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Objective: The aims of this study were to explore the per-
spective of functioning in community-dwelling people with
prior stroke and to confirm, if possible, the Comprehensive
International Classification of Functioning, Disability and
Health (ICF) Comprehensive Core Set for stroke.

Methods: Qualitative interviews were analysed (using the
content analysis method and established ICF linking rules)
from 22 persons following stroke (age range 59-87 years), as
well as their spouses/partners, where relevant.

Results: Ninety-nine (76%) of 130 second-level ICF catego-
ries in the existing Comprehensive ICF Core Set for stroke
were confirmed: 31 categories (of 41) in the component of
body functions, 38 categories (of 51) in the component of
activities and participation, 26 (of 33) in the component of
environmental factors and 4 (of 5) in the component of body
structures. Eleven additional ICF categories and one per-
sonal factor, a coping style of “I take it as it comes” were also
identified in the transcribed text.

Conclusion: The Comprehensive ICF Core Set for stroke
was largely confirmed.
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INTRODUCTION

The term stroke refers to a clinical syndrome of presumed vas-
cular origin typically identified by rapidly developing signs of
focal or global disturbance of cerebral functions lasting more
than 24 h or leading to death (1). In Sweden, stroke is a rapidly
increasing public health problem, the most common cause of
disability in the adult population, and one of the main causes
of death (2). Approximately 30,000 persons suffer stroke in
Sweden annually, and the total cost of stroke care in the country
is estimated at 1.5 billion Euro per year (3). The prevalence of
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stroke is estimated at over 100,000 stroke survivors, of whom
the majority lives at home (4).

Problems with functioning are an essential concern for per-
sons with prior stroke, since they affect social reintegration
and activities of daily living (5). Requirement for home-help
services, assistive devices or home modifications are common
after stroke (6). In Sweden home-help services and home
modifications for people with disabilities are required by law
in order to make it possible for people to remain in their homes.
Most elderly care is funded by taxes, and the healthcare costs
to be paid by elderly people themselves are subsidized and
based on certain rate schedules (7, 8).

The importance of the person perspective is evident (9) be-
cause health is related to one’s functional status in association
with personal and environmental factors (10, 11). The person
perspective assists the multidisciplinary team in recognizing who
the person is and what type of support they need (12). Personal
factors are seldom understood (13, 14), however, and there is
no agreement on how person-centred rehabilitation (15) should
be planned or evaluated from this perspective (16). Evidence
is still lacking for the concepts to be taken into account when
addressing stroke (17), and this can lead to inefficient or inef-
fective rehabilitation services that are not based on problems
experienced by persons with stroke (18). In a 2010 study in Swe-
den, community-dwelling persons with prior stroke frequently
reported that they had not received enough individual support
or rehabilitation (19). In 2009, the Cochrane systematic review
acknowledged the home environment as a growing arena for
stroke rehabilitation, where evaluation of the effectiveness of
outpatient services is of key importance to the delivery of ef-
ficient evidence-based stroke care (17). The home environment
has thus become the natural rehabilitation setting for community-
dwelling people living with a prior stroke, and it is a challenge
to the multidisciplinary team to develop efficient person-centred
stroke care (19, 20). The Comprehensive International Clas-
sification of Functioning, Disability and Health (ICF) Core Set
for stroke is intended to guide multidisciplinary assessments
in persons with stroke (21) and to define what to measure, e.g.
what are the important aspects of functioning and health for a
person with stroke (22). Since its publication, several studies
have shown that using the ICF can enhance person-centred care
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(23-25). Altogether, 130 ICF categories are included in the Com-
prehensive ICF Core Set for stroke, with 41 categories from the
component body functions, 51 from activities and participation,
33 from environmental factors and 5 from body structures (21).
The aims of the study were: to explore the perspective of
functioning in community-dwelling people living with a prior
stroke; and to confirm, if possible, the Comprehensive Inter-
national Classification of Functioning, Disability and Health
(ICF) Comprehensive Core Set for stroke. A qualitative design
was chosen in order to understand the experiences of life after
a stroke; to explore the subjects’ point of view, i.e. experiences,
attitudes, feelings and the world they live in, in their natural
settings by interpreting meaning or phenomena from text data
that adheres to naturalistic paradigm (26, 27) suggesting that
“reality is socially constructed” (28).

