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Abstract

Master thesis, Programme in Medicine

Title: Very late effects of cardiac arrest

Author: Anna-Eva Andersson 2014

Institute of Neuroscience and Physiology, Section for clinical neuroscience and rehabilitation,

The Sahlgrenska academy, Gothenburg, Sweden

Background: Cardiac arrest (CA) is a disease with high morbidity and mortality. Every year
10 000 people in Sweden suffers a cardiac arrest and out of these 10-28% survives. The
survivors have a wide range of disabilities but their function more than five years after CA is

mostly unknown

Aim: To evaluate the life situation, quality of life (QoL) and cognitive abilities in patients
suffering a CA and afterwards being treated at Sahlgrenska university hospital, Gothenburg

during 1995-1999.

Methods: Individuals who had a CA during 1995-1999, were treated at the Sahlgrenska
university hospital and who participated in earlier studies of the effects of CA were used to
find very long term survivors. The very long term survivors were offered a follow up visit at
their home. MMSE and MoCA was used to determine the cognitive abilities and EQ-5D, IPA-

E, Barthel, HADS and PCL-C was used to assess the QoL of the participants.

Results: 14 out of 104 possible participators had survived to follow up. The median time to
follow up in the 8 who accepted participation was 17 years. Out of the 8 participants, 4 failed
to reach the cut off score of normal cognitive abilities in the MMSE and 7/8 participants did

not reach the cut off score for normal cognitive function in the MoCA.
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Over all the participants were content with their life situation and QoL. However, a tendency
of lower scores on the cognitive testing and a lower self reported QoL was seen. No

depression, post traumatic stress disorder or anxiety disorder were found.

Conclusions: A CA may lead to lasting cognitive impairments and the risk of dementia may
be higher because of the injuries sustained during the CA. However further studies with more
participants are needed to fully determine the risk of cognitive impairment due to CA.
Regarding QoL, the tendency of lower QoL with lower scores on the cognitive testing may
indicate a need for further studies on how to minimize brain damage during a CA and

increasing QoL of CA survivors.
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Introduction
Cardiac arrest (CA) is a life threatening condition where the mechanical activity of the heart is

suddenly terminated and, as a result, the blood flow to the rest of the body ceases. This leads
to hypoxia, coma and an undetectable pulse. Every year 275 000 people in Europe [1] and
approximately 10 000 in Sweden suffer a CA of which about 20% takes place inside a
hospital [2]. CA can be caused by a number of different reasons. The most common cause for
CA in Sweden is myocardial infarction. Other common causes are arrhythmia, lung disease

and hypotension [2].

CA mortality is high and described in 2007, at one year after discharge, to be 17% and 10
years after discharge to be 54-82% [3] [4]. The current treatment of CA, the chain of survival
[5] (early access and detection, early CPR, early defibrillation and early advanced care), is
well spread and has a success rate of 10-28% in Sweden. The definition of success, in the
studies on survival after CA in Sweden, was to be able to discharge a living patient. The
prognosis of these patients mainly depends on where the CA occurs and it is more favorable if

the CA takes place inside a hospital rather than out-of-hospital [2].

CA is not only potentially lethal it also leads to a substantial amount of morbidity. Due to the
hypoxia during a CA many patients suffer from cerebral deficits in various forms and degrees.
It has been shown that many patients still suffer from cognitive problems two years [6] and 8
years after CA[7]. It has also been shown that one year post CA patients still have reduced
independency in Activities in Daily Living (ADL) [8] and only a few return to work. On the
other hand it has also been shown that cognitive function and quality of life (QoL) can

improve with time [8, 9].

The theory behind brain damage after CA is that the sudden termination of blood flow at a CA

and the loss of pulse leads to a global cerebral ischemia [10]. The brain is very dependent on a
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continuous supply of oxygen and glucose from the blood. The blood flow to the brain is
strictly controlled by physiological mechanisms and, because of this, the brain has a
continuous blood supply of 20% of the total cardiac output (CO), regardless of external
conditions [11]. Damage to neurons in the brain will occur as soon as 3 min after loss of blood

flow and after 5-8 min irreversible injuries will form [12].

Among other things, higher public access to automatic defibrillators and an increasing public
knowledge in basic Cardio Pulmonary Resuscitation (CPR) have led to more people surviving
their CA. [13, 14] This increase in survival has led to a growing interest in the long-term
effects of CA, coping with life after it and in the disabilities and rehabilitation of the

Survivors.

The overall aim of this study was to evaluate the life situation and cognitive abilities in

patients surviving very long after a CA.

The secondary objectives were to compare the cognitive abilities very long after CA with the
cognitive abilities at 14 or 45 days and one year after CA and to explore the possible impact

of the cognition on the quality of life.
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Materials and methods

i Included in the
Study population Original studies
The study population was selected due to n=105
No social security
. . . I'—’_ by
having a cardiac arrest during 1995-1999, n=l | PUmRer
being treated at Sahlgrenska university n=104
Died since the
hospital and previous participation in £ 90 original study
Very long-
studies regarding the effects of a CA [3, 8, term B
survivors
15]. These studies included individuals l—"a”ed to contact n=2
] : N=6 Declined participation
lt:'dudEd " -8 Due to lack of time n=2
between the ages of 18-75 who survived a mﬁow_up = Due to lack of energy n=2

visits

CA that took place out of hospital during Fig. 1 The inclusion process. Failure to reoch the participant =

No phone number available ond the perticipant did not
1995-1999 and who were alive at lf::;t;;cttbestudy!eudera,&eneceivingtheinfannqtionaul
identification and known to have been able

to speak Swedish before CA. There were a total of 105 individuals found through the original
studies and journal system. Out of these 75 were men, 29 were women and one did not have a

social security number registered. The median age was 61 at the time of CA. The inclusion

process of the participants is shown in fig. 1.

An informational letter and consent form was sent to the 14 (13.5%) very long-term survivors
and 8/14 (57%) individuals accepted inclusion.

The evaluation tools
The different evaluation tools can be found in appendix 2.

Cognitive abilities
To determine the cognitive abilities of people very late after CA the Mini Mental State Exam

(MMSE) and Montreal Cognitive Assessment (MoCA) tests were used. The MMSE was used

during the earlier studies with follow ups. This enabled a comparison of MMSE results from
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the present study with the results at the first assessment after CA and at one year after CA.
The first assessment after CA were at the first follow up after CA [8] which occurred at 14

days after CA. If the person was not testable, a second attempt was made at 45 days after CA.

To give a higher sensitivity to mild cognitive impairments the MMSE was complemented

with the MoCA test in this study [16].

The MMSE is a widely spread screening instrument. It was originally used as a tool to
differentiate between depression and dementia. It is now used more as a screening for mild
cognitive impairment (MCI) but is more sensitive for Alzheimer’s disease (AD). The test
consists of twenty questions divided into 11 areas. These questions address different types of
cognitive abilities such as memory, language skills, visuospatial abilities and orientation to
location, time and person. The maximum amount of points that can be awarded is 30 points
(p)- A result of <26 p indicates cognitive impairment and a result < 24 p indicates dementia

[17, 18].

The Montreal Cognitive Assessment test (MoCA-test) is a newer test designed, specifically,
to find MCI [19] and is available in more than 20 languages. It includes tests for short-term
memory, learning trials, delayed recall and visuospatial tests. It also gives the possibility to

assess executive functions, attention, concentration and working memory [19]. A result of

<26 p (max 30 p) indicates MCI.

Co morbidities

To be able to compare QoL with the amount and severity of other diseases in the study
population the Self-reported Co morbidity Questionnaire (SCQ) was used. In this
questionnaire the participants were able to list their diseases and to asses if the present

diseases were limiting in their daily living [20].

Health related Quality of Life
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EuroQol-5dimentions (EQ-5D) was used to assess health related quality of life. The EQ-5D
questionnaire contains six descriptive questions regarding mobility, hygiene, occupational
possibilities, pain/discomforts and depression/anxiety. Every question has three possible
answers related to the severity of dysfunction. Depending on the answers, different index
scores are given. This index score varies from 1 (Full health related quality of life) to -0,074
(Perceived health related quality of life is worse than dead [21]). The average EQ-5D index in
Sweden is 0.84 [22]. There is also a visual-analogue scale (VAS) at the end of the test where
the participant can rate their present state of health. This VAS ranges from 0 (Worst
imaginable health state) to 100 (Best imaginable health state) [22, 23]. The value set of the

VAS part of the EQ-5D is 80 in Sweden [22].

