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Key points

e A good quality of life (QoL) is not uncommon for people with SCI. There is no relationship
between injury level or severity and QoL.

e Involvement in the community through work, school, volunteer work, and social activities 1s
associated with higher QoL.

e Social support from family, friends, peers, and the community is associated with higher QoL.
e The frequency of medical complications and how much they interfere with life reduces QoL.

e QoL can be impacted by the accessibility of the community, work, and home environments.

What is quality of life?

Quality of life (QoL) measures the different parts of an w i | n
individual’s life to try and paint a picture of how well they - & ] ¢ S C l il
are doing and how satisfied they are with their life. This . ‘ ¥

might include things that an outsider could measure, like
housing, income, employment, and health status. This can
also include things that are based on an individual’s own
values and aspirations, like whether they are satisfied with
their current life and whether they feel their wants and
needs are fulfilled.

QoL can be difficult to measure since individuals have
different values and expectations for life. These values,
expectations, and priorities can also change over an
individual’s lifetime. Assessments used in research will not always accurately reflect how an individual
weights different life components. QoL scores can also be influenced by regional differences in cultural
values, access to care, and the accessibility of the surrounding environment.

Does spinal cord injury impact quality of life?

Contrary to popular belief, people with SCI generally have good QoL. On average, people with SCI
score lower on QoL tests than the general population. However, a lower average does not mean that
all people with SCI see their QoL as low, or that all people with SCI will have a lower score than
people who do not have an SCI. In studies of people with cervical SCIs, the majority of participants
felt that their QoL is average or better than average.
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Most studies find little to no relationship between level of injury, injury severity, and QoL. Rather,
higher QoL is limited by the physical and social barriers that prevent people from accessing
community, activities, and employment.

What can increase quality of life for people with SCI?

B R Employment

= |ﬂl"‘ o - Numerous studies show that work is strongly related to higher QoL for
- people with SCI. This is true whether the person is working full-time,
part-time, or in an unpaid position.

In a study that looked at the QoL of people with SCI in six different
countries, employment was one of the only factors found to be
associated with higher QoL regardless of location. One large study also
found that satisfaction with life increased over time for people who were
employed or students.

Is it hard to find suitable work with SCI?

Differences in age, injury, work experience, and what is defined as work make it hard to pin
down an exact number, but research estimates that about 35% of people with SCI are employed.
The low rates of employment are likely due to a mix of personal and environmental factors.

Physical and health limitations

After an SCI, job opportunities can be limited by physical impairments and health. For
example, someone might not be able to return to the work they did before their injury because
it is too physically demanding. Health complications related to SCI like pain and fatigue, and
managing care routines can also limit energy and time, making it more difficult to work.

Workplace environment

That said, people with SCI are often underemployed even when they want to and are able to
work. Finding suitable work can be difficult because of issues like lack of transportation,
inaccessible workplaces, fear of losing financial or health benefits, and employer
discrimination towards people with disabilities. This is extremely concerning because of the
connection between work and QoL. There is evidence that workplace support and
accommodations increase employment for people with physical disabilities.

Local rehabilitation programs or SCI peer programs may have services to help people with SCI
reach work and career goals.

Community involvement

One study found that people with SCI felt they had a greater sense of community than the general
population. Community involvement can include recreational activities, hobbies, and positions in
community organizations and can contribute to a higher QoL.
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Social support

Social support refers to one’s relationships with other
people, and the interactions, support, and care
provided by this network of people, including family
members, friends, and peer community. There is
consistent evidence that more social support is linked
to higher QoL in people with SCI.

Social interaction and participation in social
activities are also linked to higher QoL. In some
studies, it has the highest positive impact on life
satisfaction of all factors. Marriage/having a partner
1s found to either improve or have no effect on QoL.

Independence

Independence in personal care and transportation is associated with higher QoL. One large study
found that life satisfaction increased over the years for people with SCI who lived independently.

