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Abstract 
Objective: Diagnosis of a family member with a memory disorder creates significant psychosocial coping demands for 
the whole family. The aim of this study was to examine shared experiences of people with memory disorders and their 
family caregivers during the first years following diagnosis to construct a substantive theory. The study focused on factors 
related to mutual processes used for managing such life-altering situations. 

Methods: A qualitative longitudinal research design informed by grounded theory was used. Experiences shared by eight 
people with memory disorders and their closest family caregivers were determined using semi-structured interviews (n = 
23) in their homes. The study participants were recruited from a memory clinic at a tertiary care hospital. 

Results: A core category, ‘Process of accepting memory disorder as part of family life’, and related categories and 
subcategories were formulated from the data. The subcategories ‘Acknowledging available qualities and resources’, 
‘Seeking meaningful social support’, and ‘Living for today’, were mutual components of the categories ‘Adjusting to 
altering self’, and ‘Adapting to a new caregiver role’. The contents of each subcategory comprise a continuum of positive 
and negative dimensions of adjustment and distress. 

Conclusions: Accepting a memory disorder as part of family life is a mutual process involving concurrent and specific 
requirements of both people with memory disorders and family caregivers. Acknowledging the potential of the person 
diagnosed, opportunities for social support, and living for today, reinforce the process of managing life after a memory 
disorder diagnosis.  
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1 Introduction 
Alzheimer’s disease and other dementias pose major challenges for health and social care worldwide. Over 35 million 
people are affected by memory disorders and estimates indicate that this number will increase to over 65 million in 2030, 
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and over 115 million in 2050 [1]. Memory disorders are neurodegenerative diseases characterized by progressive 
deterioration of cognitive and functional ability [1, 2]. So, in addition to the person diagnosed, memory disorders also affect 
close relatives and the entire family. Therefore it is necessary to develop services that meet needs and expectations of 
patients and their families who can continue to live meaningfully and maintain quality of life with appropriate support 
during care [3].  

People with memory disorders (PMDs) and their family members face various challenges during their illness. Diagnosis is 
a turning point that creates significant psychosocial coping demands for the whole family [4-7]. Previous research shows 
how memory disorders change family roles and dynamics [5, 8-10]. Interestingly, people with early-onset memory disorders 
and their families face slightly different challenges from those who are older at the time of onset [11-14]. Previous studies 
concerning the subjective experiences of PMDs focus on their challenges, coping strategies [15-18], the diagnosis’ impact on 
their selfhood and identity [11, 19-21], subjective reality [22, 23] and dignity [24, 25]. Issues relevant to family members’ 
experiences that have been studied include changes in relations as well as caregivers’ challenges, well-being, burden and 
coping mechanisms [8, 26-29]. Intrapersonal processes are usually of interest, and investigators highlight a need to understand 
the interpersonal and dyadic processes involved in giving and receiving care [30, 31]. The challenge of living with memory 
disorders can be seen as a collaborative journey on which family members work together in response to their impact [32, 33]. 
However, there is still limited knowledge of how whole families adjust to the life-altering situation evoked by memory 
disorders. Therefore, elucidating shared experiences of PMDs and their family caregivers (FCs) is important for 
understanding how they collaborate to manage their lives after diagnosis. 

Our aim in the presented study was to examine shared experiences of PMDs and their FCs during the first years following 
diagnosis to construct a descriptive, substantive theory [34]. The study is part of a larger longitudinal study aiming to vividly 
portray life with progressive memory disorder from the viewpoint of PMDs and their FCs. The following research 
question was addressed: What factors are related to the mutual processes of managing the life-altering event? 

2 Methods 

2.1 Study design 
A longitudinal, qualitative study design informed by grounded theory [34-36] was used to formulate a theory about the 
experiences of PMDs and their FCs as they cope during the first few years after diagnosis.  

2.2 Study participants 
We recruited eight families for the study with members attending the memory clinic at a tertiary care hospital in Finland 
through purposive sampling, as follows. Selected participants were persons diagnosed with a progressive memory disorder 
(n = 8) and close relatives acting as caregivers (n = 8) who were willing and able to participate (see Table 1). In a first 
recruitment phase the contact nurse at the memory clinic enquired about preliminary interest in participation among 
families of patients with newly diagnosed memory disorders. In a second recruitment phase the researcher phoned 
potential participants who had given their contact information and explained the study in more detail. First interviews were 
scheduled with those who expressed interest. The families were recruited during a 10-month period, and information 
gathered during the first round of data collection indicated that the participants from these families represented a sufficient 
range of characteristics and experiences for the purpose of the study. 

