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Abstract

When dementia is diagnosed, specific emotions, crucial for the post-
diagnostic experience, emerge in the family members of the person with 
dementia. The present study investigated feelings about the diagnosis at the 
time of its announcement as well as the feelings that urged family members 
to get involved in counseling sessions or delay seeking help. Semi-structured 
interviews were conducted with nine participants recruited from an Alzheimer 
Association. Three key topics emerged from the analysis: "Experiencing the 
diagnosis", "Experiencing dementia" and "Understanding psychotherapy". The 
three topics included five, three, and three specific sub-topics, respectively. 
Most participants reported having feelings of loss, a sense of helplessness, and 
feelings of responsibility and trauma that were followed by a period of loneliness. 
They also reported having developed defenses and having reached their limits. 
All participants perceived psychotherapy as a means of bringing relief, a sense 
of sharing, empowerment, and an opportunity for openness.

Keywords: Alzheimer's disease; Dementia; Family caregivers; Feelings; 
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health, and, sometimes, premature death is noted [11-13]. In other 
words, caregivers suffer from many psychological problems as well as 
changes in social relationships.

Diagnosis is seen as a multidisciplinary process, which also 
involves the collaboration between physicians, People with Dementia 
(PwD), and their families. According to an influential report by 
the Alzheimer's Disease International Organization [14], «national 
dementia strategies should promote early diagnosis and intervention». 
It is worth noting that families of PwD need a timely diagnosis, in 
order patients and their caregivers be able to understand the care 
plan and comply with the medical guidelines as the disease progresses 
[15,16]. Also, the way in which the diagnosis is announced, as well as 
the support provided after the diagnosis, can impact on caregivers’ 
adjustment during care [14,17]. However, the social stigma related 
to dementia is often seen as a major obstacle for timely diagnosis and 
support [18], because general practitioners and the public are not 
sufficiently informed about dementia. 

To conclude, according to Iliffe et al. (2003) [19], clinicians need 
to be trained how to announce the diagnosis, provide up-to-date 
guidelines about the post-diagnosis care and support, and provide 
the caregivers an individualized care plan according to each patient’s 
needs. It is suggested that if provided with adequate support, the 
feelings of shock, grief, anger, and loss that PwD and families may 
experience, can be counteracted by feelings of reassurance and 
empowerment [14,20]. On the other hand, the more anxiety and 
guilt more caregivers feel, the more likely they are to use defensive 
mechanisms in order to cope with the negative emotions and to 
seek support [21]. It has also been found that caregivers’ reluctance 
to discuss family issues and health problems is associated with less 
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Introduction
Alzheimer’s Disease (AD) is a devastating disease that affects 

more than 50 million people worldwide. This number is expected to 
double every 20 years, reaching 75 million in 2030 and more than 
150 million in 2050 [1]. The statistics related to AD and its effect on 
patients, their family, and the entire health-care system are staggering 
[2]. In 2018, more than 16.1 million caregivers provided an estimated 
18.4 billion hours of unpaid care. However, AD costs to caregivers 
more than just their time. Some family members spend more than 
$10,000 a year caring for the person living with AD, whereas in 2018 
AD and other dementias were estimated to cost approximately $277 
billion to each nation [3].

It should be noted, however, that the impact of the AD diagnosis 
on caregivers is multifaceted. Besides the financial impact onto the 
entire health-care system [4], the AD diagnosis puts increasingly more 
emotional strain on family and caregivers, even from the diagnosis 
announcement [5]. Specifically, the sense of safety and security 
is shaken, the sense of continuity is disturbed, whereas the future 
seems uncertain [6]. According to recent findings, caregivers, at the 
time of diagnosis, experience sudden changes in their relationships 
and family structure, whereas they anticipate an uncertain future 
[7-10]. Moreover, during caregiving, caregivers often report high 
levels of stress, low self-esteem, low sense of well-being, depressive 
symptomatology, increased levels of burden, compromised physical 
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social and emotional support received [21]. Being aware of their 
concerns, needs, and feelings, caregivers are more willing to seek help 
in their social network as well as in the social services [3]. Over the 
last decades, numerous psychosocial interventions, necessary for the 
caregivers’ support, have been developed [22] enhancing self-efficacy, 
coping, mastery and positive effects on caregivers’ wellbeing [23].