METHODS

A qualitative study was performed, using individual interview meth-
odology (27) to gather information from persons with prior stroke
living in the community. A directed content analysis approach (29)
was employed to analyse the manifest (the visible, literally present and
the obvious) components of the transcribed text (30). This approach
was used to help to confirm or extend conceptually a pre-existing
theoretical framework (29) using inductive analysis of text data that
was later linked to a pre-existing framework, i.e. the ICF. Established
ICF linking rules (31) were used in linking the concepts of functioning
identified to the Comprehensive ICF Core Set for stroke.

Participants

Thirteen women and 9 men were included in the study (Table I). Three
women and 6 men lived in a pair relationship. Six women and 7 men
lived alone. The mean age of the participants was 72.2 years (age range

58-87 years). The time from first stroke ranged from 8 months to 23
years, with a mean of 5.3 years. Twenty-one of the participants were
retired, of whom 4 had retired early due to stroke. One participant
worked part-time. All participants were community-dwelling as well
as native Swedes.

The study was approved by the ethics committee at Umea Uni-
versity. Written information describing the study and a guarantee
of confidentiality were given to each participant. Written informed
consent was obtained from all participants according to the Declara-
tion of Helsinki 1996.

Data collection procedure

Participants were recruited by the first author, who worked as a
physiotherapist in the municipality’s multidisciplinary homecare
team. The first author also conducted the interviews during a period
of 3 months. A purposeful sampling strategy was chosen in order to
study community-dwelling person’s with prior stroke and to be in
contact with the multidisciplinary homecare team. Each person with
stroke, a total of 21 persons at the healthcare districts Hoting and
Backe in the municipality of Stromsund, was contacted and asked
whether they wanted to participate. They all fulfilled the following
inclusion criteria; main diagnosis stroke; a minimum 6 month’s post-
stroke, with lasting neurological symptoms; Swedish speaking; able
to give written informed consent; living at home; and in contact with
the multidisciplinary homecare team. One declined, as he felt that
participation was not going to help improve his health. Two additional
persons who fulfilled the inclusion criteria from another healthcare
district independently contacted the author and wanted to participate
in the study. Both were included because they improved the hetero-
geneity of the sample.

The participants were asked if they would participate in a face-
to-face interview that would be recorded. They were also asked to
complete a questionnaire Case Record Form (CRF) for patients (in
Ludwig Maximilians University of Munich — World Health Organiza-
tion (WHO) Collaboration Project). The CRF comprises demographic
information, condition-specific information, the stroke impact scale in

Table 1. Characteristics of the participants reported in the Case Record Form

Persons Investigators Does Need for Need for Home-
Affected perspective perspective comorbidity assistive assistive help,

Sex/age, Event of  side of  on recovery on disability limit your  Type of devices devices times a Living
years  Stroke the body (0-100) (mRS 0-6) Comorbidity activities? comorbidity indoors outdoors week  situation
M/75  1989/2006 R 50 1 Yes No High BP None Walking aid 0 Alone
M/58 1997 L 60 3 No - - Walking aid Walking aid Daily  Alone
M/71  1994/2006 L 0 3 Yes No High BP None Walking aid 0 Spouse
F/76 1996 L 70 2 Yes Yes Heart disease None Walking aid 1 Alone
M/68 1997 L/R 50 2 Yes No Diabetes None Walking aid 0 Spouse
M/62 2000 R 30 4 No - - Wheelchair Wheelchair Daily  Alone
M/85 2006 R 50 2 Yes Yes Osteoarthritis None Walking aid 0 Spouse
M/78 1996 L 80 3 Yes Yes Depression ~ Walking aid Walking aid Daily  Alone
M/76 1984 L 40 4 Yes No Diabetes Walking aid Wheelchair Daily  Alone
M/75  1997/2006 L/R 40 3 Yes No Heart disease Walking aid Walking aid 0 Spouse
F/60 2004 L 40 1 Yes No High BP None Walking aid 1 Alone
F/66 2004 R 90 1 Yes No Diabetes None Walking aid 0 Spouse
F/72 2004 L 60 3 Yes No Heart disease None Walking aid 0 Spouse
M/77 2004 R 30 2 Yes No Heart disease Walking aid Walking aid Daily ~ Alone
F/85 2006 L 50 1 Yes No High BP None Walking aid Daily  Alone
F/85 2001 R 30 3 Yes No Heart disease Walking aid Walking aid Daily  Alone
M/78 1999 L/R 40 4 Yes Yes Heart disease Walking aid Walking aid 1 Spouse
F/87 2005 L/R 40 2 Yes Yes Heart disease None Walking aid Daily  Alone
F/65 1995 L 50 4 Yes No Heart disease Wheelchair Wheelchair Daily  Spouse
M/73  2000/2006 L/R 70 1 Yes Yes Diabetes None Walking aid 0 Spouse
F/63 2005 R 40 1 Yes No High BP None None 0 Alone
M/64 1997 R 80 2 Yes No Heart disease None None 0 Alone

