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Abstract

Study Design: Scoping review.

Objective: Regarding that inappropriate medical care approaches, absence of rehabilitation services, and existing barriers in
physical, social, and policy environments lead to poor outcomes in individuals with spinal cord injury (SCI) and provision for
appropriate interventions and care must be created by health policymakers, we conducted this scoping review to investigate how
policymakers can be persuaded to set new plans for individuals with SCI.

Methods: This review was performed according to Arksey and O’Malley’s framework. PubMed was searched in February2019
without language limitation. We looked for other potential gray literature sources and some professional websites. References
sections of selected articles were also scanned for other relevant literature.

Results: We included literature that met inclusion criteria to answer our research question. The literature was divided into 3
categories. The first category included economic impact of SCI. The second category included the role of research and developing
research strategy. The third category included effective interaction and communication with policymakers.

Conclusion: It is essential to consider multiple factors for influencing policymakers’ decisions. These factors include knowing
how to communicate with policymakers and presenting constructive ideas, providing a source of valid, reliable, and consistent
data, considering the role of patients’ advocacy groups and Non-Governmental Organizations (NGOs), and presentation of the
importance of early intervention in reducing healthcare system costs. Ultimately, the goal is to have a comprehensive and flexible
plan for influencing policymakers.
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Introduction

Spinal Cord Injury (SCI) is a medically complex condition that

is associated with life-threatening secondary complications and

socioeconomic consequences. SCI is an important public

health issue due to its costs for both patients and the health

care system. Many of the consequences of SCI are due to

inadequate medical care and rehabilitation services, as well

as barriers in physical, social, and policy environments. Inap-

propriate policy can have negative effects on patients’ neuro-

logical outcomes and raise personal and economic costs for the

patients and the healthcare system. Appropriate interventions

and care in prehospital, acute, and post-acute phases can reduce

the risk of secondary complications and improve quality of life

through maximizing function, independence, overall well-

being, and community integration. We therefore must convince

policymakers to create new plans for appropriate intervention

and care policies for individuals with SCI.1-3

Comparison between countries shows that some have more

supportive laws for individuals with SCI compared with the

others. For instance, access to medical services, social facili-

ties, and other needs have been considered in legislation to help

decrease secondary complications and increase quality of life

in individuals with SCI. Lack of knowledge, financial

resources, job opportunities, facilities and accessibility, social

support, and social acceptance have been reported by people

with SCI as barriers to adaptation. The wide range of potential

barriers shows that new SCI legislation is required. For this

reason, the process of policymaking and legislation must be

modified.4-6

To improve health system services and reduce health defi-

ciencies, policymakers need to find the best solutions for health

problems and the best ways to elicit the desired changes in

health systems. Policymakers must understand the beliefs and

behaviors related to most of the target population to create

appropriate laws. Therefore, we must investigate how to pro-

vide a data source that reflects the needs of individuals with

SCI to convince policymakers to legislate more supportive

laws. While the incidence of SCI is relatively low, the physical,

medical, psychological, social, and financial consequences of

such injuries are complicated and potentially devastating for

individuals with SCI as well as their families. Thus, policy-

makers are faced with a health system dilemma: a small group

of people with a diagnosis that demands specialized care over a

long period of time.6-8 The aim of this study is to answer how

policymakers can be persuaded to accept specific support for

people with SCI.

Methods

To answer how to encourage policymakers to support individ-

uals with SCI, we conducted a scoping review to show how to

influence policymakers about individuals with SCI. Because

the study is a Scoping Review, it includes any type of studies.9

This review was performed according to Arksey and

O’Malley’s framework.10 We followed the below steps:

1. Identifying the research question

In the first step, the research question was identified by

collaboration with stockholders, as follows:

How can we persuade the policymakers to accept specific

support for individuals with SCI?

