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Background: There is a lack of literature regarding service needs of people with SCl living in the community. Better assessment
of expressed and met and unmet needs would help in the development of effective service delivery. Objective: From a national
SCl Community Survey in Canada, the aim was to identify the most critical service needs of people living in the community at
least 1 year post discharge from rehabilitation and the support they received to meet their needs. Method: Data were collected
mainly through a secure Web site and encompassed demographics, personal and household income, an SCI severity measure,
and an SCI community needs measure containing information on 13 SCl-related needs. Results: A total of 1,549 persons with
SCI (traumatic lesion, n = 1,137; nontraumatic lesion, n = 412) across Canada completed the survey. Most critical needs for
community integration were expressed by a substantial proportion of survey participants, but significantly more expressed and
met needs were reported by persons with a traumatic than a nontraumatic lesion. Personal and environmental characteristics
influenced the probability of expressing and meeting needs (eg, severity of injury and household income). Help and support to
meet expressed needs were received from government agencies, community organizations, and friends or family. Conclusion:
Better assessment of expressed and met or unmet needs for services remains a challenge but will serve as a tool to optimize
service delivery in the community. Environmental barriers to services, particularly the process of getting needs met and associated
costs, remain an issue that requires a reconsideration of some aspects of access to services. Key words: community living,

environmental barriers, income, nontraumatic spinal cord injury, SCl-related needs, spinal cord injury

raditionally, research on the continuum

of care and services after spinal cord

injury (SCI) focused largely on the initial
rehabilitation phase (acute management and
inpatient rehabilitation) in terms of intervention
efficacy, medical and functional outcomes,
and prognosis.'” However, there is a paucity of
literature regarding service needs after discharge
from rehabilitation, even though effective service
planning for persons with SCI living in the
community requires determining what specific
service needs they express and then determining
whether their needs are met in a satisfactory
manner.

Studies investigating the expressed needs of
persons with SCI suggest that areas related to
the greatest needs include physical changes such
as strength and mobility (31%), transportation
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(24%), work issues (22%), and ongoing education
(19%). Among significant barriers preventing
needs from being met, study participants mainly
reported limited local expert knowledge of SCI
(81%) and insufficient funding (56%).° Kennedy
and colleagues™® also reported unmet needs in
the areas of sexual activity and pain relief, and
subjects identified a need for specialized treatment
to address those needs. Access to employment
has also been recognized as a problematic area
for persons with SCI in many other studies.”'* In
Canada, national surveys examined self-reported
needs as well as service availability for individuals
with SCI living in the community."»"* The most
important unmet need that was identified most
often by respondents was accessible infrastructure,
specifically accessible public buildings (58%),
adequate enforcement of disabled parking (57%),
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sufficient disabled parking (45%), and accessible
streets and sidewalks (curb cuts or ramps) (38%).

Overall, these studies reported various types
of needs (eg, health or disability issues) and
influencing factors (eg, accessible infrastructure),
but they did not specifically report on needs for
services in major domains that foster community
integration or those that seem to be prerequisites
for achieving optimal participation and citizenship
(housing,attendantcare, primary health careaccess,
vocational training, etc). Moreover, until recently,
they did not systematically report expressed needs
as well as met needs,'® and none indicated sources
of support or help to ensure that service needs are
met. It is mainly by determining perceived gaps
in service delivery and the association with other
factors that policy makers and service providers
will be able to provide appropriate services to
support community living after SCI.

The SCI Community Survey (SCICS) was
designed to better understand the service needs
of persons with a traumatic or nontraumatic
SCI, and it goes beyond previous studies. The
aim of this article was to identify the most critical
service needs of people living in the community
at least 1 year post discharge from rehabilitation.
Specifically, the article focuses on the frequency of
expressed needs for services, the extent to which
they are met or unmet, type of help and support
received to meet needs, degree of satisfaction, and
environmental barriers affecting the fulfilment of
expressed needs.

