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Abstract: Several illnesses cause suffering and pre-death grief among close relatives, as in cancer and dementia. This might
be the case also at Parkinson’s Disease (PD). We aimed at getting grief self-reports of relatives of PD patients using the same
instrument (AGS) as in former grief studies to see similarities and differences. Anticipatory Grief Scale (AGS) and questions
about background variables were sent to PD caregiver support groups in Sweden to be handed out to the members at their
meetings. Close relatives of persons with Parkinson’s disease (PD) reported feelings and reactions on the AGS, and the results
were compared with those from relatives of dementia patients in a former study also using the AGS. Self-estimations about the
duration of illness, the condition at the time for questioning, and the perceived quality of care of the relative with PD were also
made. The study showed an overall stressful situation including feelings of missing and longing, inability to accept the
terminal fact, preoccupation with the ill, tearfulness, sleeping problems, anger, loneliness, and a need to talk. The PD and
dementia groups appeared to show much more anticipatory grief similarities than dissimilarities. The duration of the disease
did not influence the grief reactions, which, however, was shown for perceived quality of care as regards irritability and
preoccupation thinking of the ill relative. Also the respondents’ perception of a bad condition of their relatives showed
increased reports on loneliness, a need to talk about the illness, personal dysfunction, and not planning ahead.
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for Carers was developed and is described as a short,
meaningful quality of life instrument covering areas of
specific salience and concern to the carers (3).

As the progressive nature of PD often places a heavy
burden on caregivers' emotional well being, the need for
caregiver support, intervention and educational programs is
essential to reduce strain, as well as to achieve better coping
and adaptation strategies (7). For a better understanding of
the caregivers’ burden, the Caregiver Grief Inventory (12)
has been used, finding e.g. “pre-death” grief reactions among
17 per cent of PD carers and an increase with the progression
of the severity of the disease (7). Such “little deaths” were,
according to Roland and coworkers (5), referring to
caregivers’ subjective reports of the Parkinson’s disease
progress, e.g. to feelings of independence and diminishment
of social networks.

To reach improved health outcomes of bereavement, focus
should include the period both before and after the death of a
loved one. Coping with and adapting to the terminal decline

1. Introduction

Parkinson’s disease (PD) is a progressive neurological
disease with individual symptoms. The negative influence on
the marital relationship when a spouse is diagnosed with
Parkinson’s disease is evident according to many studies (1).
The pattern of burden, the risk of stress, and difficulties of
the sense of coherence is important to identify (2). People
providing care for others with advanced PD have
demonstrated diminished quality of life, especially as the
illness progresses (3, 4). A number of studies also
demonstrated caregivers’ burdens as reduced mental health
and increased signs of depression (5-7). Loneliness seems to
be common, and sleeping problems, especially at increased
duration of the illness and increased caregiver burden (8-10).
A number of scales are used for the assessment of the
caregivers’ burdens in PD, and overall they point out various
stressfull situations for both patient and close relative (4, 6,
10, 11). Recently, a 29-item Parkinson Disease Questionnaire
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of a close relative, i.e. anticipatory grief, is now being
studied for an increasing number of diseases (13-15).

Rather few studies have, however, focused on the
caregivers’ burden, quality of life, and anticipatory,
preparatory grief among the relatives of PD patients in
comparison with relatives’ experiences of other fatal diseases
(16). Thommessen and coworkers (17) found that spouses
caring for patients with dementia, stroke, and PD perceived a
similar type and level of psychosocial burden, independent
of the disease. The cognitive functioning of the patient
seemed particularly important, especially when caring for
patients with stroke or PD. Proper detection and management
of depression in primary care is imperative for relatives of
patients with Alzheimer’s disease, PD and stroke.

More recent studies point to the problem of comparisons
between diseases (17). Stereotypes of the meaning and
timing of palliative care were common, many viewing it as
being synonymous with cancer and not applicable to a
person with PD (1). Carter and coworkers (14) stated that in
PD the negative impact of providing care has been referred
to as ‘caregiver strain’. Reactions of grief have, however, not
been explored among PD caregivers who are living with the
ill person in their home. Understanding aspects of grief may
offer new insights for future intervention.

Within this latter intention, the present study was
performed. In a former study (18), we studied the
anticipatory grief of relatives of cancer patients using the
Anticipatory Grief Scale assessment, AGS. In a later
comparison study using the same instrument, we compared
anticipatory grief of relatives of persons with dementia and
terminal cancer (19). In the present study we chose the same
instrument and applied it on relatives of persons with PD and
compared reactions and feelings with subjects suffering from
dementia. To our knowledge, the use of the Anticipatory
Grief Scale (AGS) has so far not been used as a
questionnaire for self-assessing feelings and behaviour of
relatives of PD patients.