2.3 Data collection 
Data were collected using in-depth semi-structured [37] interviews conducted in study participants’ homes between June 
2007 and April 2009. This article reports the results of the second, third and fourth phases of a larger study. 

The interviews followed the principles of theoretical sampling [35, 36] in a cyclic process. Analyses of preliminary inter- 
views guided subsequent interviews with both the respective and other participating families. The interviews became 
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progressively more focused, and initial concepts were verified in later interviews. Interviews were conversational, lasting 
from 50 to 185 minutes (mean, 86 minutes). Seven families were each interviewed three times, and one family once. All 
families were offered the choice of being interviewed individually or jointly, and one family’s choice to be individually 
interviewed was respected. Therefore, of 23 total interviews, 21 were joint interviews with both participants present, and 
one was conducted separately with each individual participant. First-round interviews were conducted 6 – 12 months after 
confirmed diagnosis of a memory disorder. Second- and third-round interviews were conducted 7 – 9 months after the 
initial interview. Except for the family interviewed once, this follow-up period lasted between 14 and 17 months.  

All interviews were conducted by the first author, audio-recorded and transcribed verbatim. During the interviews, 
unstructured observations of study participants’ interactions and emotions were noted to gather additional data for 
interpreting interview data. After each interview, the observations were written in a research diary. Data were collected 
until a sufficient level of theoretical saturation for the purpose of the study was reached, categories and their relationships 
had been developed, and no significant new information emerged in the latest interviews [35].  

Table 1. Characteristics of the study participants 

Person with memory disorder (PMD) Family caregiver (FC) 

Study 
participant 

Sex 
Age 
(years)* 

Diagnosis** MMSE*** Occupation****
Study 
participant

Relation 
Age 
(years)* 

Occupation****

PMD1 Female 65 AD 27/30 Old age pensioned FC1 Spouse 73 Old age pensioned 

PMD2 Female 74  AD 21/30 Old age pensioned FC2 Spouse 82 
Old age pensioned, 
paid family 
caregiver 

PMD3 Female 59  AD 20/30 
Sick leave, 
disability 
pensioned 

FC3 Spouse 63 
Unemployed, early 
old age pensioned  

PMD4 Male 51  AD 14/30 
Sick leave, 
disability 
pensioned  

FC4 Spouse 53 
House wife, paid 
family caregiver 

PMD5 Female 57  LBD 18/30 
Sick leave, 
disability 
pensioned 

FC5 Daughter 39 
Employed, paid 
family caregiver 

PMD6 Female 68  AD 20/30 Old age pensioned FC6 Spouse 63 
Early old age 
pensioned 

PMD7 Male 59  LBD 26/30 
Sick leave, 
disability 
pensioned 

FC7 Spouse 56  Employed 

PMD8 Male 55  AD 20/30 
Disability 
pensioned 

FC8 Spouse 52 
Unemployed, paid 
family caregiver 

* Age at time of diagnosis  
** Abbreviations of diagnoses: AD = Alzheimer’s disease, LBD = Lewy body dementia 

*** Mini-mental state examination (MMSE) scores during diagnosis 
**** Occupation after diagnosis 

 

2.4 Data analysis 
The first author subjected the data to constant comparative analysis [35, 36] using QSR NVivo computer-assisted qualitative 
data analysis software (versions 8 and 10). During the open coding phase, data gathered from each family were analyzed 
chronologically from the viewpoints of both participants (i.e. patient and caregiver). The transcripts were re-read in depth, 
meaningful pieces of data were identified and labelled with conceptual codes, and memos of preliminary remarks were 
written. In the axial coding phase, views of each family participant were analyzed separately, and any differences between 
families and dimensions of their experiences were identified. Conceptual codes were categorized and connected to 
conjunctive concepts, and memo-writing was continued to organize theoretical thought during the axial coding phase. In 
the selective coding phase, participants’ experiences were merged into a core category. The open and axial coding phases 
occurred somewhat simultaneously, and the overall analysis included constant vacillation between the data and identified 
concepts. 
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The following sections present the results concerning the PMDs’ perspectives, then describe the expressed experiences of 
FCs, and finally document their mutual processes for managing their life-altering situation. 

