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Finding the Right P.A.T.H.: Exploring
Familial Relationships and the Role
of a Community TR Program
in the Initial Years after a Spinal
Cord Injury

Jason Bocarro and Janet Sable

This study was conducted to gain an understanding of the family life stories of 12 individuals (9
men and 3 women) who have experienced the transition home after a severe spinal cord injury
(SCI) and their perspectives of the role that a community-based therapeutic recreation program
(P.A.T.H.) played in that transition. The study utilized a qualitative framework comprised of
in-depth interviews and case study field notes, with the data analyzed through a three stage
process proposed by Taylor and Bogdan (1984). Although the spousal/life partner relationship
was the relationship most impacted by an individual's injury, the resulting influence of the injury
on relationships varied. This study found that spousal/life partner relationships improved or
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deteriorated while no relationships were described as "status quo." Relationships with children
often improved for a number of reasons—more time invested, more care-giving responsibility,
and/or greater appreciation of the importance of the relationship. This greater focus upon
child-care also provided participants with tangible benefits such as an enhanced sense of purpose
and self-worth, attention away from self to another, and a strong motivation for recovery.
Although P.A.T.H. recognized that a therapeutic recreation program could not directly resolve
difficult family situations, some of which are often accentuated by the impact of a SCI, there
were clear instances where the program helped individuals attain an increased degree of
independence, enhanced coping strategies, and lessened social isolation—all qualities of benefit
to the family.

KEY WORDS: Spinal Cord Injuries, Family Relationships, Community Therapeutic Recreation
Program, Community Reintegration, Adjustment to Injury

Introduction

You have given me back my husband
and you have given my children back
their truly wonderful father, and for this
I am eternally grateful.

Wife of participant

The National Spinal Cord Injury Statistical
Center (2002) estimates that there are over
11,000 new spinal cord injuries (SCI) each
year in the United States. The initial years
post-traumatic injury for someone who has
experienced a severe SCI are life altering for
both the person and his/her family. A trau-
matic SCI happens in a moment; there is no
progression or adjustment period prior to in-
jury. As Lee, Dattilo, Kleiber, and Caldwell
(1996) reported that explored the early stages
of adjustment to a SCI, the injury that occurs
in a moment requires long-term changes in
one's personal life and influences a multitude
of critical life domains.

A spinal cord injury often requires major
changes in social roles, activities, and lifestyle
(Trieschmann, 1988). According to the Na-
tional SCI Database, 88.7% of all persons with
SCI who are discharged from rehabilitation
hospitals are sent to private, non-institutional
residences and in most cases they are dis-
charged to the same homes they resided in
before injury (Stover, DeLisa, & Whiteneck,

1995). This data reflects that almost 90% of
people who have experienced a traumatic SCI
return to their home environment relying pre-
dominately on the familial and social supports
that were in place prior to injury. Often, there
is no one in their home communities to support
this transition, and these complicated multi-
faceted issues fall to the family to resolve
(Holicky & Charlifue, 1999).

While the trend to return people to their
home environments is positive, and enhances
independence, it is also highly stressful on the
significant relationships and resources of the
family (Chan, 2000). This transition is even
more challenging given the current health care
system as people are returning home sooner
and with more limited functional skills (Mor-
rison & Stainwyck, 1999). Data from the Na-
tional SCI Database based on the Model SCI
Care Systems indicates that the average days
hospitalized in the acute care unit has declined
from 26 days in 1974 to 16 days in 1999.
Similar downward trends are noted for days in
the rehab unit, from 115 days to 44 days
(National Spinal Cord Injury Statistical Cen-
ter, 2002).

The return to the home environment is
celebrated, yet it is important to appreciate the
dynamics and issues that face someone who is
recently injured in order to understand and
determine what type of services and resources
are needed to assist in this critical transition
and what role community therapeutic recre-
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ation services can play in supporting the indi-
vidual and his/her family. This study was con-
ducted to concentrate on the "life-stories" of
people who have experienced the transition
home after a severe SCI. The focus was to
incorporate their voices on the critical issues
they and their families faced and their perspec-
tives of the role that a community-based ther-
apeutic recreation program played in this tran-
sition.

Review of Literature
The current health care system has made

tremendous gains in the quality of emergency
medical services. Prompt response times and
advanced respiratory support, trauma care, and
acute care service have extended the lives of
people with spinal cord injuries (Lanig, 1996).
At the same time, managed care has resulted in
increased restrictions in the care provided dur-
ing the initial in-patient rehabilitation and a
decline of patient length of stays (DeVivo,
Whiteneck, & Charles, 1995; Stover, Delisa,
& Whiteneck, 1995). Subsequently, people re-
turn to their communities less prepared for the
transition home. Current trends indicate that
managed care programs may restrict access to
outpatient rehabilitation services (Seekins et
al., 1999) resulting in further reductions of
resources that can assist in health promotion,
well-being, and community reintegration.
"Unfortunately, while insurance programs
have focused on reducing access to acute care
in medical rehabilitation settings, few provi-
sions for access to health promotion and well-
ness services for people with disabilities living
in the community have been created to coun-
terbalance this trend" (Seekins et al., 1999,
p. 222).