mRS: modified Ranking Scale; R: right; L: left; BP: blood pressure.
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Table 1. Qualitative data analysis scheme
Transcription Meaning unit ICF category
Interviewer: If you think about your body, what functional problems do
you have?
Participant A: I have a memorising problem, because if I for example A memorising problem b144 Memory functions

read something and should go on with reading and remember what I read
at the first place I don’t, it is like, the biggest problem.

Interviewer: If you think about your daily life, what are your biggest
problems?

Participant B: When I walk it goes well but if I start to look around and ~ Problem with looking around while walking

admire the nature or something I suddenly start to walk crooked and not
straight.

b140 Attention functions
450 Walking

The transcription undergoes qualitative analysis to derive a meaning unit that is then linked to an International Classification of Functioning, Disability

and Health (ICF) category.

Swedish, the self-administered co-morbidity questionnaire (32), the
Short Form-36 (SF-36) health survey and the modified Ranking Scale
(mRS).The interviews were conducted at the participants’ homes 2—4
weeks after completion of the CRF.

Each interview began with an open conversation about how the
person had experienced his or her life after stroke, before the open-
ended interview questions that followed the structure were asked
as follows:

* Body Functions: If you think about your body, what functional
problems do you have?

* Body Structures: If you think about your body, where are your big-
gest problems?

» Activities and Participation: If you think about your daily life, what
are your biggest problems?

« Environmental Factors: If you think about your environment, factors
in your surroundings, and your living conditions, what do you find
helpful or supportive? What do you find problematic?

The open-ended questions were intended to stimulate the interviewee
to reflect on the different aspects of functioning at home. After every
question, participants were also encouraged to speak freely about
their perspective of functioning after stroke. Each interview was tape-
recorded and lasted between 40 and 60 min. After the interviews were
conducted, another meeting was organized in their homes (24 weeks
after the interview) to present the results and ask them whether their
perspective of functioning at home had been correctly understood.

The spouses of participants who lived in a pair relationship were
present during the interviews and were asked to comment and give
additional information on the functioning of the interview person at
home. Two of the participant’s had aphasia; one was supported by
their partner during the interview and the other did not need support
during the interview.

Data analysis

When all the interviews were completed and transcribed verbatim, the
text was first read several times by the first and the second authors to get
an overview of the data. Each interview was considered a separate unit
of analysis (30). Secondly, the meaning units, i.e. words or sentences
that contained the interviewed person’s perspective of functioning at
home, were identified from each unit of analysis. This was first done

by the first author, then the second author investigated the identified
meaning units from all unit of analysis. The concepts of functioning
from the meaning units were then linked to the second-level categories,
in the existing comprehensive ICF Core Set for stroke, independently
by the first and the second author. One concept of functioning could
be linked to 1 or more ICF categories, depending on the number of
topics contained in it. The scheme of the qualitative data analysis and
the structure of ICF are presented in Tables II and III.