Methods

A more in-depth description of the methodology
of the survey is presented in the first article in this
issue.'® Overall, the SCICS is a series of measures
used by Canadian collaborators, including people
with SCI, researchers, health care professionals,
and service providers, to assess important aspects
of community living. Recruitment was done
through national organizations (eg, SCI Canada,
Rick Hansen Registry, rehabilitation facilities) and
used the following inclusion criteria to identify
eligible participants: =18 years of age, living
in a community setting for at least 1 year after
discharge from hospital/rehabilitation, having
an SCI of traumatic or nontraumatic origin,

and understanding English or French. Data
were collected mainly through a secure Web site
(including the informed consent form) developed
by a market research organization with experience
conducting online surveys. A telephone interview
was also offered to eligible participants.

Questionnaires

Demographic measure

Demographics included age, time since injury,
gender, relationship status, ethnic origin, language,
location of residence through postal code, level
of education, living setting, living arrangement,
personal and household income, and sources of
income. An SCI classification measure provided
information on the type and severity of injury as well
as the cause (traumatic/nontraumatic) of the SCIL.

SClI-related needs measure

The SCI community needs measure was
developed for this study. This measure collects
information on 13 SCI-related needs: accessible
housing, attendant care, income support,
short-distance transportation, long-distance
transportation, SCI-specialized health care,
general health care, emotional counselling, case
management, SCI peer support, job training,
healthy living (recreational and leisure programs),
and equipment (medical supplies, communication
devices, and technical aids).

The SCI community needs measure consists of 5
sections. In the first section, participants indicated
whether or not they had some of 13 needs (yes/
no) since discharge. Only those who expressed a
specific need completed the remaining sections. In
the second section, participants indicated to what
extent an expressed need was met (1 = completely to
5 = not at all). The third and fourth sections focus
on support received from family and friends and
from governments, community organizations, or
other organizations. The fifth section comprises 9
common environmental obstacles that can hinder
individuals when accessing services to meet their
needs (eg, availability, affordability and features of
services, physical accessibility, lack of information,
service providers’ knowledge of SCI, etc).



Ethics

Ethical approval was obtained from an
independent Canada-wide institutional review
board (Institutional Research Board Services),
in addition to approval from the Research Ethics
Board of Université Laval and local research ethics
boards, as required in order to cooperate with
local researchers to promote the survey in the
recruitment process.

Statistics

Statistical analysis was performed using IBM
SPSS version 21.0 (IBM Corp., Armonk, NY) and
R software version 2.14.

To describe sample characteristics, measures
of central tendency (mean and median) and
variability (confidence interval and SD) were
used. Crosstabs were used to demonstrate
interrelationships between variables. Pearson’s
chi-square test was used to verify significance
(significance level set at .05). When comparing
the central tendency of 2 samples, the Mann-
Whitney test was used; the Kolmogorov—Smirnov
test was used to compare the whole distribution of
2 samples.

Results

Participants

A total of 1,549 persons with SCI (traumatic
lesion [TR], n = 1,137; nontraumatic lesion [NT],
n = 412) across Canada completed the survey
(age, 49.6 £ 13.9 years; time since injury, 18.5 *
14.3 years). Most of the Canadian regions were
represented in the sample, and survey participants
came from large cities as well as small communities.
Most of the participants were Caucasian (91%)
and more than 40% lived with a spouse (plus
an additional 10% with spouse and children).
Differences were observed in some demographics
between the type of lesion (TR vs NT), such as
percentage of people living with a spouse (39% vs
44%), being female (29% vs 43%), and being older
(48 £ 13 vs 53 £ 15 years). Overall, differences in
the type of lesion suggested that expressed and met
needs for services should be examined separately
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among these subsamples, when applicable and
relevant. A more in-depth description of the
sample characteristics is provided in the first
article in this issue (see Table 1 in that article).!'¢
(Given the limited space in this journal to present
additional methodological information and all
significant results, the research team developed a
section on their Web site called “Extra data” that
presents additional information and findings
[cirris.ca/tscir.html].)