As the National Center for Medical Reha-
bilitation and Research (NCMRR) has articu-
lated, disability is a limitation or inability to
perform socially defined roles and activities
including familial roles, occupational tasks,
leisure activities, etc. (U.S. Department of
Health and Human Services, 1993). The con-
sequences of this spinal cord impairment and
subsequent functional limitations often result

in severe social limitations. NCMRR defines
social limitations as a restriction due to social
policy or barriers that limit the fulfillment of
social roles.

This passage from hospitalization to one's
home and community is complicated by issues
related to access, family, adjustment, and
health. This research study was designed to
gain a better understanding of the critical is-
sues faced by people who have recently expe-
rienced a severe SCI. Specifically, this study
sought to examine the impact their injury had
on significant personal relationships.

Familial Relationships
Kleiber, Brock, Lee, Datillo, and Caldwell

(1995), in their in-depth interviews of 20 peo-
ple who had recently experienced a SCI, artic-
ulated the disruption to relationships and the
disturbance of enjoyable interactions with oth-
ers. The authors found that the disruption in
participants' lives "is often most clearly man-
ifested in the loss of shared activities that had
served to shape, strengthen, and maintain
those relationships" (p. 286). Their study con-
veyed the influence of the resulting disability
on changes in the lives and meaningful rela-
tionships of the significant people surrounding
them. In terms of familial relationships, they
noted in particular the loss and disruption to
the role of parent. The study presented in this
article builds on the findings of the Kleiber et
al. (1995) work by exploring life further re-
moved from the original onset of the injury
and to hear participants' descriptions of nu-
ances within their spousal/life partner relation-
ships and their experiences as parents. The
study also explores participants' descriptions
of a therapeutic recreation program and its role
in easing familial tensions.

Enhancing Quality of Life
As life expectancy for those who experi-

ence a SCI increases and approaches the able-
bodied population norm, the focus has shifted
from sustaining life to those factors that en-
hance its quality. As Healthy People 2010
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forcefully conveys, the common goal of all
health and human service providers is promot-
ing health and life quality for all (U.S. Depart-
ment of Health and Human Services, 2000).
This requires a change in the nature of health
and human services from the disease model of
health toward a holistic model of health that
promotes well-being and quality of life. Re-
search indicates that perceived social support
is an important contributing factor to the on-
going health and well-being of individuals
with SCI (Anson, Stanwick, & Krause, 1993;
Decker & Schulz, 1985). More specifically,
Holicky and Charlifue (1999) focused on the
impact of spousal support. They found that
married individuals were less depressed, had
greater life satisfaction, and had a better per-
ceived quality of life than their unmarried
peers. Given the numerous factors that place
familial relations under stress following SCI,
understanding factors that can enhance or
strengthen the spousal/life partner relationship
are of critical importance. If a home-based
therapeutic recreation service can support the
spousal/life partner relationship, it can make a
significant contribution to quality of life and
well-being.

P.A.T.H.—A Community-Based
Therapeutic Recreation Program

In recognition of the shortened length of
hospital stays and the reduced access to out-
patient rehabilitation services for people with
SCI, Northeast Passage (Sable, Powell, &
Gravink, 1997) developed a transitional health
and wellness program entitled Project
P.A.T.H. (Promoting Access Transition and
Health) (Sable, Craig, & Lee, 2000; Sable &
Gravink, 1999; Sable & Gravink, 2002).
P.A.T.H. used the expertise and resources of a
community-based therapeutic recreation pro-
gram to deliver an in-home health promotion
and wellness program to persons with recent
SCIs. The program used a multifaceted ap-
proach that combined education, recreation
advocacy, and psychosocial support systems
to address the individualized needs of the par-

ticipants. This program also addressed the pre-
vention of secondary conditions commonly
associated with SCIs such as pressure sores,
urinary tract infections, social isolation, and
depression. The P.A.T.H. program was similar
in purpose to the Shepherd Center's Marcus
Community Bridge Program (Loy, Broach,
King, & Hufstetler, 2002) in its effort to ex-
tend the continuum of care and promote com-
munity reintegration.

Method
Background to the Study

This research study is part of a comprehen-
sive research project, Project P.A.T.H., funded
in part by the National Institute on Disability
and Rehabilitation Research (NIDRR). The
aspects of the study reported here used a qual-
itative framework to gain a phenomenological
understanding of (a) the critical family issues
facing individuals with SCIs and (b) the value
and benefits of being involved in Project
P.A.T.H. The research attempted to gain a
comprehensive understanding of the issues
that people with SCIs and their families face as
they attempt to adapt to life post injury and to
understand the role and importance that a com-
munity-based therapeutic recreation program
played in this transition.

