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M eet the SCI Nursing Editorial Board

The members of the SCI Nursing Editorial Board welcome your questions, comments, and suggestions.
Please contact them at the email addresses provided bel ow:

Deanna Persaud, M SN, RN, isa Professor of Nursing at California State University, Chico,
and Editor of SCI Nursing. She welcomes your comments, questions and suggestions. Contact

Deanna at DPersaudRN@aol.com.

VerenaBriley-Hudson, MN, RN, CNA, is Associate Editor for SCI Nursing and Director,
VA Office of Inspector General, Chicago Regional Office of Healthcare Inspections Contact

Verena at Verean.Briley-hudson2@va.gov

Laureen G. Doloresco, MN, RN, CNAA-BC, is Associate Chief of Nursing, SCl, at the
James A. Haley VAMC in Tampa, Florida. Laureen isthe column editor of Leadership
Circle. Contact Laureen at: Laureen.Doloresco@va.gov

Matthew Sorenson, PhD, RN, is an Assigant Professor of Nursing at De Paul University
and editor of Research Corner Contact Matthew at msorenso@depaul .edu

JessieL. Dickerson, RN, M SN, CWON-AP, CWON, CFCN, is an Advanced Practice,
Clinical Nurse Specialist at the Birmingham, Alabama VAMC. Jessie isthe editor of the Book

Review column. Contact Jessie at Jessie.Dickerson@va,gov.

Angela Starkweather, PhD, ACNP, CCRN, CNRN, is an Assistant Professor at
Washington Sate University’s Intercollegiate College of Nursing. Sheis column editor for
Aging with SCI. Contact Angela at astarkweather @wsu.edu

Mary Ann Reilly, BSN, MS, CRRN, is Rehabilitation Nurse Manager at Santa Clara Valley
Medical Center, San Jose, California. Mary Ann edits AASCIN Committee News and may be

reached at maryann.reilly@hhs.co.santa-clara.us

Joy Bailey, MSN, RN, CRRN, BC, isa Nursing Unit Manager for Spinal Cord Injury
Services at Shepherd Center, Atlanta, Joy isthe column editor for the Innovation Sation.
Contact Joy at joy_bailey@shepherd.org

John Morawski, BNS, RN CRRN, isan SCI Nurse Educator at the Shepherd Center,
Atlanta, Georgia. John isthe editor of journal reviews column. Contact John at

john_morawski @shepherd.org
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Editorial
On Glaobal Nursing Leadership
Verena Briley-Hudson, MN, RN, CNA

2 When | think about nursing leadership, | think about what is unlike anything
that we might experience or may not know now, but what others will need to
know in the future. AASCIN’sgoasareto:

e Provide, promote, and enhance the care of individualswith SCI.

e Develop and promote education and research related to SCI nursing.

e Provide educational opportunities for nurses who specialize in SCI
nursing.

o Facilitate an exchange of information and collaborate with other
professionalsinvolved in SCI care.

e Serveasaresourceto other nursing and health care individuals and
organi zations, government agencies, educational facilities, and

consumer groups.
e Recognize nurses committed to the care of individuals with SCI.
e Advance SCI nursing as an area of specialty nursing practice.

We are an organization that has characteristics of empowerment, highly skilled and educated,
resourceful with specialized nursing and health care expertise, and with an eagerness to share our
commitment. Aswe prepare others for the future, it can be exciting to experience and understand SCI
nursing leadership in aglobal way. Every nurseisaleader! Our thoughts of what nursing leaders around
the world can share with us and what we can share with them as we learn from others stimulates our
thoughts for a bonding of common themes. We al redlize that there are global nursing concerns for
improving health care. It might be with merely getting to know other nurses through many interesting
ways: technology, € ectronic web sharing, traveling, and visiting with other nurse leaders around the world,
or by learning just alittle of the language.

| was very fortunate to be able to join a group of talented nurse leaders on two exciting nursing
delegations, one to Russia, and another to China. While exploring global nursing leadership involvement, |
found that we share many commonalities among many other nurses around theworld. Many of you know
that AASCIN hasinternational nurse members from Canada and that several nurses from other countries do
join usin our annual meetings as presenters and as conference attendees. At our last conferencein
Orlando, six Canadian nurses joined us.

| can tell you that the language of nurses caring in any country is through the eyes of kindness and their
motivation of sharing information to improve health care for others. So, in October 2005, taking the quick
language travel book basics and essentials; bathroom, eat, drink (vodka), yes (da), and hotdl, off to Russia |
went! So, | just wanted to share alittle of the information that | learned with you.