2. Methods

2.1. Participants

Inquires were sent to PD caregiver support groups in
Sweden to be handed out to the members at their meetings.
The respondents were asked to answer the questions at home.
The answers were returned by mail in prepaid envelopes to
the hospital address of the project leader.

2.1.1. Respondents with Relatives with Parkinson’s Disease

Responses were received from 44 men and women within
the age range of 44 to 88 years (the average age being 71.6
years, SD = 8.6). The age range of the PD subjects was 45 to
92 years (the average age being 67.5 years, SD = 10.4).

2.1.2. Respondents with Relatives with Dementia

The collection of data was performed by inquires handed
out by the nurses in charge at dementia units and nursing
homes in 3 Swedish cities (19). The respondents were 53

men and women (age range 61-91 years, the average age
being 62.3 years, SD = 13.3 yrs). The age range of the
persons with dementia was 40 to 85 years, the average being
81.7 years (SD = 7.7 yrs), Twenty-six had Alzheimer disease,
11 had vascular dementia, and 16 had mixed forms and other
dementia diagnoses.

2.2. Measures

2.2.1. The Anticipatory Grief Scale

In this study anticipatory grief was evaluated by the
Anticipatory Grief Scale (AGS) (20). This is a 27-item self-
administered questionnaire assessing reactions to and coping
with expected death and can be completed in 10 to 15 minutes.
The responses range from “Strongly disagree”, “Disagree”,
“Somewhat agree, “Agree”, and “Strongly agree”. In the data
analyzes, the answers were dichotomized into two steps
“Agree” and “Disagree”. The AGS scale represents the major
domains cited in the literature on grief. It was intended for
relatives of persons diagnosed with dementia, but the wording
could be changed to other disease diagnosis, for example
cancer (20). The internal consistency of AGS using Cronbach
alpha, the alpha level for the scale has been shown to be good
at .84. The advantage of using the AGS is that clinicians,
social workers, and counselors can identify the problems an
individual may be experiencing before the death of the
relatives and that proper interventions can take place to avert
long-term negative outcomes after the death.

2.2.2. Assessments of Background Variables

Background variables were the age of the respondents and
their relatives with PD, the duration of the disease (< 9 years
and >10 years), the respondents’ perceived quality of care,
and the respondents’ own perceptions of the health condition
of the PD patient. The estimations made by the respondents
about the health condition of their relative with PD (ranging
from Very good, Good, Not so good, Rather bad, and Bad)
were divided into two groups in the data analyses (Good and
Bad). Likewise, the perceived quality of care that was
offered the PD patients was also divided into two groups
(Good and Bad).

2.2.3. Statistics

The background variables (the age of respondent and the
PD patient, the length of the disease, the perceived health
condition of the PD patient, and the quality of care offered
him/her) were tested against the AGS answers with Fisher
exact test. Statistical comparisons between characteristics of
the answers on the AGS of the two groups (the PD and the
demented subjects) were not done, as the sample sizes of the
groups of the relatives cannot be considered sufficiently
representative.

3. Results

3.1. Assessments Made by the Relatives of the Patients with
Parkinson’s Disease

Very negative and also less or moderately negative
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anticipatory grief reactions were found among the relatives
of the PD patients (Table 1). Preoccupation with and
tearfulness when thinking of the course of the illness,
missing past times and the relative’s former personality, as
well as the loss of togetherness and the final loss were
frequent negative reactions and thoughts. However, many

told that they had adjusted to the illness, had personal
resources to cope with the future, and were even planning for
coming times. Almost four of five relatives stated that they
were functioning about as well as before their relative was
diagnosed with PD.