The data reported here are part of a larger
3-year research project to determine the effi-
cacy of Project P.A.T.H. The outcome mea-
sures related to health care utilization, life
satisfaction, social participation, leisure life-
style, and psychosocial adjustment to illness,
and physical and mental health are in the data
collection process and will be presented later
at the completion of the NIDRR quantitative
study.

Participants
At the time this qualitative component of

the study was initiated, there were 19 potential
participants. However, 3 of these participants
had left the geographic area and 4 participants
had incomplete injuries and had regained al-
most all of their initial functioning. Thus, this
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study's sample consisted of the remaining 12
participants currently involved in the quantita-
tive research study. All had been injured
within the previous 3 years. Nine of the par-
ticipants were male and 3 were female. Al-
though this sample may appear to be gender
biased, it should be noted that the ratio of male
to female participants (i.e., 3 to 1) reflects the
population of people with spinal cord injuries
(Kleiber et al., 1995; Trieschmann, 1988). Pro-
files of the participants are displayed in Table
1. In all cases pseudonyms were used to main-
tain confidentiality and anonymity.

Procedures
Lee, Brock, Dattilo, and Kleiber (1993)

suggested that utilizing qualitative methods
yields benefits such as theory enhancement,
delivery of new concepts and development of
knowledge about leisure behavior from an "in-
sider's" perspective. Delpitt (1993) argued
that developing an "insider's" perspective
seems particularly relevant given the debate
over whether quantitative research gives
"voice" to those not "in power." As she ob-
served, people are experts on their own lives
and research must be careful not to dismiss or

deny their interpretations or accuse them of
"false consciousness" (p. 139).

The primary method of data collection in
this study involved semi-structured interviews.
However, the authors were cognizant of in-
volving a panel of experts prior to developing
an interview guide and throughout the process.
This required a multi-step process. The first
step involved developing an initial question
format with the Director of P.A.T.H. and two
former interns who had experience working
with this population and who would be con-
ducting the interviews. The interview ques-
tions were revised based upon this meeting.

The second step involved meeting with
another "panel of experts" which consisted of
individuals with SCIs and Project P.A.T.H.
staff to get feedback on the questions. The
interview questions were further revised based
on this feedback. The third step involved a
series of practice interviews with other indi-
viduals with SCIs to pilot test the questions,
gain more feedback on the questions, and to
enhance the interviewing skills of the inter-
viewers. These practice interviews were then
transcribed and analyzed, and the interview
guide was modified again (see Table 2).

Name

Colin
Eric
Lisa
Tara
Charles
Jim
Don
Susan
Keith
Richard
Ray
Steve

Level of
Injury

T12
C6
T7
C6
T12
T12
T 3 ^
T8-10
T9-10
Tll-12
T10
T4

Age

41
37
43
25
37
33
41
35
47
32
52
32

Table

Participant

1.
Profiles

Gender Marital Status

M
M
F
F
M
M
M
F
M
M
M
M

Married
Married
Married
Separated
Married
Divorced
Married
Married
Divorced
Divorced
Married
Single

Children

Yes
Yes
No
Yes
Yes
Yes
Yes
Yes
Yes
Yes
Yes
No

Onset of
Injury

36 months
21 months
12 months
21 months
12 months
34 months
30 months

8 months
20 months
10 months
19 months
11 months
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Table 2.

Semi-Structured Interview Guide

1. Tell me a little about your background
and about yourself.

2. If you could give advice to a person
with a recent SCI, what would it be?
• If someone with a recent SCI came to

you, what would you want to share
with them?

3. Describe your adjustment from hospital
to home.
• What did you feel that you needed?

4. How did you handle these issues/needs?
5. Describe the relationships in your life

since your injury.
• What impact has your injury had on

family and friends?
6. Tell me about the opportunities you may

or may not have had to meet someone
with a similar disability.

7. Describe some of your participation in
any recreational events with other people
who have disabilities.

8. Have you managed to connect with
anyone with an SCI?
• Describe how that relationship

developed.
• What was important to you about that

relationship?
9. Describe and talk about your

involvement in P.A.T.H.
• Why did you get involved in

P.A.T.H.?
• What were some of the strengths of

P.A.T.H.?
• Where did P.A.T.H. not address your

needs?
10. When do you think the best time for

an intervention like P.A.T.H. would
be?

11. Describe your relationship with your
P.A.T.H. specialist.

12. If you were hiring a therapist for
Project P.A.T.H., describe some of
the qualities you consider most
important?

Interviews generally consisted of two parts.
First, participants were interviewed about is-
sues they had faced since their injury. The
second component of the interview focused
more specifically on their involvement with
Project P.A.T.H., why they decided to get
involved, and what involvement in the pro-
gram meant to them. In some cases, spouses
were present and also contributed to the inter-
views. P.A.T.H. therapists who worked with
specific individuals were also interviewed, and
case notes were reviewed and included when
relevant. Interviews were conducted in inter-
viewee's homes at a convenient time for them
and lasted between 1 and 3 hours.