The second author, an ICF expert, then analysed the results of the
process from above in each unit of analysis and determined the ICF
categories to which the identified concepts of functioning should
be linked. Both investigators agreed completely on the concepts of
functioning identified from the transcribed text. The agreement on
linking to the second-level ICF categories ranged from 55% to 100%
(Table IV). Finally, the identified ICF categories were compared with
the existing categories in the comprehensive ICF Core Set for stroke.
An ICF category of the Comprehensive ICF Core Set for stroke was
regarded as confirmed if the identical or a similar concept of function-
ing emerged from the transcribed text.

RESULTS

The results from the CRF confirmed that the main cause of
functioning problems at home was stroke. Fourteen partici-
pant’s with comorbidities (Table I) reported that comorbidity
did not limited their activities. None of the 4 participants who
reported in the CRF that comorbidity limited their activities
mentioned it during the interviews.

Data saturation

The saturation of data was defined as when the collection of new
data does not shed any further light on the issue under investiga-
tion (33). The saturation of data was studied in the analysis of
the transcribed text and was considered to have been reached
when 3 consecutive interviews did not reveal any new personal

Table I11. Structure of different levels of the International Classification of Functioning, Disability and Health (ICF)

ICF Component

Chapter level Level 2 ICF category Level 3 ICF category Level 4 ICF category Title of ICF component, chapter or category

b
b2
b280
b2801

Body function

Chapter 2. Sensory functions and pain
Sensation of pain

Pain in body part

b28010 Pain in head and neck
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perspectives of functioning at home. The 19" interview was the
last interview in which new concepts of functioning that could
be linked to ICF categories were identified (Fig. 1).

Another meeting that was organized with the participants
to present the results from the interview did not raise any new
concepts of functioning, and this supports that the saturation
of data was reached.

Comprehensive ICF Core Set for stroke as an interpreter of
personal perspective of functioning at home

A total of 313 meaning units that contained participants’ per-
spectives of functioning at home were identified from the tran-
scribed text. From these meaning units, the identified concepts
of functioning were linked to 99 (76%) of 130 second-level
ICF categories in the existing Comprehensive ICF Core Set for
stroke, 31 categories (of 41), in the component of body func-
tions, 38 categories (of 51), in the component of activities and
participation, 26 (of 33), in the component of environmental
factors and 4 (of 5) in the component of body structures (Ta-
bles V, VI, VII and VIII). The following additional categories
were also confirmed from the transcribed text: b230 hearing
functions, b235 vestibular functions, b255 smell functions,
b780 sensations related to muscle and movement functions,
¢140 products and technology for culture, recreation and sport,
e215 population, €225 climate, e 560 media systems, services
and policies, d110 watching, d660 assisting others and d720
complex interpersonal interactions.

Perspectives that were linked to ICF component body functions

Seventeen of the participants reported problems with ability to

recall events. These problems were linked to the second-level

ICF category b144 memory function that classifies the problems

with remembering and recalling recent and remote memory.
“The memory, a lot of it is gone, I like to do crosswords and
the other day when I wanted to continue to solve the one |
was working with I couldn t find it! I didn 't remember where
1 had put it! That is not normal for me.”

Sixteen of the participants reported problems in propriocep-
tive functions when moving around indoors and outdoors. They
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Fig. 1. The number of new concepts (y) of functioning identified and
linked to International Classification of Functioning, Disability and Health
(ICF) categories per interview (X interview number).
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often expressed this as a problem with the balance function. The
balance problems were classified with the category b260 proprio-
ceptive function that describes the sensing of the relative position
of body parts and with the category b235 vestibular functions.
“The balance is quite poor, I can t walk like [ want to, I need

a walker, I can fall backwards you know, I have to be care-
ful. This with the balance is the worst thing (after stroke).”

Fifteen of the participants reported functioning problems that
had to do with different problems in neuromusculoskeletal and
movement-related functions.

“I have a problem with my left leg, when I try to lift the leg

up the shoe falls back to the ground.”

This problem was linked to category b730 muscle power
functions, which are functions related to the force generated
by the contraction of a muscle or muscle groups.

