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Study design: Cross-sectional; survey.
Objectives: To describe the utilization, accessibility and satisfaction of primary and preventive
health-care services to individuals with long-term spinal cord injuries, and compare results
among three countries: the United States, Canada and the United Kingdom.
Setting: The Canadian sample was obtained from the Canadian Paraplegic Association –
Ontario and Manitoba Divisions. The British sample was recruited from the Northwest
Regional Spinal Injuries Centre in Southport and National Spinal Injuries Centre at Stoke
Mandeville Hospital in Aylesbury. The American sample was recruited through Craig Hospital
in Englewood, CO, USA.
Method: A total sample of 373 individuals aging with a spinal cord injury participated in
a mailed survey. The Health Care Questionnaire was used to measure utilization, access and
satisfaction with primary care and preventive services.
Results: In total, 93% of individuals reported having a family doctor, 63% had a spinal
injuries specialist and 56% had both a family doctor and spinal injuries specialist. Considerable
duplication of services occurred for general medical and preventive services, although lifestyle
and emotional issues were not addressed for over 75% of the participants. Significant differences
were found in utilization among Canada, US and UK, with Canadians most likely to receive
health care from family physicians and Americans most likely to receive care from specialists.
Access to and satisfaction with health services was not significantly different among countries.
Conclusion: People with long-standing spinal cord injuries develop complex maps by which
they seek out appropriate primary health-care and preventive services. Given the differences
among countries, it is clear that the health delivery model plays an important role in how and
where individuals receive health services.
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Introduction

People with spinal cord injuries report anecdotally that
they often cannot find a family physician in their
community whose office and equipment are accessible,
or who is willing to take them on owing to issues of cost,
expertise and time requirements. Further, they report
disappointment at the level of knowledge and experience
with disability in the medical community.1,2 Current

political rhetoric is full of references to access to health
services, usually referring to wait times or geographic
distribution of services. However, for people with
disabilities, access problems are also related to four
additional types of barriers: physical inaccessibility, lack
of expertise about disability, attitudes toward disability
and health system issues.3–5

High re-hospitalization rates and complications in
the early years following spinal cord injury have been
the impetus for examining health-care utilization during
the first decade postinjury. A recent study found that
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over the course of the first 6 years, contact with the
health-care system diminished with time. Individuals
tended to see their family doctors for both general
health and disability-related issues, and had significantly
less contact with their physiatrists in the latter years
than in the initial year.6 Individuals aging with a spinal
cord injury report a greater number of secondary health
conditions than the general aging population,6 which
lead to more frequent and longer hospital re-admissions
compared with the general population.7 However, the
long-term use of health services following spinal cord
injury is not well understood.

Before proceeding further, it is important to offer
a number of definitions. First, the term primary care
is used to refer to medical services provided at the first
point of contact with the health-care system. According
to Starfield et al,8 primary care is typically defined
according to four cardinal domains:

1. first contact: the point of contact with the health-care
system and the gateway to other more specialized
services;

2. longitudinality: a relationship that extends over a long
period of time, typically a minimum of 6 months;

3. comprehensiveness: attention to all health problems;
and

4. coordination: awareness and communication regard-
ing all aspects of health care for a given patient.

The term family doctor was used in this study to
describe physicians specializing in the provision of
comprehensive primary care for individuals of all ages,
organ systems and diseases.9 The terms general practi-
tioner (GP), primary care physician and family physi-
cian are also commonly used terms to refer to this area
of specialty.

Because of the international context of this study, it is
also important to clarify the term used to designate
physicians specializing in the care of people with spinal
cord injuries. A number of terms are used, including
physiatrist, rehabilitation doctor and rehabilitation
specialist. In this paper, we use the term spinal injuries
specialist, in recognition of this subspecialty of rehabi-
litation medicine in the UK.

Other definitions of interest include access and
utilization. In our previous work on access to primary
care for people with disabilities, we have used the term
access to refer to the absence of four types of barriers:
physical barriers, negative attitudes, lack of expertise
about disability, and systemic or structural barriers in
the health-care system.10 Utilization refers to services
sought in the preceding year, according to the measure
used.11,12

Our own research and that of others1,6,13–18 shows
that people with disabilities are relatively high users of
health services. It also shows, however, that they have
significantly more unmet health needs than comparable
members of the general population.19 People with
disabilities report three times more unmet health needs
than the overall population.19 Even after controlling for

the effects of health and chronic disease, disability still
represents a significant source of both health service use
and unmet health need.

Bockenek17 provides evidence of difficulties experi-
enced by people with disabilities in receiving appropriate
and accessible health services. Available literature points
to a number of inequities in the delivery of health services
to people with disabilities, and particularly to difficulties
in accessing primary and preventive care.1,20–23 Chan
et al24 found that the greater the number of functional
limitations an individual reported, the less likely they
were to receive preventive services, such as a mammo-
gram or Pap smear. Nosek and Howland25 also found
that difficulties with access to primary and preventive
care increased with severity of disability.