Fieldnotes were also collected based upon
interviewers' interactions with participants as
well as P.A.T.H. therapists' fieldnotes taken as
part of the larger P.A.T.H. study. Some of
these fieldnotes contained references from in-
formal conversations with P.A.T.H. partici-
pants or from observations about participants'
living situations, which provided additional
context.

Data Analysis
There is no single consensus among qual-

itative researchers as to the best techniques to
address issues such as credibility, trustworthi-
ness, reliability, and validity (Creswell, 1994).
However, in his review of major qualitative
studies, Creswell (1998) lists triangulation,
peer review, and debriefing as the primary
verification procedures most typically used.
Thus, after the interviews were completed and
transcribed, the results were separately ana-
lyzed and thematically coded. This process of
investigator triangulation (Denzin, 1978),
where several different researchers separately
analyze and code the data, added validity to
the research process because it allowed the
researchers to utilize multiple sources, per-
spectives, and methods to corroborate results.
This strategy allows qualitative researchers to
add rigor, breadth, and depth to any investiga-
tion (Flick, 1992).

After the coding process the investigators
met, reviewing and debriefing the themes that
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each had generated. The peer review and de-
briefing aspect also provided an external check
and allowed colleagues to play a "devil's ad-
vocate" role. Lincoln and Guba (1985) defined
this role as keeping the researchers honest
through asking tough questions of each other
about meanings, methods, and interpretations.

The data analysis procedure generally fol-
lowed the three analysis stages suggested by
Taylor and Bogdan (1984): (a) identifying
concepts and developing themes, (b) coding
data and refinement of the subject matter, and
(c) understanding data in the context in which
it was collected. Through a continuous exam-
ination of the interviews and fieldnotes certain
concepts and themes emerged. This allowed
the authors to begin a process of coding. Cod-
ing involved two phases: an initial open
coding search phase, where we examined
field notes and definitions in the data, and a
later phase of focused coding, where we
examined a limited set of codes and applied
them to a larger amount of data. Strauss and
Corbin (1990) described open coding as,
"the process of breaking down, examining,
comparing, conceptualizing, and categorizing
data" (p. 61).

This initial open coding phase helps in the
later development of categories since it allows
qualitative researchers to outline a framework
that preserves the complexities of everyday
life. Charmaz (1988) asserted that this process
encourages the researcher to "play with ideas
and make early assessments about which ideas
to develop" (p. 121). The developed categories
helped identify common themes that emerged
and were used to provide the authors with
further direction and additional questions.

The themes and categories that emerged
and were developed through this analysis pro-
cedure are reflected in the discussion. This
analysis was congruent with Patton's (1990)
assertion that categories should (a) reflect the
overall aims of the study; (b) have integrat-
ability (i.e., present the entire picture); (c) be
exhaustive (i.e., accommodate existing data
and information); and (d) be mutually exclu-

sive (i.e., separate data so that it fits within one
category).

Findings
This study attempted to provide an under-

standing of the critical issues faced by people
with recent spinal cord injuries in relation to
their family life. The findings were derived
from themes generated by the 12 participants
who candidly shared their stories and experi-
ences. Themes were generated by noting reg-
ularities and salient categories that emerged
from the data (Ely, Anzul, Friedman, Garner,
& Steinmetz, 1991; Marshall & Rossman,
1995; Patton, 1990). There were three critical
life issues that emerged. The first two themes
revolved around the impact of injury on exist-
ing personal relationships with a spouse/life
partner and children and, in particular, the
impact that an individual's injury had on these
relationships. The third theme that consistently
emerged revolved around the resiliency/cop-
ing strategies that individuals utilized. Many
of these resiliency/coping strategies were en-
hanced through their involvement in the com-
munity-based therapeutic recreation program.
Each of these themes is explored in greater
depth below.

Theme 1: Impact of Injury on
Existing Personal Relationships
with Life Partner

As participants described relationships
with their spouses/life partners, we realized
that the injury had caused a dichotomy in these
relationships. Thus, in the informants' eyes,
relationships either improved and became
stronger or deteriorated. For 5 (41.67%) of the
participants, their marriages ended in divorce
or, if not married, their relationships were
ended by their partner. Participants whose re-
lationships ended described how their injury
often accentuated rifts that were already
present in their relationships.

For example, Tara's relationship with her
live-in boyfriend Jackson had always been
tempestuous. Although they had a 4 year old
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son, Tara's family neither liked nor trusted
Jackson. Tara and Jackson had their child
when she was only 20 and Jackson 19. Tara's
mother and sister saw Jackson as irresponsible
as he had trouble paying bills, maintaining job,
and being committed to Tara. Immediately
after her injury, Jackson proclaimed he would
"be there" for Tara and "would not love her
any less." However, a few weeks later Jackson
told Tara while she was recovering in the
hospital that he was leaving her to pursue
another relationship with a woman in Florida.

