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Abstract

bilitation services, and recovery of a constructive life.

Background: Spinal cord injury (SCI) causes financial, social, and psycho-emotional problems for both the person afflicted with SCI
and the family. Family as animportant source of care plays an importantrole in patients’ rehabilitation and complication reduction.
Objectives: The present study aimed at designing a client and family empowerment model for SCI patients.

Methods: This was a qualitative study with the grounded theory approach conducted in 2017. Unstructured interviews were used as
the main method of data collection. Saturation was achieved with 43 participants, including people with SCI, family caregivers, and
people involved in providing health care and rehabilitation services for people with SCI. Data analysis was performed on the basis of
continuous comparative analysis of Strauss and Corbin (1998). In the second stage, the findings of the grounded theory study were
used for designing the prescriptive model based on Walker and Avant (2005) three-step method.

Results: The main concern of people with SCI and their families was the loss of physical ability, financial and physical indepen-
dence, and lack of constructive life. Ultimately, a “client and family empowerment model to promote constructive life recovery for
individuals with SCI” was developed based on the findings of the grounded theory study. This model includes four main concepts:
correction of environment, educational empowerment of the clients and families, modification of the method of providing reha-

Conclusions: There were several barriers to the client and family empowerment of people with SCI. In this study, a client and family
empowerment model was developed to promote constructive life recovery and strategies were identified to remove the barriers.
Hence, this model can help people with SCI to return their effective lives.
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. Background

Spinal cord injury (SCI) is one of the debilitating disor-
ders of the central nervous system (1). In 2013, the World
Health Organization reported that between 250000 and
500000 people were suffering from SCI worldwide (2). The
prevalence of SClis increasing in Tehran, the capital of Iran
(3). People suffering from SCI are encountered with physi-
cal complications resulting from SCI, as well as various so-
cial and family challenges during their lifespan. Costs of
caring for chronic conditions cause financial, social, and
psycho-emotional problems for both the person with SCI

and his family (4). Unfortunately, the number of families
who have to care for patients with chronic conditions has
been excessively increasing in the recent two decades (5).

Managing the conditions of chronic disease at home
is a very complicated activity that is not feasible without
the assistance of families (6). Helping the afflicted people
and their families to have an active role in health care is
something more important than providing care services,
emphasizing the empowerment of the patient and his fam-
ily. Measures taken in this regard should also be in line
with developing cooperation among the patients, the fam-
ilies, and the health team including the nurses (7). Since
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therapeutic treatment and complication control are not
solely sufficient after the disability and considering the de-
termining role of nurses in rehabilitating the patients with
psychological and physical disabilities, nurses could help
the SCI patients increase their abilities in performing their
daily activities (8).

On the other hand, family caregivers with the cooper-
ation of the health team could help SCI patients increase
their life quality and reduce the social, psychological, and
economic problems (9). Therefore, if a suitable empower-
ment model is designed for SCI patients, the responsibil-
ity of controlling the patients will be performed more cor-
rectly (10).

Family-centered empowerment for SCI patients is a
complicated process by nature that involves the interac-
tion between members providing care for the patient and
his family and includes different physical, psychological,
social, cognitive, cultural, and economic dimensions (11).
Therefore, the understanding of the empowerment pro-
cess in these people starts from their hospitalization and
continues until caring at home and returning to society.
Nowadays, nurses are engaged in caring for and treating
patients using different models and theories (12).

2. Objectives

Since there has been no comprehensive client and
family empowerment model for Iranian SCI patients, this
study aimed to design an empowerment model concern-
ing the specific socio-cultural needs and conditions and
based on the current realities of the Iranian society using
the grounded theory.

3. Methods

3.1. Study Design

This study was performed using a qualitative method
following a grounded theory approach. Client and fam-
ilyempowermentis a complicated and interactional social
process that is influenced by different factors. Grounded
theory s a qualitative research method used for investigat-
ing social processes in human interactions; thus, this ap-
proach was selected for the present study (13).

3.2. Participants and Setting

In sum, 43 persons participated in this work, 19 of
whom were people with SCI, 13 were home caregivers, and
11 were health experts (including two neurosurgeons, a
rehabilitation and empowerment director, a preventive

medicine specialist, a sexual health specialist, a psychia-
trist, occupational therapist, a psychologist, a physiother-
apist, a nurse, and a social worker). The SCI Research Cen-
ter, Tehran SCI Association, Jalaeipour Welfare Center was
selected as the study setting in 2016 to 2017.