Perspectives that were linked to ICF component activities and

participation

Difficulties in walking and moving (10 of 22) and carrying,

moving and handling objects when doing housework (8 of 22)

were frequently reported activities and participation problems.
“I have difficulties when I wash the dishes and do things
like that, it’s hard to take down or lift up the plates and
cups. It’s hard for me to turn my left hand in and out and
pick up things.”

This difficulty was linked to the categories d640 doing
housework, d445 hands and arm use and d440 fine hand use.

Nine of the participants reported problems in participating
in community life or in recreation and leisure.

Table IV. The agreement between 2 investigators on linking the identified
concepts of functioning (CoF) to the second-level International
Classification of Functioning, Disability and Health (ICF) categories
in the Comprehensive ICF Core Set for stroke

Interview Identified CoF, n Agreement, %
1 11 55
2 13 85
3 19 84
4 7 57
5 12 83
6 13 82
7 8 100
8 11 73
9 6 83

10 18 56

11 6 67

12 10 90

13 10 90

14 27 93

15 21 90

16 15 87

17 10 80

18 14 77

19 9 89

20 14 93

21 12 92

22 15 93
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Table V. International Classification of Functioning, Disability and Health (ICF) second-level categories® included in the component (b) body functions

in the existing Comprehensive ICF Core Set for stroke

ICF second-level category ICF category title

Confirmed by the investigators

bl110 Consciousness functions Confirmed
bl14 Orientation functions

bl117 Intellectual functions

b126 Temperament and personality functions Confirmed
b130 Energy and drive functions Confirmed
b134 Sleep functions Confirmed
b140 Attention functions Confirmed
bl44 Memory functions Confirmed
b152 Emotional functions Confirmed
b156 Perceptual functions

bl64 Higher-level cognitive functions Confirmed
bl167 Mental functions of language Confirmed
b172 Calculation functions

bl176 Mental function of sequencing complex movements

b180 Experience of self and time functions

b210 Seeing functions Confirmed
b215 Functions of structures adjoining the eye Confirmed
b260 Proprioceptive function Confirmed
b265 Touch function Confirmed
b270 Sensory functions related to temperature and other stimuli Confirmed
b280 Sensation of pain Confirmed
b310 Voice functions Confirmed
b320 Articulation functions Confirmed
b330 Fluency and rhythm of speech functions Confirmed
b410 Heart functions Confirmed
b415 Blood vessel functions

b420 Blood pressure functions

b455 Exercise tolerance functions Confirmed
b510 Ingestion functions Confirmed
b525 Defecation functions Confirmed
b620 Urination functions

b640 Sexual functions Confirmed
b710 Mobility of joint functions Confirmed
b715 Stability of joint functions Confirmed
b730 Muscle power functions Confirmed
b735 Muscle tone functions Confirmed
b740 Muscle endurance functions Confirmed
b750 Motor reflex functions

b755 Involuntary movement reaction functions Confirmed
b760 Control of voluntary movement functions Confirmed
b770 Gait pattern functions Confirmed

4If a concept that emerged from the interviews was linked to an ICF category in the existing Comprehensive ICF Core Set for stroke it was regarded

as confirmed.

“When I was well I used to go hunting and fishing all the
time, before this happened. Yes, I was very interested in hunt-
ing and fishing. Now I can't do either one of them because
I can 't move around like before.”

“It'’s hard for us to take part in different activities because he
can 't drive a car (after stroke) and it is 20 kilometres to town.”

These perspectives were linked to category d920 recreation
and leisure.

Perspectives that were linked to ICF component environmental
factors (barrier and facilitators)
“Earlier I had my mailbox out in the porch just beside
the front door, but they (the post office) decided to move
it away from the door. Now I can't get my mail myself (the

interviewed person sat in a wheelchair and did not have
sufficient muscle power to drive up the ramp after visiting
the mail box).”

This barrier was linked to category €535 communication
services, systems and policies, and to category e120 products
and technology for personal indoor and outdoor mobility and
transportation (as well as to category d940 human rights).

“It s really difficult to walk outdoors without a walker; I just

don't go outdoors without it.”