Activities in Daily Life (ADL)

ADL is a term used in healthcare to refer to daily self care activities within an individual's
place of residence, in outdoor environments, or both. The Barthel test is designed to evaluate
the level of ADL. The test is made up of 10 questions regarding the range of autonomy in
daily chores e.g. getting dressed, toilet use and grooming. A fully functional and independent
person will score the maximum of 100 p [24, 25]. A score of <95 p indicates a slight

dependence in ADL and a score of < 75 p indicates a major dependence in ADL [26].

Participation

The Impact on Participation and Autonomy — English version (IPA-E) test covers perception
of autonomy outdoors as well as indoors, autonomy and level of satisfaction with social life
and relationships, the family role and work/education. Each item is scored very good, good,
fair, poor or very poor. The test is divided into five subscales and the result of each subscale is
the median value of the responses to the current questions. A fully functional, independent

and satisfied person will score very good in all subscales in this test and a median score of
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fair, poor or very poor in each of the five subscales indicate poor autonomy and participation

[27].

Mental health

The Hospital Anxiety and Depression Scale (HADS-test) was used to assess anxiety and
depression. The HADS-test consists of 14 questions that are divided into two groups, 7
questions that relate to depression and 7 questions that relate to anxiety. The maximum score
on each question is three points and the maximum total score of either depression or anxiety is
21 p. A score of 7-10 p indicates mild anxiety/mild depression whereas a score of > 10 p

indicates a clinical problem with anxiety or depression that might need professional help [28].

To search for any Post-Traumatic Stress Disorder (PTSD) post CA the PTSD CheckList-
Civilian version (PCL-C) was used. The test include 17 claims regarding known PTSD
phenomenon such as flash-backs, physical symptoms to reminders of the stressful experience,
trouble staying or falling asleep, nightmares, feeling irritable, distant from other people or
emotionally numb. Depending on how often a person experiences these phenomenon they get
a score of 1-5 p on each claim. This translates to a maximum score of 85 p and a minimum
score of 17 p. This total score reflects the general severity of the PTSD a person has and a
score of > 50 p indicates a possible clinically significant PTSD.[29] However, the diagnosis
PTSD was not used on the study participants as the Diagnostic and Statistical Manual of
Mental Disorders, Fifth Edition (DSM V) criteria, of certain present symptoms, were not

thoroughly investigated.

Procedure

The follow-up visits were all conducted by the author and, to increase the chances of the very

long term survivors accepting participation, they were all offered the opportunity to have the
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follow-up visit in their own homes. The ones that did not want the visit to take place in their

own homes had their follow-up visits at the Institute of rehabilitation medicine

The visits in the homes of the participants were set in a comfortable and quiet room in the
residents to ensure the best possible environment to complete the cognitive testing and the
questionnaires/interview. The visits that took place at the institute of rehabilitation medicine
were set in a conference room/library. If a spouse were present they were placed so that they

would not be able to interfere or help the participant during the testing.

Before starting the questionnaires and cognitive assessments a short and informal interview
with general questions (details in appendix 1) was conducted to get to know the participant

and also to give them the opportunity to talk about their experiences from their CA.

All the follow-up visits were organized in the same way to ensure uniformity throughout the

study. The plan for the visits was as follows (The plan, in detail, is available in appendix 1):

1, general information; 2, retrieve the signed consent form; 3, general questions;

4, MMSE; 5, SCQ; 6, Barthel; 7, MoCA; 8, EQ-5D; 9, IPA-E; 10, HADS; 11, PCL-C
Statistical methods

Due to the limited study population only descriptive statistics with median, range and mean
value were used. Data was calculated though Statistical Package for the Social Sciences
(SPSS) version 21.

Ethics statement

The study was performed at the Institute of rehabilitation medicine at the Sahlgrenska
university hospital in Gothenburg and was approved by the regional ethics committee for
human research in Gothenburg. As a part of the master project, the application form and the

administrative procedures, was carried out by the author.

Written and informed consent was obtained from all the study participants or their fiduciary.
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Any problems or concerns encountered throughout the study were dealt with by referring the

participant to the correct medical instance.

Results

Study population
Out of the 104 CA survivors from the original studies, it was possible to find 14 (13.5%) very

long-term survivors. The median time to follow up of these 14 very long-term survivors was
18 years and varied from 15 to 19 years. All of the very long-term survivors were men and the
median age was 71. Out of the 14 very long-term survivors 8 accepted participation in the
study and there were only 2 very long-term survivors that could not be reached after sending
letters, searching for their phone numbers online and requesting their contact information

through the Swedish and Norwegian population registration.

As seen in table 1, the very long term survivors were slightly younger at CA (53 years old
compared to 61 years old.) and had a better median MMSE score at first assessment post CA
compared to those who did not survive to the very late follow up (27 p compared to 23 p).
They also had a better rating at the National Institute of Health Stroke Scale (NIHSS) which
was used to evaluate the degree of acute injury in the first follow up study [8]. However, there
were no difference in backround data when comparing the participants with the ones that

could not be found or declined participation, as seen in table 2.

Background results divided into very long term survivors and deceased

Survival status

Median age at CA

Median NIHSS
score (in whole
points) 14 days

Median MMSE
score (in whole
points) at first

Median MMSE
score (in whole
points) at the 1

after CA assessment after | year assessment
CA after CA
Very long term 53 (n=13) 0(n=13) 27 (n=11) 28 (n=13)
survivors
Deceased 61 (n=91) 7 (n=57) 23 (n=57) 28 (n=57)

Table 1. Thare vwas atotal of 14 vary long t2rm survivers. One of thes= could not be foundin th=
database. Twio vary longt2rm survivors did not have a ragist2rad NIBSS score. Tha "daceasad”
includs= the 2arlizr participants that could be identifizd through their social s2curity numbear. The
NIHS% and PARISE scoring in the “deceasad’ group is basad onthe results of thos2 who survivad

untill their on= v2arfollowd up but not untill tha prasant study.
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Background results divided into participants and non-participants

Participation ID number | Ageat Ageat Yoars to MIHSS first MIBASE First fMMSEL
status CA follow up followup | assessment | assessment | year
after CA after CA assessment
(Points} {Points} after CA
{Points}
Participant 1 57 74 17 Q 29 30
Participant 2 52 638 16 1 27 27
Participant 3 29 44 15 g 16 25
Participant 4 (13 24 18 4] 29 30
Participant 5 23 39 16 5 25 30
Participant 6 53 71 12 g 13 12
Participant 7 a6l 76 15 -1 12 24
Participant 8 52 693 17 Q 23 30
Median value 53 70 17 H] 24 29
Participants
Mon-participant | 11 62 20 18 ] 14 28
Non-participant | 12 36 54 12 [ 30 23
Mon-participant | 13 53 71 13 1 L 28
Mon-participant | 14 49 (] 19 [H] 29 30
Non-participant | 15 -1 52 -1 -1 1 -1
MNon-participant 61 79 128 1 -l -
Median value 53 70 18 -2 2 28
Mon-participanis

Table 2. Age and background resulls ol Lth very long Lerm survivors divided inlo parlicipanls and

Non-parlicipanlLs

Missing value

To many missing values Lo calculale a median value
The median age of the participants at follow up was 70 years and varied from 39 to 84 years
of age. The median time to follow up was 17 years. Out of all the participants 2 (n=8) were
still in working age (18-65 years of age) and both of these were working full time. Regarding

housing, 7/8 of the participants lived at home with another person and 1 of the participants

lived as single in a sheltered accommodation.

7/8 participants chose to have their follow-up meeting at home and 1 had his visit at the
institute of rehabilitation medicine.

Cognitive abilities

All of the 8 participants were able to complete the cognitive testing. In the screening with
MMSE, scores varied from 4-29 p and the median score was 27. Using the cut-off normal

> 26 p, 4/8 individuals were classified as having normal cognitive abilities.
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When comparing the MMSE results of this study with the original results at first assessment

after CA (14 or 45 days after CA) [8]

4/8 participants either received a Development in individual MIMSE score
lower score or an equal score at 17 ID- First One year Latest
number assesment | post CA assesment
years after CA. In the group that got 1 29 30 78
2 27 27 27
a lower score 17 years after CA than
3 16 25 29
14 days after CA the median change 4 29 30 26
5 25 30 28
in MMSE score was -2 p 6 13 12 4
7 12 24 17
(-9-0 p). The remaining 4 participants 8 23 30 26
Median 24(12-29) 29(12-30) 27 (4-29)
improved their MMSE score (range)
compared to the result at two weeks Table 3. MMSE score at first assesment, one year post

CA and latest assesment at 17 years post CA shownin

after CA and the median change in pownts of the max 30p for theindividual parhicipants.