Bowers et al26 suggest that there are at least three
types of expertise needed in order to provide effective
primary care to people with disabilities:

� knowledge of the medical–technical aspects of the
presenting health complaint;

� biographical knowledge about the individual and his
or her health history; and

� systems knowledge regarding policies, programs,
benefits and criteria.

To this, we would add knowledge of the medical/
technical aspects of the pre-existing disability. Veltman
et al27 surveyed people with five significant types of
adult disability, including spinal cord injury, regarding
the role they expected their family doctor to take. People
expected not only concern for their general health and
access to specialists but also expertise on disability,
advocacy for the patient relative to programs and needs,
and emotional support.

In the absence of adequate primary care, authors have
noted a number of other strategies that people with
disabilities may use to ensure their health needs are met.
Several authors reported that people with disabilities are
disproportionately high users of institutional services,
such as hospital and emergency clinics.17,18 The location
of these services are usually physically accessible, and
they typically offer a variety of resources such as
diagnostics, prescription and other ancillary services.
There are obvious advantages of accessing services in
one location: issues of inaccessibility, transportation/
parking and other logistics. The research also shows that
people with disabilities often use specialists for primary
care; that is, as their first line of contact in the event of
a new health problem.1,17 Thus, physiatrists, orthopedists,
neurologists or rheumatologists with whom they already
have a relationship become the first contact with the
health-care system when a problem arises.

In summary, the literature documents the difficulties
experienced by people with disabilities in accessing a
reasonable standard of primary care. However, cons-
picuously absent are studies of how specifically the
health-care system is negotiated, and what issues are
being addressed by whom and with what frequency.
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Much of the data on health-care utilization cited
above comes from the United States. In the process of
a longitudinal study of long-term health following a
spinal cord injury, we had an opportunity to compare
Canada, United States and United Kingdom. These
three countries represent three distinct health-care
delivery models:

� Canada has a publicly funded system, where everyone
is meant to have full access to necessary medical
services, and physicians act as private practitioners
who coordinate and control access to specialty
services,

� Britain also has a publicly funded system, where
general practitioners are organized into primary care
trusts, and care is integrated at both the community
and hospital levels,

� The American system is primarily privately funded,
and is organized and delivered by privately directed
health organizations and third-party payers. How-
ever, a considerable portion of long-term patients has
funding through Medicare or Medicaid, by virtue of
the disability or of their age.

Recent survey research comparing these three health
systems shows that both patients and doctors have
concerns about access in all three systems.28 Although
many factors such as rates of seeing specialists and rates
of satisfaction and quality of care were similar, there
were some notable differences in access issues among the
three countries. Whereas people in all three countries
experienced difficulties with access to needed services, in
Canada and the UK, these difficulties were attributed
to wait times and shortages of people and facilities,
whereas in the US, they attributed to costs and coverage
of health services.29 Among those considered ‘sicker
adults’ or those with multiple or chronic conditions, the
risk of access barriers and coordination failures was
particularly high.19 Between 33 and 50% of such adults
were not satisfied with their access to care, with the
highest rates of dissatisfaction being in the US and the
lowest being in the UK.

The purpose of this paper is to:

1. describe the utilization and accessibility of primary
and preventive health-care services to individuals
with long-term Spinal Cord Injury, and

2. compare primary care and preventive health service
utilization and accessibility among three countries:
the United States, Canada and the United Kingdom.

Methods

Study design
The present study was part of a larger longitudinal
international survey examining the effects of aging on
individuals with a Spinal Cord Injury.30 This study
utilized a cross-sectional analysis of data collected
between 2001 and 2003.

Sample
A total sample of 373 was obtained from Canada, the
United Kingdom and the United States. The Canadian
sample was derived from the member database of the
Canadian Paraplegic Association (CPA) – Ontario and
Manitoba divisions. It included 127 participants, with
an average age of 55.9 (710.7) years and an average
disability duration of 32.1 (78.4) years. The British
sample was recruited from the Northwest Regional
Spinal Injuries Centre (NRSIC) in Southport, and
National Spinal Injuries Centre (NSIC) at Stoke
Mandeville Hospital in Aylesbury. It consisted of 162
individuals with an average age of 62 (77.7) years and
an average injury duration of 39.2 (75.5) years. The US
sample was recruited through Craig Hospital in Engle-
wood, CO USA, and it included 84 participants with
an average age of 56.7 (78.9) years and an average
duration of disability of 35.3 (76.5) years. Participants
were included if they:

� had incurred a spinal cord injury at least 20 years
previously,

� were between the age of 15 and 55 years at the time
of injury, and

� were admitted to rehabilitation within 1 year of
injury.

Participant characteristics are found in Table 1. The
table reflects the sampling criteria, showing that this is
an older sample with a substantial duration of disability.
In common with much spinal cord injury research, the
sample was dominated by males. There are significant
differences between the three countries on age and
duration of disability, with the British sample being the
oldest and of the longest duration.