2. Identifying relevant studies

A search strategy was designed by a health information

specialist. PubMed was searched in February 2019 for articles

from 1990 without language limitation. The database was

searched using the search terms:”federal”, “national”,

“government”, “spinal cord injury”, “funding”, plan”,” pol-

icy”, “strategy”, “action plan”. Additionally, we looked for

potential gray literature sources, such as professional websites,

to hand search for related studies. References sections of

selected articles were also scanned for other relevant articles.

Duplicates were removed. The abstracts of articles were sent to

4 reviewers who were separated into 2 independent groups.

3. Study selection

Two independent groups, each consisting of two reviewers,

screened search results according to their titles and abstracts to

identify eligible studies. Any discrepancy in the groups’ results

was resolved through discussion sessions. In the next step, the

reviewers reviewed the full text of articles based on the inclu-

sion criteria that are shown in Table 1. Any disagreement

regarding eligibility of studies was resolved through discussion

sessions.

We included literature that met the inclusion criteria of

answering our research question.

A flowchart shows the process of literature search and study

selection (Figure 1).

4. Charting the data

The groups of reviewers independently continued data

extraction from included studies and were collected data in a

pre-designed data collection chart, which included the title of

the study, author(s), year of publication, journal, aims of study,

type of study, date of study, study location (where the study

was conducted), study population and sample size (if applica-

ble), intervention type/duration (if applicable), comparator (if

applicable), outcome measures (if applicable), duration of the

intervention (if applicable), outcomes (if applicable), key find-

ings that relate to the scoping review question, and limitations.
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Table 1. Inclusion Criteria.

Inclusion criteria Exclusion criteria
� Articles that their target population is:
� Human

� Literature and research are related to:
� Diagnosis criteria of spinal cord injury
� Treatment criteria of spinal cord injury
� Diagnosis and Treatment procedures for spinal

cord injury
� Literature and research that discuss:
� Individuals with traumatic spinal cord injury and their needs
� Characteristic of the health system required by individuals with traumatic

spinal cord injury
� Methods of influencing health policy makers

� Literature and research that target:
� Individuals with a disability, illness, or disease
� Supportive procedures for Individuals with a disability, illness, or disease
� Legislation for Individuals with a disability, illness, or disease
� supportive laws for Individuals with a disability, illness, or disease
� Health policymaking

� Any kind of article

Full-text ar�cles assessed 
for eligibility (n =34)

Records screened 
(n =119)

Records a�er duplicates removed 
(n =119)

Addi�onal records iden�fied 
through other sources (n =33)

Records iden�fied through 
database searching (n = 87)

noitacifitnedI
gnineercS Records excluded irrelevant 

�tle & abstract (n =85)

Full-text ar�cles excluded 
because they were 
irrelevant (n = 18)

ytilibigilE

Studies included in
quan�ta�ve synthesis 

(meta-analysis)
(n =16)

dedulcnI

Figure 1. Flowchart of search process.
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5. Collating, summarizing, and reporting the results

Finally, the results were summarized and reported.

Results

There were16 articles related to the research question. Literature

was extracted from different types of sources. Most of the litera-

ture were research articles, and the rest were collected from other

sources, including books, booklets, comments, surveys, develop-

ment models, structured stockholder dialog, and policy state-

ments. The literature and their key findings are presented in

Table 2. Literature was divided into 3 categories (Figure 2). The

first category included articles related to the economic impact of

SCI on health systems and the cost-efficiency of medical and

rehabilitation services. The second category included articles

related to the role of research and developing a research strategy.

The third category included articles related to effective interaction

and communication with policymakers.