3.3. Data Gathering and Interviews

In-depth unstructured interviews were used as the
main method of data collection. The duration of the inter-
views was between 25 and 120 minutes. In two cases, the
interviews were done in two sessions in order to continue
discussions.

At the beginning of the interviews, questions such as
the following were asked: “As the family of an injured
person, how do you care for him/her during the day?”;
“How could your family help you?” and the health experts
were asked, “How could you help empower the person
with SCI?” The main criteria determining the number of
interviews were the use of key informants, quality of data,
emerging theory and levels, and achieving theoretical sat-
uration.

3.4. Data Analysis

After reading and understanding the texts of all inter-
views, a suitable code was assigned to each phrase or para-
graph. All the interviews were encoded by this method. Af-
ter performing initial interviews, determining the funda-
mental codes, using the consecutive comparison method
of data, and examining the similarities and differences
within each interview or between the interviews, similar
codes or those with similar meaning and concept were
placed at the same level and thus, the primary or main lev-
els were formed.

After forming the descriptive theory, the three-step
synthesis method based on Walker and Avant’s strategy for
theory construction was applied to develop a prescriptive
theory. In the first step after determining the key concepts
for developing and processing the essential bases of the
theory, a concept or a set of related concepts was speci-
fied for model development. In the second step, a text re-
viewwas done in order to determine the factors depending
on the main concepts and the nature of relations concern-
ing the main selected paradigmatic concepts and related
to the model’s meta-paradigmatic concepts (14). More-
over, the data and the findings of the first step were ap-
plied as a relevant text and document. In the third step,
concepts and statements were organized inside a relevant
whole and the studied phenomenon was revealed by the
findings of the above-mentioned two steps. The accuracy
and durability of the data were ensured via reviewing the
encoded interviews by the participants, the agreement of
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the members with the analyzed interviews, the categoriza-
tion of similar codes and levels, diversity in the selection
of participants, transcribing the interviews as soon as pos-
sible, and using the colleagues’ comments (15). It should
be noted that there was no limitation in the work. The eth-
ical principles included obtaining a letter of introduction
from the Research and Ethics Committees, Tehran Univer-
sity of Medical Sciences, receiving informed consent of par-
ticipants for recording the interviews while maintaining
the confidentiality and anonymity, and empowering them
to exit the study during the research process. The study was
approved by the Ethics Committee of Tehran University of
Medical Sciences (No. IR TUMS.REC.1394.1493).

4. Results

The demographic characteristics of the participants
are presented in Table 1. The data analysis resulted in ex-
tracting five main levels (disruption in the existential in-
tegrity of the individual, toward constructive life recovery,
empowerment inhibitors, empowerment facilitators, and
restarting) and 13 sub-levels (potentially harmful psycho-
emotional reactions, decline in social interactions and iso-
lation, difficulty due to physical problems, family struc-
ture transformation, attempt to adapt with disability, try-
ing to overcome physical disability, attempts for life man-
agement, lack of training for the family and the patient, de-
fect in the provision of health services, inappropriate envi-
ronment for utilizing rehabilitation services, painful feed-
back from the surrounding people, from chronic compli-
cations to dependence on the surrounding people, denial
of disability, gradual return to the society and return to
normal life).

The most evident concept that was revealed in the data
from the time of affliction with SCI was “attempt for life re-
covery” since the only way for the injured people and their
families is toreturn to the life they had before the SCl occur-
rence, which had been a normal, independent, and effec-
tive life. Health service providers also try to return people
to their constructive lives via providing rehabilitation ser-
vices. Accordingly, this concept was selected as a concept
of the central level and the grounded theory of “toward
constructive life” was formed. This descriptive theory is
helpful in identifying the reactions and interactions exist-
ing in the real context of client and family empowerment
and specifies that the participants try to recover their pre-
injury lives. However, this theory could not respond to the
applied, clinical, and practical question that “how could
this life be changed toward a constructive life in order to
improve client and family empowerment and increase its
efficiency?”
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Therefore, in order to design a model, Walker and
Avant’s three-step method was applied. Considering the re-
sults obtained from the grounded theory in the first step,
client and family empowerment among people with SCI
has many obstacles, lacks desirable results in most cases,
and is not based on the all-round needs of this group of
people. The following question was also raised “how could
client and family empowerment be improved in order to
meet the needs related to the empowerment of people
with SCI?” Therefore, considering the central level of the
grounded theory in this survey that was toward a construc-
tive life and considering client and family empowerment
in order to advance constructive life recovery as the model
pattern, the model was developed by using this concept
and focusing on other concepts related to the central con-
cept. The paradigmatic concepts of human, health, envi-
ronment, and empowerment were also taken into account.