Data collection
Participants from all three countries were contacted by
mail to request their participation in the study. For
those who agreed, a questionnaire package containing
the Health Care Questionnaire (HCQ) was either sent
out, along with a stamped return envelope, or was
completed by the interviewer during a telephone or in-
person interview. The questionnaire package contained:

1. Demographic data: including age, injury level and
duration of disability.

2. HCQ: The HCQ is 46-item measure of access and
satisfaction with health services (see Appendix A1).
The HCQ is a compilation of two published
measures: the Primary Care Questionnaire11 and
the patient satisfaction with Health Care Provider
Scale (PSHCPS).12 The PSHCPS has been found
to demonstrate both internal consistency reliability
(Cronbach’s alpha 0.93) and construct validity,
according to the original authors.12 No reliability or
validity data was published with the Primary Care
Questionnaire11 and no further psychometric studies
could be found. The adapted HCQ used in this study
allowed us to determine what services were received
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from both family physicians and spinal injuries
specialists, and the level of accessibility and satisfac-
tion with those services. The HCQ is comprised
of four subscales: access, prevention, counselling
and satisfaction. Psychometric analyses conducted
as part of this study included inter-item and item-
total correlations, principal components analysis and
internal consistency reliability. As Table 2 shows, the
eight resulting subscales (four for family doctors and
four for spinal injuries specialists) had internal

consistency reliability (Cronbach’s alpha) in the
range of 0.55–0.87. Factor analysis supported uni-
dimensionality for all eight subscales, with factor
loadings above 0.30 for the majority of items.

Ethics
Ethics approval was obtained from the Queen’s
University Research Ethics Board, as well as the
hospital review boards at each site.

Table 1 Details of total sample and country subsamples

Canada (n¼ 127) UK (n¼ 162) US (n¼ 84) Po0.05 Total (n¼ 373*)

Age (years)
40–49 41 (33.1%) 2 (1.2%) 21 (25.0%) * 64 (17.4%)
50–59 44 (35.5) 63 (39.1) 29 (34.5) * 136 (36.9)
60–69 20 (16.1) 69 (42.9) 25 (29.8) * 114 (30.9)
70–70 18 (14.5) 22 (13.7) 9 (10.7) 49 (13.3)
80+ 1 (0.8) 5 (3.1) 0 (0,0) 6 (1.6)
Mean (SD) 55.9 (10.7) 62.0 (7.7) 56.7 (8.9) 58.7 (9.5)

Gender
Male 103 (82.4%) 139 (85.8%) 73 (86.9%) 315 (84.9%)
Female 22 (17.6) 23 (14.2) 11 (13.1) 56 (15.1)

Injury group
Tetra ABC 43 (35.8%) 50 (30.9%) 37 (44.0%) 130 (35.5%)
Para ABC 50 (41.7) 77 (47.5) 33 (39.3) 160 (43.7)
All D 27 (22.5) 35 (21.6) 14 (16.7) 76 (20.8)

Years since injury
20–29 64 (51.6%) 0 (0.0%) 14 (16.7%) 78 (21.4%)
30–39 41 (33.1) 94 (59.9) 50 (59.5) 185 (50.7)
40–49 13 (10.5) 56 (35.7) 16 (19.0) 85 (23.3)
50+ 6 (4.8) 7 (4.5) 4 (4.8) 17 (4.7)
Mean (SD) 32.1 (8.4) 39.2 (5.5) 35.3 (6.5) 35.9 (7.5)

Marital status
Married 60 (48.4%) 95 (59.4%) 38 (45.2%) 193 (52.5%)
Single 39 (31.5) 35 (21.9) 27 (32.1) 101 (27.4)
Divorced 20 (16.1) 21 (13.1) 18 (21.4) 59 (16.0)
Widowed 5 (4.0) 9 (5.6) 1 (1.2) 15 (4.1)

Numbers may not add up to 373 in all analyses owing to missing data
*Po0.05

Table 2 Psychometric properties of the health-care questionnaire

Subscale No. of items Cronbach’s alpha Variance explained (%) Mean (SD) Range scores Items loaded

Family
Access 14 0.553 17 10.8 (2.0) 5–14 9
Satisfaction 11 0.769 54 75.6 (13.4) 17–50 11
Counselling 12 0.777 30 1.6 (4.7) 0–11 12
Prevention 9 0.627 28 4.3 (4.3) 0–7 6

Rehab
Access 14 0.838 34 8.7 (3.4) 0–13 13
Satisfaction 11 0.880 49 38.9 (6.7) 21–50 10
Counselling 12 0.870 43 2.1 (8.4) 0–11 12
Prevention 9 0.738 45 2.8 (5.1) 0–7 6
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Results

Objective 1: Utilization of health services
Table 3 shows physician utilization by the sample as
a whole, as well as by country. Referring to the results
for the total sample (N¼ 373), in the first column of the
table, almost all of our sample reported having a family
doctor (93%), whereas only two-thirds had a spinal
injuries specialist (63%). More than half of the sample
had both a family doctor and a spinal injuries specialist
(56%), and about one-third had only a family doctor
(36%). A very small percentage had only a spinal
injuries specialist (6%), and less than 1% had no doctor
at all.

