and feel alone with a major respon-
sibility for decision-making in both daily life and in matters of social services and care as
a spokesperson for the person with dementia (Flynn and Arstein-Kerslake 2014, Arstein-
Kerslake and Flynn 2017). Family caregivers are grown-up children of working age and/or
partners who in many cases are elderly. On the personal level, it means interacting daily with
a relative who may often express resistance and show increased dependency. The family
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caregiver has a great deal of responsibility but not a clear mandate (Doron 2009, Nedlund
and Taghizadeh Larsson 2016). On a structural level, the legislation does not recognise family
caregivers as spokespersons, which implies the questioning in various organisational con-
texts of their actions as responsible citizens. Both family members and professionals end up
in a difficult situation when legislation does not contribute to legal certainty for the
individual (Harding 2017). Therefore, the person with dementia is also suffering when
care cannot be given or when municipalities and professionals choose different ways of
interpreting the law and managing social care, self-determination and decision-making.

It is time to supplement the trend in Western legislation towards individual auton-
omy as the ideal goal with a discussion about how society can support the individual in
need when it comes to decision-making (Harding 2017, Ryrstedt 2017). We need to
approach this question for the individual by recognising both their equality as a human
being and their inequality as an individual with impairments.
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