The walker was experienced primarily as a facilitator by 17
of the participants and was also linked to category e120. Two
of the participants used a wheelchair indoors and outdoors
(e120). One of the participants used a wheelchair outdoors and
a walker at home. Sixteen of the participants used a walker as a
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Table VL. International Classification of Functioning, Disability and Health (ICF) second-level categories® included in the component (d) activities

and participation in the existing Comprehensive ICF Core Set for stroke

ICF second-level categories ICF category title

Confirmed by the investigators

d115 Listening

d155 Acquiring skills

d160 Focusing attention Confirmed
d166 Reading Confirmed
d170 Writing Confirmed
d172 Calculating

d175 Solving problems

d210 Undertaking a single task Confirmed
d220 Undertaking multiple tasks Confirmed
d230 Carrying out daily routine Confirmed
d240 Handling stress and other psychological demands Confirmed
d310 Communicating with — receiving — spoken messages

d315 Communicating with — receiving — non-verbal messages

d325 Communicating with — receiving — written messages Confirmed
d330 Speaking Confirmed
d335 Producing non-verbal messages

d345 Writing messages Confirmed
d3s0 Conversation Confirmed
d360 Using communication devices and techniques

d410 Changing basic body position Confirmed
d415 Maintaining a body position Confirmed
d420 Transferring oneself Confirmed
d430 Lifting and carrying objects Confirmed
d440 Fine hand use Confirmed
d44s Hand and arm use Confirmed
d450 Walking Confirmed
d4s5 Moving around Confirmed
d460 Moving around in different locations Confirmed
d465 Moving around using equipment Confirmed
d470 Using transportation

d47s Driving Confirmed
ds10 Washing oneself Confirmed
d520 Caring for body parts Confirmed
ds30 Toileting Confirmed
d540 Dressing Confirmed
ds550 Eating Confirmed
d570 Looking after one’s health Confirmed
d620 Acquisition of goods and services Confirmed
d630 Preparing meals Confirmed
d640 Doing housework Confirmed
d710 Basic interpersonal interactions Confirmed
d750 Informal social relationship Confirmed
d760 Family relationships Confirmed
d770 Intimate relationships Confirmed
dg45s Acquiring, keeping and terminating a job Confirmed
d850 Remunerative employment

dg55 Non-remunerative employment

d860 Basic economic transactions

d870 Economic self-sufficiency

do10 Community life Confirmed
d920 Recreation and leisure Confirmed

If a concept that emerged from the interviews was linked to an ICF category in the existing Comprehensive ICF Core Set for stroke it was regarded

as confirmed.

walking aid outdoors. Seven of the participants used a walker
indoors. Nine of the participants had home-help services on a
daily basis and 3 had home-help services once a week. These
were experienced by all of them as an important facilitator
and were linked to category €340 personal care providers and
personal assistants.

J Rehabil Med 45

“I wouldn't be able to manage without home care, I can't
manage to take a shower by myself, they come every Thurs-
day and help me.”

Home modifications that facilitated functioning had been
made for 10 of the participants and were linked to category
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Table VIL. International Classification of Functioning, Disability and Health (ICF) second-level categories® includedin the component (e) environmental

factors in the existing Comprehensive ICF Core set for stroke

Confirmed by the
ICF second-level categories ICF category title investigators
ell0 Products or substances for personal consumption Confirmed
ells Products and technology for personal use in daily living Confirmed
el20 Products and technology for personal indoor and outdoor mobility and transportation Confirmed
el25 Products and technology for communication Confirmed
el3s Products and technology for employment
el50 Design, construction and building products and technology of buildings for public use Confirmed
elss Design, construction and building products and technology of buildings for private use Confirmed
el65 Assets
e210 Physical geography
e310 Immediate family Confirmed
e315 Extended family Confirmed
€320 Friends Confirmed
e325 Acquaintances, peers, colleagues, neighbours and community members Confirmed
e340 Personal care providers and personal assistants Confirmed
e355 Health professionals Confirmed
e360 Health-related professionals Confirmed
e410 Individual attitudes of immediate family members Confirmed
e420 Individual attitudes of friends Confirmed
e425 Individual attitudes of acquaintances, peers, colleagues, neighbours and community members Confirmed
e440 Individual attitudes of personal care providers and personal assistants Confirmed
e450 Individual attitudes of health professionals
e455 Individual attitudes of health-related professionals
e460 Societal attitudes
e515 Architecture and construction services, systems and policies Confirmed
e525 Housing services, systems and policies Confirmed
e535 Communication services, systems and policies Confirmed
e540 Transportation services, systems and policies Confirmed
e550 Legal services, systems and policies Confirmed
e555 Associations and organizational services, systems and policies
e570 Social security services, systems and policies Confirmed
e575 General social support services, systems and policies Confirmed
e580 Health services, systems and policies Confirmed
€590 Labour and employment services, systems and policies Confirmed