Economic Impact of SCI

Johnson et al demonstrated that the cost of treatment to identify

secondary complications in early stages of SCI is 6 times

greater than the cost of a routine medical exam. Secondary

complications identified in early stages may therefore lead to

lower costs.11 Truchon et al examined the relationship between

rehabilitation therapy, functional outcome, bed utilization, and

care costs after traumatic SCI. Their study showed that an

increase in the amount of therapy can reduce care cost and

resource utilization. Their simulation analysis showed that an

increase in the amount of therapy has an important role in

reducing length of stay (LOS) and bed utilization, leading to

savings in care costs.12 Miller et al showed that individuals

with SCI take advantage of physical activity to reduce second-

ary complications and increase cost of care savings. It has been

shown that even moderate physical activity has an impact on

improving health and reducing the rate of hospitalization. Since

use of new technologies in assistive devices improves effi-

ciency, rehabilitation and use of these novel assistive devices

facilitates physical activity of individuals with SCI in the home

setting and significantly reduces the risk of medical complica-

tions and cost associated with SCI.13 Turner-Stokes et al com-

pared the care cost of patients using hyper-acute rehabilitation

with other patients with SCI. Despite the higher cost of hyper-

acute rehabilitation, it is highly cost-efficient due to costs being

offset by savings in ongoing care within 28 months. Their

findings showed that despite the expensive cost of hyper-

acute rehabilitation, it would lead to a long-term benefit for

individuals with SCI due to a reduction in secondary complica-

tions and an increase in functional independence. Use of hyper-

acute rehabilitation therefore has an important role in health

system cost savings.14 Additionally, the authors illustrated that

use of specialist inpatient rehabilitation for patients with com-

plex neurological disabilities including SCI can help reduce

long-term care cost.15 French et al described that policymakers

must know about the cost of secondary complications related to

the injury. This knowledge provides a view of long-term costs

of care for individuals with SCI and helps them to allocate

resources properly.16 These studies showed that a reduction

in secondary complications reduces economic burden on the

health care system.

Noonan et al mentioned the effect of systematic care on

patient outcomes and the cost of care using Operations

Research (OR) techniques, such as simulation modeling. This

type of research can be used for clinical decision-making and to

engage policymakers to optimize the SCI health care system.17

Merritt et al showed that although use of rehabilitation services

and timely, organized treatment can improve patients’ outcomes,

these services are not accessible for all people due to high costs.

Lack of access to care and rehabilitation services has been asso-

ciated with additional secondary complications and increased

health care costs for individuals with SCI.18 To make proper

medical and rehabilitation services more accessible for individuals

with SCI, we must strengthen infrastructure, such as the capacity

of the health and rehabilitation workforce and early response

services, improve coordination, and expand health insurance cov-

erage.2 Through a retrospective cohort study of patients with dis-

abilities including traumatic SCI over 10 years, Miyai et al

investigated changes in insurance coverage policies of inpatient

rehabilitation and its effects on rehabilitation outcomes. The

authors used Barthel Index and the Functional IndependenceMea-

sure (FIM) as indicators to evaluate patient improvement. This

study demonstrated that despite an increased number of severely

disabled patients, increasing therapy insurance coverage led to

improved rates of home discharge. The results of this study sug-

gest that changes in national policy directly influence rehabilita-

tion services and patient outcomes.19

The European Spinal Cord Injury Federation (ESCIF) pol-

icy statement on the treatment, rehabilitation, and life-long care

of people with SCI emphasizes establishing regional and

national spinal cord registries in all European countries to

inform and facilitate national health care system budgeting and

investment initiatives. This statement calls for European coun-

tries to promote centralization of the treatment, rehabilitation,

and life-long care of individuals with SCI to manage all

requirements, including medical care and rehabilitation ser-

vices. Based on this statement, national authorities should

ensure that all individuals with SCI are referred to a specialized

SCI center that provides treatment, rehabilitation, and care for

individuals with SCI and their families, and research in this

field. The statement mentions that national SCI organizations

should receive financial support from the relevant authorities,

such as the government and the health or social sector, to fund

their contribution to these services and activities6

The Role of Research and Developing Research Strategy

Middleton et al mentioned that advanced research and devel-

oping a research strategy play an important role in engaging

policymakers and convincing them to enact legislation support-

ing individuals with SCI. Developing aresearch strategy can

4 Global Spine Journal
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Table 2. Summary of Literature.

No
Author & year of
publication Type of literature Key findings

1 Truchon et al: 201712 Retrospective study � Increasing of rehabilitation sessions is positively associated with changes in patients’
functional outcomes, which can lead to reduced resource utilization and cost savings.