Keith told a similar life story. He described
how a SCI is going to change the dynamics of
any relationship but as he poignantly ob-
served, "either it's gonna make it better or
gonna end it." Unfortunately, in Keith's case,
his marriage ended shortly after his accident
when his wife filed for a divorce while he was
still in the rehabilitation hospital. However, as
Keith observed, he knew of other friends'
relationships that had become stronger as both
spouses felt that the injury had pulled them
closer. Susan, a 35 year old woman, described
how since her injury she "valued and felt
closer to her husband than before." Thus, in
five instances, participants described how their
injury provided them with a recognition of the
importance of their spouse/life partner. Prior
to their injury these participants described how
they had worked long hours and spent little
time with their family. Even their discretion-
ary time was spent away from spouses in
recreational activities with friends. For exam-
ple, Charles, a self-confessed workaholic, de-
scribed how the injury he sustained in a snow-
mobiling accident, had actually positively
impacted his relationship with his wife:

If anything, it's [the injury] had a great
impact on my marriage because we get
along a lot better then we used to. I used
to work a lot, I used to work hard and
make money and pay bills and every
once in a while I'd get to go out and
play on my snowmobile with friends.
That was about it. Every year we'd take

a family vacation but it was never
enough time.

Even Charles' wife described how after his
accident they had made time to enjoy doing
things together such as watching the Olympics
which they would never have done prior to
Charles' accident. Through his involvement
with P.A.T.H., Charles had been introduced to
mountain biking, snowmobiling, and adaptive
skiing which enabled him to participate in
activities with his wife and children. His injury
had given them a chance to spend more "qual-
ity time" with each other which was mutually
appreciated.

This point was reiterated by another self-
confessed workaholic, Eric, age 37. Eric's
wife even joked that he would have probably
killed himself by working too hard had he not
broken his neck. Having previously worked a
physically demanding job 7 days a week, Eric
barely had any time or energy for either his
wife or his daughter:

Family-wise it's a lot better since my
injury because I worked 7 days a week
and I was never home. I mean I didn't
see my daughter for the first 3 years of
her life because I was constantly going
to work and I was out with my friends.
So [the injury] kind of slowed me down
a lot.

Since his injury Eric and his wife have even
talked about having another child, something
Eric had not previously considered.

Spouses were also more likely to take on
the role of being an advocate and caregiver.
This was perceived by participants both posi-
tively and negatively. From a positive perspec-
tive, 5 of the 7 participants who were still
married described their spouse as a "pillar of
strength," as their partner inspired them to
continue living their lives while supporting
them in their transition. For example, Colin, a
high achieving, active, and highly educated
41-year-old man, was injured in a climbing
accident at a time when he and his wife had
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just had a new child and were in the process of
moving to a new house. He explains,

Well, from my perspective, I am lucky.
I have a good wife . . . My wife has
been very supportive. She has really
had to show her colors and her strength
to get through this. She has continued to
be a pillar of strength because not only
is she a new mother, which would be
difficult for a lot of people with a dis-
abled husband [sic], but she's assumed
some of the responsibility that I was
assuming.

In other instances, partners were important
advocates, helping participants receive better
quality care from physicians and outpatient
therapies, negotiating with HMO providers,
and dealing with Medicaid and vocational re-
habilitation bureaucracies, as well as public
and private service providers. However, in
attempting to be an advocate, there were in-
stances in which a spouse's behavior was po-
tentially embarrassing for individuals. For ex-
ample, Ray was reluctant to go out in public
places for fear of being embarrassed by his
wife. Whenever they were out in public, Linda
(Ray's wife) would vocally complain about
concerns (such as access issues in restaurants),
and her behavior and outbursts would embar-
rass her husband. This created a dilemma for
Ray. He perceived Linda's efforts to be in his
best interests and was reliant on her for trans-
portation. If he confronted his wife, he would
seem ungrateful. Therefore, his solution was to
avoid the confrontation and the public setting.
Unfortunately, this resulted in him being more
socially isolated and restricted to his home
than he would have liked. Much of his wife's
behavior was due to her own frustration at her
husband's lack of independence, and often a
restaurant owner or unsuspecting member of
the public would be subjected to her frustra-
tion. Forays into the community with the
P.A.T.H. specialist were not as conflicted for
Ray and afforded him opportunities to explore
new community resources and reconnect with

old haunts. Ray and his P.A.T.H. specialist,
initially made trips to previously frequented
lumberyards and hardware stores, where he
renewed old acquaintances. Beyond reestab-
lishing social connections, these excursions
enabled Ray to assert his independence, and he
returned home with a better perspective.