If a concept that emerged from the interviews was linked to a ICF category in the existing Comprehensive ICF Core Set for stroke it was regarded

as confirmed.

el55 design, construction and building products and tech-
nology of buildings for private use. These included various
individual solutions, such as stationary ramps that facilitated
mobility (with a wheelchair or with a walker), grab bars for
support in the shower, thresholds that were removed in order
to facilitate mobility or toilet rails and raised toilet seats, etc.

Concepts as time-related aspects, quality of life in general,
aspects related to health and age, such as “I’m not getting any
younger and it is normal that my health is not so good anymore”
or desire to have company were classified as not defined (nd)

or health condition (hc). The need for assistance from one or
two persons was identified twice in the transcribed text and
was classified as not covered (nc) by the ICF.

A personal factor, a coping style with a theme (I just take
it as it comes), was identified in 9 of the interviews. The par-
ticipants described their feelings as follows:

“Well, after some time it becomes an ordinary part of eve-

ryday life, I have learnt to cope with it (stroke).”

“The most important thing is that [ can stay at home so I think

1 just have to find a way to do it, so I just take it as it comes.’

>

Table VIII. International Classification of Functioning, Disability and Health (ICF) second-level categories® included in the component (s) body

structures in the existing Comprehensive ICF Core set for stroke

ICF second-level categories ICF category title

Confirmed by the investigators

s110 Structure of brain Confirmed
s410 Structure of cardiovascular system

5720 Structure of shoulder region Confirmed
s730 Structure of upper extremity Confirmed
s750 Structure of lower extremity Confirmed

“If a concept that emerged from the interviews was linked to an ICF category in the existing Comprehensive ICF Core Set for stroke it was regarded

as confirmed.
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“I find a way to go to outside and rest in peace and quiet
when [ want to do it. No, it doesn't help to grumble but to

>

take it as it comes.’

DISCUSSION

The aim of this study was to explore the perspective of functioning
in community-dwelling people with prior stroke and to use this in-
formation to confirm the ICF Comprehensive Core Set for stroke.

The interviews conducted reached saturation, and thus the
first aim of exploring functioning was reached. Most of the
categories from the Comprehensive ICF Core Set for stroke
were also confirmed by the face-to-face interviews, thus it can
be assumed to address the perspective of functioning (barriers
and facilitators) of a person living at home. Three of the 11
additional ICF categories that could not be linked to the com-
prehensive ICF Core Set for stroke — b230 hearing functions,
b235 vestibular functions, d110 watching — are included in the
extended version of the comprehensive ICF Core Set for stroke
(23). This finding supports the idea of using the extended ver-
sion of the ICF Core Set for stroke in multidisciplinary practice,
since the functioning problems among persons with stroke are
usually complex and heterogeneous (22). The results of this
study also support Stucki’s statement (34) that the ICF Core
Sets can be used to define what to measure, and the research-
ers could use this information in selecting the most appropri-
ate outcome measures for the intervention applied. The ICF
Core Set might be a guide for multidisciplinary assessments
in the home rehabilitation setting to enhance person-centred
stroke care.

Problems with memory function were common among the
participants and the statement “I have a memory problem” was
presumably also used to describe different kinds of hidden
functional disabilities (35) and a variety of circumstances that
influence coping with problems and emotions.