About half of our sample reported that they saw
another medical specialist besides the spinal injuries
specialist (49%). Of those individuals who reported
seeing other specialists (n¼ 182), a total of 275 contacts
were made with specialists in all. The average number of
specialists seen in the sample was 1.5 in the preceding
year.

Navigating the system
Of the 341 participants who had a family doctor, Table 4
shows the top 10 issues for which members of our
sample felt they would seek the assistance of their family
doctor. Specific mention was made of two particular

problems by more than 80% of the sample: pain and
fatigue. More than two-thirds of individuals felt their
family doctor was the most appropriate professional
to consult for new problems, spinal cord injury-related
problems (such as fatigue, pain, bowel and bladder
problems), preventive health services (annual physical,
female breast exam, blood tests and urine specimen) and
personal problems.

Table 5 shows the top 10 issues that participants
brought to their spinal injuries specialists (n¼ 230). The
most common issue for which they saw their specialists
was routine rehabilitation follow-up (91%). Approxi-
mately half felt that their specialist was the most
appropriate person to see for specific spinal cord
injury-related diagnostics (eg, urinary tract ultrasound,
neurological exam, blood test, urine specimen) or for an
annual physical exam. Just under half reported that they
would see the spinal injuries doctor for a flare-up of an
existing problem, for pain or for a new problem.

Considering the information within Tables 4 and 5
together, two issues can be identified. First, given the
high numbers in both tables, there is considerable scope
for duplication of services. Second, closer inspection
shows that seven of the 10 items listed on each table are
common to both: new problem, flare-up of an existing
problem, annual physical, pain, blood test, urine speci-
men and bowel/bladder. The three unique items for
family doctors are: fatigue, personal problems and

Table 3 Percentage of the total sample who had a relationship with each type of medical practitioner

Overall (n¼ 373) Canada (n¼ 127) UK (n¼ 162) US (n¼ 84)

Do you have a family Dr? 341 (93%) 123 (97%) 155 (99%) 63 (76%)
Do you have an SCI specialist? 230 (63) 73 (58) 102 (65) 55 (66)

Have only a family doctor 133 (36%) 52 (41%) 54 (35%) 28 (34%)
Have only an SCI doctor 22 (6) 2 (2) 1 (1) 19 (23)
Both a SCI and family doctor 208 (56) 71 (56) 101 (65) 36 (43)
Neither an SCI or family doctor 3 (1) 2 (2) 0 (0) 1 (1)

No. people with other spec/past years 182 (49%) 73 (58%) 62 (38%) 47 (56%)
Total number specialist contact/past years 275 123 82 71
Average number specialist contacts/past years 1.51 1.68 1.32 1.51

Table 4 Top 10 issues addressed by family doctors

Total (n¼ 341) Canada (n¼ 123) UK (n¼ 155) US (n¼ 63) Po0.05

1. Flare-up of previous condition 87% 90% 88% 81%
2. Fatigue 86 93 87 73 *
3. Pain 84 88 86 70 *
4. Personal problem 83 86 90 58 *
5. New problem 88 91 89 86
6. Urine specimen 77 81 75 72
7. Blood tests 75 92 62 74 *
8. Bowel/bladder problems 71 69 74 65
9. Annual physical 69 91 48 70 *
10. Breast exam 69 71 79 38 *

*Po0.05
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breast exam. The three unique items for spinal injuries
specialists are: routine rehabilitation follow-up, urinary
ultrasound and neurological exam.

Looking more closely at duplications, Table 6 shows
the issues for which participants reported that they
would seek help from both their family doctor and
spinal injuries specialist. This analysis involved only
those 204 participants who had both a family doctor
and a spinal injuries specialist, and thus were faced with
choosing who was the most appropriate practitioner for
a particular problem. Approximately 20–25% of those
participants reported that both their family doctor and
spinal injuries specialist were involved in the provision
of care for bowel and bladder issues (26%), medical
flare-ups (25%), urine specimen testing (21%) and pain
(20%).

Perhaps more troubling are the issues for which
participants reported that they would consult neither
physician (Table 6). For more than 75% of participants,
issues of sexual health, alcohol use, community func-
tioning and emotional health were not addressed by
either the family doctor or spinal injuries specialist.
Some of these omissions may be owing to the age of the
sample and the possibility that participants considered

these issues were not applicable to them. For example,
although family planning and work may not be issues
for which service was sought by this aging sample, issues
like community functioning, relationships and emo-
tional issues may be especially problematic for this
population if not addressed in a timely and effective
manner.

Objective 2: Differences between countries
There were significant differences between countries on
the provision of care (see Table 3). Almost all Canadians
and Britons reported having a family doctor (97
and 99% respectively), whereas significantly fewer
Americans (76%) had one. Having a spinal injuries
specialist was not significantly different across countries,
but Canada was the lowest at 58%, with Britons and
Americans at 65 and 66%, respectively. Americans were
significantly more likely to have only a spinal injuries
specialist (23%). There was also a significant difference
between countries in the extent of utilization of other
specialists, with Britons having the lowest at 38% in the
past year (versus 56 and 58% for the US and Canada,
respectively).