MMSE score was 4 p (3-13 p). Table 3 show that all but one participant improved their score
between the first assessment and the assessment at one year after CA. However all but one
participant had a decline or no change in cognitive abilities when comparing the one year

assessment with the one at 17 years after CA.

In the MoCA testing the median score was 21 p and individual results varied from 3 p to 27 p.
Using the cut-off normal > 26 p, 1 individual out of 8 was classified as having normal

cognitive abilities.

The single most failed domains of the MoCA 17 years after CA were “delayed recall” and
“abstraction”. In the domain “delayed recall” none of the participants got the maximum of 5 p
and 5 participants got no points at all. In the domain “abstraction” one participant got the

maximum of 2 p and five participants got no points at all.
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The two participants that were still in working age had a slightly better median score in both
tests than the retired participants. However, the best individual score was in the group of the

retired participants and this individual was 74 years old.

Since so few of the participants showed a normal cognitive function on the MoCA-test, the
MMSE was used as an instrument to divide the participants into two groups: the ones with
normal cognitive abilities (>26p on MMSE 17years post CA, n=4) and the ones with
abnormal cognitive abilities (<26p on MMSE 17 years post CA, n=4). These groups were
used in the evaluation of the different questionnaires to see if there was any difference in QoL
due to cognitive abilities.

ADL and Quality of life

Because of difficulty understanding and answering the more abstract questions from
questionnaires regarding QoL and psychological health, complete data is avalible in 7 out of 8

participants. Information was complete regarding the SCQ and the Barthel.

SCQ
2/8 participants reported that they had no co-morbidities at all. No liver, kidney or blood
disease, depression, cancer or rheumatoid arthritis was reported. All results are shown in table

4 below.
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Disease No Yes, but it does not | Yes and it limits
L out of 8 limit my activities. | my activities.
n out of 8 nout of 8
Heart disease 3 2 3
High blood pressure 5 1 2
Lung disease 6 2 0
Diabetes 7 1 0
Stomach disease 7 1 0
Kidney disease 8 0 0
Liver disease 8 0 0
Blood disease/anemia | 8 0 0
Cancer 8 0 0
Depression 8 0 0
Osteoarthritis 7 1 0
Back pain 3 2 3
Rheumatoid arthritis 8 0 0
Other disease 8 0 0

Table 4: The results of the SCQ.

EQ-5D

The answers of the VAS in this questionnaire ranged from 40-100. The median score of the
participants with normal cognitive function was 96 (70-100) and the median of the
participants with impaired cognitive function was 47 (40-100). Using the Swedish VAS value
set of 80 [23] 3 participants scored low health related quality of life and out of these 2 had an
abnormal cognitive function. The remaining 4 participants scored normal or higher health

related quality of life, and out of these, one participant had an abnormal cognitive function.
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There was no clear difference in the index score result from the descriptive questions when
comparing to either cognitive abilities or the amount of limiting disease in the SCQ. The
median index score was 0.78 and varied between 0.48-1 in both groups. This mean EQ-5D
index value of the participants was lower than the average index value in Sweden of 0.84. 5/8

participants scored below this value.

Barthel

All of the participants with normal cognitive abilities scored the maximum of 100p. The
participants with impaired cognitive abilities scored a median of 88p with a variation of 55-

100p

IPA-E

The answers in the subscale “work and education” was not usable due to the amount of
participants that were retired. In the remaining four subscales there were only slight and
inconclusive difference in answers when splitting the study population into those with normal

cognitive abilities and those with impaired cognitive abilities.

In the group of participants with normal cognitive abilities all subscales were rated either as
good or very good. The group of participants with impaired cognitive abilities was more
likely to rate their participation and autonomy as either good or fair than the group with
normal cognitive abilities but a substantial part of the cognitive impaired group also rated
their participation and autonomy as very good. These results are presented in figure 2-5

below.
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M 2bnormal
Clnormal

Very good

|
Good

Unable to answer
IPA-E subscale result autonomy indoors
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IPA-E subscale result social life and
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4 MMSE
result
M :onormal
CMormal
-
Very good Good Fair Unable to
answer
IPA-E subscale result autonomy outdoors
MMSE
result
M :onormal
OMNermal

3

Yery good

Good

I I
Fair Unable to
answer

IPA-E subscale result family roll

Figure 2-5: The results of the individual IPA-E subscales divided into normal and abnormal
MMSE result.
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Mental health
HADS

The median score of the anxiety part of HADS was 1 p and the variation was 0-10 p. The
median of the depression part of HADS was 2 p with a variation of 0-9 p. One of the 8
participants had a score of > 6 p and he had over 6 p on both the depression and the anxiety

part of the questionnaire. He also had abnormal results on both of the cognitive tests.

PCL-C
The median total score of the PCL-C was 20 p with a variation of 17-35 p. None of the

participants got the cut-off score of possible PTSD of 50 p [29].
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Discussion
The primary finding of this thesis was that the cardiac arrest had an effect on the cognitive

abilities, in the study group, still 17 years post CA. The thesis also shows that even though the
study population had an improved cognitive function compared to the first assessment, 14 or
45 days after CA, they were not up to the standards of normal cognitive function. It also

showed that cognitive abilities had declined compared to the one year follow up.

Another finding was that the majority of the study population was content with their situation
and quality of life even though there were clear cognitive disabilities. These findings correlate
with the earlier studies in cognitive abilities and quality of life after CA [3, 8]. There was,
however, an indication of a difference in QoL when comparing with cognitive abilities. The
participants with an MMSE score > 26 p tended to score their participation, autonomy,

physical and psychological health slightly higher than the ones with <26 p on the MMSE test

It could be argued that aspects of the QoL in these participants may be overlooked due to only
using non-disease-specific questionnaires but the findings in quality of life also correlate with
the information gathered through the open questions in the “general questions” part of the
follow up visits. There were only slight and isolated incoherencies in the results of the
questionnaire compared to what the participants were talking about and signaling throughout
the follow up visits. Most of the participant’s answers to how they were doing at the moment
and if they were bothered by any symptoms or disabilities of their CA were that they felt just

fine and had no symptoms from their CA or any other diseases.

The size of the study population is very limited and not all the participants were able to
complete the various questionnaires due to cognitive disabilities. However, this is a very long
follow-up of 17 years and the amount of participants available for this sort of follow up is

extremely limited due to the high mortality [4]. The length of the time to follow up also
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displays the extent of disabilities still present in the people that were relatively spared during

their CA and therefore survived this long.

All of the long-term survivors were men. This may depend on the higher incidence of cardiac
events in the male population and especially the tendency for men to have their first cardiac
event at a younger age than females [30]. This would also explain the higher incidence of men
in the original studies [3, 8, 15]. Otherwise the study group was a heterogeneous group with a

wide range in age, education and profession.

The low scores on the cognitive testing may be associated with the aging of the participants. It
is, however, unlikely that normal aging, alone, explains the results. There is some support that
a CA might lead to dementia. Studies have shown that a cardiac arrest results in an increase of
serum amyloid-f peptides (AP) [31]. These peptides are associated with the development of
dementia in general and Alzheimer’s disease in particular and these findings may indicate an
increased risk of dementia later in life due to the CA. Also, the group of young participants
did produce a better result on both of the cognitive tests than the older participants but did not
score enough to be classified as having a normal cognitive function. The only participant to
produce a score that correlated to normal cognitive abilities in both of the cognitive tests was
74 years old. However, due to the limited number of participants, this tendency could be a
result of chance and is not statistically significant.

Limitations

The medical system has changed during these 17 years and the results of the ones having a
CA now may not be the same in 17 years. One example of this is that the Swedish national
board of health and welfare came out with guidelines 201 10of hypothermia as a possible
treatment to save cognitive function in an otherwise biological vital patient at a CA [32]. This
development of treatments and guidelines might implicate that the very long term effects of a

CA suffered now might not be as distinct as in the very long term survivors of this study.
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Conclusion and implications
The conclusion is that the CA probably had an effect on the cognitive abilities of this study

group even as long as 17 years after the incidence and this implicates that the risk of cognitive
failure may be higher in this group of people compared to the population in general. However,

further studies and an increased number of participators are needed to confirm this thesis.

The results also show the need for further studies regarding how to save brain function during
a CA and how to minimize the very long term effects of CA.