Lastly, the circumstances under which the announcement of the 
diagnosis takes place, as well as the caregivers’ first feelings and needs, 
are an under-developed research area. Some research findings on the 
post-diagnostic experience of PwD and their caregivers have revealed 
that a major issue for both of them is the meaning of post-diagnostic 
life and the adjustment to loss [24-26].

Our research aimed at providing an in-depth understanding 
of the first emotions of caregivers of PwD after the diagnosis of 
AD and their development until psychotherapy starts. Specifically, 
we focused, firstly, on the possible stages of the development of 
caregivers’ emotions and analyzed caregivers’ cognitive appraisals 
and experiences, from the time the diagnosis was announced to the 
beginning of psychotherapy. Secondly, the time passed from the first 
announcement of diagnosis until the decision to ask psychological 
support was measured along with the feelings that prompted 
caregivers to this decision, or made them delay from seeking help. 
Finally, the present study investigated caregivers’ comprehension, 
beliefs and attitudes about psychotherapy, as well as their expectations 
from starting psychotherapy. 

Methods
Design

The study employed a qualitative analysis of interviews with 
caregivers of PwD. The data were analyzed in accordance with the 
principles of Interpretative Phenomenological Analysis (IPA). This 
methodology was chosen because it has been used in the study of 
caregiving experiences from the participants’ personal perspective 
[27,28]. Specific topics reflecting the caregivers' experiences were 
identified by the researchers and based on previous research. The 
interviews took place at the beginning of the study. The questions 
included how caregivers of PwD felt at the time of diagnosis, how 
their emotions were changing over time, and when they started 
psychotherapy.

Procedure
The study took place at the Greek Association of Alzheimer’s 

Disease and Related Disorders’ Day Care Centre “Saint Helen” 
(Alzheimer Hellas, DCCSH) at Thessaloniki. Ethical approval was 
given by the DCCSH ethics committee. The interviews were carried 
out between March and May 2017.

Participants had visited the Caregiver Center at the DCCSH, in 
order to participate in the psychoeducational and psychotherapy 
interventions which are implemented especially for this population. 
The researcher was initially given a list of 15 prospective participants, 
who met the study’s eligibility criteria, by the psychologists who were 
responsible for the implementation of the program. The potential 
participants were invited to participate in the survey by telephone. 
Nine of them agreed to participate. The interview meetings took place 
after psychotherapeutic group sessions and/or an independent day at 
their convenience. Participation was voluntary and participants were 

informed about the aims of the study prior to their inclusion in the 
group.

All interviews were individually conducted, each lasting 40–50 
minutes.

Participants
The sample comprised nine participants, seven of them were 

women, who were caregivers of PwD [29]. The mean age of the 
participants was (M=52,33 SD=12,45 range=34). The main criteria 
for the participants’ recruitment were that, (a) all participants were 
caregivers of PwD in mild and moderate stages. This means that the 
average time between diagnosis and the participation to the study was 
5 years (M=5,33 SD=1,80 range=5); (b) all participants were receiving 
counseling support at the Caregivers’ Center and had only recently 
started joining the support groups (M=1,55 SD=0,52 range=1). 
The names of the participants were confidential. Each of them has 
been given a code (P1-P9) in order to maintain confidentiality. The 
demographics of the sample are shown in Table 1.

Interview
The interview format was semi-structured. Questions were 

divided into three specific categories: “Initial feelings”, “Feelings 
between receiving the diagnosis and starting psychotherapy” and 
“Beliefs and experiences from psychotherapy”.

Specifically, in the first part, participants were asked to express 
their initial feelings at the time they were informed about the diagnosis, 
and tell about the first reactions and automatic thoughts. Afterwards, 
they were asked to talk about the emotional stages they had gone 
through, the specific time when they had started considering the need 
for help seeking, what motivated them to seek help and whether in 
certain occasions they had avoided help seeking despite their need.