Table 1. The results on the Anticipatory Grief Scale (AGS) of 44 close relatives of patients with Parkinson's Disease and 53 close relatives of persons with

dementia
Agree (%)
Relatives of persons with
Parkinson’s Dementia
1. I daydream about how life with my relative was before the diagnosis of illness was made. 71 79
2. 1 feel close to my relative who has Parkinson/Dementia. 59 87
3. Iseem to be more irritable since the diagnosis was made for my relative. 66 47
4. I am preoccupied with thoughts about my relative and his or her illness. 90 75
5. I have discovered new personal resources since my relative’s illness was diagnosed. 77 74
6. I very much miss my relative the way he or she used to be. 93 91
7. I have felt very much alone since the diagnosis was made for my relative. 44 62
8. I am able to move ahead with my life. 88 94
9. I blame myself for my relative’s illness. 13 4
10. I find it hard to concentrate on my work since the diagnosis was made for my relative. 45 51
11. I have the personal resources to help me cope with my relative and his or her illness. 78 87
12. I have periods of tearfulness as I think about the course of my relative’s illness. 85 81
13. I feel detached from my relative. 12 30
14. I feel a need to talk to others regarding my relative’s illness. 84 66
15. I feel it is unfair that my relative has Parkinson/Dementia. 93 81
16. I find it hard to sleep since the diagnosis was made for my relative. 56 47
17. No one will ever take the place of my relative in my life. 90 85
18. I avoid some people since my relative was diagnosed with Parkinson/Dementia. 27 11
19. I feel I have adjusted to my relative’s illness. 88 89
20. Since my relative was diagnosed with Parkinson/Dementia, I find it more difficult to get along with 23 1
certain people.
21. I wonder what my life would be like if my relative had not been diagnosed with Parkinson/Dementia. 67 55
22. I feel more competent since my relative was diagnosed with Parkinson/Dementia. 46 60
23. I get angry when I think about my relative having Parkinson/ Dementia. 47 46
24. Since the diagnosis was made for my relative, I don’t feel interested in keeping up with the day-to-day 17 12
activities (TV, newspapers, and friends).

25. 1 am unable to accept the fact that my relative has a diagnosis of Parkinson/Dementia. 61 63
26. I am now functioning about as well as before my relative was diagnosed. 78 77
27.1am planning for the future. 81 84

3.1.1. Correlations between the Background Variables of
the Relatives of Patients with Parkinson’s Disease
and the AGS Statements

There were no significant differences between the duration
of the disease and the AGS answers. A perceived lower quality
of care of the relative with Parkinson’s was positively related
to the statements “I seem to be more irritable since the
diagnosis was made for my relative” (p=0.0342), and “I am
preoccupied with thoughts about my relative and his or her
illness” (p=0.0189). A perceived bad condition of the person
with Parkinson’s at the time for questioning was positively
related to the statements “I have felt very much alone since the

diagnosis was made for my relative” (p=0.0435) and “I feel a

need to talk to others regarding my relative’s illness”

(p=0.0109), and negatively related to “I am now functioning

about as well as before my relative was diagnosed” (p=0.0121)

and “I am planning for the future” (p=0.0168).

3.2. The AGS Assessments of the Relatives of Persons with
PD and Persons with Dementia

Many similarities were seen on most of the statements of
the AGS, as the percentage of the relatives who agreed to the
statements in both groups did not differ much (Table 1). To a
similar extent in both groups, the respondents daydreamed of
their lives before the illness, felt angry that their relative had
become ill, felt like crying thinking of the course of the
illnesses, missed the person before the onset of the illness,
found it unfair that the relative had got the disease, thought
nobody could ever take his or her place, had difficulties
accepting the illness, had sleeping problems and difficulties
concentrating, were preoccupied by thoughts of their
relatives, and were not interested in keeping up with the day-
to-day activities. Also to a similar extent in the two groups,
they had discovered new personal resources since the
relative’s illness had been diagnosed, had adjusted to the
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situation, were functioning about as well as before the
relative had been diagnosed, could move ahead with their
lives, felt competent after the relative had been diagnosed
with dementia, and felt they had the personal resources to
helped them cope with their relative and his or her illness.

4. Discussion

The responses on the AGS seemed to be rather similar for
the PD and dementia groups. However, no statistical
comparisons were made, as there may be limitations how
representative the study groups are, and there are differences
in the procedure of collecting the answers.

Many relatives in the two illness groups revealed longing
for past days before the onset of illness, looked back in
thoughts and memories, had difficulties holding back their
tears, and seemed to seek contact with other people for relief
through talking about the situation. At the same time, many
seemed to gather their personal resources to cope with the
future they feared for and adjust to the situation - presently
and ahead. Contradictory but understandable statements
tended to exist for denial of the illness and good ability to
move ahead.