In the next step, the model’s main factors and concepts
were stated as follows: Considering the review of the texts
and studying the issues concerning the model, i.e. “client
and family empowermentin order to advance constructive
life recover” and other constituting concepts, the concep-
tual framework of the human, environment, health, and
empowerment was developed.

The concepts and main elements of the model were
presented, as follows:

Human: As a biological, psychological, social, and spiri-
tual being, the human always tends to be independent and
constructive in his life. When a disruption occurs in one of
the physical, mental-psychological, or social dimensions,
humans will suffer from the disruption in their existential
integrity in terms of losing their constructive lives. A client
is a person who needs help and support in order to main-
tain his constructive life against the sense of threat.

Environment: It includes people involved in the
clientand family empowerment, social facilities, advanced
equipment and technology for physical rehab, society’s
perception and awareness, care, psychological and physi-
cal conditions of the treatment and health system, remote
health services, institutions supporting people with SCI,
and cultural, economic and social contexts of the families
and communities of the clients, which are in constant in-
teraction with the people suffering SCI and influence each
other.

Health: In the present model, health refers to the ad-
vancement of the constructive life recovery in people with
SCI, dynamic attempt of the person in interaction and with
the support of the family, society, and healthcare factors,
and the desirable use of support sources for achieving the
maximum capability and enjoyment form a constructive
life.

Client and family empowerment: It means the efficacy
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Table 1. Demographic Characteristics of the Study Participants

Variables Persons with SCI (No.) Family Caregivers (No.) Health Professional (No.)
Agerange,y 24-63 25-65 35-53
Sex

Women 5 8 5

Men 14 5 6
Education

Primary school 1 5

Secondary school 1 8

College 7 n
Marital status

Single 7 1 1

Married 9 1 10

Divorced 3 1 0
Job status

Employed 5 10 1

Unemployed 14 3 0
Type of SCI

Complete 9

Incomplete 10
Cause of injury

Car accident 16

Falling 2

Hit of the bullet 1
Length of time since SCI, mo 12-360
Relationship with the patient

Mother 6

Wife 3

Father 2

Daughter 1

Brother 1
Level of injury

C1-C7 5

T1-T12 12

L1-L5 2

of the familyrole in different psychological, physical, moti-
vational, and informative dimensions for providing better
care for their patients.

Multidisciplinary team empowerment: For people
with SCI, it includes a group of specialists who perform a
set of supportive and healthcare activities together for a
specific and valuable objective, the result of which is the
empowerment of injured and disabled individuals to re-
turning them to the constructive life. The rehabilitation
team includes a rehabilitation physician, a neurological
specialist, a physiotherapist, an occupational therapist, a
social worker, a rehabilitation nurse, a rehabilitation psy-
chologist, a professional consultant, and a nutritionist.

Constructive life: Itisaccomplished viaacceptance and
compatibility, overcoming physical disability, and manag-
ing the life for balance establishment. Constructive life is
in fact a life accompanied by the sense of being indepen-

dent, active, and effective in the family life and society, hav-
ing social generation (i.e. performing professional and so-
cial responsibilities and having a job and income) and fam-
ily generation (managing life, compatible with new life,
and doing family responsibilities and roles), maintaining
social interactions, and having positive effects on the lives
of others.

Furthermore, the current model proposed empower-
ing the persons with SCI and their families through de-
veloping knowledge, motivation, and awareness, as well
as strengthening self-care and self-efficacy by employing
nursing interventions.

The environmental modification should be such that
it could have the maximum usability for all. Designing
the access system and modifying the supportive environ-
ment were the other proposed interventions in the present
model. Finally, improving the method of rehabilitation
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service provision was among other suggestions includ-
ing team working, evidence-based practice, and empower-
ment programs for nurses and other members of the care
team.

5. Discussion

In this study, an applied model was presented to sim-
plify a theory and visualize the concepts and concep-
tual relations stipulated in the theory extracted from the
grounded theory research as far as possible and also pro-
vide practical solutions for applying the theory in practice.
The client and family empowerment model was processed
in order to advance the constructive life recovery based on
Walker and Avant’s three-step method.