Embarking upon on a different journey in a quest for knowledge, many nursesin Russia aso struggle
with the challenges of quality health care systems and staff shortages. We seek opportunities to learn more,
develop a different approach to what we do, and implement new ideas, and so do the Russian nurses,
particularly the nurse leaders. Many of us seek new knowledge and share experiences as we participate and
attend local, state, and national meetings, as do the Russian nurses. Moreover, we become re-energized in
our commitment to quality and patient care, yet there areless often opportunities for this sort of
participation there.

By the end of this experience, | had traveled from Maoscow to Novgorod and to St. Petersburg. Seeing
the cultural heritage of Russia, visiting a university and three hospitas, and discussing nursing with our
Russian colleagues, what became obvious early on isthat nurses, regardless of where they practice or in
what country they work, share the same values and commitment to patient care.

Traveling in Russia was an experience. | was escorted around mainly by bus but did have an overnight
trip by train from Moscow to Novgorod.
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A night train from M oscow to Novgor od was a night to remember!

Train gationsin Russia are not exactly the “plush Amtrak” asin the United States. Regardless of
what city we visited, the housing structures are a combination of the elaborate palaces from the past and the
rectangular and plain structures from the era of communism. The Russian Orthodox religion has played an
important role in Russia. Mogt cities were built around monasteries and many have been destroyed or are
being used for other purposes. Churches and magnificent cathedrals were everywhere, yet some churches
were destroyed because of many wars; others were being refurbished while others are a showcase of
history. Historical treasures are also in museums so large that it would take weeksto seeit al (i.e., the
Hermitage in St. Petersburg being one of the most famous).

Russian lifestyle has changed dramatically over the past 10 years. Thingsthat we take for granted
such as grocery stores were nonexistent 10 years ago. Now, all types of shopping are available. Shopping
malls, specialty shops, European and American cuisine restaurants, and even gambling casinos are found in
the larger cities.

Nursing in Russia

So what was the best and most refreshing news to hear around the world? It was hearing that, “to be a
nurseisvery prestigious’. The Russian educationa system for nursing is structured, and all nurses are
educated in auniversity setting. The course work is very similar to our nursing education curriculum. Itis
divided into four blocks of study: Natural Sciences, Biological Sciences, Libera Arts, and Leadership
Development.

Completion of course work takes 3 years, and then nurses work in hospitals under the guidance of
asenior nursefor at least 1 year. Skillslabs are set up at universities for studentsto have hands-on
experience in anatomy and physiol ogy and devel op necessary skillsto provide patient care. All nurses
involved in teaching or holding management positions are educated to the equivalent of our Master’s
degree and require two additional years beyond theinitial RN educational requirements. In an effort to
provide access for more students, some universities are using long-distance computer learning with a
requirement that students be on site for observation and testing at the university for 1 week per quarter.

RNs licensure is a combination of a written test, clinical test, and oral examination. Nursing
practiceislegidated by the government. Licenserenewal cycleis every two years with the same
requirements each time. Since practice islegislated, nursing is struggling with autonomy. Several nursing
organizations in Russia are affecting change in nursing practice. The Russian Nursing Organization is
playing aleadership role at the governmental level to transform nursing standards into practice. | did not
find asimilar organization to the AASCIN, but did learn that the organization of Perioperative Nursesis
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focusing on standards related to that specialty. Aswith many of our organizations, information and new
research is shared at regiona meetings.

Recruitment and retention problems are dso evident. Salaries are very low for both nurses and
physicians. For nurses, salaries range from $500 to $800 per month. Since nurses and physicians can make
more money in fields other than health care, many leave the profession. Both professions are experiencing
shortages due to international recruitment. Russian culture limits diversity in the workforce especially for
men. Their roleislimited to the operating room and to areas where they are not direct care providers.

TheHospitals

We visited three hospitals that are mostly public and supported by the national hedlth care system. One
specialized in cardiac surgery and the other two in general medical surgical services. Many hospitalsare
500 beds, located in urban cities, and specializein an area of practice. Mini-hospitalswith 16 to 42 beds
arelocated in smaler towns. The hospital administrative structures are very similar to ours and consist of
the president, who is a physician, and the chief nurse. Computers on nursing units and at the bedside were
limited. Other equipment, especially related to care of patients at the bedside, was state- of-the-art. Unlike
most mandates in our health care systems, there was no evidence of disposable equipment such as bedpans,
and in some instances, sterilization of needles and syringes were routine. The hospitals were quiet with no
overhead paging. Aswe toured the units, we were able to observe the interaction between the physicians
and nursing staff. There was a genuine respect between them. As stated by one of the presidents, “We
work very hard on relationships.”