As was previously discussed, five of the
relationships with spouses deteriorated within
18 months of the participant's injury. There
were a number of key issues that precipitated
the high attrition rate among relationships. For
some, the increased financial pressure placed
on the significant other was difficult for both
parties. For others, the new role of personal
care attendant altered the balance of the rela-
tionship and created new interpersonal dynam-
ics. Most often upon returning home, the
spouse/life partner filled the role as primary
support and caregiver. For example, Lisa, a
43-year-old financially independent woman,
was engaged just before her accident. Her
injury depleted most of her financial savings
and, unable to work, she was forced to rely on
her fiance for support. Other individuals dis-
cussed how they struggled with issues of trans-
portation and being reliant on their partner for
everyday tasks. Colin described his frustra-
tions at relying upon others, particularly his
wife, for simple tasks:

You have to relearn everything. You
have to relearn how to dress yourself,
how to undress yourself. How to get
your shoes on, how to get your shoes
off. How to get into bed, how to get out
of bed. The basic things and everything
is an issue. Getting out of the house.
What do you do when winter is six
months of the year? You don't just go
outside and wheel down the road.

Ray's frustration was accentuated by his reli-
ance on his wife to drive him places and the
fact that he was unable to maneuver his wheel-
chair without assistance. As he described:

The times I drive are when I am with
my wife on a long trip and we take
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turns. For me to hop in the car and go
somewhere, I haven't been able to do
that. I can get myself in the van no
problem and I can take off but I can't
get the wheelchair in and out by myself.
The solution is they have a roof rack
that picks up the chair and I suspect
that's what I am going to have to do.
But that's another expense.

Furthermore, there were instances where
individuals felt even more dependent because
of the inability of a spouse to see him or her in
a capable role. One participant described how
his wife would continually insist on pushing
his wheelchair for him when he felt quite
capable of doing this for himself. This further
inhibited the independence of that individual
and further pushed his spouse into a primary
caregiver/parental role.

The caregiver role that spouses had to face
was one of the biggest transitions that relation-
ships had to endure. Some partners began to
see themselves in more of a parental role. This
impacted both individuals, particularly partic-
ipants who had enjoyed being the more inde-
pendent provider type prior to their injury.
These increased responsibilities also reduced
the discretionary time of the spouse/life part-
ner and placed limitations on their own inde-
pendence. In each case partners were forced
back to work to alleviate the additional finan-
cial strain, and each were forced to take on
additional household and transportation re-
sponsibilities. It was evident that both parties'
independence was affected by the change in
the relational balance.

Theme II: Nature of Personal
Relationships with Children

One of the most interesting themes that
emerged in this study was that overall partic-
ipants felt that relationships with their children
improved. Although 2 parents mourned the
loss of previously shared activities with their
children, all spoke of what they had gained in
their relationships with their children since

their injury. A second subtheme that was per-
vasive in all interviews of parents was how
having a child or children provided an enor-
mous source of motivation to continue with
their lives. They gave parents a sense of pur-
pose in their lives, which was identified as an
important coping strategy.

Although participants were frustrated with
certain limitations their injury had on parental
interactions with their children, they found
that their children seemed to be able to incor-
porate the impact of their parent's injury into
their lives. Initially participants described their
frustration at not being able to recreate as fully
as they would have liked with their children.
Jim described his frustration at not being able
to go to the beach with his children because
the sand was difficult to traverse. Don initially
thought that he could no longer golf with his
sons, and Lisa was distressed at not being able
to spontaneously tussle and wrestle with her
children as before her injury. However, in all
these cases parents described how their chil-
dren were more than willing to change the
activities they did together. For many of the
children participating with the parent was
more important than the activity itself.

In all cases participants described how their
children had successfully adapted to their par-
ent's injury. Children were often accepting of
the enforced changes on their parent's life and
were willing to make the necessary changes.
Rick, a 32-year-old male, was surprised at how
intuitively his children knew what he could
and couldn't do.

Children also adapted by taking on more
roles and responsibilities around the home.
Don described the maturity his children exhib-
ited in helping out and taking on additional
household chores when he first came home
from the hospital:

Our kids were great when I first got
injured. They helped my wife out. They
became the major supporter here getting
things done, bringing the groceries in,
shoveling the walkway, mowing the
lawns, doing all the things that I used to
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do. So they took over that responsibility
very well without even asking.

Similar to their relationships with spouses,
participants described how, after their injury,
they were more cognizant and appreciative of
being able to play a greater participatory role
in their child's life. No longer were they
merely a part-time parent who would spend a
few evening hours and occasional weekends
bringing up their children. As Don explained,

The relationships really got closer be-
tween me and my sons. I worked and
where I worked I worked a lot of hours.
Now I am home when they go on the
bus to school, when they come home
from school, on the weekend I am here
all the time, not at work or things like
that.