Psychological factors

Feeling like you have control over your life was related to higher QoL in several studies. Research has
also shown strong associations between symptoms of depression and anxiety and lower quality of life.
The connection between QoL and psychological factors highlight the importance of mental health
support and treatment in SCI rehabilitation.

What can decrease quality of life for people with SCI?

Health complications

Having an SCI usually comes with additional health complications over one’s lifetime. These
conditions can be directly or indirectly related to the SCI and could include:

e pain,

e urinary tract infections (UTIs), Read our articles
on the areas listed

e pressure ulcers, here and many <
e Fatigue, other Topics!
e problematic spasticity,

e bowel problems like constipation, hemorrhoids, etc.,

e Dbladder problems like leaking, kidney/bladder stones, etc.,
¢ and mental health conditions like depression, anxiety, and post-traumatic stress disorder.

The more health complications disrupt regular life, the greater the impact on QoL. For example, more
frequent UTIs are associated with lower QoL as they limit daily activities and increase experiences of
spasticity. How much pain interferes with life is also related to QoL. One study found that over a 2-
year period, if pain interfered less with life over time, QoL increased, and vice versa. Pain also
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contributes to higher rates of mental health conditions for people with SCI, which are commonly
associated with lower QoL.

Further, the more health conditions one experiences at once, the more QoL decreases. There is some
evidence that when there are no health complications, the average QoL for people with SCI is similar
to the average QoL of non-SCI populations.

Does accessibility impact quality of life?

Since community involvement and access to services is so important to QoL for people with SCI,
access to the community environment can have a big effect on health and QoL. Many of the factors
that hinder access can be improved by changing policies, practices, and the physical environment.

Community Access
L . 8 i

Although accessibility features are required in many
public places, what is accessible for one person may not be
: ' for another. The environment outside and inside can still
- 5 @1 be inaccessible to people with SCI for many reasons.
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n 57_ G Things like unmaintained sidewalks; physical barriers in
H =W parks, beaches, and swimming pools; a lack of adjustable

N t— equipment in a health care centre; and obstacles inside
- — and outside of buildings, can prevent people with SCI
g A - = from participating in the community and accessing health
, ~ care. This lack of access to community spaces and
e : . resources can have a negative impact on QoL.

Housing Access

Not having suitable housing with adaptations for SCI can have a negative impact on ' .4 i article
QoL. Living in a home that hinders one’s ability to do daily activities or participate on Housing After
in activities can be very stressful. The inaccessible homes of family and friends can ;%rmgtri'(‘;r‘e
also affect QoL. '

Transportation Access

A lack of accessible transportation can lower QoL by blocking access to community Read our article
resources, health care, and activities, especially for people in living in rural or on Adapted
remote areas. Driving for more

information! o
Owning a private adapted vehicle may be too expensive, not suited to one’s
particular needs, or not available in the area. Public transportation like buses and
trains are not always available or equipped to accommodate people with SCI.
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The bottom line

Regardless of injury level and severity, many people with SCI report that they have a good quality of
life. QoL can be difficult to measure because everyone has their own priorities, values, and
expectations for what they consider to be a good life.

Involvement in the community through work, school, volunteer work, and social activities are some of
the factors that are most strongly related to higher QoL. Social support from family, friends, peers, and
the community are also important for QoL.

The disruption caused by frequent and problematic medical complications can lower QoL. Seek
medical care from a health professional if pain, fatigue, spasticity, bowel/bladder problems etc. are
having a big negative impact on your daily life.

For a list of included studies, please see the Reference List. For a review of how we assess evidence at
SCIRE Community and advice on making decisions, please see SCIRE Community Evidence.

Related resources

SCIRE Community. “Housing After SCI”
SCIRE Community. “Adapted Driving”
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Disclaimer: This document does not provide medical advice. This information is provided for educational
purposes only. Consult a qualified health professional for further information or specific medical advice.
The SCIRE Project, its partners and collaborators disclaim any liability to any party for any loss or
damage by errors or omissions in this publication.
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