The patient care units we toured in the cardiac hospital were actually critical care wards. The beds
were occupied with patients’ ages 6 weeks to 13 years. It was an emotional moment to witness the caring
of theteam. The highlight of our visit was to observing cardiac surgery of a 2-year-old in the operating
room. It was a breathtaking experience to see the little heart pumping.

TheHealth Care System

While | did not experience or learn about any SCI wards, the current health care delivery system in Russia
is based on four principles: every citizen has aright for health care; preventative medicine isa priority; the
stateisresponsible; and care should be based on medical science. The current system supportsthe role of
the specialist. Aswe visited the hospitals, and spoke with the presidents, thiswas obvious. Thetwo
presidents who met with us were surgeons who maintained a part-time surgical practice and afull-time
president’s position. As Russiais moving forward, they are looking to the United States to adopt our model
of family practice and chronic disease management in caring for patients. The model will provide a
significant salary increase to any nurse or doctor who will commit to a primary care focus. Nurses will
have a significant role in thismodel asteachers.

Challenges

For Russia, there are many challenges to face, particularly in health care. Nursing has outlined their goals:
increase nurses’ role in the health care system; increase nurses’ role in health care policy; increase nurses’
role a the international level; and take the standards of nursing practice and put them into law. Does that
sound all too familiar?

Lasting Impressions
As| reflect upon those 12 days in October, it seems that only yesterday that | sarted on ajourney that led
me to anew understanding of nursing at the international level. Thereis so much to learn from others. Our
chalenge isto devel op the pathways of successin sharing and recognize nursing for the global profession
that we represent.

Stay tuned for another upcoming Editorial on global nursing about my trip to China this past
August and September 2007, that is, if | make it back from Cape Town and Johannesburg, South Africathis
coming August! Oops, sorry to miss our AASCIN Conference again this year! This article will feature an
extensive review about how Chinese nurses are educated and the manner in which that compares to the
American system, including the role of nurses in both countries; how nursing associations are influencing
the professional development of Chinese nurses; hospital organization and the role of nursing leaders; and
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basic concepts of patient safety and infection control and how they have evolved in Chinese health care
organizations.

Asnurses, we are all nurseleaders; it istime to move to a global focus and place greater emphasis
on multiple health care initiatives that affect a changing world. We must embrace the art of foresight as we
do the art of nursing for the element of success, because without both, we cannot prepare for what we need
to know now and to prepare others for the future. If nursesinvestigate potential global alliances with other
international nurse leaders, together we create a powerful world of health care opportunities to improve

quality and mutual nursing concerns.

Verena Briley-Hudson, MN, RN, CNA, isthe Associate Editor of SCI Nursing and the Director, VA Office
of Inspector General, Chicago Regional Office of Healthcare Inspections. Contact Verena at
Verena.Briley-Hudson2@va.gov
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President’s M essage
AASCIN isMaking History
Diane Reinhart, MBA, BN, RN, CRRN

Change your thoughts and you change your world.

Nor man Vincent Peale
USclergyman (1898 - 1993)

Changesin society have been observed through slow, gradual
modifications in mindsets and beliefs as well asthrough dramatic action.
History is one of thetools used to document change. (Wikipedia)

At AASCIN, we are making history. Effective October, 2008. AASCIN, AASPSW, APS and the
TLC (therapy leadership council) will receive funding for 5 years to support our annual
conference from Paralyzed Veterans of America (PVA). We will aso receive support for

organi zational management and pro bono services from alegal firm to help with our
organizational merger efforts. We are making history in our organizations through our actions.
We have one Joint Program committee leading the efforts to coordinate the 2008 conference and
develop the 2009 conference, in Dallas. We are making history through our efforts to merge our
four SCI organizations, listed above. We will become the biggest SCI professional organization
in the world. We are making history through our partnership with the American Spinal Injury
Association (ASIA) to co-sponsor the 2009 conference. We are making history by our
representation with the Spinal Cord Leaders Council. We are making history by offering the first
SCI boot camp devel oped by AASCIN.

We want you to be are part of our history! Remember to renew your membership. Get
other professional colleaguesto join you as a member. Experience an amazing interdisciplinary
experience at our conferences. Participatein list serve discussion. Devel op relationships and
opportunities with other organizations to benchmark your organizational data or share policies.
Be aleader!

Our partnerships and future direction of our organization may appear risky to some of
our member. Our risk was making no changes. Our organizational world was changing around
us and we could not stand still. We will remain strong with the changes we have accepted and
endorsed.

| look forward to many more years of being amember of a dynamic and future thinking
organi zation.