3.1 Adjusting to altering self: Patients’ perspectives 
The memory disorders challenged the participating patients (PMDs) to: orient to their altering selves, receive help from 
others, and accept their feelings about an unpredictable future. These challenges involved distress due to losses and fears, 
but also adjustment, and feeling able to live a meaningful life with the disorder. For the patients, adjusting to their altering 
selves also involved acknowledging their own resources, having a supportive social network and focusing on the present 
(see Figure 1). 

PMDs expressed a need to adjust to their changing life situation and accept their condition as an inescapable fact. Their 
experiences revealed somewhat gloomy feelings of resignation and accepting the diagnosis. 

PMD4: When you have it, you have it. There’s nothing you can do about it. I’m living my life little by little. My 
life goes as it goes, and eventually it comes to an end.  

Adjusting was an emotionally demanding process for the PMD, invoking both repudiation and fear but also aspiration to 
accept the diagnosis and manage the altering situation with the help of others.  

PMD1: At first I rejected it, but now … I’ve accepted my disease. I know that I can get all the help that’s available. 
And it’s good that I’ve got a diagnosis, even though it’s terrible. I feel the outrage and rejection, and my worst 
fears, but somehow… I’ve accepted all this, at least in some way. I’ve adjusted, I could say.  

Although the disease was considered a crisis, participants tried to find an alternative perspective of hardship, which helped 
with adjustment to their altering selves.  

PMD8: Things don’t always go as they should. But usually things go alright, and I feel that this isn’t that bad after 
all. This disease exists, and it was quite a shock, I can’t deny that.  

Another PMD described how she aimed to see the positive side of changes, particularly the family’s decision to move from 
their own familiar place with meaningful associations to sheltered accommodation. 

PMD2: My resources have diminished, but I’m glad that we have this new apartment. Our old house was 
old-fashioned, so it wasn’t easy to live there. I enjoyed the nature and our garden, but it was so difficult to 
continue living there. 

A further factor that participants indicated was important for supporting adjustment was receiving sufficient straight 
forward information about their condition, expressed as follows by one PMD: 

PMD7: I’m not grieving my situation. It’s good the doctor has explained openly what this is all about. The 
doctors have asked me if I’m worried. I’ve said that I feel comfortable with myself and my disease. I know what 
I have; the doctor explained it to me, so I’m not worried.  

3.2 Adapting to a new caregiver role: Family caregivers’ perspectives 
For the FC, learning to live with their relative’s memory disorder was also a process with elements of both adjustment and 
distress. Components related to adopting the new role of FC included: acknowledging the potential of the PMD, finding a 
supportive social network, and focusing on the present (see Figure 1). 

FCs described how they gradually adapted to changes in family life and learned their new role. Understanding and 
acknowledging the changes in their relative’s functional capacity, and handling their own emotions, helped them to adjust.  

FC4: Of course, this disease appears in everyday life; you can’t deny that. But we’ve learned to live with it. 
There’s no reason to stop living, and to worry about this. Sure it’s sad that this had to come to our family, but we 
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try to talk things over. After all we’ve lived two years with this. I’ve also had some difficult times and deal with 
my emotions. You can’t get along if you store everything inside. It becomes too distressing.  

FCs’ responsibilities in everyday life increased, and they needed to modify their daily and leisure activities. Some study 
participants carried out their responsibilities as FCs while remaining employed, which required balancing work and 
family.  

FC7: Many times I’ve thought how nice it would be to stay home with you. On the other hand, many have said to 
me that it’s good I have a job. Anyway, I’ve managed to stop the terrible worrying while I’m at work. I’ve noticed 
that you’re getting along just fine at home. It was a huge change, since at first I was on sick leave, and later I was 
able to work again. My thoughts have cleared, and I feel we can live with this. You’re able to stay at home during 
the day. Sometimes my colleagues at work ask how he’s managing at home, and I say he’s doing all right.  