Empowering the patient with SCI, as well as his family,
is proposed as an intervention via developing knowledge,
motivation, and awareness, as well as strengthening self-
care and self-efficacy in the person with SCI by employing
nursing interventions such as justifying SCI patients and
their families in terms of strengthening their remaining
capabilities, sharing them with care decisions, strength-
ening problem-solving, and decision-making skills, as well
as promoting communications and self-awareness in the
studied model. Tsey et al. results showed thatlocalized em-
powerment concerning the people’s needs could help the
emotional wellbeing of the society and family and result in
the recovery of health norms in the family and society (16).
In another work by Houlihan et al. on people with trau-
matic SCI, which lasted more than one year, it was reported
that empowerment is very important for people with SCI
and could prevent the secondary complications of SCI, im-
prove self-confidence and sense of support, and promote
more communication with supportive sources (17).

The results of Dunst et al. study demonstrated that
empowerment with the family cooperation, specifically in
chronic conditions, could increase awareness and knowl-
edge, perceived control over life, self-efficacy, and satisfac-
tion of home caregivers (18).

Modifying the supportive environment and designing
theaccess system were the other proposed interventions in
the present study. The environmental modification should
be such that it could have maximum usability for all (19).
Rosenberg et al. found in their work that the modification
of living environments of old and disabled people who
were using aids such as walkers and wheelchairs was es-
sential for maintaining their physical health and indepen-
dence (20).

Moreover, this study proposed to improve the method
of presenting rehabilitation services. Rathose et al. found
in their work in Pakistan that only had a minority of the pa-
tients access to rehabilitative care such as physiotherapy
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during the first weeks after their SCI, which was provided
without the cooperation and consulting of a rehabilitation
physician. They concluded that there is a need for a com-
prehensive rehabilitation plan among people with SCI(21).
This finding was similar to the one in the current study. Pe-
ters et al. and Jacobs et al. have reported in their studies on
identifying the obstacles of access to health services in low-
income Asian countries that the dimensions of obstacles
for access to health services include geographical access,
access to health services and financial capability, and ac-
ceptability (characteristics of health service providers and
users’ expectations). They stated that overcoming such ob-
stacles could be effective for the general improvement in
providing health services (22).

Having a constructive life among people with SCl is an-
other recommendation in the present work. The results
of the study by Song showed that family support, access
to information, perceived stress, and social obstacles were
considerably related to active return to the society, which
is one of the factors for running a constructive life. These
findings revealed the outcomes of intervention develop-
ment at different levels including the family and society
and the personal coping strategies for promoting the re-
turn to the active and effective life among people with SCI
(23).

In our model, the modification of the environment and
its comprehensiveness were mentioned in order for better
access to facilities and having minimum obstacles so as to
be used forall. Asocial rehabilitation model was developed
by researchers and activists in the area of disability in Aus-
tralian, England, the USA, and other developed countries,
which was applicable to all disabled people. In this model,
environment’s enrichment was proposed for fair access of
patients to welfare facilities in the society as an example for
providing sufficient equipment and facilities in the social
environment of people with SCI in order for them to have a
natural life just like a healthy person and use environmen-
tal facilities such as welfare and recreational facilities (24).

Improving the method of rehabilitation service provi-
sion was among other suggestions of this model. In the ex-
panded chronic care model presented by Barr et al., strate-
gies for improving the trend of care services and increas-
ing care quality were proposed that included changing the
care presentation to a team activity, as well as cooperation
and coordination of caregivers and therapist in the health
system, that could help promote empowerment quality of
people with the cooperation of the family (25).

In this model, constructive life recovery was also re-
ferred to. In their rehabilitation model, Ghaffari et al. men-
tioned the return to a productive and independent life of
the patients with multiple sclerosis as the rehabilitation
care target (26).
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5.1. Conclusions

The clientand family empowerment model to promote
constructive life recovery in individuals with SCI was pre-
sented in the current study. It explained strategies to re-
move barriers, including improvement of the supporting
environment by creating a barrier-free and accessible en-
vironment, empowering SCI patients and their families by
creating knowledge, motivation, and awareness, strength-
ening self-care and self-efficacy in SCI patients by applying
nursing interventions, and improving the provision of re-
habilitation services with self-care support, educational in-
terventions, teamwork, and participatory care provision.
Examining the existing models determined that there has
been no comprehensive client and family empowerment
model for Iranian SCI people relative to their specific socio-
cultural needs and conditions and based on the realities of
Iranian society. Therefore, it can help recover the construc-
tive lives of patients with SCI.
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