Diane Reinhard, MBA, BSN, RN, CRRN, is the director of Nursing at Craig Hospital in Englewood,
Colorado, and the current president of AASCIN.
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Feature Article
Stories of Feeling Independent

Mario R. Ortiz, RN, PhD, CNS-BC

Abstract

Feeling independent is a universal experience. Each person has a sense of what it is
liketo fed independent, a feeling or sense that may be changed with the occurrence
of a spinal cord injury. For personsliving with a spina cord injury, feeling
independent is a particularly important concept that may reveal much about how
they experience health and quality of life. These descriptions of health can be used
to guide nursing practice and further research in regardsto what it islike to live
with aspinal cord injury. The purpose of this paper isto present five selected
stories of persons’ experiences of feeling independent. These feeling independent
stories had themes of (@) a strong will to think and act as one chooses, (b) living
with limitations and opportunities, and (c) living what isimportant and cherished. It isimportant to
understand how persons with spinal cord injury live their lives and how they want their lives to be.

Key Words: spina cord injury; patient stories; practice applications
(Originally funded by the American Association of Spinal Cord Injury Nurses 10/1/2002 — 5/30/2004:
Project # 195)

Stories of Feeling Independent

Feeling independent is an experience that all persons live in some way and at some moment intime. It is
inherent in living day-to-day life as persons choose what to do, how to do it, whereto do it, and with whom
to do it with. For personswith spinal cord injury (SCI), such decisions are lived in a unique way with
different challenges and opportunities. For thisresearcher, bearing witness to a family member who has
lived with a SCI for many years has shifted the researcher’sview of what it meansto feel independent. The
researcher has seen how his family member and the family member’s friends with spinal cord injuries have
lived feeling independent by focusing on doing what was important for them in unique and challenging
ways. So, knowing more about feeling independent enhances understanding of the meaning of health and
quality of life (Parse, 1994) for persons being served by health professionals.

The purpose of this paper isto present selected stories of persons living with SCI and their
experience of feeling independent. These stories were constructed from a qualitative research study that
sought to uncover the structure (i.e., to describe) of the lived experience of feeling independent for persons
living with SCI in the community. These structures depict patterns of feeling independent. These persons
lived within alarge Midwestern, metropolitan community. They each were willing to speak about their
experience of feeling independent. These stories may assist health care professionals to have a better
understanding of what the experience of feeling independent is like, especially for personsliving with a
SCI in the community. Increasing understanding about feeling independent can aide professionalsto be
more aware of how to participate in the lives of individuals with SCI. Health care professionals may gain
an appreciation for the way persons with SCI are determined to live what isimportant in their own unique
ways while living with the restrictions and limitationsinherent in their situations.

Relevanceto Spinal Cord Injury

Theideafor constructing these stories emerged from living with a family member who has SCI and from
the researcher’s belief that persons with SCI experience feling independent in distinct ways in relation to
the unique challenges and opportunities they live moment-to-moment and day-to-day. Moreover, this belief
emerged from ind ghts gleaned from the findings of two studies (Mitchell, 1995; Parse, 20014). In
Mitchell’s (1995) study, the core concept “anticipating limitations” emerged as one of the major findings. It
captured the ways the participantsin the study described what is good for them in light of what they are
apprehendve about doing or trying. Asthey spoke about their experiences of restriction- freedom "the
participants each talked about what was important to them as they simultaneously described “not feeling
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like moving”, “wishing there was some place closer”, “limiting desires to do only what heisable to do”,
and “appreciating living, even when it is difficult” (p. 169-170). The difference in Mitchell’s study is that it
focused on the experience of older persons. It did not focus on the experience of persons living with SCI.
Although Mitchell’s study was pivotal in establishing restriction-freedom as an important concept related to
health and quality of life, it does not address the unique ways of living for persons with SCI.

In Parse’s (2001a) study, feeling independent emerged as a recommendation for future research
based on the findings of the study on the lived experience of contentment. In this study, ten women over the
age of 65 were asked to talk about what contentment or feeling content meant to each of them. One of the
major findings of the study was “resolute liberty, as an unwavering determination to be independent, is
integral to contentment” (p. 336). This finding means that the partici pants were “unwavering in affirming
their self-reliance” (p. 335).

Statements like “being able to do what | want to do” and “keeping busy on my own” were
prevalent in the descriptions (Parse, 2001a). Another participant said that being independent is most
important to contentment. While another participant said she enjoys being a one and not going along with
others. These statements show that for these participants, independence isimportant for contentment and
thusto health and quality of life (Parse, 2001a). The findings of this study are important in that they show a
link between health, quality of life, and the concept of feeling independent, as outlined in Parse’s study.
The participants, however, were not personswith SCI and thus more research was needed to uncover what
feeling independent isfor persons living with SCI.