2 Turner-Stokes et al:
201614

Prospective cohort
study

� Hyper-acute rehabilitation has high cost, but reduces on-going care costs.
� The high cost of hyper-acute rehabilitation is offset by savings on long-term care costs.
� Even if the patient still needs care after hyper-acute rehabilitation, the patient’s need for
care is reduced.

3 Turner-Stokes et al:
201615

Prospective cohort
study

� Specialized inpatient rehabilitation for the patients with complex neurological disabilities
including SCI has high cost but it is highly cost-efficient and significantly reduces ongoing
care costs.

4 Middleton et al:
201520

Structured
stakeholder
dialog

� Developing a SCI research strategy supports the SCI research community in conducting
high-quality research, which increases relevant high-quality research.

� High-quality research can positively impact health policy.
5 Noonan et al: 201217 To present

developing a
model

� The Operations Research (OR) technique such as simulation modeling is used to evaluate
the factors affecting the processes of the health care system and to suggest effective
changes in SCI health care system.

� The findings of various simulated processes, from the scene of injury to community
reintegration, are used to influence policymakers and engage them to optimize SCI health
care system.

6 Miyai et al: 201119 Retrospective
cohort study

� Incorporation of rehabilitation services in national insurance facilitates access to these
services, increases the quantity of rehabilitation interventions, and improves patient
outcomes.

� Increasing therapy coverage leads to improved rate of home discharge.
7 Merritt et al: 201918 Narrative review � Rehabilitation and training of people with SCI about secondary complications not only

saves money but also reduces the costs of the health system.
� Lack of access to care and rehabilitation services is associated with more secondary
complications and increases health care costs for patients with SCI.

� Although timely treatment and rehabilitation services leads to improved outcomes, access
to these services is difficult because of their costs.

8 Johnson et al: 199611 Prospective study � Cost of treating secondary complications is much higher than cost of routine medical
examination.

� Secondary complications can be identified in early stages by routine medical examination
and treated with lower cost.

9 French et al: 200716 Observational study � Determination of the long-term costs of care for people with SCI is important for
policymakers tomanage and allocate resources properly.

10 Miller et al: 201613 Narrative review � Physical activity is useful for health conditions of patients with SCI and even moderate
physical activity levels have significant health benefits for these patients.

� Rehabilitation and use of assistive devices facilitate physical activity of patients with SCI and
significantly reduce the risk of medical complications and costs associated with SCI.

11 Oliver et al: 201921 Systematic review � Key tips to influence policymaking are: conduct good quality research which should be
relevant and clear, understand policy making process, keep in touch with policymakers
timely and always be available for them, be flexible and respectful in your communication
with policymakers, determine your role before contact with them, make a relationship with
them based on basic principles, learn the consequences of your actions.

12 Tilley et al: 201722 Booklet � Things to influence policymakers are: (a) what you want to influence, (b)who you want to
influence, (c)when to influence, (d)it is important to work with other people and
organizations, (e) policymaking is complex and dynamic and involves a lot of different
people and parts, (f) policymakers’ values, experience and expertise play an important role
in influencing how they make decisions, (g) it is necessary to focus on clear messages and
avoid technical language, (h) policymakers need constructive ideas (i) policymaking is a slow
process without clear impact in the short term (j) it is important to remain flexible and
adapt to new contexts and opportunities

13 Wang et al: 201023 Comment � Non-governmental organizations and patient advocacy groups have an important role to
influence policymakers.

� The activities of these organizations have raised the attention of people and governments.
14 Conradsson et al:

20185
prospective cohort
study

� There is a significant gap of knowledge regarding the nature of traumatic SCI care in low-to-
middle income countries.