The second subtheme spoke to the critical
role the relationships with their children held
for interviewees. They felt that relationships
with their children helped give them a sense of
purpose, a feeling that they were needed and
valued. For example, Tara eloquently de-
scribed how her son Dante adjusted to her
injury as though nothing had happened. On
many occasions, Tara described how Dante
was her reason to go on living as he gave her
a sense of purpose:

Dante jumps up on my lap and we tip
backwards and we cuddle. He is so cute
like he says, "I love you Mama." That
right there is worth so much to me. He
keeps me going. He's such a good kid.
He really is such a good boy. He helps
me pick stuff up, and he's always right
there for me. He was 2 when this hap-
pened, and we didn't see each other for
a whole week after the accident. When
I finally got to see him he wasn't even
horrified by my appearance. Immedi-
ately, I wanted to get going so I could
go home to be with this child. He just
keeps me going.

Similarly, Susan described her children as
"everything to me and the reason why I knew
I had to get better." Her motivation for work-
ing so hard in rehabilitation was to play an
active part in her children's development. The
importance of children in participants' lives
was not gender specific. Colin spoke for many
of the fathers who described their children as
integral to their lives particularly since their
injury:

Matt was not planned. In some ways it
was miraculous that it worked out the
way it did. I think it's been almost
positive for us. Me being paralyzed
would have been more pronounced to
Alison [Colin's wife] except Matt came
along and that gave us something else to
think about, focus on, and put our atten-
tion to. It takes our minds out of the
immediate situation. I think in that way
it's been a miracle, it's been thera-
peutic.

Theme III—The Role of P.A.T.H.:
Enhancing Resiliency and Coping
Strategies

In the discussions related to the benefits
and value of the P.A.T.H. program, the issue
of how P.A.T.H. helped encourage some cop-
ing/resiliency strategies emerged. Although in
most cases the program was unable to directly
deal with one of the primary issues that impact
family relationships, financial income, partic-
ipants described how P.A.T.H. had helped al-
ter some of the social limitations they experi-
enced.

One of the primary adjustments facing
those interviewed was a lack of independence.
Completing everyday tasks and transporting
themselves suddenly became big issues and
most often placed a greater reliance upon their
partner. This sometimes led to feelings of
resentment or guilt. For example, Colin de-
scribed how he felt he couldn't pursue any
recreational activities that involved traveling
anywhere because he felt reliant upon his wife
to transport him:
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Part of the problem of not being able to
recreate is just getting there. Cutting
into everything else that my wife is
doing which is really the limiting factor
in anything. And she's always willing
to drive to some place. But you have to
really think about, is this something I
really need to do.

Thus, for Colin, it became a cost/benefit anal-
ysis. Was the activity he wanted to pursue
worth bothering his wife who was already
burdened by additional responsibilities? How-
ever, through his involvement in P.A.T.H.,
Colin was able to try out and engage in a new
recreation activity without relying or making a
demand on his wife. As Colin explained,

He [recreation therapist] came up here.
He brought five different cycles to try
which I really appreciated and was
amazed. So that was a benefit of
P.A.T.H. If it wasn't for P.A.T.H. I
would not have been able to even try
cycling.

Colin, who was extremely physically active
prior to his injury, was able to pursue a new
activity without feeling he was burdening his
wife with what he perceived as "unnecessary
burdens." Not only did cycling bring him rec-
reational enjoyment and an activity he could
pursue with his family, it also enhanced his
mobility and offered independent transporta-
tion.

The issue of independence also played out
in the perceptions and expectations of spouses.
One of the recreation therapists working with
Ray noted that his wife underestimated what
Ray was capable of doing which added to her
frustration. Ray too became frustrated as he
felt his wife was infantilizing him. Despite his
initial skepticism, Ray and his P.A.T.H. ther-
apist set independent transportation as one of
his P.A.T.H. goals and developed a plan for
how Ray could acquire transportation for him-
self. After a few months of strategizing, prob-

lem solving, and networking, Ray acquired an
accessible van, as he described below:

I've had the van for over a month, a new
dimension to me being a fully func-
tional person. Louise [Ray's wife] loves
to see me leave. I enjoy my own
freedom . . . and the joy of going out on
my own is enjoyed by both Louise and
myself.

The issue of independence and co-depen-
dence took a different slant in Lisa and Scott's
relationship. Lisa's fiance, Scott, became very
protective of her. Prior to her injury, Lisa was
an avid skier. Since her injury, she rarely
engaged in any activity without Scott or an-
other family member. Her involvement with
P.A.T.H. allowed her the freedom to pursue
her recreational passion without Scott contin-
ually worrying about her.

I mean if you [P.A.T.H. therapists]
never did another thing for me, you got
me out when I couldn't get out. I mean
right now, Scott is not with me, and
that's a good thing. He knows who I'm
with, he's met you. He knows that I'm
safe, he knows that you're going to quit
on time, he knows that you're going to
be there on time. And that's a good
thing for him and that also gives the
people that love me some kind of peace
of mind, I would think that would be
true for others. At least it is for him.
Otherwise he'd be wondering whose
hands I was in.