In the second part of the interview, the questions focused on 
the period between the time of diagnosis and the beginning of 
psychotherapy. Specifically, if something had happened during that 
period, if there was something that delayed them from asking help, or 
if there was something that motivated them to ask for support.

The last part of the questions focused on their beliefs about 
psychotherapy, what expectations they had before they started it, and 
whether these expectations were confirmed or not. Finally, they were 
asked if they had been involved in any form of psychotherapeutic 
support before, how it affected them and what they expected for the 
future.

Analysis
All interviews were initially transcribed verbatim and analyzed. 

Following transcription, the first author analyzed each individual 
transcript using Interpretative Phenomenological Analysis (IPA). 
Each transcript was read carefully several times, and the tape 
recordings were heard, in order to ensure full emersion of the data, and 
capture all aspects of the participants’ voices. In order to guarantee the 
coder reliability, the first author coded the individual scripts as to (1) 
the linguistic content (the specific characteristics of each participants’ 
use of language e.g. which words use to refer to his/her relative who 
care for), (2) the content (what the participants were describing, what 
are they talking about) and, finally, (3) the conceptual understanding 
(interpretation of possible meanings) and tried to narrow down a list 
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of emergent themes based on the interpretation of each participant’s 
answers to the questions, which were then placed into super-ordinate 
themes for each individual participant. This process was repeated for 
all transcripts. Then, the second author met with an external coder to 
discuss the final definitions of the themes and to reach an agreement 
on the coded units. Disagreements between the coders were resolved 
through discussion. Following this approach, the coders agreed up to 
100% on the final identification of the themes and then the first coder 
finalized the “significant statements” that clarified each of the themes.

Results
The results are organized in three sections following the three 

parts of the interview.  The categories of responses are shown along 
with representative examples taken from the interviews.

Experiencing the diagnosis
The following categories describing caregivers’ experience at the 

time of the diagnosis.

The diagnosis as confirmation: Most descriptions of the 
experience upon receiving the diagnosis used the word "confirmation", 
but for each participant had a different meaning.

P1: I understood exactly what was happening all these years. I 
didn't take it to the heart. On the contrary, I felt a sense of justice for 
Dad because of the reactions he had, which others did not understand. 
At the end, he was not to blame, he was not a crooked man, a bad man 
or changed and everything was just a cause of illness. I felt he was 
justified.

This participant, besides feeling a confirmation of what she had 
suspected long ago, felt justified about her negative emotions towards 
her father, as she was relieved that he was not a 'bad' man at all, but 
the illness made him behave in this way.

P3: Yes, I expected it, I wasn't shocked ... I didn't feel anything 
special ... It didn't impress me, it's something I expected.

P3, discusses the moment of the diagnosis when she went with 
her mom to the doctor. The diagnosis confirmed what P3 already 
expected. This confirmation, however, was not associated with any 
other emotions. 

P7: It didn't make any impression on me. I thought, yes, I got it 
right, and I got it right anyway. And I wish I had the awareness for 
myself to understand that something is happening to me to act as 
soon as possible. 

P7, with a cold expression on her face, stresses that she understood 
it from the beginning and she was satisfied from her reaction to the 
symptoms of the disease.

The diagnosis as a loss: The term 'loss' was often mentioned in 
the interviews to express the participants’ feelings both at the time 
of diagnosis and during the progress of the disease. This category 
belongs to the first part of the interviews describing the first feelings 
and changes in their lives. It referred to the loss of parental protection, 
loss of help from one’s parents or from one’s companion.

P5: It is too difficult…Look, the feeling is very strange; I have 
been away from home since I was 18. But in reality, no ... To say that 
my dad is here, it helps me,... to say that I’m in the family home, as 
others do, to say that my parents helped me raise my kids, cooked for 
me, I didn't have those things and yet the feeling comes that now yes, 
you are alone.

P5, feels strongly that she is now losing her father, her father in 
the role of protector.

P8: Now it bothers me ... she is like a kid... not always, but she 
argues with my granddaughter... Of course, you can say that she is 
not very well. I can understand it, but when you are in a house with so 
many people, it is not easy to say that… what I can say (?)