� There are lack of epidemiological data and lack of monitoring health condition of patients
with SCI after discharge in developing countries.

� There is lack of available resources for persons with SCI in developing countries.

(continued)
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direct future research toward providing appropriate health care

services and improving patient outcomes. By identifying cost

management strategies, high quality SCI research strategies

may reduce social and economic costs of spinal cord injury.20

Lavis et al explained that systematic reviews can provide

research-based answers for health system policymakers’ ques-

tions and help them to make appropriate decisions based on

validated evidence and information.7

Conradsson et al evaluated health care systems of traumatic

SCI in South Africa and Sweden. They compared non-

specialized care in South Africa (a developing country) versus

specialized traumatic SCI care in Sweden (a developed coun-

try). This study demonstrated that there is a relationship

between the type of care and outcomes of individuals with SCI.

The authors found that there is a lack of knowledge regarding

traumatic SCI care and research on SCI epidemiological data in

developing countries. The lack of monitoring systems and post-

injury health care in developing countries for individuals with

SCI may lead to problems identifying patient needs. This study

showed that the requirements of SCI patients are different in

developed and developing countries. The findings of this study

are high-quality evidence for policymakers to assess the feasi-

bility and cost-effectiveness of life-saving changes in health

care processes of SCI patients.5

Effective Interaction and Communication with
Policymakers

We must have effective communication with policymakers. Oli-

ver et al recommended key tips that should be considered when

communicating with policymakers, including conducting good

quality, relevant, and legible research; understanding the policy-

making process; keeping in touch with policymakers and always

remaining available to them; being flexible and respectful when

communicating with policymakers; determining your role before

contacting them; establishing a relationship with them based on

basic principles; and learning the consequences of your actions.21

Tilley et al presented 10 things to influence policymakers: (1)

what you want to influence, (2) who you want to influence, (3)

when you want to influence, (4)working with other people and

organizations, (5) policymaking is complex and dynamic and

involves many different people and parts, (6) policymakers’ val-

ues, experience and expertise play an important role in influencing

how they make decisions, (7) it is necessary to focus on clear

messages and avoid overly technical language, (8) policymakers

do not need to be told the problem; rather, they need constructive

ideas, (9) often policymaking is a slow process with no obvious

impact in the short term, and (10) it is important to remain flexible

and adapt to new contexts and opportunities22 (Figure 3). We

provide a checklist based on these tips in Table 3.

Wang et al highlighted the role of non-governmental organiza-

tions (NGOs) and patients’ advocacy groups in policymaking and

meeting patient needs. They explained that NGOs are also

Table 2. (continued)

No
Author & year of
publication Type of literature Key findings

15 European SCI
Federation: 20086

Policy Statement � To establish regional and/or national spinal cord registers in all European countries to
inform and facilitate national health care system budgeting and investment initiatives

� To call on European countries to promote the centralization of treatment, rehabilitation,
and life-long care of people with SCI, to manage all requirements of people with SCI
including medical care and rehabilitation services.

� To support the families of people with SCI
16 Lavis et al: 20047 Narrative review � Research is important to inform public policymaking.

� Systematic reviews can inform public policymaking by providing research-based answers to
questions.

� Health system policymakers are required to make important and costly health system
decisions.

Figure 2. The ways to encourage policymakers to support individuals
with spinal cord injury.
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developing and disseminating information, raising public aware-

ness, fundraising, and improving patient access to health care.

NGO activity has led to a rise in public and government

attention.23

Discussion

SCI is an injury with complex needs and various complications.

Any delay in management leads to multiple complex and costly

consequences.24 Appropriate and timely medical care, proper

rehabilitation services, and social support can lead to better

outcomes and a productive life for individuals with SCI as well

as their families. Action by governments and other institutions

is necessary. Lack of effective action can exacerbate complica-

tions, thereby imposing costs on the health system.2,25 The

costs of injury prevention and the treatment of secondary com-

plications in early stages of SCI is much lower than treating

these complications in later stages. However, access to timely

treatment and rehabilitation services and assistive devices is

difficult due to up-front costs.11,12,18

Figure 3. Tips for influencing policy makers. (Modified based on Tilley et al & Oliver et al).