Thoughts on future research prospects

Some of the spouses or significant others were present during the follow up visits. Many of
these bystanders expressed a feeling of being overlooked and left alone in the care of their
spouse. It would be interesting to conduct further studies on how a close relationship is altered
due to an acute illness like a CA and also how the spouses of CA survivors perceive the
situation and if they are having any kind of PTSD or anxiety disorders due to the CA of their

significant other.
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Popularvetenskaplig sammanfattning pa svenska
Varje ar drabbas ca 10 000 svenskar av hjértstopp. Ett hjartstopp har som konsekvens att

blodflodet ut till kroppens alla organ upphdr. Detta &r ett akut och livshotande tillstand och av
alla som drabbas av ett hjartstopp ar det ca 10-23% som fortfarande lever en méanad efter
utskrivning fran sjukhus. De som &verlever hjartstoppet kan drabbas av betydande handikapp.
Dessa handikapp ar oftast kopplade till de skador som uppkommer pga syrebristen i hjédrnan
da hjértat star stilla. Denna studie visar att ett hjértstopp fortfarande kan péverka den
kognitiva formagan (d.v.s. formégan att forstd, lagra och anvinda information t.ex. minnas,
dra slutsatser, se likheter och skillnader, anvdnda sprak och gora matematiska berdkningar.)

17 ar efter hindelsen.

Deltagarna i1 denna studie valdes ut pd grund av att de tidigare deltagit i uppfoljningsstudier
angédende livskvalité och kognitiv forméga efter hjértstopp. Av de 104 som var med i dessa
orginalstudier hade 14 6verlevt 17 ar efter hjartstoppet och av dessa langtidsoverlevare
accepterade 8 personer att delta i studien. Deltagarna blev erbjudna hembesok dér de bland
annat genomforde tva kognitiva tester. Det forsta kognitiva testet var ett test som, fran borjan,
anvénts till att skilja demens frdn depression. Numera anvénds det som ett forsta
screeninginstrument for kognitiv paverkan. Det andra kognitiva testet var mer inriktat pa att
hitta mindre tydliga kognitiva svarigheter. Deltagarna fick dven fylla i ett antal frageformular
som berorde livskvalité 1 form av sjdlvbestimmande, forméga att klara sig sjalvstandigt 1 det

dagliga livet, hidlsorelaterad livskvalité samt psykisk hélsa.

Mediandldern pa de som deltog i studien var 70 ar (varierade mellan 39-84 r) och
mediantiden till uppfoljning var 17 ar (varierade mellan 15-19 ér). Resultatet av de kognitiva
testen var att deltagarna generellt sett hade en sdmre kognitiv formaga dn normalbefolkningen

Av de 8 deltagarna var det endast en person som visade sig ha en helt normal kognitiv
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formaga 1 de bada kognitiva testerna. Det fanns inget tydligt samband mellan en l4gre alder

och hogre kognitiv forméga.

Livskvalitén uppfattades generellt som god av deltagarna. Om man diremot delade upp
deltagarna i de som fick resultat i de kognitiva testen som visade pa en onormalt 1ag kognitiv
forméga och de som fick normala resultat sa fanns ett visst samband mellan att inte klara

ndgot utav testerna och en ndgot samre upplevd livskvalité.

Slutsatsen som kan dras av denna studie &r att ett hjdrtstopp kan leda till bestdende kognitiva
nedséttningar och att risken for demens i denna grupp kan tidnkas vara hogre 4n 1
normalbefolkningen. Dock krivs vidare studier med storre patientmaterial for att sékerstilla
detta samband. Studien visar ocksa pa behovet av vidare forskning for att kartligga hur man
ska behandla personer som fatt hjirtstopp for att minska skadorna pa hjarnfunktionen och

ddrmed minska de mer allvarliga kognitiva skadorna som kan uppsta vid ett hjartstopp.
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Appendices

The schedule for the follow-up visits
[0 Samlain samtyckesblanketten!
'] Motesinfo
0 Vem ar jag? (Jag har inte last journalerna)
O Tar ca 2h. Sjalva enkaterna tar 1-1,5h
0 Sag till om du behéver paus
O Fragor?
] Inledande fragor
O Hur tycker du sjalv att du mar nu?
O Hur tycker du att ditt liv fungerar?
0 Marker du av ditt hjartstopp?
0 Fick du nagon rehabilitering efter sjukhusvistelsen? Vad tyckte du om den? Har
den hjalpt?
0 Ar det ndgot du saknat? Ffa i eftervirden av hjirtstoppet. Stéd fran
sjukvarden? Annat?
] MMSE (ca 10min)
0 Minnestest
0 Kanner du igen det?
0 Jag staller fragor, du svarar
0 SCQ (ca 7min)
O Lista pa vanliga problem man kan ha
0 Har du problemet? Behandling? Begransar det dig?
0 Jag laser upp och du bekraftar
O Fraga om du ar osdker
'] Barthels ADL-index (ca 3min)
O ADL- aktiviteter i det dagliga livet
0 Vad ar det du klarar av att utfora sjalv? OBS vad gor du inte vad tror du att du
skulle kunna gora!
0 Jag raknar ihop sedan
(] Paus?
[0 MoCA (ca 10min)
O Ytterligare ett minnestest
0 Jag laser du svarar
0 EQ-5D (ca3min)
0 Handlar om halsorelaterat valbefinnande
O Nu boérjar du sakert kanna igen fragorna lite men det ar olika standardiserade
instrument som visar pa lite olika saker.
(] Paus?
"] IPA-E (ca 20min)
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0 Enkat som handlar om din delaktighet och sjalvstandighet.
0 Det finns inget ratt eller fel. Bara dina asikter.
0 Ganska lang enkat tar ca 20min att fylla i.
] HADS (ca 8min)
0 Fragor som forsoker plocka upp grundlaggande stamningsniva. (Humor)
0 Jag laser fragorna du svarar
'] PCL-C (ca 4min)
0 Nu &r vi pa den sista enkaten!
0 Denna handlar om stress, oro och obehag ffa pga tankar eller minnen runt
hjartstoppet.
0 Du fyller i den sjalv
0 OBS! 2 sidor!
0O Paus?
"] Neurologisk undersdkning (ca 4min)
0 Kéansel i ben, armar och ansikte
O Styrka i ben och armar



Very late effects of cardiac arrest Page 32 of 56
Anna-Eva Andersson VT 2014

The assessment
tools

2006 -0+ U7
010-14
Mini Mental State Examination
Svensk Revidering (MMSE-SR)

Utarbetad av: SPalmqvist B Terzis
C Strobel AWallin

i samarbete med Svensk Férening fér Kognitiva sjukdomar (SFK), 2012

“"5) Svensk Forer ?__@
<7 Kognitiva s}'uz omar

TOTAL POANGSUMMA QRIENTERING OMEDELBAR ATERGIVNING UPPMARKSAMHET
/10 /3 /5

— :{ 3@ FORDROJID ATERGIVNING SPRAKUPPGIFTER FIGURKOPIERING
/3 /8 A

MMSE-SR dr inte ett diagnostiskt test, utan endast ett grovt kognitivt undersékningsmdtt och ett komplement vid utredning.

Patientens namn;

Fédelsedatum: Nationalitet/modersmal:

Utbildning (ange antal ar): (Tidigare) Yrke:___

Testledare (TL):_ Datum: Tidpunkt:

Testplats: Har MMSE gjorts pa samma plats tidigare? Ja[] Nej [
Om ja, nér? Om nej, var och nér gjordes MMSE senast?

Uppgift 11 och 12: Ange det alternativ som anvantsidag: 100 200 30] 4[] 50

Instruktion

Undersokningen ska dga rum i ett enskilt rum, och helst genomféras pa patientens modersmal. Undvik att patient-
en ser protokollet/podngsattning. Fetstil lises hogt, tydligt och langsamt. Paus ([paus]) ska vara i 1 sek. Alla fragor
stdlls dven om patienten besvarar flera fragor under en tidigare stilld fraga. Instruktioner kan upprepas, forutom
pa uppgift 12, 16 och 17. Notera ordagrant i testprotokollet patientens svar pé varje friga. Patienten kan korrigera
sina svar. F6lj ordagrant de standardiserade instruktionerna, (se riktlinjer for administration, féljdfragor och podng-
sattning i manualen). Fér att reducera inlérningseffekten, byts minnesorden (uppgift 11) och starttalet (uppgift 12)
ut vid omtestning. Det ges enbart hela poing eller 0, aldrig halva poéng. Kryssa i rutan fér 0 p om svaret ar fel ach
irutan for 1 p vid rétt svar, Om patienten inte ir testbar pa en uppgift (pga ett icke-kognitivt handikapp som t ex

kraftigt nedsatt syn), ange varfér, sitt en ring runt 0 och minska totalpoéngen samt delpodngen. Ls tillhérande
manual innan testningen pabérjas.