Table 5 Top 10 issues addressed by SCI specialists

Total (n¼ 230) Canada (n¼ 73) UK (n¼ 102) US (n¼ 55) Po0.05

1. Routine rehab follow-up 91% 99% 81% 98% *
2. Urinary tract ultrasound 67 62 76 59
3. Bowel/bladder problems 65 60 69 66
4. Annual physical 54 21 72 68 *
5. Neurological exam 50 54 49 47
6. Blood test 48 34 54 55 *
7. Urine specimen 48 39 50 57
8. Flare-up 47 45 39 65 *
9. Pain 46 44 35 69 *
10. New problem 44 45 33 58 *

*Po0.05

Table 6 Percentage who report seeing both/neither (family doctor and spinal cord injuries specialist) for selected issues

Total (n¼ 208) Canada (n¼ 71) UK (n¼ 101) US (n¼ 36) Po0.05

Both
Flare-up 26% 34% 23% 18% *
Bowel or bladder 25 17 33 22 *
Urine specimen 20 15 29 9 *
Pain 20 25 17 19 *

Neither
Family planning/birth control 90% 80% 94% 90% *
Use of alcohol 78 77 77 85 *
Functioning in the community 78 61 88 81 *
Functioning at work 78 53 92 74 *
Relationships with family 77 61 88 72 *
Sexual relationships 72 57 83 67 *
Emotional issues 70 44 86 73 *

*Po0.05
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Table 4 shows reasons for consulting the family
doctor, and again there were significant differences in
patterns of utilization between countries. The services
used by more than 80% of the sample in each country
are highlighted in the table. It is notable that the highest
utilization of family medicine is clearly in Canada,
followed by the UK and then the US. As stated above,
of the 341 sample members who had a family doctor,
Canadians and Britons were generally more likely to
seek care from the family doctor than Americans in
virtually every instance. In particular, Canadians and
Britons were significantly more likely to approach the
family doctor for fatigue, pain or a personal problem,
and to have breast exams (females only). Canadians
were also significantly more likely than Britons to have
blood tests and annual physicals from the family doctor.

However, that does not necessarily mean that Amer-
icans received less service. Whereas Britons and
Canadians were most likely to consult their family
doctor, Americans were more likely to seek health care
from their spinal injuries specialist for both spinal cord
injury-related issues, general preventive care and general
health care. Table 5 shows that both American and
Canadian participants were significantly more likely
than British to see their spinal injuries specialist for
follow-up, flare-up of a prior problem, pain or a new
problem. Significantly fewer Canadians saw their
rehabilitation specialist for annual physical reviews
and blood tests, presumably because they would see
the family doctor for this.

The most common reason to see a spinal injuries
specialist in all three countries was for routine rehabi-
litation follow-up (Canada and US – 99%; UK – 84%).
For Canadians, the next most common reasons to see
a rehabilitation specialist were ultrasound (62%) and

bowel/bladder problems (60%). Britons also tended to
see the spinal injuries specialist for urinary tract
ultrasounds (76%) and annual physicals (72%). Amer-
icans were most likely to consult their rehabilitation
specialists for pain (69%), annual physical reviews
(68%) and bowel/bladder problems (66%).

In Britain and the US, individuals were more likely
to receive an annual physical from their spinal injuries
specialists than in Canada (72 and 68%, versus 48%). In
the United States, annual check-ups were performed
with essentially the same frequency by family doctors as
by rehabilitation specialists (70% family, 68% rehabi-
litation), whereas in Canada, family physicians per-
formed the vast majority of annual physical reviews (94
versus 21%).

Problems of duplication of service were most perti-
nent for flare-ups and pain among Canadians and for
bowel and bladder problems among Britons (Table 6).
Britons seem to be the least likely to seek any attention
from either medical provider for psychosocial or
community living issues. Looking at the lower portion
of Table 6, more than 80% of the British sample said
they would not seek care from either doctor for the
problems listed. Canadians were most likely to seek care
on these issues.

Access and satisfaction
Table 7 shows the results of questions about satisfaction
and accessibility from the HCQ. In general, family
doctors appear to be more accessible than spinal injuries
specialists. Participants tended to feel that family
doctors could be reached within 1 day (88% family
doctor versus 55% spinal injuries specialist), were able to
provide the care when it was needed (93 versus 71%),

Table 7 Access and satisfaction with services

Family Total (n¼ 341) Canada (n¼ 123) UK (n¼ 155) US (n¼ 63) Po0.05

Can reach Dr in 1 day 88% 84% 88% 95%
Can get into Drs office 83 82 77 97 *
Can use all equipment 56 44 59 73 *
Dr refers to specialist as needed 98 98 98 98 *
Get care when need it 93 93 93 92
Dr makes house calls 61 43 92 13 *
Accessibility 80 74 85 78
Satisfaction 74 76 74 76