Related Literature
Feeling independent isa multidimensional, dynamic, and univer sal aspect of the everyday living of
all people (May, 1981; Mitchell, 1990, 1994, 1995; Tillich, 1952). Par se (1981, 1998) stated that all
per sons live both opportunities and restrictionsin all situations and with all choices. For every
Situation, there are limitsthat cannot be passed and ther e are opportunitiesthat are taken. For a
per son with a SCI, one may choose to become adept at maneuvering a wheelchair so that he or she
may spend time out with family and friends. With this opportunity of being with loved ones, the
person with SCI is gill limited in certain activities due to the wheel chair. Hence, opportunities and
restrictionsarelived all at once. Similarly, Mitchell (1995) writes of “anticipating limitations” (p.
171), which was one of the cor e concepts of her study. She says “anticipating limitations was
described by participants asa process of reflecting on regrictionsin the now, aswell as on how
restrictions might be experienced in time to come” (p. 171). A second cor e concept of Mitchell’s study
was “unencumber ed salf-direction” (p. 172). Shewritesthat this core concept is“related to the
various meanings assigned to freedom and choice”. The concept was described in relation to daily
routines and patternsof living (p. 172). In light of feding independent, participantsin Mitchell’ s
study spoke of “not being pinned down, confined, or dictated to”. Personswho lived alone liked not
having to consult other s about decisions and activities (p. 173). One man spoke about having the
freedom torestrict hisown actionsin order to do what he thought was best (Mitchell, 1995). The last
cor e concept in Mitchel’s study was “yielding to change fortifiesresolve for moving beyond” (p.
173). Thisisrelated to how participants spoke about deciding to accept, adjust, and go along. They
said such things as “you just have to live day-by-day, and what you can’t do you just havetolearn to
live with; it’sa matter of adjusting to change” (p. 173-174). In yielding to change, there emerged a
fortified resolve to move on with theliving of one’slife. Participantsin the study decided to laugh, to
lear n new ways, to count blessings, and to have a different attitude in order to keep going. One
participant said:

I ’m not going to worry about the many things| can’t do. Many times | 'l get upset but | ’'m not going to

let it throw me. 1’1l just Sit down and wait till I'm able to cope with it. You can choose to sit down and

cry over spilt milk and go crazy, but you have to fight, fight back instead (p. 174).

Hence, the restrictions and freedoms inherent in the every day living of one’s life are unique and
important to health and quality of life. People live feeling independent in ways that are known to them and
in ways that are new and must be learned. A person can only know what feeling independent is like by
asking and listening to others.
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Construction of the Stories

All of the stories were from ten persons living with SCI who were 18 years of age and older. The
participants were willing to speak about feding independent (in English). Participants were recruited
through persona contacts and through adverti sements in community newspapers. Once they agreed to
participate, participants met with the researcher in a convenient setting conducive to private discussion.
They signed a consent form. Verbal consent was obtained from participants who are unable to write their
name. These procedures were approved by a University Institutional Review Board (IRB) for the Protection
of Human Subjects. A phenomenological-hermeneutical method (Parse, 2001b) was used to learn more
and construct stories about the lived experience of feeling independent. Each participant was asked to:
“Describe your experience of Feeling Independent”. After thisinitial statement, the researcher would use
phrases such as, “Go on” or “Tell me more about how what you say relates to your experience of fegling
independent”. There were no other probing questions. After the tape-recorded dialogue with each
participant about feeling independent, a story was constructed that depicted the essential ideas about feeling
independent from each participant’s dia ogue. Then, the researcher dwelled with each story to construct
themes or “essences” that utilized the participants’ wordsto capture their fundamental experiences of
feeling independent.

Significance for Nursing

To date, there have been no work published that focuses on feeling independent from a human science,
human becoming (Parse, 1998), perspective. There was aso no evidence of research to discover the
meaning of the lived experience of feeling independent, or to describe the themes of feeling independent,
even though it isimportant in understanding health and quality of life (Parse, 1994). These stories enhance
understanding of persons’ experiences of feeling independent in general, and of the experience of feeling
independent while living with a SCI in the community in particular. The findings provide nurses and other
health care professionals with an opportunity to use the themes of these stories to change ways of practice.

Selected Stories

Ten persons living with SCI in a Midwestern urban community shared their stories, but five stories that
speak to the meanings of all the stories will be shared here (see Table 1 for major story themes of al ten
participant stories). The participants’ ages ranged from 33 to 65, three were women and seven were men,
and all had been living with SCI for at least 5 years. The participants’ stories are presented in this section.