Kommentarer

(Ldgg speciellt mérke till samarbetsférmdga, uppmiirk het/med denivd, tidsdtgdng, glémda glasdgon, hérapparat, ofsrmdaga att réikna,
beteende, stdmningsldge, afasi, sméirta, ldkemedel som kan pdverka kognition etc)

Version 1 1
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TL bérjar med att sdga féljande: Jag kommer nu att stélla nagra fragor, som vi brukar anvinda for att underséka bland
annat minnet. Vissa dr ldtta och andra &r svarare. Svara si bra du kan.

- Poang. &

1. Vilket artal har vi nu? fenbart exakt och komplett drtal med 4 siffror ger 1 podng) o010
2. Vilken arstid har vi nu? (ta hénsyn till viider och geografiska forhallanden) od1d
3. Vilken manad har vi nu? fenbart riitt namn pa ménad ger poéing) o110
4. Vilken veckodag har vi idag? (enbart rétt namn p dag ger poéing) o110
5. Vilket datum har vi idag? (det ricker med korrekt nummer pd dagen fér att f& poding) o010

Vilket land &r vi i nu? o110

6.

7. Vilket lan/landskap &r vi i nu? o110
8. Vilken stad/kommun dr vi i nu? o010
9. Vad heter den hir byggnaden/sjukhuset/vardcentralen/platsen? o110
10. Pa vilket vaningsplan &r vi nu? (Fragan stdlls ocksd om man ér pé bottenvaningen) ogd1gd

*Vid testning hemma fragas istéllet: Vilken adress befinner vi oss pa?

RATERGIVNING T _ _
Anvénd orden under 1 vid férsta testningen. Vid en eventuell omtestning anvéinds orden under 2, sen de under 3 osv for att minska
inldrningseffekten. Séitt en ring runt aktuellt alternativ.

11. Lyssna noga. Jag kommer att séiga 3 ord som du ska upprepa efter att jag har sagt dem. Jag
kommer ocksa att friga dig om orden senare. Ar du beredd? ... jpaus], ...[paus], ... [paus], Nu kan du
upprepa orden.

1 2 3 4 5 Skriv nedan vilka ord patienten séger:
HOTELL HUS SAFT HAST KATT o010
BANAN KANIN TAVLA TIDNING APPLE o110
MYNT TAG BAT LOK SKO o010

Om patienten inte upprepar alla 3 orden repeteras alla orden till samtliga dterges i ett och samma férsok. Max 3 presentationer dr
tilléitet. OBS! Det ges enbart podng efter forsta presentationen. Ordningsféljden patienten sdiger orden | saknar betydelse.

Légg de hér orden pa minnet, fir att jag kommer att be dig upprepa dem senare.  pntal presentationer: ___ st

: ET OCH HUVUDRAKNING (Var uppmarksam pa eventuelldistraktionsuppgift**)

Som vid uppgift 11 dndras frégan vid omtestningen. Sétt en ring runt aktuellt alternativ. Poding ges néir svaret dr precis 7 frdn det forra talet,
oberoende av om fdrra talet var réitt eller fel, Skriv vad patienten séiger pd linjen bredvid respektive tal. Instruktionen ges bara en gding.

12. Nu vill jag att du drar ifrén 7 fran 80. [Direkt efter siffersvar ges vidare instruktion]: Och sa fortsitter du att dra 7 fran
talet du kom till, inda tills jag s&ger stopp. (Om patienten inte ger ett siffersvar, séigl: Vad &r 80 minus 7...fall patienten

inte heller dé ger ett siffersvar efter den komp de instrukti gdr TL vidare till distraktionsuppgiften.**

Alternativ: 1 2 3 4 5

Starttal: 80 50 90 40 60

Om det behévs, séig: (73] [43] (83] [33] [53] o010

och s vidare.., (66] (36 [76] [26] [46] o010
[59] [29] (69] [19] [39] oO10
[52] [22] [62] [12] [32] o010
[45] [15] [55] [5] [25] o110

Efter 5 subtraktioner siig: Tack, det ricker [Ga till uppgift 13).

Page 33 of 56
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**Eventuell distraktionsuppgift - OBS, denna dr inte podnggivande!

Om patienten ger 5 siffersvar pd uppgift 12 (oavsett om de dr réitt eller fel), ga till upﬁgm 13. Om patienten inte vill utféra uppgift 12 eller ger upp
utan att ha férsékt i minst 30 sek, ska distraktionsuppgiften anvéndas fér att séikra kartldggning av nyinlérning pa uppgift 13. Be da patienten

rikna bakidnges frdn 100 under ca. 30 sekunder med féljande instruktion (OBS! Ej podinggivande).
Rdkna bakldnges fran 100 pa det hir sittet: 99, 98, 97..., inda tills jag séger stopp. Var sé god!

'EORDROID ATERGIVNING

13. Vilka 3 ord var det jag bad dig att ligga pa minnet? [Ge inte hjéilp/ledtradar] o110
Skriv vilka ord patienten séiger. Ndmns mer din 3 ord, mdste patienten vdlja vilka 3 ord som ska o010
vara svaret. Ordningsfdliden saknar betydelse. Det ges enbart podng fér exakt dtergivning,
dvs motell, frukt, peng etc ger inte poding. o110

BENAMNING =~ _ ;
14. Vad heter detta? (Peka pd en blyertspennal od10
15. Vad heter detta? [Peka pd ett armbandsur] od 10

REPETITION _ . Poing
16. Lyssna noga, Jag vill att du ordagrant upprepar det jag séger.
[Sdg tydligt): “Inga om men eller varfér” o010

FORSTAELSE

Lagg ett tomt A4-papper pd bordet mitt framfér patienten med kortsidan mot patienten. TL ldgger sjéilv en hand péd papperet tills alla instruktioner
givits. Ge poding fiir varje utfért del 1, dven om patienten viker papperet med en hand eller ldgger papperet framfér TL.

17. Lyssna noga. Jag ska be dig att géra tre saker i en viss ordning. Ar du beredd? (paus) Ta pappret med en hand
[paus], vik sen pappret pé mitten en gang fpaus] och ge pappret till mig. jpaus] Varsagod! finstruktionen ges enbart

engdngl]
Tar pappret med en hand o110
Viker pappret pd mitten endast en géng o110
Lagger pappret pé bordet framfr TL eller ger pappret till TL 010

Poang

18. Nu vill jag att du g6r det som star pa pappret, [Visa patienten texten] o010
Patienten mdste blunda fér att fd poding.

SKR[VFORMAGﬂ el : Poidhg
Ldgg sida 4 med kortsidan framfsr patienten och ge vederbérande en blyertspenna.
19. Skriv en fullsténdig mening hér. (Peka pé évre delen av sida 4 o 10

Patienten mdiste skriva en fullsténdig mening som patienten skapar sféilv. Frslag pd dmne fér ges.
Se manualen fér réittning. Skriver patienten en for kort/ofullsténdig mening, fdr féljande tillaggsinstruktion ges: Skriv en ldngre mening.

_FIGURKOPIERING

Poang

Ldgg figurarket Gver meningen patienten skrev innan och ge patienten en blyertspenna. Légg radergummi bredvid. Figuren skall vara orienterad
som bilden nedan,

20. Rita av figuren sa noggrant du kan har [peka pd den nedre delen av sida 4, od10
Ta den tid du beh@ver. Sig till nér du &r klar.
Det ges poding ndr teckningen bestdr av tvd S-kantiga figurer som formaren 4-sidig T

figur ddr 5-kanterna éverlappar varandra. Overlappningen mdste involvera samma
sidor som i originalfiguren. Se manualen for rattning.

Patient
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The Self-Administered Comorbidity Questionnaire (SCQ)

Det féljer en lista pa vanliga problem. Var vanlig och markera om Du just nu har problemet i den
forsta kolumnen. Om Du inte har problemet, g4 till nésta problem.

Om Du har problemet, markera i andra kolumnen om Du har medicinering eller nagon annan typ av
behandling fér problemet.

I den tredje kolumnen, markerar Du om problemet begransar nagra aktiviteter fér Dig.

Till slut, skriv alla medicinska tillstand, som inte &r listade under "andra medicinska problem” pa
slutet av sidan.