Illustrations of expressed vs met needs

As reported in the first article in this issue
(see Table 2 in that article),'* most critical needs
for community integration were expressed by a
substantial proportion of survey participants since
discharge from rehabilitation, with differences
based on the type of lesion. On average, participants
with a TR lesion indicated significantly more
expressed needs (8.3 £ 2.6 vs 7.1 £ 3.0; P <.001)
as well as met needs (5.5 + 2.8 vs 4.5 £ 2.7; P <
.001) compared to participants with an NT lesion.
However, the mean ratio of met to expressed needs
is similar between the TR and NT lesion groups
(67% % 28% vs 67% * 31%; Kolmogorov-Smirnov
test, Z = 0.769; P = .595). This means, for example,
that even though people with a TR lesion expressed
more needs, they also had more needs met than
people with an NT lesion.

Although the mean proportion of met to
expressed needs showed a ratio of 2:3,an important
variation was observed among the participants,
as indicated by large standard deviations (see
above). To get a comprehensive picture of
expressed compared to met needs for services,
a graphic illustration of their interrelationships
was created with a bubble chart in which data
points are replaced by bubbles, the size of which
represents the number of observations (a larger
bubble indicates a greater number of participants).
Figure 1 shows the significant variation in the
relationships between the numbers of expressed
needs compared to met needs, suggesting that
some participants were able to find support to meet
most of their expressed needs since discharge from
rehabilitation while others did not. The dashed
line (middle of the graph) reflects the number
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Table 1. Relative risks® of expressing a need or having a need met according to type of lesion or level of household

income in people with a traumatic SCI

Lesion groups® Household income*
Expressed needs Met needs* Expressed needs Met needs*
(n=1007) (n=3101t0 934) (n=930) (n =289 to 862)
Tetra Para Tetra Para >$60K  $30K-$60K >$60K  $30K-$60K
ABCyvs ABCyvs ABCyvs ABCyvs vs vs vs vs

Needs AISD AISD AISD AISD <$30K <$30K <$30K <$30K
Attendant care 2.66 1.23 0.87 1.27
Long-distance transportation 1.95 1.79 1.17 1.57 1.47
Accessible housing 1.91 1.91 1.14 1.31 1.21
SCI peer support 1.72 1.61 1.37
Case management 1.58 1.38 1.36 0.80 1.46
Equipment and technical aids 1.46 1.45 1.27
Short-distance transportation 1.31 1.24 1.13 1.30 1.25
Income support 1.30 0.60 0.75 2.65 2.02
SCI-specialized health care 1.14 1.09 1.23
General health care 1.14 1.10 1.15 1.18
Emotional counselling 1.41 1.38
Job training 1.52
Healthy living and leisure 1.21 1.59

programs

Note: Only statistically significant relative risks (RR) are presented (P <.05). Data are listed in decreasing order of RRs of expressing a need in a

tetraplegia ABC lesion. Income is given in Canadian dollars.

“RR is the probability of an event occurring (expressing a need or meeting a need) in a group with a specific characteristic (tetra ABC or income
>$60,000) divided by the probability of the same event occurring in a group with another characteristic (AIS D or income <$30,000).

bParticipants were grouped according to type of lesion based on the level of injury (tetraplegia vs paraplegia) and severity of injury (AIS grade

ABCvs D).

“Participants were grouped according to household income (>$60,000; $30,000 to $60,000; <$30,000).

dSample sizes depend on the number of participants who reported having this need.*

of participants (as shown by the bubble size) for
whom all expressed needs were met according to
the number of expressed needs. Precisely, 21.4%
of participants with a TR lesion had all their needs
met (Figure 1la) compared to 25.7% in the NT
lesion group (Figure 1b) (Pearson’s y*> = 3.28,
P = .07). Conversely, in participants located in
the bottom and right side of the graph (shaded
area), there is a decreasing proportion of met to
expressed needs (ratio < 50%), suggesting that they
were less able to find ways to meet their needs.