3.3 Mutual processes used for managing the life-altering situation  

3.3.1 Acknowledging available qualities and resources  
This subcategory describes how both PMDs and FCs face functional changes due to diagnosis, and how they seek a new 
equilibrium in their altering situation. PMDs balanced experiencing distress due to losses with aspiring toward a 
potentially positive existence, while FCs were challenged with supporting their relative instead of focusing on troubles and 
losses (see Figure 1).  

PMDs aspired to make the most of their potential in several ways. Meaningful everyday activities, and reciprocally 
helping others, were important for PMDs and made them feel valuable. They wanted to be regarded as themselves, and not 
according to their condition. 

PMD6: I’ll help our neighbor. She’s a divorced old lady and we know each other really well. Sometimes we drink 
evening coffee together, talk and watch TV. I think it’s really pleasant for her. And I’ll take her shopping and to 
the doctor and help her with her prescriptions. We’ve been neighbors for so long and our friendship is mutual.  

PMDs wanted to be seen as competent people with potential and FCs supported this by encouraging them to be active and 
participate. 

FC4: He walks alone quite a lot, and rides a bike. We haven’t had any problems with this. 
PMD4: I walk with our dog a lot. It’s good to walk there. I can go where I want.  
FC4: It’s been really nice to see that he’s managing. We were told that I wouldn’t be able to let him walk alone, 
but it’s not like that at all. I’ve accompanied him and noticed that he’s doing just fine out there, walks quite long 
rounds.  
PMD4: If I didn’t go for a walk every day, I might not want to bother at all.  

Sometimes PMDs’ desire to retain an active and independent lifestyle caused concern for family members, and the PMDs 
needed to accept a need for surveillance, as one PMD revealed. 

PMD1: One day I went cycling and rode a really long way; it took me a long time. I don’t like to announce 
beforehand where I’m going and we don’t have that kind of arrangement yet. Well, when I arrived home, my 
husband was quite nervous. He had told our children that I was missing. I didn’t have my mobile phone with me. 
Of course I understand that they were really nervous and worried for me. But then we’ve agreed that when I leave 
home I’ll carry my phone with me from now on, even though I don’t like it too much. I understand that my family 
wants to know where I am and everything’s OK.  

PMDs also expressed desires to retain autonomy, control their affairs and determine how they were treated. 
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PMD5: It was this young doctor who suggested the medicated plaster for me. I refused since I don’t want 
anything on my skin. I’m kind of a nature person; I like to wander outdoors and all that. I can take the pills, but not 
the plaster.  

For another PMD it was important that she could decide who was told about her diagnosis, reflecting not only a need to 
maintain control over her personal concerns, but also feelings of shame, and fear of being stigmatized. 

PMD6: Why on earth can’t I carry this burden myself? My burden increases when I tell other people about this. It 
won’t reduce my burden if my dear friends and relatives know and have to carry my load. As long as I’m 
competent, I want to make my own decisions. I think it’s fair.  
FC6: Sometimes it just feels a bit strange since at the health center they don’t know anything about your diagnosis. 
You’ve resisted telling them.  
PMD6: Well, it’s a place I used to work. 

For an elderly patient and her husband, changes due to memory disorder were connected to overall health changes 
associated with ageing. Therefore, they were less distressed by losses than younger participants. For the patient, health 
meant managing daily life as well as possible, with the help of her spouse, and retaining sufficient functionality and 
independence. 

PMD2: But so far, I think that everything is just fine for us. We are managing quite well. We don’t need much 
help since he [husband] is taking care of things. He tries his best to take care of me, as I’ve become a bit sluggish.  
FC2: I feel that we go forward quite optimistically. It’s just if we stay healthy and in decent condition, I think 
we’ll do all right. We’ll get our pension; that covers our health care expenses. We don’t need benefits from 
society. So we have no problems at all, if we just stay healthy.  
PMD2: That’s the most important thing. Health. When you’re this old it starts to worsen. One day might be better, 
but another could be really lousy.  

Although changes in daily life could cause tension among FCs, they emphasized the ways they adjusted their approaches 
and actions according to the needs of the PMDs, manifested in desires to: be supportive in hardship and understanding of 
everyday difficulties, encourage and enable their relative to remain active even with the disorder, and advocate and focus 
on the PMD’s capabilities and strengths. This positive orientation was also apparent in the FCs’ aims to support the 
competence of the PMDs appreciatively and respectfully.  