Har du detta Far du behandling | Begrédnsar det dina
problem? for det? aktiviteter?
PROBLEM Nej Ja— Nej Ja Nej Ja
0) (1) ©) ) (0) (1)
Hjart sjukdom N Y N Y N Y
Hégt blodtryck N Y N Y N Y
Lung sjukdom N Y N Y N Y
Diabetes N Y N Y N Y
Magsar eller annan N Y N Y N Y
magsjukdom
Njursjukdom N Y N Y N Y
Leversjukdom N Y N Y N Y
Blodbrist (anemi) eller annan N Y N Y N Y
blod sjukdom
Cancer N Y N Y N Y
Depression N Y N Y N Y
Osteoarthrit, degenerativ N Y N Y N Y
ledsjukdom
Rygg besvar (smarta) N Y N Y N Y
Rheumatoid artrit N Y N Y N Y
Andra medicinska problem
(var snall och skriv)
N Y N Y
1.
N Y N Y
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INEESHIEN s e s civ et v s Pahent. id: 010 -= 14
Sfdkchus ...
«" []1- U ?
Barthels ADL-index . :
) Fire. ‘Ut
Ataidrlckﬂ
) Obcm:nde Kan'sjdlv anvinda. nﬁdvindxga hjnlpmude] Ater {10
inom rimlig tid,
Behdver hjilp, t.ex. fir att skiira 5
Totalt beroende av hjilp 0
Badning/ev, dusch .o
Klarar utan hjslp . _ f 5
Behéver hjdlp ’ : 0
Persnnlig tnalel:t
Klarar sjilv-att tvidtta nm:ktet, kamma hir, borsta tinder, 5
rakning (el apparat).
Behdver hjilp till en elicr flera ﬁ.m.lchoner 0
Pildidning
-Oberdende. Knyta skor, klarar att knippa knappar 10
Behdver hjdlp men ka.n &tminstone gbra hiilften sjilv inom 5
rimlig tid -
Behtver hjdlp till mer in hilften 0
Tarmkontroll -
| Inga misslyckanden 10
Enstaka misslyckanden 5
'I.nkuntinent 0
Bléskuntrnl] . :
Kontinent. Kan sjilv anvﬂnda urinuppsamlande mtbmd. 10 -
Enstaka misslyckanden eller behtver h_]llp med ! 5
urinuppsamlande férband
Helt mkonhnunt ofe biehbver KAD 10~
Toalettbestk
Kontinent, Kan sjilv s.mrﬂnd.a bicken. Klarar k]ﬂdur, att forka {10
sig, spola eller rengBra bicken.
Forflytningshjilp, hjilp med klider uc:h taapapp:r 5
Kan inte anviinda toalett - 0
Stul!snng forflyttning 15
Oberoende inkl: att lisa rullstol gch Iyfta fotstéd 10
Lite assistans och tillsyn'. ‘5
"Kan sitta men behtver mycket hililp vid forflyttn, 0
Stngliggande, kan inte sitta
Forflyttning .
Klarar att gh 50 m, fir anviinda kiipp eller bnck, dack c] 15
rollator :
Klarar att g4 50 m med hj,‘ilpmudel+ 1 perauus std 10
eller tillsyn
Oberoende med rillstol, kan sjily kira 50m 5
(gtller endast om man &j kan gh) -
Kan inte kéra rullstol utan hjilp - 0
Trappging
Oberoende: Fir anviinda hjilpmedel . 10
Behdver hjlllpmedel + Ievande stdd cller hllsyn 5
- Kan inte gé i trappa’ 0
| Summa 100 .
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MONTREAL COGNITIVE ASSESSMENT (MOCA)  ygiiininy’  Fodelsedatum:
Svensk version / Swedish version Kén : DATUM:

VISUOSPATIAL / EXEKUTIV Ritaav | Rita en KLOCKA (tio dver elva)

kuben | (tre poéng)

H .
.

Mal s

® ®
& ®

Start

® ® g
©

- BENAMNING

[ ] [] [ ] [ ] [ 1|/

Kontur Siffror Visare

_/3

m Lis orden, férsékspersonen STOL | PLANBOK TANG MUNSPEL| SAX Inga

ska aterge dem. Gér 2 férsék. |Forsek 1

. podng
Prova igen efter 5 minuter. Férsok 2
IR GUCTNIBIN 155 en nummerlista (1 siffrafsek) Forsokspersonen ska repeteraisammaordning [ ] 218 5 4
Férsokspersonen ska repetera baklanges [ 1742 _ /2

Lis bokstédverna. Férstkspersonen knackar i bordet var gang "A" lises. (inga podng far mer &n tva fel)
[ ] FBACMNAAIKLBAFAKDEAAAJAMOFAAB | /1

Upprepa subtraktion av 7 fran 100 [ 1o3 [ 186 [ 17 [ 17 [ ]ss
4-5 korrekta: 3p, 2-3 korrekta: 2p, 1 korrekt: 1p, 0 karrekta: Op —/3
Upprepa: "Jag vet att det &r Johan som ska f3 hjilp idag" [1]
"Katten gémde sig alltid under soffan nir det var hundar i rummet” [ 1 _/2
Ordflsde / Ange pa en minut s& méanga ord som méjligt som birjar pa bokstaven F [ ] (N2n ord ) N
ABSTRAKTIO Likhet mellan t.ex. banan - apelsin = frukt [ ] tag - cykel [ ] klocka - linjal _ /2
ORDROJD Miste komma ihdg orden | STOL | PLANBOK | TANG IMUNSPEL SAX |poang endastfor | /5
R utan hjalp [1 [1 [1] [1] [] korrekta svar
Hjilp med kategori utan hjélp.
Valfritt
Hjélp med alternativ
OR R [ 1patum [ ]Manad [ ]Ar [ ]Dag [ IPiats [ Jort _ /6
® Z.Nasreddine MD Version 7.0 www.mocatest.org Normal226/30 | TOTAL /30
Svensk Gversittning: Thomas Lindén MD —
—_— Légg till 1p om max 12 ars umf[dnlngj

Administrerat av:
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Markera, genom att kryssa i en ruta i varje nedanstdende grupp (s& hir M), vilket
pastdende som bist beskriver Ditt hilsotillstdnd i dag.

Rérlighet

Jag gar utan svarigheter

Jag kan ga men med viss svarighet
Jag 4ar séngliggande

ooC

‘Hygien

Jag behdver ingen hjédlp med min dagliga hygien, mat eller paklédning
Jag har vissa problem att tvétta eller kid mig sjalv .

Jag kan inte tvétta eller ki mig sjalv

oo

Huvudsakliga aktiviteter (f ex arbete, studier, .
hushéllssysslor, familje- och fritidsaktiviteter)

Jag klarar av mina huvudsakliga aktiviteter
Jag har vissa problem med att klara av mina huvudsakliga aktiviteter
Jag klarar inte av mina huvudsakliga aktiviteter

U0o0o

Smartor/besvar

Jag har varken smértor eller besvér
Jag har mattliga smértor eller besvér
Jag har svara smértor eller besvar

oogd

Oro/nedstamdhet

Jag dr inte orolig eller nedstdmd

Jag &r orolig eller nedstdmd i viss utstrackning
Jag &r i hdgsta grad orolig eller nedstdmd

ooC

© EuroQoL Group 1990 2
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Bista
tinkbara
tillstdnd

Till hjalp for att avgora hur bra eller diligt ett 100
hélsotillstind &r, finns den termometer-liknande F
skalan till hoger. P& denna har Ditt bista tinkbara ks
hélsotillstind markerats med 100 och Ditt simsta T
ténkbara hilsotillstdnd med 0. 9%0
Vi vill att Du pé denna skala markerar hur bra eller +
déligt Ditt halsotillstdnd &r, som Du sjilv bedémer +
det. Gor detta genom att dra en linje frén 8g0
nedanstdende ruta till den punkt pd skalan som Es
markerar hur bra eller diligt Ditt nuvarande +
hélsotillstand &r. 7%0
65%0
Ditt
nuvarande 530
hiilsotillstind s
ko
%0
130
=
Sdmsta
tinkbara
tillstand
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Inverkan pa delaktighet och
Sj ﬁlVbeStﬁmmande (IPA-E) JL /0505 KSS/0608

Sibley A, Kersten P, Ward CD, White B, Mehta R, George S. Measuring autonomy in disabled people: Validation
of a new scale in a UK population. Clin Rehabil. 2006 Sep;20(9):793-803.

Inledning:

[ detta frageformulr stills ett antal frigor om dagliga aktiviteter. Syftet dr att fa Din
asikt om hur Ditt hélsotillstind &r i dag och hur Dina begransningar inverkar pa Ditt
dagliga liv.

Allminna rad:
Ténk pé att det handlar om Din 4sikt och Dina erfarenheter.
Inget svar &r rétt eller fel.

Du besvarar frégorna genom att sitta ett kryss vid det svar Du véljer. Vid varje fraga
kryssar du bara for ett svar. Om du tvekar pa svaret, vilj d4 det svar som ligger

ndrmast din asikt. Det &r viktigt att du svarar pa alla fragor.