Personal and environmental variables
associated with expressed and met needs

The expression and meeting of needs for
services seem to be influenced by various personal
characteristics: Severity of the lesion, years since

injury, and level of education were associated
with a difference in the expression of needs and
proportion of met to unmet needs. For example,
Table 1 reports the relative risks (RRs) of
expressing a need or having a need met, based on
the severity of the traumatic lesion. Paraplegia or
tetraplegia (American Spinal Injury Association
Impairment Scale [AIS] ABC) significantly
increases the likelihood of expressing a significant
number of needs compared to a less severe injury
(AIS D). In people with tetraplegia, the probability
of expressing needs related to attendant care (RR,
2.66), long-distance transportation (RR, 1.95),
and accessible housing (RR, 1.91) seems to be
particularly influenced by the severity of the lesion.
For meeting needs, such a probability is reduced
as statistically significant RRs appear in only a few
needs with a lesser magnitude.
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Table 2. Percentages (and confidence intervals) of participants who reported receiving help to meet their needs
from government agencies, friends and family, community organizations, or other organizations

All participants (traumatic and nontraumatic lesions)

Community Other

Needs Government agencies  Friends and family organizations organizations®

(n =respondents expressing the needs) % (95% CI) % (95% CI) % (95% CI) % (95% CI)

General health care 91.6 (90-93) 59.0 (56-62) 32.7 (30-35) 38.8 (36-41)
(n=1,377)

Income support 85.7 (83-88) 47.8 (44-51) 13.0 (11-16) 36.2 (33-40)
(n=824)

SCI-specialized health care 85.0 (83-87) 56.2 (53-59) 34.7 (32-37) 38.0 (35-41)
(n=1,296)

Case management 77.2 (74-80) 50.8 (47-54) 40.6 (37-44) 16.5 (14-19)
(n=764)

Attendant care 73.1 (70-76) 78.7 (76-81) 18.4 (16-21) 17.8 (15-21)
(n=2808)

Equipment and technical aids 69.4 (67-72) 51.8 (49-54) 25.8 (24-28) 40.7 (38-43)
(n=1,390)

Emotional counselling 65.5 (61-69) 46.0 (42-50) 25.4 (22-29) 23.4 (20-27)
(n=568)

Short-distance transportation 59.5 (57-62) 69.1 (66-72) 12.9 (11-15) 49.3 (47-52)
(n=1,307)

Job training 59.3 (55-64) 43.0 (38-48) 39.6 (35-44) 27.4 (23-32)
(n=460)

Accessible housing 45.2 (42-48) 64.6 (62-67) 19.2 (17-21) 25.3(23-28)
(n=1,277)

SCI peer support 39.0 (35-44) 56.5 (52-61) 77.2 (73-81) 17.9 (15-22)
(n=464)

Healthy living and leisure programs 35.6 (32-39) 56.7 (53-60) 54.4 (51-58) 30.2 (27-33)
(n = 809)

Long-distance transportation 27.1 (24-30) 62.6 (60-66) 7.9 (6-10) 49.7 (47-53)
(n=1,057)

Note: Data are listed in decreasing order of participants receiving support from government agencies.

‘Insurance companies, private donations, legal settlements.

Such a pattern of influence on needs is also
noticeable for environmental conditions (eg,
region of residence, living arrangement, and
income). Household income seems to be an
important variable in the probability of meeting
needs for services. Higher household income
(>60,000 Canadian dollars) reduces the probability
of expressing a need for income support, attendant
care, and case management but increases the
probability of having long-distance transportation
and healthy living and leisure program needs.
On the other hand, a higher income drastically
increases the possibility of meeting most needs for
services with statistically significant RRs (1.27—
2.65) compared to people with a low income
(<$30,000/year). The exception is the general

health care need, probably due to the public
health care system in Canada. The impact is less
marked when comparing the other income groups
($30,000-$60,000 vs < $30,000), but the likelihood
of 5 needs being met still increases (from 21% to
102%) in the former group. Similar patterns were
observed in the NT lesion group (findings are
reported in the online “Extra data” sections [cirris.
ca/tscir.html].)