Beyond the engagement in an independent
activity, Lisa related what may be another
critical dimension to the success of a commu-
nity-based program—the trust established
within the therapeutic relationship itself.

Discussion
This qualitative study provided an in-depth

analysis into the experiences of 12 individuals
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who experienced a SCI. Participants provided
insight into the impact their injury had on their
intimate familial relationships. The study also
examined the needs and priorities of individ-
uals with a recent SCI during the initial years,
and the role or impact a community-based,
recreation and health promotion intervention
played in the adjustment to life post-injury.

The impact of a SCI is dramatic for both
the individual and his/her immediate family.
Indeed the prevalence of partner relationships
ending was fairly high. The greatest impact of
their injury was often felt by a spouse or
partner, and the experiences shared revealed a
dichotomy—relationships were either en-
hanced or dissolved. All of the participants
described the strains and challenges that their
injury placed on their relationships. For exam-
ple, 7 participants described how their rela-
tionships were enhanced in different ways
since their injury. However, 4 participants'
relationships dissolved within 6 months of
their injury. These findings are consistent with
other research that has examined the impact of
a spinal cord injury on marital relationships
(Chan, 2000; Manns & Chad, 2001).

However, for most, relationships with chil-
dren greatly improved primarily because par-
ents devoted more time to the child and were
intensely aware of the importance of that re-
lationship in their lives. Often the greater focus
upon the child helped provide that individual
with a greater sense of purpose and self-worth
and was often a source of motivation through
the transition period. The P.A.T.H. interven-
tion supported these relationships by develop-
ing skills that enhanced the quality of these
relationships. For Jim, this meant learning to
play golf a new way so he could return to the
course with his sons. For Don it meant finding
a way to access the beach so the family could
recapture an outing that had always played an
integral part in creating family memories.

Consistent with prior studies on SCI indi-
viduals returning home (e.g., Kleiber et al.,
1995), participants described a similar experi-
ence of initial disruption in relationships with
their children. However, unlike Kleiber et al.

(1995), who found that parents' relationships
with children were negatively impacted, par-
ticipants in this study were able to identify
positive outcomes related to relationships with
their children that emerged after their injury.
These positive outcomes included spending
more quality time with their children, taking a
more active role in child-rearing, understand-
ing the sense of purpose they gained from
being a parent, and their children taking on
more responsibilities at home.

When P.A.T.H. was conceived it recog-
nized that a community-based therapeutic rec-
reation program would not be able to directly
resolve marriage difficulties and difficult fam-
ily situations, some of which might be accen-
tuated by the impact of a SCI. However, there
were clear instances where the program helped
individuals attain an increased degree of inde-
pendence or knowledge that allowed relation-
ships with their families to benefit. For exam-
ple, helping individuals become more self-
sufficient allowed them to regain some of their
own independence and lessened the partner's
role as caregiver.

Provision of this service required the
P.A.T.H. specialist to take an individualized
approach. As much of the literature in social
work and medicine has shown, consideration
for the uniqueness of each individual and the
development of a relationship based interven-
tion is critical and, if implemented, can lead to
greater social interaction, functional status,
and most importantly enhanced family rela-
tionships (Happ, Williams, Strumpf, &
Burger, 1996). As Happ et al. (1996) pointed
out, "the critical attribute of relationship is
linked to 'knowing the person' for it is in the
process of answering the question 'Who is the
person?' that the relationship is established"
(p. 9). Gathering the knowledge of each indi-
vidual's issues and needs requires that the
specialist have good communication skills that
include attentive listening and understanding
the context of what the injury and its effects
mean to that individual (Happ et al., 1996;
Radwin, 1995). The P.A.T.H. design which
included individualized one-to-one contact en-
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hanced this relationship development and
helped promote many of the benefits associ-
ated with individualized care including the
creation of an environment that helped support
an individual's transition back to his or her
community and home.

Implications for Future Research
One limitation of this study was the ab-

sence of the children's voice. A qualitative
study that includes the child's perspective re-
lated to a parent who has experienced a SCI
will enhance our understanding and our ability
to support the family unit. Additionally, in-
cluding the perspectives of the spouses/life
partners that opted to leave their primary rela-
tionship may provide insights on what needs
of theirs were not met and/or what supports
might be offered to keep the relationship in-
tact. Finally, this study focused on the early
years post-injury. A more long-term perspec-
tive of the impact of a SCI on family relation-
ships and the role therapeutic recreation plays
as individuals and their families adjust to a
disability over time is needed. This increased
knowledge base of the demands, stressors, and
needs of a family adjusting to the impact of a
SCI over an extended time, will provide a
foundation for the development of programs
that support the transition home.
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