Det tar ungefér 20 minuter att fylla i dessa fragor.

FRAGORNA:

1. RORLIGHET

Forst vill vi stilla ett antal frigor om rérlighet, dvs. din méjligheten att forflytta dig dit du vill och
vara diir du vill. I denna friga handlar det framforallt om huruvida du sjélv kan bestimma vart du
forflyttar dig och nér du gér det.

la/ Att férflytta mig i min egen bostad vart/var jag vill gar:

mycket bra
bra

ganska bra
ganska daligt
daligt

1b/ Att forflytta mig i min egen bostad nir jag vill gér:

mycket bra
bra

ganska bra
ganska daligt
daligt
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¢/ Att bestka grannar, viinner och bekanta niir jag vill gér:

mycket bra

bra

ganska bra

ganska daligt
aligt

1d/ : Att gbra utflykter eller en (semester)resa s som jag vill gar :

mycket bra
bra

ganska bra
ganska daligt
daligt

1e¢/ Problemupplevelse
I vilken utstriickning tycker du att ditt hiilsotillstind eller dina begriinsningar #r ett problem f6r din

rorlighet inomhus och utomhus?

inget problem
i viss man ett problem
ett stort problem

(Eventuell) kommentar till svaren pa frigorna 1a -le

2. PERSONLIGA BESTYR

Haér foljer nu négra fragor om personliga bestyr. I dessa fragor handlar det om i vilken
mén Du kan bestdmma sjélv nér du skéter dina bestyr eller far hjélp, och hur detta
sker, dven om du far hjalp.

2a/ Att tviitta sig, k14 pa sig och skdta personlig hygien pd det sdtt jag vill gér:

mycket bra
bra

ganska bra
ganska daligt
diligt

2b/ Att tviitta sig, kld pa sig och skéta personlig hygien ndr jag vill gar:

mycket bra
bra

ganska bra
ganska daligt
daligt
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2¢/ Att ldgga sig och att stiga upp ndr jag vill gér:

mycket bra
bra

ganska bra
ganska daligt
daligt

2d/ Att gé pa toaletten ndr jag vill det och tycker det dr nodvindigt gar:

mycket bra
bra

ganska bra
ganska diligt
daligt

2e/ Att bestimma ndr jag vill 4ta och dricka gar:

mycket bra
bra

ganska bra
ganska daligt
daligt

2f/ Problemupplevelse
I vilken utstriickning tycker du att ditt halsotillstind eller dina begréansningar &r ett problem for dina
personliga bestyr?

inget problem
i viss mén ett problem
ett stort problem

(Eventuell) kommentar till svaren pi frigorna 2a -2f

3. AKTIVITETER HEMMA OCH ROLL I FAMILJEN
I varje familj har var och en vissa uppgifter och ansvarsomraden. Det ir vad som
avses med roll i familjen.

Féljande fragor handlar om Din roll i familjen och inverkan av Ditt hilsotillstand. Det
handlar &ter om i vilken utstrickning du kan bestimma nér och hur nagot skall ske
dven om du inte gor det sjdlv, darfor star ordet “1ata” i vissa frigor inom parantes.
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3a/ Mitt bidrag till hushallsuppgifterna sé som jag vill ér:

mycket bra
bra

ganska bra
ganska daligt
daligt

3b/ Att (lata) utfora litt hushallsarbete ( laga mat, kaffe, te) sd@ som jag vill gér:

mycket bra
bra

ganska bra
ganska daligt
daligt '

3¢/ Att (lata) utfora tyngre hushéllsarbete (t.ex. stddning) sd sem jag vill gér:

mycket bra
bra

ganska bra
ganska daligt
déligt

3d/ Att (lata) utfora hushéllsuppgifter adgr jag vill gér:

mycket bra
bra

ganska bra
ganska daligt
daligt

Je/ Att (1ata) utfora smaarbeteten och underhéll pa hus och tridgard sa sem jag vill
gar:

mycket bra
bra

ganska bra
ganska diligt
daligt
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3f/ Majligheten att hemma spela den roll som tillkommer mig &r

mycket bra
bra

ganska bra
ganska diligt

daligt

3g/ Problemupplevelse
['vilken utstréickning tycker du att ditt hélsotillstind eller dina begréinsningar ir ett
problem for din roll i familjen eller i hushallet?

inget problem
i viss mén ett problem
ett stort problem

(Eventuell) kommentar till svaren pa frigorna 3a -3g

4. EKONOMISK SITUATION.
I denna friga handlar det om hur ditt hilsotillstnd och dina begrinsningar paverkar
anvindandet av din inkomst.

4a/ Méjligheten att anvénda pengarna s@ som jag vill dr:

mycket bra
bra

ganska bra
ganska daligt
diligt

4b/ Problemupplevelse
[ vilken utstrickning tycker du att ditt hélsotillstand eller dina begrinsningar ér ett
problem for din ekonomi?

inget problem

i viss man ett problem
ett stort problem

(Eventuell) kommentar till svaren pé fragorna 4a -4b
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5. ANVANDNING AV TIDEN OCH AVKOPPLING
Om du sjélv kan bestdimma vad du vill géra pa din (fri)tid, ndr du vill gora det eller
hur Idinge dt vad denna fraga handlar om.

5a/ Mojligheten att disponera min (fri)tid s som jag vill éir:

mycket bra
bra

ganska bra
ganska daligt
daligt

5b/ Problemupplevelse
I vilken utstrickning tycker du att ditt hilsotillstand eller dina begrﬁnsmngar #r ett

problem fér hur du anvénder din tid och din fritid?

inget problem
i viss mén ett problem
ett stort problem

(Eventuell) kommentar till svaren pé fragorna 5a -5b

6. SOCTALA KONTAKTER

Foljande fragor handlar om dina sociala kontakter.

Det kan vara sa att dina sociala kontakter 4r annorlunda och férekommer mindre ofta
pé grund av ditt hélsotillstand eller din(a) begransning(ar). I fragorna 6¢ och 6e talas
det om "respekt”. Med respekt menas den utstrickning i vilken du behandlas korrekt
och hovligt, som du under normala omstindigheter har rétt antt vinta dig.

6a/ Mojligheten till ett jimstiillt samtal med mina nirmaste ir:

mycket bra
bra

ganska bra
ganska daligt
daligt

6b/ Umgénget med mina ndrmaste &r:
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mycket bra
bra

ganska bra
ganska daligt
daligt

6¢/ Den respekt jag far av mina narmaste &r:

mycket bra
bra

ganska bra
ganska daligt
daligt

6d/ Umgdnget med ménniskor jag kinner mindre vl 4r:

mycket bra
bra

ganska bra
ganska daligt
diligt

6¢e/ Den respekt som jag far av ménniskor jag kéinner mindre vil ér:

mycket bra
bra

ganska bra
ganska daligt
daligt

Pa grund av ditt hélsotillstand eller dina(a) begrénsning(ar) kan fysisk intimitet, eller
inledning av intimitet med annan vara forindrad.

6f/ Mdjligheten till intimitet som jag vill &r:

mycket bra
bra

ganska bra
ganska daligt
daligt
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Det kan vara s att omfattningen med vilken du traffar andra ménniskor férdndras pa
grund av ditt hilsotillstand eller din(a) begréinsning(ar).

6g/ Den omfattningen med vilken jag triffar andra ménniskor &r:

mycket bra
bra

ganska bra
ganska diligt

daligt

6h/ Problemupplevelse _
I vilken utstrickning tycker du att ditt hélsotillstand eller din(a) begrénsning(ar) &r ett

problem for dina sociala kontakter?

~

inget problem
i viss médn ett problem
ett stort problem

(Eventuell) kommentar till svaren pa frigorna 6a -6h

7. YRKESVERKSAMHET.

Hir foljer nagra fragor om det arbete (betalt eller ofrivilligt arbete) som du nu utfor.
Om du for ndrvarande inte har nigot betalt arbete eller inte ndgot frivilligt arbete, fyll
da i ”inte tilldmpligt” och fortsétt med frdga 8. Om du inte arbetar men &ndé har ett
arbete ber vi dig énda fylla i denna fraga.