Sources of help and support to meet expressed needs

For each expressed need, the survey participants
received help and support from multiple sources
(Table 2) without any significant differences
between the TR and NT lesion groups. Government
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Figure 1. Graphicillustration of the relationships between number ot expressed needs and needs met (to a great
extent or more) in survey participants with a traumatic and nontraumatic SCI. Each circle (bubble) represents
the data points between a specific number of expressed and met needs. The size of each bubble represents a
specific number of participants and examples are given in the graphs (largest circle: n = 41, traumatic lesion,
n = 16, nontraumatic lesion; smallest circle: n = 1, both lesions). Shaded area comprises participants for whom
the number of met needs corresponds to 50% or less of expressed needs.

agencies were the main source of support for 7
out of 13 expressed needs, and the proportion of
participants who received this type of support
was between 77% and 91% for 4 specific needs
(general health care, SCI-specialized health care,
income support, and case management). Despite
such important support from agencies, help

and support from friends and family remained
substantial for these specific needs (reported
by 50%-60% of the sample). In fact, family and
friends were identified as the main source of
support by participants for 5 critical needs for
community integration (attendant care, 78%;
short-distance transportation, 69%; accessible
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Table 3. Level of satisfaction of participants with a traumatic lesion (percentages and confidence intervals)
regarding help and support received from government agencies, community, and other organizations (insurance

companies, etc) to meet their needs

Neither satisfied nor Somewhat or

Very satisfied Somewhat satisfied dissatisfied very dissatisfied

Needs % (95% CI) % (95% CI) % (95% CI) % (95% CI)
SCI peer support 37.5 (32-43) 35.1 (30-41) 18.2 (14-23) 9.2 (6-13)

Attendant care 28.4 (25-32) 47.2 (43-51) 10.0 (8-13) 14.4 (12-18)
Equipment and technical aids 28.2 (25-31) 46.0 (43-49) 11.4 (10-14) 14.3 (12-17)
Case management 24.9 (21-29) 42.9 (39-47) 18.0 (15-22) 14.3 (11-18)
Job training 24.3 (20-30) 41.7 (36-47) 17.8 (14-23) 16.2 (12-21)
General health care 24.0 (21-27) 51.2 (48-54) 11.7 (10-14) 13.2 (11-16)
SCI-specialized health care 23.3 (21-26) 46.8 (44-50) 15.2 (13-18) 14.7 (12-17)
Accessible housing 23.0 (20-26) 37.4 (34-41) 20.0 (17-23) 19.6 (17-23)
Short-distance transportation 22.4 (20-25) 38.1 (35-42) 21.2 (18-24) 18.3 (16-21)
Emotional counselling 19.9 (16-25) 38.5(33-44) 23.9 (19-29) 17.7 (14-22)
Healthy living and leisure programs 18.8 (15-23) 42.9 (38-48) 19.5 (16-24) 18.8 (15-23)
Long-distance transportation 16.3 (13-20) 38.8 (35-43) 27.2 (24-31) 17.7 (15-21)
Income support 14.6 (12-18) 38.4 (34-42) 18.6 (16-22) 28.4 (25-32)

Note: Data are listed in decreasing order of the “very satisfied” level.

housing, 64%; long-distance transportation, 62%;
healthy living and leisure, 56%). Not surprisingly,
community organizations provided peer support
for 77% of people who expressed this need. Other
organizations (insurance companies, private
donations, legal settlements) also provided
support for a substantial proportion of the
respondents, particularly to meet needs related
to transportation, equipment, and technical aids
(reported by 40% of the sample).

Degree of satisfaction with the help and support
received varied greatly among participants and
between expressed needs (Table 3). The proportion
of people with a TR lesion who reported being
very satisfied with the help and support received
(regardless of the source) was under 30% (except
for SCI peer support, which was 37%) and as low
as 16% and 14% for long-distance transportation
and income support, respectively. However, there
was no general trend toward dissatisfaction but
rather a low level of satisfaction as a substantial
proportion of participants indicated they were
somewhat satisfied (35% to 50%) with the help
and support they received to meet their needs. No
significant differences were observed between the
TR and NT lesion groups.