PMD5: I feel sad for the boys [grandsons], because they see how sluggish I am.  
FC5: I think you’re doing just fine with my sons. I’m sure they won’t even think like that.  
PMD5: But I’m making so many mistakes; they must notice that.  
FC5: There aren’t so many mistakes; some in writing, yes, but there aren’t so many difficulties yet. 
PMD5: If the boys are asking me the time, I can’t always tell them. I don’t know that. 
FC5: You don’t need to worry about that at all; the boys can check the time by themselves.  

This supportive attitude was also apparent in another family, where a FC tried to point out the existing resources and 
competencies of the PMD. 

PMD4: We can still work in our son’s farm, but there’s machinery that I don’t dare to use anymore. I remember 
one time when I started... I couldn’t make any of them work. I felt so fed up and I gave up everything.  
FC4: But you’ve still done something.  
PMD4: Well something, yes, but...  
FC4: You’ve driven the tractor and baler, made hay bales and been a helping hand for our son.  
PMD4: Well, but he already knows everything.  
PMD4: Yes, but he still needs help and you’ve helped him. 
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3.3.2 Seeking meaningful social support 
This subcategory describes the meaning of social support for both PMDs and FCs. Meaningful social support, either from 
close ones or wider social networks generated feelings of contentment. In contrast, a lack of social support or withdrawal 
from social relationships left study participants alone with their thoughts and experiences (see Figure 1). 

Relying on relatives, such as spouses, children and grandchildren formed a significant form of support for PMDs. For them 
it was important to be accepted as they were. Study participants also expressed how the difficulties have made the mutual 
relationships stronger.  

PMD1: I feel that our companionship has become stronger. I feel that we accept each other as we are. Of course 
I’m a bit strained with my disease, and wonder how you’re doing with me.  
FC1: It’s important to understand all this; at least, I try to understand. Our children have worried about my 
resources and asked how I’m managing and do I have difficult times. I’ve said, and I really mean it, that I don’t 
feel that our life situation is difficult. We still have a lot of elements for good life. And many things are pretty 
well.  

Another PMD shared her perceptions of this crucial aspect of social support, as follows: 

PMD6: I have lot of important things in my life, things that give me reason to live. Our grandchildren need me. 
And I think I’m important for my husband too. It may be that you are even more important in sickness. We’ve 
always rowed this boat together. I’m so happy that we still care and love each other and show it. Our good 
marriage is a great resource. I don’t think he would loosen his hand from my hand, even though I’m diseased.  

The study participants needed practical support from other people to meet challenges in everyday life. FCs’ roles in 
promoting safety and assisting in situations that required social interaction were essential for PMDs. 

PMD6: I’m afraid that I could isolate myself. Therefore I think it’s positive that I like to visit our friends. It’s just 
that I can’t go alone. First of all, I don’t know how to drive there since it’s hard for me to navigate the city. And if 
there are situations when I don’t know what to say, my husband is my safeguard and we’ll talk together.  
FC6: When I’m there with her, I can then… 
PMD6: …reinforce me. 
FC6: Yes, and clarify things and be an aide-memoire for you. 

While PMDs considered social support from closest family members most significant, FCs thought it important to get 
meaningful support from others, such as peers, neighbors and health professionals, to help them cope. Peer support 
provided opportunities to share experiences with others in similar situations. 

FC7: What I need is more peer support. That course that we took after the diagnosis was really wonderful! I 
would like to hear how those people are doing now. It would be really wonderful.  

For younger family caregivers it was meaningful to participate in peer support groups, even when they were not 
specifically oriented towards their needs. 

FC3: We had a chance to attend a rehabilitation course and it was also important for me as a family caregiver. I’ve 
also attended a course once a month while she [the FC’s wife] joins a physical exercise group. Although the other 
family caregivers are older than me I still get on quite well there.  