7a/ Mojligheten att utfora just det arbete jag vill utfora ér::

mycket bra inte tillimpligt
bra

ganska bra

ganska daligt

diligt

7b/ Mgjligheten att utfora mitt arbete just pa det sétt som jag vill det skall utforas ér:

mycket bra
bra

ganska bra
ganska daligt
daligt

7c¢/ Kontakten med arbetskamrater &r:
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mycket bra
bra

ganska bra
ganska daligt

daligt

7d/ Mojligheten att nd eller behalla den befattning som jag vill ir:

mycket bra
bra

ganska bra
ganska daligt
daligt

7e/ Mojligheten att byta funktion eller arbetsgivare ar:

mycket bra
bra

ganska bra
ganska daligt
daligt

7f/ Problemupplevelse
I vilken utstrickning tycker du att ditt hilsotillstand eller din(a) begrinsning(ar) ir ett
problem i ditt arbete?

inget problem
i viss mén ett problem
ett stort problem

8. UTBILDNING.

Denna friga handlar om vilket inflytande ditt hélsotillstind eller din(a)
begransning(ar) har pd méjligheterna att (full)félja utbildning eller kurs som du vill.
Om du inte vill g en kurs eller utbildning fyll i ”inte tillimpligt”. Om du skulle vilja
ga n utbildning men ditt hélsotillstand forhindrar det, ber vi att du svarar i forsta
kolumnen (mycket bra,bra, ganska bra, ganska daligt, daligt).
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8a/ Mgjligheten att (full)félja den utbildning eller kurs som Jjag vill &r:

mycket bra - inte tillimpligt
bra -

ganska bra

ganska daligt

diligt

8b/ Problemupplevelse
I vilken utstrickning tycker du att ditt hilsotillstand eller din(a) begrédnsning(ar) dr ett
problem nir det giller att genomga en utbildning?

inget problem
iviss mén ett problem
ett stort problem

9. HIALPA OCH STODJA ANDRA MANNISKOR.

9a/ Min mdjlighet att hjélpa eller stotta andra ménniskor ar:

mycket bra
bra

ganska bra
ganska daligt
diligt

9b/ Problemupplevelse
I vilken utstriickning tycker du att ditt hilsotillstind eller din(a) begriinsning(ar) 4r ett
problem nir det giller att hjilpa och st6tta andra personer?

inget problem
i viss mén ett problem
ett stort problem

Sammanfattande IPA frigor

10. I detta formulér har du fatt svara pé frdgor som har att géra med effekterna av din
hélsa eller funktionsnedsittning pa ditt liv, savil personliga som sociala aspekter. Om
du tar hinsyn till alla delar, kan du sdga om du for det mesta upplever att du har
tillrécklig kontroll dver ditt liv?

10
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10. Mina méjligheter att leva det liv jag énskar &r
Mycket bra
Bra
Hyfsat
Daliga
Mycket déliga

(Eventuell) kommentar till svaren pa frigan om kontroll ver ditt liv

11. Vad skulle du séga dr de 3 huvudproblemen orsakad av din hilsa eller
funktionsnedséttning? (Vi tinker pa de olika omradena i frageformuléret: rorlighet,
personliga bestyr, aktiviteter hemma och roll i familjen, ekonomisk situation,
anvédndning av tiden och avkoppling, social kontakter, yrkesverksamhet, utbildning,
hjélpa och stdja andra ménniskor)

1.

2

3.

12. I detta frageformuldr har vi frigat dig manga frigor om effekterna pd av din hlsa
och funktionsnedsttning pa ditt liv, sévil personliga som sociala aspekter. Ar det
andra aspekter som du vill nimna, som vi inte har fragat dig om?

Det var sista frigan i formuliiret. Kanske du har andra saker som iir angeligna
for dig. Om du har synpunkter kan du skriva dem hiir nedan eller pa baksidan.

Tack for din medverkan !

11
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Hospital Anxiety and Depression Scale (HAD)Y * ¢
Frdgor som relaterar till 8ngest &r markerade med A och depression med D, Podngen fér varje svar finns i

hégerkolumnen, Markera svaren pa respektive friga och summera pa slutet av sidan.
Ringa in de svar som du tycker passar bast.

A Jag kidnner mig spind och nervds: D Allting kidnns trogt:

Mestadels 3 Néastan alltid 3
Ofta 2 Ofta 2
Av och till 1 Ibland 1
Inte alls 0 Aldrig 0
b Jag uppskattar fortfarande saker jag A Jag kénner mig orolig, som om jag
tidigare uppskattat: hade fjérilar i magen:

Definitivt lika mycket 0 Aldrig 0
Inte lika mycket 1 Ibland 1
Endast delvis 2 Ganska ofta 2
N&sta inte alls 3 Véldigt ofta 3

A Jag har en kinsla av att nagot hemskt > Jag har tappat intresset fér hur jag
kommer att hdnda: ser ut:

Mycket klart och obehagligt 3 Fullstandigt 3
Inte s& starkt nu 2 Till stor del 2
Betydligt svagare nu 1 Delvis 1
Inte alls 0 Inte alls 0
I Jag kan skratta och se det roliga i A Jag kdnner mig rastlés:
saker och ting: - Valdigt ofta 3
Lika ofta som tidigare 0 Ganska ofta 2
Inte lika ofta nu 1 Sallan 1
Betydligt mer séllan nu 2 Inte alls 0
Aldrig 3

. [ Jag ser med glidje fram emot saker
& Jag bekymrar mig tver saker: och ting:
Mestadels 3 Lika mycket som tidigare 0
Ganska ofta 2 Mindre &n tidigare 1
Av och till 1 Mycket mindre &n tidigare 2
Nagon enstaka géng 0 Knappast alls 3
i? Jag kdnner mig pa gott humér: A Jag far plétsiiga panikksnslor:
Aldrig 3 Véldigt ofta 3
Séllan 2 Ganska ofta 2
Ibland 1 Séllan 1
Mestadels 0 Aldrig 0
A Jag kan sitta stilla ech kdnna mig [} Jag kan uppskatta en god bok, ett
avslappnad: TV- eller radioprogram:
Absolut 0 Ofta 0
Vanligtvis 1 Ibland 1
Séallan 2 Sallan 2
Aldrig 3 Mycket sallan 3

Totalt A =
Tolalt b = ~

Angest Depression
0-6 Ingen besvérande Sngest 0-6 Ej deprimerad
7-10 Mild till méttlig 8ngest 7-10 Nedstdmdhet
>10 Férekomst av eventuell Engeststdrning =10 Risk for depressionstilistdnd som kan kréva

ldkarbehandling
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INSTRUKTIONER: Nedan ar en lista
stressande livsupplevelser. Var vanlig 1as
motsvarar hur mycket du har besvarats a

PCL-C
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Sidat1av2

Daium '

URRE A

pa problem och besvér som ménniskor ibland kan f& som en reaktion pa
varje pastaende noga, markera sedan med en cirkel den siffra som

v detta problem under den senaste manaden.

Ringa in ett alternativ p varje rad

véldigt
intealls lite grann mattligt enheldel mycket
1 Aterkommande oroande minnen, tankar eller bilder av 4 > 3 4 5
en tidigare stressande upplevelse
2 Upprepade mardrémmar om en tidigare stressande 1 o 3 4 5
upplevelse
3 Plétsligt agera eller kinna dig som om den stressande 1 o 3 4 5
upplevelsen hande igen (som om du aterupplevde den)
4 Kanslor av stark upprérdhet nar nagot paminde dig om ’ > 3 4 5
en tidigare stressande upplevelse
5 Fysiska reaktioner (t.ex. hjartklappning, andnings-
svarigheter, svettningar) nar nagot pdminde dig om en 1 2 3 4 5
tidigare stressande upplevelse.
6 Undvikit att ténka p4 eller prata om en tidigare
stressande upplevelse, eller undvikit att kdnna nagot 1 2 3 4 5
som forknippas med den
7 Undvikit aktiviteter eller situationer darfér att de pamint
dig om en tidigare stressande upplevelse 1 2 8 4 5
8 Svarigheter att minnas viktiga delar av en tidigare
stressande upplevelse 1 2 3 4 5
9 Tappat intresset tér aktiviteter som du brukade tycka om 1 2 3 4 5
10 Upplevt avstand eller frdmlingskap infér
andra manniskor 1 2 3 4 5

Fortsétt pa nasta sida
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Sida 2av 2

Ringa in ratt alternativ

valdigt
inte alls  lite grann mattligt  enheldel  mycket

11 Ként dig kdnslomdssigt avtrubbad eller oférmégen att

kanna tillgivenhet fér dina narstaende f 2 8 4 S
12 Upplevt att du saknar framtid 1 2 3 4 5
13 Svart att somna eller orolig sémn 1 2 3 4 5
14 Kant dig irriterad eller fatt vredesutbrott 1 2 3 4 5
15 Haft svért att koncentrera dig 1 2 3 4 5
16 Varitl "hyperalert® eller pa din vakt 1 2 3 4 5
17 Kaént dig nervs eller lattskramd 1 2 3 4 5

Foér bedémare

1

summa
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