Environmental barriers limiting needs fulfillment

Among the 9 environmental obstacles that could
limit the fulfillment of needs, 2 are noteworthy:
the process of and the financial affordability of
getting needs met. These obstacles seem to affect
the fulfillment of most expressed needs (Figure
2a-b). This is particularly clear for needs such as
accessible housing, income support, and attendant
care, where few participants totally agree that
the process is easy or can afford to pay to meet
their needs. Conversely, a substantial number of
participants reported that they know how to find
help and information to meet most of their needs
and that availability and quality of features to meet
specific needs exist.

Another approach to examining the relationships
between environmental obstacles and expressed
needs is to determine the needs that are most or
least hindered by the 9 obstacles. For example,
accessible housing (Figure 3a) is one of the needs
with the most obstacles overall. The process of
obtaining accessible housing, amount of services,
and physical obstacles in the environment make it
much more problematic than other needs. To some
extent, meeting needs for SCI-specialized health
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Figure 2. Bar graphs representing level of agreement regarding the characteristics of 2 environmental factors
(ease of gefting a need met, financial affordability) that influence the fulfilment of a need. Data are listed in

decreasing order of total agreement.

care, income, and long-distance transportation
is also hindered by environmental obstacles. On
the other hand, a majority of people totally agree
that general health care exists and is available
where they live (Figure 3b), but some participants
seem to only partly agree as to the quantity of this
service, its affordability, and ease of getting it. The
SCI knowledge of service providers seems to be an
important barrier to ensuring that general health
care needs are met. A similar pattern was observed
in meeting the need for equipment, medical

supplies, communication devices, and technical
aids. (Other findings related to environmental
obstacles are reported in the online resource
[cirris.ca/tscir.html].)

Discussion

To our knowledge, this study is the first to
thoroughly explore the needs (expressed and met)
for services of people with long-standing SCI,
which includes sources of help and support they
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Figure 3. Bar graphs representing level of agreement regarding 9 environmental factors that influence
the fulfilment of 2 specific needs or services (accessible housing and general health care). Data are listed in

decreasing order of total agreement.

received and barriers that prevented them from
meeting their needs. The main findings of the
study suggest that people with SCI have a variety
of needs, some more critical than others, to ensure
community living and that some people receive
enough help and support from various sources to
meet most of their expressed needs. This supports
the hypothesis that some community needs may
be addressed relatively well.® However, this would

occur gradually over the course of community
living as fulfillment of critical needs (eg, accessible
housing, transportation, home support) is lower
in the first year post discharge'” and the services
received in this early phase do not meet the needs
identified at discharge for both health and social
care in most people with neurological conditions.'®

Despite some encouraging findings, a sustantial
proportion of people with SCI cannot meet 50%
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of their needs, which has a potential impact on
community living. This militates in favor of better
access to support and help through various types of
community outreach programs. The results show
that perceived needs as well as the capacity to meet
them vary greatly from one person to the next. A
more sudden TR lesion seems to create signicantly
more needs for services than an NT lesion, but
there are no differences in the proportion of met
and expressed needs between the 2 types of lesion.
This study confirms that the expression of needs
tends to be related to some extent to personal
and environmental characteristics. For critical
needs, such as attendant care, transportation,
and accessible housing, for example, people with
more severe tetraplegia had a higher probability
of expressing needs. Nonetheless, people with less
severe injuries who recover some level of mobility
or have NT lesions with potential additional
functional decline require special consideration
and interventions to address their needs, especially
in terms of psychological support and peer
support.’” Emotional counselling needs were
reported by about one-third of the current survey
participants, but only 43% of them considered this
need as met, which makes it the third least met
need.