Possibilities to exchange experiences and ventilate feelings in everyday relationships were important, as expressed by 
another FC: 

FC8: What I need is just to chat and exchange experiences. I don’t need anything special. I’ve been talking with 
our neighbors.  
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3.3.3 Living for today 
This subcategory comprises identical themes for both the PMD and FC. Living in the present and focusing on the good 
things in life positively counterbalanced fears of the unknown future (see Figure 1). The progressive nature of the disorder 
shadowed study participants’ visions for the future. The progress of the disease and its effects on family life, concern about 
how the FC would manage with the close one’s condition and the FC’s own resources were major concerns for study 
participants, which they aimed to overcome by drawing attention to positive elements of the present situation. FCs had an 
important role to play in encouraging the PMDs.  

FC1: I think you almost daily wonder how I’ll manage with you.  
PMD1: It’s just that I don’t know where this will end and what it will bring. I agree that I ask quite often how 
you’ll manage with me. I’ve said to him [husband] that when you don’t have strength anymore, you can take me 
to the nursing home. I don’t want him to be burdened by me.  
FC1: I don’t want to anticipate and worry about what’s going to happen. There are things that are out of our hands 
and there’s no point in letting it shadow the present. We have discussed this, and it’s not that we’re cheating 
ourselves. We have to focus on the positive elements in our lives. 

The FCs’ perseverance was reflected in the determination to live one day at a time and focus on PMD’s strengths and 
capabilities. FCs also made efforts to motivate their relative and themselves with various stimuli:  

FC4: We just live a normal life. We exercise quite a lot, go dancing and shopping together. We haven’t isolated 
ourselves and stayed inside four walls. It’s quite easy to give in and go nowhere. But we haven’t given up yet. 
We’ll go as long as we can. And I’ve said that we live one day at a time since no-one can foresee the future. I’ve 
noticed that stimuli are very important. What he needs is that I accompany him [husband]. We talk every day and 
everything. We plan things together. Life must go on. You can’t stop living. You need to go forward. Our 
children agree with this; they encourage us to go and live our lives just like we’ve used to live. We would get into 
a bad condition if we just stayed home. I know I would be depressed if I’m not active. Sometimes there are 
difficult times, of course, but you just have to raise yourself somehow. If the family caregiver gets depressed, then 
everything falls through. 

For PMDs, familiar daily activities were meaningful. Managing their life-altering situation meant an objective to live a 
common everyday life and continue to pursue activities that were previously meaningful. PMDs were also motivated to 
take better care of their physical condition.  

PMD7: Well, I’ve planned that I need to be in good shape, exercise and so on. That’s important. Then I need to 
eat proper, healthy food. Sometimes I have a desire for something, like smoked herring. When I gave up my 
driver’s license I decided that we’ll take care of things together, go shopping to the marketplace and market hall. 
That’s what I used to do when I was still working. I want to live a normal life.  

Hopes for the future were related to thoughts that things would stay the same for as long as possible, and that everyday life 
would go well. Elderly study participants had also specifically hoped to be able to live at home as long as possible.  

FC2: Anyway, we’ve managed quite smoothly, I would say.  
PMD2: Yes we have. And I hope everything continues the same way.  
FC2: That’s what I hope too, that’s what we hope. We’d like to stay living at home; hopefully we don’t have to 
end up in long-term care.  

Families also hoped that the condition would progress slowly, with the help of medication, or even that there may be some 
recovery. 

FC6: We’ll see. Our spark of hope is the medication. The doctor thought that it could even recover a little, not just 
slow down her condition, but increase her functionality.  
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However, hopes for the future were rather limited and families focused more on their life in the present. 

4 Discussion 
The results of our study indicate that managing a life-altering situation is a mutual process in a family. Crucial identified 
factors in the process of accepting a memory disorder as part of family life and managing this life-altering situation were: 
recognizing and understanding changes in oneself and family dynamics, acknowledging the potential of the PMD and 
maintaining an active everyday life, having opportunities to obtain sufficient social support and mutual relationships, 
confirming hope, and relieving despair and fear of the future. These findings serve as a basis for a substantive theory of 
mutual social processes when accepting a memory disorder as part of family life.  

For the person diagnosed with a memory disorder (PMD), the essential challenge was to adjust to his or her altering self, 
whereas family members faced the challenge of adapting to the new role of caregiver. In these respects, our results support 
previous indications that managing identity and sense of self is a significant coping task for the PMD [4, 11, 15, 21] and that 
adaptation to new roles and responsibilities of caregiving poses challenges for family caregivers (FCs) [5, 8, 10, 12, 41]. The 
processes of adjusting to altering self and adopting the role of caregiver were intertwined as interpersonal processes 
comprising a continuum of adjustment and distress. Previous research has addressed similar tensions resulting when 
individuals try to balance the negative and positive aspects of living with a memory disorder [4, 42]. Both the PMD and FC 
face multiple changes and losses, but at the same time they actively strive to overcome the problems and adjust to the 
altering situation.  