P8: I cannot recognize myself. I was another person, calm, 
relaxed…I was a positive person, calm, always I recognized the 
positive side of life… I try again to think positive.... I can no longer 
bear to justify as I did and succeed.

P8, presents both sides of the disease. The loss of main 
characteristics of the patient's character, but also a change in some 
characteristics of the caregiver, because of the unknown situation or 
the loss that she experiences.

The diagnosis and feelings of helplessness: Many participants 
experienced the diagnosis of dementia as a sense of helplessness, as a 
situation that their loved ones are weak now.

P8, talked about her fear for the future. The main thought she 
mentioned that she keeps having about the progression of the disease 
is “weakness” and it changes the main personality characteristics. 
In addition, most of the participants referred to their 'inability' to 
manage the situation, both physically and emotionally, and deal with 
the new situation arising after the diagnosis. Also, they mentioned 
their concern about whether they would have the ability to deal with 
the symptoms of the disease or, even, concern whether something 
bad would happen to their own health.

Characteristically, P1 said with a loud voice that she feels unable 
to help her dad, she doesn't know what to do.

P1: You feel sad when he doesn't feel well ... I have seen myself 
many times reacting wrongly, nervously or abruptly because 
essentially, I feel that I cannot help him... And this has as a result to 

 P1 P2 P3 P4 P5 P6 P7 P8 P9

Gender Female Male  Female Female Female Male Female Female Female

Age 38 67 58 33 54 40 56 58 67

Marital status Not 
Married

Married 
(1child)

Married 
(3children)

Married 
(2children)

Married 
(2children)

Married 
(2children)

Divorced 
(2children)

Married 
(2children)

Not 
Married

Professional status Freelance Retired Retired Freelance Retired Freelance Retired Retired Retired
Relationship with 
patient Father Husband Mother Mother-In-Law Father Mother Mother Sister Sister

Table 1: Participant demographics.
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feel discomfort. My dad can understand my feelings, and everything 
is getting worse.

P8, on the other hand, feels that the burden of her sister's condition 
is so heavy that she cannot stand it anymore. Thus, she comes face to 
face with a harsh awareness of her own sense of helplessness.

P8: My personality has always been relaxed, I have not been 
disturbed by anyone... I do not let people to exploit me because I'm 
a calm person. I try to be powerful, but in this situation, I feel that I 
have been broken.

The diagnosis as a responsibility: Most caregivers mentioned the 
huge responsibility they feel after receiving patient’s diagnosis. Many 
times, this responsibility was like a 'challenge' or ‘bet’. They assume 
this responsibility not only as a burden, but also as an opportunity to 
assess their capabilities.

P2: I felt guilty. I felt bad that I couldn't help her enough. ... I was 
sad ... of course, because I felt responsible towards my family about 
this matter.

P2: I feel that the purpose of this life is to give as much as possible 
to other people... I need to give, not to receive.... I do not feel it is a 
debt, but a sense of responsibility. I feel responsible, I have been with 
her for 40 years, and I am obliged until I close my eyes to take care 
of her.

The diagnosis as a trauma: For some participants the diagnosis 
looked like a trauma. In other words, as a shock that stigmatized 
them. On the other hand, for others, it was a springboard to open 
up the already existing 'trauma' to their relationship and to arise the 
existing and unconscious entanglements.

P5: It was very hard for me to believe it. I said I don't want to 
think about it. I think, of course, that it's been 30 years since I left 
from my dad’s home, but dad was always the stronger in the family. 
That’s why my ‘world’ was destroyed with the announcement of the 
diagnosis... Yes, yes it was scary.... No, I didn't want to accept it. I 
never told that to my brother, because I denied this information and 
I did not believe it.

The post-diagnosis experiences
This is the second issue that was included in the participants' 

interviews. It was about their experience with the disease, after the 
announcement of the diagnosis until the beginning of psychotherapy.

Developing defenses: An important issue that emerged from 
the caregivers’ description of their experience with the disease was 
the development of defenses. Specifically, one of the most important 
defenses reported was “ignorance”, that is, not knowing exactly what 
the disease is, possibly as a means of protection against negative 
emotions.