The reason for this may be similar age range of the
patients, that both conditions had a long-term pattern, and
were not immediately life threatening. The caregiver burden
has been reported to be more depending on the emotional
relationship with the ill than if he or she is a spouse or
offspring (21). Spouses caring for relatives with e.g.
dementia and PD tend to perceive a similar type and level of
psychosocial burden, independent of disease (10). In the
present study, closeness and preoccupation with thoughts
about the ill relative seemed common, as longing back to
former life together, and anger about life’s unfairness of hurt
by the disease. As also a majority of the responders also felt
that it would be impossible to replace the ill person with
anyone else, one may assume very tight family and
emotional bonds.

As the ill person’s cognition deteriorates in diseases like
dementia and PD, their life companions often miss the
communication, the companionship, and the support they
used to offer one another. Also, the present two groups
frequently stated that no one else could ever take the place of
the ill relative. However, more relatives to the demented
persons stated closeness to their relatives compared with the
relatives of PD persons, being somewhat contradictory to the
common frequent statements in both groups about missing
their relative, their tearfulness, feelings of unfairness, and
non-acceptance of getting the disease.

The cognitive functioning of the PD and dementia patients,
however not measured in the present study, is a particularly
important factor for the quality of the relationship according
to Thommessen (17). In several studies the quality of life of
the family caregiver is furthermore negatively affected by
sleeping and concentration problems, anger, lowered mood,
depression, and even economic loss (9, 10, 15, 22, 23). Also
found in the present study were conditions like irritability,

concentration difficulties, sleeping problems, and decreased
personal competence, as preoccupation with the illness and
irritability about low quality of care.

According to McRae and coworkers (9) loss of reciprocity
in the two illness groups often leads to loneliness,
modification of habits, longing for past experiences of
togetherness, and the former personality of the ill. This
seemed to be the case also in the present study, as many
daydreamed of life before the onset of the illness. As
demonstrated in other studies (7, 12), feeling lonely and need
to talk to others about the relative’s illness corresponded with
a need of support. Attending caregiver support groups may
lessen loneliness and increase the perception of support (15),
as the responders in the present study used to. Findings of
harmful factors to the caretaker should be reflected in
clinical guidelines and programs for the management of PD
(13, 24, 25).

Avoidance of others and detachment from the relative was
not frequent in any of the groups. Neither was self-blame for
the relative’s illness, which could be found in cancer studies
with statements like: “Why didn’t I get him to the doctor in
time?” (Authors’ unpublished experience among relatives of
cancer patients). The characteristics of both PD and dementia
may, however, be hard to detect for close relatives especially
in the early stages of the illness.

Carter and co-workers (14) found that younger spouses
(40-55 years of age) were at greater risk for negative
consequences of the care situation reporting more strain from
lack of personal resources, lower levels of mutuality and
rewards of meaning than older (greater than 70 years)
spouses. According to Schrag (6), however, there was no
difference in caregiver-burden between younger and older
caregivers, or between male and female caregivers. In the
present study, the age of the PD’s caregivers did not relate to
the AGS outcome.

In the present study based on two small populations, the
reactions and feelings among the respondents were not
statistically compared, but the results concerning anticipatory
grief seemed to be similar in many aspects. An increasing
number of assessments have been used to estimate the stress
among caregivers of both PD and dementia patients (3, 9, 17,
23). Similarities in caregivers’ emotional burden are shown
in many of these studies, as suggestions how to lessen the
feelings of deprivation, strain, and depression, to ease the
burden and increase the quality of life. The negative
concomitants of having a loved one getting PD or a dementia
diagnosis are named for example caregivers’ grief reactions,
pre-death grief, or preparatory grief (7).

In order to keep questions about background variables as
few as possible and easy to assess for the PD relatives,
variables as ADL abilities, cognitive functioning and
neuropsychiatric symptoms were omitted. This could have
strengthened the study. The various places of living (at home
regarding the PD patients and at institution regarding the
demented persons), i.e. rather different study group, might
also have influenced the outcome. Further studies on greater
populations regarding these aspects are recommended and
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would certainly increase the understanding of families’
anticipatory grief at these, however different, severe illnesses
of terminal character.

Surprisingly many respondents among the PD relatives
seemed to be adjusted and well-functioning in daily life,
have resources left, be able to move on with their lives, and
plan for the future. Also, lack of interest with daily news and
activities was sparsely reported, which may tell us that
sacrifice and other feelings of burden around the disease
concomitants either were withheld or did not come through
as in other studies (7, 12, 26). Possibly this says that many of
responders in our study had good insight, were
accommodated to the situation, found help in the support
groups, and after all had the energy and mental prerequisites
to follow their relatives’ further struggles.
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