Of particular interest is the insight the study
provides on the potential impact of income on
the capacity to meet needs. In this study, people
with access to a household income over $60,000
clearly had a higher probability of meeting
their needs than those with a lower income.
Moreover, access to a better income seems to
create opportunities to express needs, such as for
long-distance transportation and healthy living/
leisure programs that could have a positive impact
on social participation. This raises the issue of
ensuring adequate funding or income to meet
needs for community living. Some studies indicate
that lack of funding is a major concern among
people with SCL*"" including access to health
care.”?! This is also consistent with other studies
suggesting additional costs of living for people
with disability,”>** effect of a higher income on life
satisfaction, and increased risk of health problems
and environmental barriers in people with low
incomes.”

In addition to financial issues, 2 other factors,
the complex process of getting needs met and
service providers’ knowledge of SCI, seem to be
important barriers to ensuring that needs are
met. Less than 40% of survey participants (and
usually under 25%) agreed with the statement
that the process of getting support to meet their
needs is easy. For needs such as income support
and accessible housing, 50% or more participants
indicated that it was not at all easy. Only a few
participants considered that the SCI knowledge
of those providing services was satisfactory, and
the majority considered it satisfactory to some
extent. This is consistent with previous studies
that examined environmental barriers to meeting
needs.**

The study results confirm that people with SCI
received help and support from multiple sources.
A combination of sources with predominantly
government support for specific needs (eg, health
care, income support, case management) seems to
ensure a certain provision of services, but varying
degrees of satisfaction and dissatisfaction with
support from these organizations suggest that it
should be enhanced. Even in a publicly funded
system, government policies and availability
of services were previously seen as barriers to
community integration,” to meeting health care
needs,”® and to returning to work® among people
with disabilities.

Given various limits on government jurisdictions
to help meet expressed needs, support from family
remains essential and highly predominant to meet
needs such as attendant care, accessible housing,
and short- and long-distance transportation. This
confirms that a large proportion of people with SCI
receive instrumental and emotional support from
family, which contributes to life satisfaction.’"**
While this high proportion of support from family
and friends seems to be beneficial, a substantial
percentage of partners who act as caregivers suffer
from serious burden® and also need a great deal of
support through various interventions.***

Study limitations

There are some limitations in this survey that
must be acknowledged. First, the recruitment



process did not allow participants to be selected
through a randomized process and the level of
participation was uneven across Canada, creating
a potential selection bias and a nonresponse
bias. Although the geographic distribution of
participants approaches the distribution of the
adult population in Canada, it was not possible
to calculate a representational weight for each
observation. Second, the study is based on
self-reported data that cannot be validated by
external data, and the high number of sections
and questions may have induced fatigue or
boredom in participants, leading to under-
or overestimation of behaviors, beliefs, and
knowledge and consequently to a potential
information bias. Likewise, there is a subjective
component in the assessment of needs (expressed
and met) that is influenced by personal beliefs and
social norms that can also create potential upward
or downward bias. Third, the data collection
period lasted more than a week or a month for
25% and 15% of respondents, respectively, which
might have created a form of recall bias. Fourth,
estimation of the severity of injury relied on self-
reported information about motor and sensation
recovery and is not as accurate as an actual medical
assessment, leading to potential misclassification
of the AIS grade.

Conclusion

The measurement of expressed and met needs
for services is a challenge but is needed to ensure
optimal service delivery for people with SCI living
in the community. This study is among the first
to thoroughly illustrate expressed and met and
unmet needs for services in this population, as
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well as the support received from various sources
and obstacles encountered in meeting those needs.
Results showed that overall about two-thirds of
needs expressed by survey participants are met in a
satisfactory manner, with significant interindividual
variation, suggesting that some people are still in
a precarious situation regarding their needs for
services. The needs measure developed in this study
might be very useful for service providers to detect
individuals who require additional support and to
prioritize actions to meet the most unmet needs.
Environmental barriers to services, particularly
the process of getting needs met and associated
costs, remain an issue that requires a reassessment
of some aspects of access to services, particularly
for critical needs such as accessible housing,
attendant care, transportation, and income support,
that are prerequisites for people with SCI to live
independently in the community and contribute to
society like other citizens.
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