Total (n¼ 230) Canada (n¼ 73) UK (n¼ 102) US (n¼ 55) Po0.05

Rehab
Can reach Dr in 1 day 55% 48% 49% 79% *
Can get into Drs office 85 91 73 96 *
Can use all equipment 85 86 78 92
Dr refers to specialist as needed 80 93 54 100 *
Get care when need it 71 76 54 96 *
Dr makes house calls 10 17 7 8
Accessibility 64 69 53 79
Satisfaction 76 74 74 76

*Po0.05
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were able to make house calls (61 versus 10%) and
provided specialist referrals (98 versus 80%) with more
frequency than the spinal injuries specialist. A greater
number of spinal injuries specialists, however, were
reported to have offices that were physically accessible –
both the space itself (85% rehabilitation specialist versus
83% family physician) as well as the equipment (86
versus 56%) than family doctors.

Overall, Britons reported having the most accessible
family doctors (85%) compared to Canadians (74%) or
American (78%). However, Americans most frequently
rated their rehabilitation specialists (79%) as accessible
as compared to Canadians (69%) and Britons (53%).

An overall satisfaction rate of 74% was reported for
family doctors and 76% for spinal injuries specialists.
No significant differences in satisfaction were found
either between spinal injuries specialists and family
doctors or among countries.

Discussion

The original purpose of this research was to look at
extrinsic factors affecting aging with a spinal cord
injury, and particularly the effects on secondary
complications.30 The HCQ offered information on
service utilization, access and satisfaction with primary
care and spinal injuries specialists, as well as simple
utilization of specialists. Pain, fatigue, bowel and
bladder issues were the secondary problems that most
commonly brought members of our sample into contact
with medical professionals in the preceding year. The
present research shows that 65–90% of people depend
on the assistance of their family doctor for these
problems, and 45–65% depend on their spinal injuries
specialist.

It is important in understanding the findings to
recognize the limits on generalizability arising from the
sampling process. The sample was derived from specific
regions within each of the participating countries
(Ontario and Manitoba, Canada; Colorado, USA; and
Aylesbury and Southport, England). To the extent that
these areas have unique regional characteristics, some
of the findings may reflect these. Furthermore, the
British and American samples are derived from hospital
databases, whereas the Canadian sample is derived
from a community organization, and thus some of the
differences seen could be attributable to this sampling
factor.

Whereas Canada and the UK have universal health
care, in the US the provision of health care is dependent
on an individual’s funding source (private insurance,
Medicare, Medicaid) and varies depending on the exact
specifications of the insurance policy. For example,
insurance plans may only cover specific services, cover-
age may or may not last the duration of a catastrophic
injury or high deductibles may prohibit routine use
of the health-care system. The current study did not
specifically address funding as a factor in the utilization
of heath care.

Difficulties navigating the health-care system were
highlighted as one of the four key barriers to health care
for individuals with mobility impairments, along with
physical access, knowledge, sensitivity and respect, and
coverage issues.3 Individuals with long-term spinal cord
injury appear to have developed complex maps in order
to obtain the care they require with a number of
overlapping areas of care as well as missed health-care
priorities. According to Bowers et al,31 people with
disabilities take on a number of roles in order to
maximize effectiveness of medical care: some individuals
stated that they had become educators about disability
for their doctors; some became managers or coordina-
tors of their own care; and some became researchers and
substituted their own research for the perceived lack of
provider expertise.

For preventive and general health issues, both new
and ongoing, the family doctor was the first choice for
the majority of our sample, regardless of country of
origin. Specialized testing and follow-up related to
spinal cord injuries, however, fall in the realm of the
spinal injuries specialist. Service overlap occurs for
ongoing spinal cord issues (ie bowel and bladder
problems, pain). The issue of an annual physical also
falls within the gray zone and highlights the confusion
as to which physician provides which service. Issues of
psychological health, lifestyle and social functioning
were unlikely to be treated by either medical doctor,
despite the growing literature that points to the strong
relationship between psychosocial factors and health.30

The question therefore remains what factors influence
when and where services are provided and who provides
them? The availability of near-by rehabilitation faci-
lities may be one factor that affects how the system is
navigated. Bockenek17 surveyed 144 individuals who
visited a weekly spinal clinic and found that 96% of their
American sample considered the rehabilitation physician
to be their primary care physician; only 6% had another
physician who treated them for general health problems.

Rehabilitation centers and specialized spinal cord
injury units32 are likely to provide multiple benefits to
individuals. Firstly, they are familiar to some individuals
as the places where they obtained their initial rehabilita-
tion, facilitating a long-term relationship and coordi-
nated care. Secondly, they house specialized knowledge
and resources. Research conducted in the area of
primary care and disability shows that most doctors
have only a very small percentage of their caseload that
consists of people with disabilities;10 therefore, knowl-
edge of spinal cord injury is likely limited owing to
a lack of critical volume. Thirdly, spinal cord injury
specialist centers are more likely to be physically
accessible and have accessible medical equipment.1

Another strategy to ensure the receipt of appropriate
community medical care is through the use of specialists
with whom the individual already has a relationship.1

Although the use of specialists may overcome knowl-
edge barriers for some individuals, the pattern of
specialty use clearly varies between countries, suggesting
a larger system-level influence.