For example, P1 started psychotherapy some months after 
diagnosis. As said, at the beginning, she didn’t know much about 
the disease, that’s why she did not have strong feelings during the 
diagnosis. As she started to learn more, this situation was changed.

P1: Dementia is a field that we don't really know…When, finally, I 
started to understand exactly what dementia is through the behaviors 
of my Dad, then strong feelings came up to the surface.

Also, “idealization” was another defense identified in participants 
interviews. That is, many participants exaggerated the positive 
qualities of their loved ones. P1, for example, referred to her Dad 
talking with an overly positive way, even though she had said that she 
did not have a good relationship with him in the past …

Loneliness: Feelings of loneliness were mentioned by some 
participants to occur in the period after the diagnosis and during their 
caring role.

P5: In the announcement of dad’s diagnosis, although she had 
worked on the relationship with her father with a psychotherapist, 
she said that she suspected this idea of dementia completely, because 
she felt that she will be totally alone. 

P5: But yes there was the feeling that now you are alone ... It 
is a feeling, that you are alone, my dad will can’t take any decision 
anymore, you will be alone, and you will not have anyone to help you. 
I felt like a little child ... Although I have taken all the responsibilities 
of myself from the age of 18.

In addition, in the question about the delay in asking for help 
from a support group, many participants referred to the complexity 
of situations they were facing for which they had to deal without any 
support and external contextual issues (e.g., a lot of pressure at their 
work and their family environment).

P8, as well as P6 and P4, said that they had to deal with other 
difficult situations, they didn’t have any assistant from anyone and 
that is why they delayed seeking support.

P8: Things were happening all together! My daughter came home 
and that created a lot of problems... Could I think of myself? We had 
to deal with all these issues, and when, finally, we started to have a 
balance, I said now I can think of myself. Previously, I had no time 
for thoughts.

Finally, it is crucial to note also a sense of “omnipotence”, as an 
over-reaction related to the responsibility of the caregiver that also 
created feelings of loneliness. For example, P2 repeated that many 
times he tried alone to do the best to keep his wife in this stage of 
dementia or to go back to a previous stage.

P2: I just wanted to get back to a previous stage. I tried to help her 
to be as she was 3-4 years ago. I said I would try to keep her either on 
the same stage or to make any improvements through my caring role. 
That was all my thoughts.

For example,

P5: But yes, there was the feeling that now you are alone ... my 
dad will not be able to make any decision anymore, you will not have 
anyone to help you. I felt like a little child.

P3, in this crucial condition with her mom she visited a 
psychiatrist, but she stated that she could not articulate anything after 
the diagnosis...

P3: We didn't have many sessions…. Now I want to ask him to 
have some. All that I have told you now, I have not told him… We 
met him a few times, just for a pharmacological therapy and I did not 
talk about anything…. I don't know, apparently, he didn't ask me and 
it was difficult for me to share deeper feelings. Maybe my physical 
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health was in the first line. 

Reaching the limits: Most participants mentioned that they had 
faced a 'crisis' situation after the diagnosis announcement up to the 
time they decided to seek help. The common feeling in all cases was 
anger towards the diagnosis and, also, for all the difficulties they were 
facing at that time. This was also the main motivation for seeking 
support.

For example, in P8’s description, it looks like she had reached her 
limits and then she decided to seek help.

P8: I felt that I would kill somebody… I tried to think positive. I 
excuse all people for everything… I could no longer do it.

Understanding psychotherapy
The last issue in the interview regarded the participants' initial 

perception of psychotherapy and how it influenced them in help 
seeking. Also, the perceived benefits from getting help in the support 
group they were attending up to that point and the perceived prospect 
of their participation in support groups. Finally, the need for 'deeper' 
personal openness apart from the difficulties caused by the disease 
was brought up.

Need and relief: Many participants reported an urgent need 
for help seeking. Their initial perception of psychotherapy and the 
expectation from it was that they would feel relief and support. They 
also realized the importance of sharing their experiences with others.