Douglas’ Story

Douglas says that feeling independent is “being complete asthe next guy.” There are things he knows he
needs help with, but says, “I know who’s the boss. Asfar as| know, the bossis still me.” He makes sure
that whoever ishelping him lisgensto him and understands that feeling independent isimportant to him.
Fedling independent runs hislife. He would rather try things on his own and take arisk of being hurt, than
always rely on someone else. He says, “Y ou take a chance going outside, that’s the way things are today. |
have burnt myself a couple of times cooking for myself. Things like that happen, | learn from that. Even
though | got hurt by myself, I still did things my way.” Feeling independent is “living the way | want and
then figure out how | can doit. It istaking your time.” He says that if he could not live on his own, he’d
feel like hewasin prison, again. “I had the option of going to a nursing home, but it seems like prison to
me. | have been a prisoner, you know. | did 2.5 yearsin the gtate penitentiary. | got bossed around every
minute, but | still knew | was the boss. | still was independent, | guess. Feeling independent was up to me.”
Douglas says sometimes when people keep trying to tell him what he needs, he feels like he’slosing his
mind, so hetellsthem to stop, even if it offends them. He says, “feeling independent isto live the way |
want to, | just keep going no matter what, | just haveto do it, it’s so important for me to keep going.”

Themes:. Participant’s L anguage
1 Fedling independent is being complete like everyone else. It is running hislife the way he
feelsright for him. It is making a choice to feel independent no matter what the
circumgtance. He says it isthe way he wantsto live. He just hasto doit.
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2. Fedling independent istaking risks at times. It is doing things for myself, even though |
may get hurt. It is very important for him to keep going.

Loanna’s Story

Loanna says that “feeling independent is unexplainable, but good.” She says that sometimes she feels
independent and other times she does not. It is preparing meals with her sister and niecesin her own
apartment. She says that she likes living alone because having too much structure makes her fed like what
she says and wants to do does not matter. She states, “Last year | wasin the hospital at thistime. It was
such a structured environment. | could not say that | wanted to just lay around all day or tell them | wanted
to get up and make myself pretty.” Loanna says that feeling independent is a blessing from God that she
has chosen to accept and make the most of. She believes that God knows what isright, and she will do what
shecanto livelifeto its fullest, no matter what may come her way. Feeling independent is doing what she
loves, like cooking for her family and spending time with them.

Themes: Participant’s L anguage
1 Fedling independent is doing what she wants, spending time with family, and living on
her own. It isdoing what isimportant to her when she wantsto do it. She wantsthe
freedom to choose when she wantsto do something even though sheis unable to do
everything.
2. Fedling independent isa blessing from God she has chosen to accept and isliving lifeto
the fullest no matter what happens. It is unexplainable but good.

Jake’s Story

Jake says that feeling independent “feels really good, just being able to get around by myself and do what |
want.” He goes on to say that feeling independent “is something | try to keep control over, you know.
People will try and take it away from me, but they can’t because I’m the one who says what it isand how |
want it.” Jake says that he knows there are things he’ll never be able to do and that it’s ok to get help when
he needsiit. Heis very focused on living hislife hisway, no matter what may come hisway or who may
say he cannot do something. He says he “really appreciates people around him who want to help, but
there’s nothing like being alone”. He adds, “feeling independent isafedling that | love. | guess| am my
feelings, so | am independent”. He believes that feeling independent isn’t what you cannot do, it’s what you
choose to do and then making a plan to get it done.”

Themes: Participant’s L anguage

1 Fedling independent feelsreally good. It isbeing in control and doing what he wants. It is
being able to do some things and not do other things. Feeling independent is what he says
itis.

2. Fedling independent isa choice. It is choosing to do something and then making a plan to

get it done. Feeling independent is something he loves. It iswho heis.

Claire’s Story

Claire says that feeling independent “makes me feel whole. | feel great—it feels great. | feel calm, relaxed,
and peaceful.” She goes on to say, “Sometimes, in the past, 1’ve done hiking in my wheel chair, and being
out in nature, up in the mountains, where it really feels calm and peaceful, | feel like I’m part of that, likel
just kind of blend with nature.” She adds, “I’m able to go wherever | want to go. | can go outside when |
choose to; some people in nursng homes and prisons cannot go outside and get fresh air when they want
to. But | can.” She was in an abusive relationship, but says she was still independent despite not being able
towalk and living with someone who kept trying to control her. She says, «. . . even though | was living
and feeling independent, he was living there too. | was finally able to put him out. | was living for myself
and there was nobody there.” Claire said it was scary after he moved out because now she had to get help to
get some things done. There were many times when she’d bein bed all day or up in her chair al night
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because the health aids did not show up, or the nurse could not get to her until later. However, she says that,
“l did not care thought because | was still independent even though | could not control those things. | was
gtill living my life my way. No matter what | can’t control, | always feel independent.”