Utilization, access and satisfaction
C Donnelly et al

32

Spinal Cord



Differences in the health utilization patterns among
countries suggest that systemic-level barriers and facil-
itators are at play. Differences between countries may be
a function of a number of factors, both tangible and
intangible. Tangible factors might include specific
parameters of the health-care system like physician
compensation, insurance coverage, geographic disper-
sion of services or regional coordination mechanisms.
Examples of indirect influences might be the culture of
the country and by extension, of the health-care system,
both primary care and rehabilitation.

In Canada and UK, individuals are most likely to
have their health needs addressed by a family physician,
whereas spinal injuries specialists are seen for specialized
preventive services such as neurological exams, urinary
tract investigations, skin care, specialized counselling
services, sexual functioning, functional issues. Ameri-
cans are the least likely to have a family physician, and
conversely are more inclined to see their rehabilitation
specialists, as compared to Britons and Canadians.

This study demonstrates the power of the health-care
delivery system to shape utilization. The professional
contact model predominately used in Canada provides
individuals with a strong long-term link to their family
physicians, who both provide primary care and act as
a gatekeeper to speciality services.33 This delivery model,
coupled with the shortage of specialists, creates a natural
path to the family physicians for most health-care needs.

In the United States, a largely private system is
predominately organized around specialty care.34 It is
not uncommon for American specialists to maintain
a close relationship with patients.35 Therefore, the larger
number of individuals without a family doctor, as
compared to Canada and the UK, may not necessarily
reflect a lack of service, simply differently provided
service. The results of this study support previous
findings of a higher ratio of service provided by
rehabilitation specialists versus family physicians in the
US, compared to both Canada and the UK.34,35

In contrast to both Canada and the United States, the
UK’s National Health Service uses an integrated
community model, where primary care trusts serve as
a point of contact to provide health care in a community
setting. Only a small portion of health care (approxi-
mately 10% of services) is provided privately to those
who want and are able to pay for it.36 The impact of
a community-based system is reflected by the high
percentage of individuals who have a family doctor and
the high frequency of house calls. Although Britons
reported the least frequent use of services by family
doctors or spinal injuries specialists, health services may
in fact be provided by other health professionals in a
community health context. This study only examined
physician care and may have missed services provided
within an integrated care context, where not only health
but also social care occurs, such as in the UK. With
primary care reform on the health care agenda inter-
nationally, it may become more common for primary
and preventive health services to be offered in an
integrated, interdisciplinary context.

Accessibility and satisfaction
Britons reported the highest overall levels of accessibility
for family doctors; accessibility scores were influenced
by the large majority (92%) of participants who received
house calls. Because the data were collected before the
new changes in primary care contracting in Great
Britain, these numbers may be higher than what would
currently be found. Again, this highlights the impact of
health delivery models on the receipt of health care.

Overall Americans were the most likely to report
physical accessibility of both office space and equipment.
This finding speaks to the effectiveness of disability
groups and activism, and the impact of national level
legislation, such as the American with Disabilities Act
(ADA)37 and the UK Disability Discrimination Act38

(DDA), both of which place various duties on service
providers to ensure that the goods, facilities and services
are accessible to disabled people. However, the duty to
make ‘reasonable adjustments’ toward accessibility has
been open to interpretation. Furthermore, the DDA
does not have the enforceability (and thus the impact)
of the ADA on accessibility. In Canada, no disability-
specific federal legislation exists to ensure access for
people with disabilities. Instead, the federal Human
Rights Code and the Charter of Rights and Freedoms
ensure equity and protection of the rights of disabled
people. Provincial legislation is in place in only one
province. The Accessibility for Ontarians with Disabil-
ities Act (2005)39 has recently been enacted to provide
enforceable access standards; however, the implementa-
tion timeline for primary care delivery has not been
established.

Although the HCQ focused on physical barriers,
accessibility is often more complex and subtle than
purely physical parameters. In addition to the elimina-
tion of physical barriers, access requires the attitudes
of service providers and office staff be inclusive and
respectful of differences. Further, it requires that they
have a reasonable level of expertise about the nature and
consequences of disability. As discussed earlier, knowl-
edge and attitudes encountered by people with disabil-
ities among health professionals may also affect how
they navigate the health-care system.

Individuals with long-term spinal cord injury were
generally satisfied with the care provided by both
their family physicians and rehabilitation specialists.
Despite the differences in the way services are provided
and the frequency in which they are received, there
was essentially no significant difference in the levels
of satisfaction both among countries and between the
provision of family doctor care and spinal injuries
specialist care.