Specifically, P2 referred to psychotherapy as a need for help. 
The help would support the management of the patient as well as of 
themselves.

P2: I felt the need for help, to get some advice to handle this whole 
situation in a better way. Not to harm myself and my spouse.

P1, mentioned the need for sympathy and someone to understand 
her feelings. Also, the need to share her feelings with other people 
with similar experiences. When she was informed about this kind of 
support group, she was relieved and grateful.

P1: I was relieved and glad, because I felt that it was a necessity. 
I had wished to find it, and indeed once I learned that there is a kind 
of help, I felt grateful.

Empowerment and alliance: Some participants believed that 
psychotherapy would empower them, would be an alliance that would 
help them deal with their difficulties. Also, it would be an appropriate 
way to get advice and useful tools to manage their life. This kind of 
support was expected to satisfy their need to enhance their well-being 
and coping with difficulties in the future.

Specifically, P1 mentioned that she had found exactly what she 
had wished to find, and she hoped to keep participating in the support 
group in order get some practical tips, be calm and start taking better 
care of herself.

P1: Practical tips and ways to cultivate my calmness, to help 
me deal with difficulties... Yes, firstly for myself, because my dad’s 
feelings depend on my feelings.

Opportunity to “open up” as a person: At the end of the interview, 
most participants reflected on their experiences in the support group. 

They mentioned examples of a different way of thinking about their 
own feelings and behavior, and the reasons that might underlie them. 
This was associated with a need to start individual psychotherapeutic 
sessions in order to go deeper into their thoughts and feelings, go 
beyond the disease and try for an 'opening up' to their inner self.

P1, very characteristically stated that she perceived psychotherapy 
as an occasion for sympathy and unconditional acceptance and she 
referred to her need for individual psychotherapy.

P1: In the support groups, I can express everything I feel, with 
people that I know they will listen to me carefully.

Discussion
The present study focused on how caregivers experience the 

diagnosis of dementia and the disease. It provided an in-depth 
analysis of caregivers’ interviews on their emotions and their change 
until psychotherapy in support groups had started. 

With regards the diagnosis, the analysis of the interviews showed 
that many participants experienced the diagnosis as a confirmation 
what they already had suspected. It is worth noting that after the 
diagnosis announcement, many PwD and their caregivers were 
relieved from the stress of uncertainty and ambiguity. This finding 
is in line with those of previous research [25,26,30,31]. Pepersack 
(2008) [32] also states that the communication of diagnosis has a 
positive impact to patients’ feelings and, also, to the whole family, 
because before the announcement of diagnosis, they all suffered from 
the stress of dealing with an uncertain situation. At first, they did not 
notice the symptoms, whereas secondly, they did notice but ignored 
them. When symptoms became more evident, the diagnostic process 
and the revelation followed, accompanied by feelings of confirmation 
or shock, denial or judgment, disorganization or adjustment. During 
the interviews, everyone mentioned their personal difficulty in 
accepting the diagnosis, and each one of them, in a different way, 
associated it with loss, which also appears in a large number of studies 
[8,33,34].

In the experiences of our study's participants, we encountered 
reports and feelings similar to the path of accepting a loss. This 
transition, according to Kubler-Ross (1973) [33], follows the stages 
of denial, anger, negotiation, depression, and acceptance, whereas 
according to Bowlby (1998, 2008) [34,35], the stages of accepting 
a loss are the sense of shock, the search for an interpretation, the 
intense sadness and the reorganization of life. The same findings 
emerged in a similar study by Czekanski (2017) [36]. Changing roles 
and differences in relationships were more likely to capture the sense 
of loss.

Additionally, according to the extensive references found in 
literature [7,37-41], caregivers have feelings of loneliness, isolation, 
boredom, and frustration. In this case, as Koca et al. (2017) [42] 
reported, the despair, fatigue, and loneliness experienced by caregivers 
significantly increased the overall burden of the disease. Moreover, 
aggravating feelings, which were stressed by the participants, were the 
sense of commitment, lack of time for themselves and lack of rest, 
even for a short time period. This leads them to restrict their social 
life around the obligations of care [43,44]. In addition, as separated 
from the thematic of the present study, many caregivers entered the 
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psychotherapeutic groups the post-diagnosis period, in a period of 
silence in which they were not sharing their experiences.