Themes:. Participant’s L anguage

1 Fedling independent is being whole. It isagreat feeling that is calming, relaxing, and
peaceful. It is being out in the fresh air and the mountains where she can blend with
nature.

2. Fedling independent isa choice. It is doing what she wants to no matter what obstacles

arein her way. Feeling independent is living for her self even though she
cannot control everything.

Richard’s Story
Richard says that feeling independent is “physical security of knowing that | have the ability to get my
needstaken care of . . . | fee very secure or moreindependent when | have a good attendant or a good

temp”. He goes on to share that feeling independent is “a dichotomy between my professional life and my
personal home life. Because as ajudge you’re totally in charge, | have my staff here and they are always
there to support the judge—whatever | need done, gets done. When I’m in the court room | run the court
room, the attorneys are representing their clientsand all that, but | make the decisions, and court starts
when | get there, not when the attorneys get there, and we break when | say we are breaking.” He adds that
“then | go home, I’m dependent on maybe a twenty-year old college student, who | just hired two weeks
ago and I’m haoping will be there to take care of me, take care of the house, take care of the food and that
kind of stuff, soit’sareally interesting dichotomy.” He goes on to say “there are times when | get
frustrated and wish | could do more and | fedl | have the ability and talent to do more, if | were more
independent and had less restrictions.” He shares that “a feeling of independence is probably getting my
physical needs taken care of, that isabaseline for me; if that’s taken care of and | don’t have to worry
about that, then my disability becomes almost obsolete.” He also says “afeeling of independenceisto be
able to out in the backyard and enjoy that.” Richard adds, “for me independence is being able to focus on
what’simportant in my life and getting it done.”

Themes:. Participant’s L anguage
1 Fedling independent is focusing on what isimportant in life and getting it done. It is dtting
out in the back yard and enjoying it. Feeling independent is being frustrated and wishing |
could do more. It is having the ability and talent to do more, if there were less restrictions.
2. Fedling independent is a dichotomy between your personal and professional life. It isfeeling
totally in charge at work and totally dependent at home.

Table 1: Story Themes for All Participants (See Next Page)
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Douglas

L oanna

Jake

Claire

Richard

Mae

Lila

William

Fedling independent is being complete like everyone else. It is running hislife
the way he fedsright for him. It ismaking a choice to feel independent no
matter what the circumstance. He saysit isthe way he wantsto live. He just
hastodoit.

Fedling independent istaking risks at times. It is doing things for myself, even
though | may get hurt. It is very important for him to keep going.

Fedling independent is doing what she wants, spending time with family, and
living on her own. It is doing what isimportant to her when she wantsto do it.
She wants the freedom to choose when she wants to do something even
though sheis unable to do everything.

Fedling independent is a blessing from God she has chosen to accept and is
living life to the fullest no matter what happens. It is unexplainable but good.
Fedling independent feelsreally good. It isbeing in control and doing what he
wants. It is being able to do some things and not do other things. Feeling
independent iswhat he saysit is.

Fedling independent is a choice. It is choosing to do something and then
making a plan to get it done. Feeling independent is something heloves. Itis
who heis.

Fedling independent is being whole. It isa great feeling that is calming,
relaxing, and peaceful. It is being out in the fresh air and the mountains where
she can blend with nature,

Fedling independent isa choice. It is doing what she wants to no matter what
obstacles arein her way. Feeling independent isliving for her self even
though she cannot control everything.

Fedling independent is focusing on what isimportant in life and getting it
done. It is sitting out in the back yard and enjoying it. Feeling independent is
being frugtrated and wishing | could do more. It is having the ability and
talent to do more, if there were lessrestrictions.

Fedling independent is a dichotomy between your personal and professional
life. Itisfeding totally in charge at work and totally dependent at home.
Fedling independent is a great feding that she needsto live. It isfreedom and
being free.

Fedling independent is staying strong to do the things she wantsto do. It is
taking a step forward and five steps back to do what she wants. It is never
giving up. Feeling independent is being like everyone el se because every one
needs help with something.

Fedling independent is being in charge and doing what she needs to do
everyday, just like anormal person. It iscoming and going as she pleases. It is
not relying on others.

Fedling independent is a great feeling. Feeling independent gives her a spunk
in how shelives. It ishow she chooses to live; it isan attitude and not just
actions.

Fedling independent is moving on with my life, despite hard work or his
accident. It is choosing, planning, and coordinating to do something he finds
important. Feeling independent doing what he wants with the limitations he
has.

Fedling independent is symbolized in the freedom his motorcycle gives him.