The importance of the modifications (6) made to the homes
of 10 of the participants was only partly revealed in the tran-
scribed text, perhaps because the modifications were experi-
enced as a normal part of the environment and the interviewer
had only inquired about the present perspective of functioning
at home. The immediate family, assistive devices and home-
help services were reported by almost all the participants to
be important facilitators, which emphasizes’ the importance
of including the environmental factors as a legitimate part of
planning and evaluating person-centred home rehabilitation
(36, 37).

The coping style identified “I take it as it comes” could
not be classified with current ICF components, but was clas-
sified as a personal factor according to the ICF linking rules
(31). Nine of the participants in this study reported different
problems in terms of participation that had more of a social
quality than a medical one. They simply wished to be able to
meet other people and to take part in community life (38) in
the same way as they had done before the stroke. Tradition-
ally, the multidisciplinary team is not responsible for reporting
or working with problems that are not directly a part of the

J Rehabil Med 45

patient’s health condition. The improvement in recovery from
stroke is still measured primarily in terms of regaining physi-
cal function (39). The challenge is how to plan and evaluate
a person-centred home rehabilitation programme when the
person’s needs are more social than medical. The ICF clas-
sification gives the tools to clarify the boundaries between
medical and social “rehabilitation” at the body, person and
societal levels (24, 15).

Discussion of the method

The interviews took place at the homes of the participants,
where they were able to physically demonstrate facilitators
and barriers on functioning in the natural setting if necessary.
This was an advantage and gave a further dimension to the
interview situation. The spouses of participants who lived in
a pair relationship were present during the interviews. This
approach gave more data and made the interview situation
more natural in the home setting. A possible weakness in the
interview-based approach was that persons having lived with
a prior stroke often suffer from the common phenomenon of
unawareness (35). Many of the participants reported prob-
lems in memory and attention functions that might have had
an effect on their judgement about functioning at home (39).
The open ICF interview approach (40) was considered most
suitable for this particular group of persons because it was
assumed that they might fatigue easily in the interview situ-
ation and the ICF-based approach (40) was considered more
exhaustive way of conducting the interviews at home. Using
this approach problems in defecation, urination and sexual
functions were not specifically discussed with the participants
during the interviews and it is possible that not all functioning
problems in these categories were identified (40). Both men
and women of different ages and in varying post-stroke phases
were interviewed, which gave a broad condition-specific per-
spective on participants functioning at home and strengthened
the credibility (30) of the results. A selection bias in the study
was that only persons with stroke in contact with the multi-
disciplinary homecare team were contacted as well as that all
the participants were native Swedes. However, this particular
group of persons is commonly seen in the multidisciplinary
homecare teams in Sweden, and therefore is an important factor
to study when developing person-centred care (18, 19). The
fact that that all the participants were native Swedes reflects
the demographic situation in that community (only 5% of the
population in the municipally were born outside Sweden in the
ages 45 years and above). That the interviewer had taken part
in the participants’ rehabilitation process might have influenced
how they chose to answer the interview questions. It is also
possible that the participants did not want to discuss topics
such as health professionals’ or other care providers’ attitudes
towards people with stroke because the interviewer (the first
author) belonged to that group of professionals. However, the
interview method was assumed to be authentic and simulates
the situation in which health professionals can use the ICF
in person-centred clinical practice and document personal
preferences, beliefs and values (14). The directed manifest



content analysis method was found to be easy to comprehend
and use when identifying the (manifest) concepts of function-
ing from the transcribed text. However, as seen in Table II,
different health professionals may identify different aspects
of functioning, and thus a consensus meeting is needed when
conclusions are drawn from the content of the transcribed text,
which always contains multiple meanings (30).

In conclusion, since stroke is one of the major disease groups
in Sweden and a common cause of disability, the perspective, of
the person living with a prior stroke, of problems in functioning
at home, is important for developing public health services that
will ensure a good quality of life. Using the Comprehensive
ICF Core Set for stroke can provide a broader perspective of,
and a systematic coding system for, the needs of persons with
stroke who live at home. ICF therefore has the potential to be
used as a framework to provide structure, clarify team roles
and demonstrate clinical reasoning in multidisciplinary stroke
rehabilitation at home, which could lead to a more patient-
centred practice.
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