•	 Based on the statements of most participants, the diagnosis 
announcement raised strong issues of responsibilities. Many 
caregivers are overwhelmed by these responsibilities as well as the 
feeling of being unable to cope with this situation45, 46. Additionally, 
it was further observed that caregivers were shocked when hearing 
the diagnosis, stating that for them this experience was a trauma. 
Numerous studies have reported that caregivers report post-
traumatic stress disorder both in patients diagnosed with a chronic 
illness as well as their relatives [6,47,48].

•	 Additionally, one of the most important sub-topics 
that emerged from this research was the development of defenses 
adopted by caregivers. In the present study caregivers' defenses 
emerged during the period from diagnosis to support seeking. This is 
essentially a factor that affects the caregivers’ burden, as it determines 
when they will eventually seek help. The defense mechanisms which 
were revealed through our study, in addition to the protection they 
provided to the participants, delayed them from seeking support and 
adopt coping strategies. 

•	 One of the subsections of our "Post diagnosis experience" 
theme was to manage the crisis situations under which participants 
came through before deciding to start psychotherapy. In the 
phenomenological study by Aminzadeh et al. (2007) [49], the 
emotional crisis of caregivers associated with the experience of actual 
or expected loss was also revealed as a main theme of their study.

As the phenomenological study by Pepersack (2008) [32] pointed 
out, caregivers have a great need to seek knowledge and information 
about the disease. In addition, the need for support was of outmost 
importance. As it has been described by many caregivers, seeking 
knowledge and support can be assumed as a way to get out of the 
difficulties and deal with the symptoms of the disease [50]. In our 
study also, all participants mentioned that they wanted to have some 
form of support as a kind of necessity. Everyone mentioned that, 
through their participation in the psychotherapy group, have found 
relief through sharing their feelings and realizing that they are not 
alone.

Conclusions
Caring for a PwD is complex, as is the journey during bereavement. 

This study presents prominent emotions and experiences discussed 
by nine caregivers of PwD from the time of diagnosis to their current 
stage of taking part in support groups. The study suggests that 
confirmation, sense of loss and helplessness, the responsibility for 
care and the trauma feelings are the most pronounced emotions felt 
during the announcement of diagnosis, while anger and the sense 
of loneliness are experienced through the post diagnostic period. 
Despite that caregivers delay to seek help, group support experience 
is an important source for relief, empowerment, and openness.

This study highlights that psychologists and psychotherapists, 
who implement support interventions for caregivers, can take into 
account the feelings reported from the caregivers of this study, as 
well as their experiences at the time of the diagnosis. They can also 
create new kind of interventions that will include methods aiming to 

improving this first experience of diagnosis.

Limitations
For this study, a small group of participants of a limited age group 

(33-67 years) and geographical area (Thessaloniki) was used. Given 
the above limitation, and the fact that all participants come from 
the same support framework -DCCSH- it should not be concluded 
that the results will be the same for all caregivers. Each qualitative 
study, which is based on interviews and their interpretations by one 
or more researchers, is exploratory and difficult to replicate leading to 
a broader conclusion [51].

Furthermore, there were differences between the participants’ 
statements, which may have been influenced by their experiences, 
such as whether they had previously had a personal experience in 
psychotherapy and the type of affinity they had with the patient.

Finally, another important limitation of the study is the gender, 
because the majority of participants were women with the exception 
of two men. While this may be due to the higher percentage of 
women in the caregiver position, men's narratives in this role may 
vary. Although the findings of this study are valid for this population 
sample, it cannot be confirmed that all caregivers face, or have 
undergone, the same experiences regarding the first feelings at 
diagnosis. However, the similar use of language used by participants 
to describe their feelings or experiences as a whole, identifies a core 
of common themes, which could indicate how strongly they were 
influenced by the topic under consideration, and therefore, this study 
could be used as an example for further research [52].
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