Table 3. Checklist of the Key Questions That are Essential to Influence Policymakers.21,22

key questions Yes No

Do you know who you want to influence?
Do you know what you want to influence?
Do you know when you should to influence policymakers?
Do you work with other people and organizations to influence policymakers?
Are you accessible to policymakers?
Are you flexible and humble?
Have you decided if you want to be an advocate or intermediary?
Do you communicate with policymakers effectively?
Are you familiar with policymakers’ careers and tasks?
Are you familiar with policy processes?
Do you focus on clear messages and avoid technical language?
Do you have constructive, clear, precise and evidence-based ideas, suggestions or plans?
Do you follow your idea and stick with it?
Have you conducted high-quality research relevant to your plan to present policymakers?

Arejan et al 7
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In many countries, patients with complex disabilities and

high dependency, including individuals with SCI, may be

deprived of rehabilitation because of expensive costs. The stud-

ies indicate that life expectancy for individuals with SCI in

low-income countries is shorter than for individuals with SCI

in high income countries. Because, in low-income countries,

individuals with SCI do not have access to socio-economic and

medical support that it leads to many problems. On the other

hand, socio-economic level affects on caregiver burden. Lower

socio-economic level is associated with higher caregiver bur-

den.This means that caregivers with higher socioeconomic sta-

tus reported less care burden.26,27 However, specialized

rehabilitation can be highly cost-efficient for these patients and

can lead to significant savings in ongoing care costs and reduce

the pressure on acute care services. Studies have shown that

SCI patients who are admitted earlier to specialized SCI units

have a shorter LOS and fewer secondary medical complica-

tions compared to those admitted later.14,15,28 Expanding insur-

ance coverage can be a solution to access of timely

rehabilitation and treatment. Incorporating rehabilitation pro-

grams into the medical insurance system can lead to significant

improvement in patient outcomes, reduction of the onset–

admission interval and LOS, while also improving the rate of

discharge.19

Health status and life satisfaction in individuals with SCI are

related to many factors, such as psychosocial status and sever-

ity of injury. Psychosocial status is more important than the

severity of injury as a predictor of life satisfaction. Long life-

care management can minimize secondary medical complica-

tions. SCI patients should be trained to cope with these

complications. Individuals with SCI have mentioned physical

and social barriers as factors in preventing adaptation to injury.

They believed that because of these barriers, it is difficult to

adapt to their new situation. Injury-related variables impact

health status and social functioning, and as a result influence

life satisfaction. The most important injury-related variables

are housing, self-care equipment, transportation facilities,

psychosocial condition, and social integration as a useful and

productive member, not as a consumer. Social support signif-

icantly improves psychological and physical health and well-

being. Additional social support is associated with greater life

satisfaction and improved physical wellbeing. Meeting the

needs of people with SCI requires the action of policymakers,

and further research is needed to effectively influence the pro-

cess of policymaking and legislation.4,29-31

To improve the health system and reduce deficiencies, pol-

icymakers are required to consider significant and costly deci-

sions. They must determine long-term costs of care for SCI

patients to make decisions for allocating resources properly.

High-quality research such as systematic reviews can provide

research-based answers to policymaking questions and help

policymakers find the best solution for policymaking issues.