Given the variability of service utilization among
countries, a difference in satisfaction levels was antici-
pated. The lack of difference may be attributable to a
number of issues. One possibility is that the disparity in
services received may not represent critical services. For
example, despite only 10% of Britons receiving counsel-
ling services, individuals may not deem these services as
essential; therefore, not receiving them does not decrease
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satisfaction levels. Alternatively, it may be that a
positive rapport with a physician may act as a buffer
to dissatisfaction with the quality of service provided.
The shortage and maldistribution of physician human
resource may also inhibit people from reporting
dissatisfaction with primary care. In areas where it is
difficult to obtain service, individuals may simply feel
grateful for having a family physician, and expectations
of service may be low. Finally, the satisfaction questions
did not address elements of care that may be impacted
by the different service delivery models, for example,
satisfaction with payment methods, coordination of
services, provision of necessary equipment or knowledge
of spinal cord injury issues. Whatever the explanation
in this case, this finding is consistent with the literature,
which typically reports high levels of health-care
satisfaction. Given what is at stake, it may be simply
that individuals have difficulty acknowledging if the
health care they receive is not satisfactory.

Blendon et al29 examined satisfaction with the health-
care system among sicker adults in five countries.
Canadians and Britons identified shortages of health
professionals and hospital beds, and waiting times as
their two biggest problems. In contrast, high costs of
health care and inadequate coverage of services were
the two greatest concerns of Americans. These results
suggest the service delivery model impacts on the
satisfaction of the overall provision of service rather
than the day-to-day care received. Results from previous
studies found a shortage of clinical readmissions in
specialized spinal injuries units in the UK.7 If the same
is true of the spinal outpatient services, this, together
with waiting times, could at least partly explain why
Britons tended to use spinal injury specialists less than
Canadians and Americans.

Conclusion

People with spinal cord injuries appear to develop
complex maps of service provision to help them navigate
the health-care system and obtain appropriate primary
and preventive health services. Whereas there is overlap
in service between the family doctors and spinal injuries
specialists, there is also a lack of attention to lifestyle,
function and emotional issues. Given the differences
among countries, it is clear that the health-care delivery
model plays an important role in how and where
individuals receive health services.
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Appendix A1. Health Care Questionnaire
(adapted from Grumach, Selby, Schmittdiel and Quesenberry, 1999; Marsh, 1999)

Please see next page for Questionnaire
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UTILIZATION
Please indicate which doctor would provide the following 
services.  You may choose more than one doctor for each 
item or service.

N
o one 

F
am

ily
D

octor

R
ehab

Specialist

O
ther

specialist

N
ot

A
pplicabl

ACCESS:  If any of these problems had arisen for you in the past year, with whom would you try 
to make an appointment for each of the following types of issues? 

a) A new problem, like a sprained ankle or a pressure sore? 
b) A flare-up of an ongoing problem, like asthma or spasticity? 
c) An annual physical? 
d) A personal problem, such as a family problem or depression? 
e) Pain? 
f) Bowel or bladder problems? 
g) Fatigue? 
h) A routine rehabilitation follow-up? 

PREVENTION:   Which of your doctors has provided you with each of the following services in 
the past year? 

a) A flu shot?  
b) A cholesterol level check? 
c) If female:  A breast examination? 
c) If female:   A routine pelvic examination and PAP smear? 
d) Blood tests? 
e) Urinary tract ultrasound? 
f) Bone density test? 
g) Neurological examination? 
h) Urine specimen test? 

COUNSELLING:   Which of your doctors has ever talked with you about the following: 

a) Quitting smoking? 
b) Your diet? 
c) Use of alcohol? 
d) Exercise? 
a) Your emotional and psychological health? 
b) Your relationships with family members? 
c) Sexuality or sexual relations? 
d) Family planning/birth control? 
e) Your functioning in the home? 
f) Your functioning in the community? 
g) Your functioning at work? 
h) Attendant care issues? 

Please rate each of your doctors on each of the following items:
A = Always

S = Sometimes
N = Never

F
am

ily
D

octor

R
ehab

Specialist

a) I can you usually reach this doctor within a day 
b) I can get into this doctor’s office with no problems. 
c) I can you use all of the equipment as necessary in this doctor’s office. 
d) This doctor will refer me to another specialist when needed. 
e) I can get medical care from this doctor whenever I need it. 
f) This doctor will make house calls if it is necessary. 

For each of the items below, indicate whether you agree, disagree or 
are neutral regarding the statement. 

1=strongly disagree 
2=disagree
3=neutral

4= agree 
5=strongly agree

F
am

ily
D

octor

R
ehab

Specialist

1. The care I receive from my doctor is just about perfect. 
2. My doctor could give better care. 
3. My doctor respects my feelings. 
4. My doctor is very careful to check everything when examining me. 
5. My doctor ignores medical problems I’ve had in the past when I seek help with new 

problems. 
6. My doctor always does his/her best to keep me from worrying. 
7. There are things about the care I receive from my doctor which could be better.  
8. My doctor causes me to worry a lot because he/she doesn’t explain medical 

problems to me.  
9. Sometimes my doctor makes me feel foolish. 
10. I’m very satisfied with the care I receive from my doctor. 

ACCESS

SATISFACTION
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