Mutual factors related to managing their life-altering situation during the first few years after diagnosis were: 
acknowledging available qualities and resources, seeking meaningful social support, and living for today. Despite the 
deterioration of functional capacity, PMDs wanted to be seen as competent, and expressed a desire to retain autonomy 
concerning their own matters. Similarly, as noted earlier [43], our PMD study participants wanted to be regarded as 
themselves, not according to their condition. The results of our study support the findings of previous studies indicating 
that PMDs attempt to maintain their prior sense of self [20], and remain valued and competent [44], when managing changes 
in their self. In accordance with Steeman et al. [44], our results also indicate that others could foster the PMDs’ experience 
of being valued by treating them as competent individuals and thus helping them maintain equilibrium. Our study also 
indicated that reciprocity in relationships, and giving help to, as well as receiving it from, others was important for PMDs, 
representing their need to be valuable to others, as found in earlier studies [44]. Most FCs supported and encouraged PMDs, 
and their understanding attitudes promoted the PMDs’ images of self-competence and created a positive family 
atmosphere. It is possible that FCs’ negative thoughts and feelings of burden could cause them to focus on their relatives’ 
weaknesses, creating a vicious cycle in the family, during which the FCs’ negative orientation lead to negative responses 
and actions from the PMD, exacerbating tension. Previous research has shown that good quality of daily relationships and 
positive reciprocal communication can promote FCs’ wellbeing [31, 45, 46] and support the positive adjustment of PMDs. It 
has also been found that enhanced relationship quality can maintain better emotional wellbeing of both the PMD and the 
FC, which can lead to more positive experiences of living with a memory disorder [9].  

Despite their changing situation causing distress, both PMDs and FCs felt that they have enough strength to get through 
difficult times, and that together, as a family, they would cope. Working through the difficulties is a collaborative effort 
during which family members commit to the mutual relationship in spite of the disorder [33]. Our findings corroborate 
earlier findings that although memory disorders may adversely affect family relationships [9], difficulties may also 
strengthen them and increase closeness between family members. Meaningful social support, especially from close 
relatives, was an important mainstay for the families, and promoted feelings of contentment with life. This finding is also 
confirmed by earlier studies [5, 15]. As also noted previously [15], possibilities to obtain meaningful social support from 
others, such as friends, peers and health care professionals, assists with managing the life-altering situation. Talking about 
one’s experiences and feelings can also support coping, and help people make sense of their situation [10, 15, 19]. However, 
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not all are able or even want, to share their experiences outside of the family, and there may be different individual needs 
within the family to vent one’s feelings. Efforts to keep the diagnosis a private matter could reflect a fear of being 
stigmatized [47].  

Our study confirmed findings of earlier studies [5, 10] that fears and concerns about the future shadowed the families’ life. 
PMDs worried about how their FCs would manage with them. PMDs’ concerns about being a burden to their FCs [18] affect 
their interpersonal relations. As a positive counterbalance to fear of the future, families focused on common everyday life, 
existing resources, and all the good things about their lives. Quality of family life and management of their situation were 
improved by a willingness to face the future one day at a time and focus on positive things, as noted in earlier  
studies [4, 5, 10, 33]. Although living with memory disorders means balancing losses with maintaining equilibrium [44], and 
hope with despair [42], it is still manageable [43]. The families’ perseverance was apparent in their resilient spirits and their 
refusal to give up. Mutual hopes for the future were expressed in goals to maintain current health and quality of life as long 
as possible. Previous research shows similar aspects of hope for both PMDs and their FCs [48, 49]. Balancing hope and 
despair, and maintaining equilibrium, could be considered crucial for adjusting to life with a memory disorder [42, 49]. 

Our findings also support the results of previous studies demonstrating differences in challenges faced by families living 
with early- versus late-onset memory disorders. Younger adults consider the experience, involving lifestyle changes and 
new roles, a more significant shift than older adults [12-14]. Memory disorders bring physical and cognitive decline, fear of 
losing control over one’s life, and the notion of imminent mortality, all of which are typically associated with old age [50]. 