It is recommended that researchers do not rely on empirical

evidence, as this may lead to significant misunderstanding and

costly consequences. Policymakers can make more informed

policies by requesting systematic reviews on prioritized

issues.7,16,21 There is a lack of accessible resources and essen-

tial epidemiological data and statistics, as well as a lack of

identifying the unmet needs, of SCI patients in developing

countries.5 Epidemiological data and information on the needs

of individuals with SCI are useful for policymakers and could

be used to improve health care policies. A patient registry is an

organized collecting data system that is used for scientific,

clinical, or policy purposes. Access to valid, reliable, and con-

sistent data is essential for evidence-based decisions. Registry

systems can serve as a source for these data. Registration and

follow-up of individuals with SCI is necessary to maintain

continuity of care by health policymakers. This leads to timely

access to services and reduces physical and mental complica-

tions and costs. It also prevents the waste of national system

health resources. There is an urgent need to increase and

improve data collection and research on SCI. SCI registries

that collect data from hospitals are the best ways of collecting

SCI data. Policymakers need data on costs, outcomes, and cost-

benefits.2,3,32

High-quality research can positively impact health policy.

Developing an SCI research strategy increases quality of rele-

vant research. This leads to optimized outcomes for SCI

patients, a reduction in the economic and social costs of SCI,

and support for the SCI research community. To develop an

SCI research strategy, we need to clearly determine priorities

and build capacities and infrastructure such as physical and

human resources, databases and registries, and an adequate and

sustainable budget.20 Management of resources for providing

optimal care remains an essential requirement in the health care

system. Techniques such as simulation modeling have been

used to predict the impact of best practices and policy initia-

tives on outcomes in both the health care system and in

patients. Findings from various simulated scenarios from the

time of injury until community reintegration can be used to

provide the evidence required to support clinical decision-

making, to highlight standards of care, and to engage

policymakers.17

Effective interaction with policymakers is particularly

important. Essential aspects of communicating with policy-

makers include knowing when, what, or who you want to influ-

ence, focussing on clear messages, and avoiding overly

technical language. Policymakers need creative and beneficial

ideas (Table 3).Therefore, statements that contain a precise and

clear idea should be used. Flexibility and adaptation to new

contexts and opportunities are important.21 Patient advocacy

groups and NGOs play an effective role in influencing policy-

makers. They are involved in supporting patients, establishing

policies, and informing policymakers on patients’ unmet

needs.23 Also, they are involved in informing the people and

raising public awareness, gathering funds, and helping patient’s

access to health care. These organizations advocate for

patients’ rights and can inform the authorities about the unmet

needs of patients. On the other hand, by informing the public

about patients’ unmet needs, NGOs play an important role in

sensitizing the community to these needs and thus encouraging

policymakers to address these needs and support

8 Global Spine Journal
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patients.Hence, NGOs are active in various fields from medical

care, education, and employment to policy and law, Patients

training, volunteer medical service, focus group meetings and

draw special attention to patients including SCI patients.

Understanding other countries’ experiences in supporting indi-

viduals with SCI and similar individuals, such as patients with

rare diseases, can be helpful. ESCIF encourages all European

countries to promote the treatment, rehabilitation, and life-long

care of individuals with SCI and to support them and their

families.6,33 It should be noted that our study included only a

database, which is a limitation for this study.

Conclusion

In conclusion, due to the complexity of the policy process, it is

essential to consider multiple factors for encouraging policy-

makers to make laws that support individuals with SCI. It is

necessary to understand how best to communicate with policy-

makers and to present constructive, precise, and evidence-

based ideas. High-quality research and registry systems must

be used to provide valid, reliable, and consistent data. A vali-

dated and accessible database is essential for evidence-based

decisions and can effectively influence the process of policy-

making and legislation. Furthermore, patient advocacy groups

and non-governmental organizations (NGOs) play a key role in

influencing policymakers’ decisions. NGOs are involved

in establishing policies and addressing patients’ unmet needs.

In addition, highlighting the cost-effective role of early inter-

vention and timely specialized care in preventing secondary

complications and reducing health care system costs can be

beneficial. Continuity of care from the scene of injury until

arrival at a specialized care center will improve patient func-

tionality and health status. Incorporating rehabilitation pro-

gram into the medical insurance system can make patients’

access to these services substantially easier. Prior experiences

of other countries in this field can be helpful. Ultimately, com-

prehensive, and flexible planning is necessary to influence

policymakers.
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