This study complements previous knowledge of mutual processes of managing life-altering events by bringing together 
the experiences of both PMDs and FCs. We present a theoretical formulation that describes the factors related to these 
mutual processes and thus contributes to the knowledge base concerning families’ experiences during the first years 
following a family member’s diagnosis with memory disorder. 

5 Strengths, limitations and ethical questions 
We aimed to ensure trustworthiness of the study by paying attention to both standard criteria for qualitative studies (i.e. 
credibility, dependability and transferability) [51] and the quality conditions presented by Corbin and Strauss [35]. The 
credibility of the study was strengthened by obtaining as rich variation of data as possible. Although the sample size was 
small, study participants formed a heterogeneous group with diverse backgrounds and experiences. Furthermore, the 
longitudinal research design and repeated interviews with unstructured observations provided in-depth and diverse 
understanding of study participants’ experiences. Prolonged data collection and analysis ensured saturation of the 
categories we developed. Dependability was ensured by acquiring insights into the focal phenomena by conducting 
interviews in a cyclic evolving process and the co-authors continuously discussing both the analysis and results. We 
enhanced transferability by describing the research process as clearly as possible and presenting findings with appropriate 
quotations for readers to evaluate the relevance of the research. Quality conditions were met by using research methods 
that were consistent with the purpose of the study and by the principal investigator (first author): carefully planning the 
research procedure, preparing in advance for the research methods and possible ethical dilemmas before entering the field, 
keeping a research diary and writing memos to increase self-awareness of possible biases, assumptions and interpretations 
during the data collection. Furthermore, she aimed to preserve situational sensitivity and personal responsiveness when 
collecting the data, in order to obtain a profound understanding of study participants’ experiences. The use of computer- 
assisted data analysis software provided means to track the analytic path and thus enhanced transparency of the study [52]. 

Ethical issues during the data collection were related to the situation of the family and the researcher’s role. The 
challenging life situations families were experiencing called for empathy and sensitivity when recruiting and interviewing 
study participants. We aimed to minimize the distress and burden of study participants by conducting the interviews in 
their homes. Furthermore, interviews were mainly conducted jointly, according to participants’ wishes. When offered the 
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option of individual interviews, participants relayed their ability to discuss their experiences openly with their relative. 
However, joint interviews may have prevented the disclosure of some difficult issues. Furthermore, on some occasions, 
the FC may have slightly dominated the interview, especially if verbalizing was difficult for the PMD, or the FC wanted to 
vent his or her feelings of burden. From the researchers’ perspective, interviews were confidential conversations during 
which both study participants’ experiences were sufficiently revealed and a shared construction of the family life situation 
was produced. At times, the FC had an important role as an aide-memoire and supporter, thus protecting the well-being of 
the PMD. Furthermore, the joint interviews may be considered a factor confirming the trustworthiness of the study. 
Clearly, researchers’ behavior and activities can potentially both bias results and upset vulnerable people when exploring 
sensitive subjects. Thus, care was taken in all interviews to maintain an ethically appropriate balance between directing 
conversations to address the study question and paying empathetic attention to the participants’ well-being, emotional 
resources and stories.  

6 Conclusions and implications for practice 
Our study illustrates the mutual processes involved in families accepting memory disorder as part of their lives during the 
first years after diagnosis. Several conclusions can be drawn from the results. It is important for health care services to pay 
attention to the family situation. Family-centered interventions that support family member collaboration in adjusting to 
the altering situation, and seeking new equilibrium in life, are needed. Crises can provide opportunities for families to 
learn new life skills. Offering sufficient support for family members tailored to according to their needs can help to 
maintain optimal individual, and therefore family, wellbeing. Families could learn, from such support, that despite losses, 
they can adjust and find positive elements that could replace their distress. Psycho-educational programs for individuals 
and couples are means of support that could assist with coping [53-55], but each individual’s needs should be considered. 
Further research is needed to generate deeper understanding of family dynamics to develop services that meet the needs of 
both individuals and the family as a whole. Also, the differences in needs of families of people with early-onset and 
late-onset memory disorders require further investigation.  
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