It is being out in the open air. Feeling independent is spiritual. It ischoosing
to have hope and faith, and to love God.
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Tyler o Fedingindependent isachoice. Itisliving life for the thingsthat are
important. Feeling independent isbeing there for family. It isan inner
strength that some people have more close to the surface than others do.

e Feding independent is being normal. It is something all people share since
every person can do some things and not others.

Andrew e Feding independent is very meaningful; it hurts when not ableto be
independent and isrough. It is often a feeling of wanting to give up. Feeling
independent is stepping out of the bed, hoping tomorrow will be a better day,
and it isweeping at night and having joy in the morning.

e Feding independent is more like being free, it does not mean that you do as
you please, but it means you can do things that you want to do, by not having
to depend on someone.

Discussion of Storiesand Implicationsfor Practice

Each person’s story is reflective of a strong will to think and act as one chooses (Parse, 1998). It isaway
the participants described their experience of feeling independent. Participants talked about things like
“having the freedom to cook, clean and make myself look nice when | want to”; “whatever | need gets
done’; “come and go as| seefit”; “doing things on my own”; “taking risks in living on my own”; and
“doing what’s important to me”. Thisishow the participants experienced the freedom that comes with
making choices for one’s self and carrying them out. It isrelated to how they view and live independently
no matter what may come their way. The participants discussed how they had certain “techniques” and
“ways” of doing certain things that work best for them. They also discussed how they are also trying to
figure out new ways and better ways to do what they need now and in the future.

Implications for nursing practice for personsliving in a strong willed way focuses on listening to
personsto devel op alife and care plan that is meaningful and important. This means that the nurse and
person can focus on useful and meaningful health patterns that support the person in continuing to live and
feel independent. The nurse offers information and direction when the person with SCI requestsit, and it is
done under the person’sdirection. So, a person may want to focus on health patterns such as self-
perception, coping-stresstolerance, role-relationship, or activity-exercise. At the functional health pattern
level, the nurse with the person could focus on and discuss anxiety and fear, family coping and enhanced
coping, role function and family processes, or situational adaptive capacity and physical mobility

Ancther pattern within the stories was living with the limitations and opportunities that are present
everyday for persons with SCI. It is another way the participants talked about feeling independent.
Participants talked about thingslike: “At work, I’m totally in charge and at home, | need help with almost
everything”; “sometimes | fedl | can do anything, while at the same time | have to be practical about what |
do”; “doing things on my own iswhat keeps me going, but | also know that no matter what |1 do, | can’t do
them like everyone else”’; and “I need help with lots of things, but | say what it is because | liketo do lots
by myself”.

This pattern in the stories reflects how the participants experienced the self-reliance that comes
with being limited by certain physical traits, while being free to choose what they believe isimportant to
them despite challenges (Parse, 1998). The participants discussed not being able to get around as they
always wanted, they discussed what it would be like to have to live with a helper, while they were currently
living alone, and they talked about fighting, laughing, and struggling to get through and press on. The
participants discussed how they know that they have limitations, but that they choose to focus on the
autonomy and strengths they possess.

Implications for nursing practice for persons living with the limitations and opportunities with SCI
focuses on bearing witness to how persons live the limitations and opportunities in every choice and
physical goal and movement. It is exploring with persons the whole context of a Stuation, instead of what
they “cannot do” or what the nurse believes would “be best” for them. Personswith SCI usually know what
they are up againg and how to accomplish atask with their own unique abilities. The nurse may ask such
guestions as. “How have you done this before?’; “How did that work out?’; “How would you do that
differently next time?’; “What do you like to do?’; “What challenges do you face when you try that?’. In
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this way, the nurse creates an environment where persons guide the way activities can be accomplished
within their view of what they can and cannot do. The activities are based on what isimportant to the
person, and not on what the nurse has “assessed” to be true. Important health patterns may include
cognitive — perceptual pattern and health perception — health management. At the functional health pattern
level, the person with the nurse could focus on and discuss decisional conflict, sensory perception,
unilateral neglect, energy field disturbance, ineffective protection, or environmental interpretation.

Thethird pattern within the stories was a focus on living what isimportant and cherished. It is
living with loved ones, prized ideas and goals, and activitiesthat personsrelish in everyday living. Itis
another way the participants talked about feeling independent. Participants spoke about things like:
“traveling with my family”; “making myself ook pretty”; “going to the grocery store”’; “cooking meals for
my family in my kitchen; “sitting on my motorcycle just for a couple of minutes”. This pattern was how
the participants experienced living what is important to them with a constant goal and plan to support what
they value. It ishow they live independently with their own goal s to achieve and maintain what they love
and like to do. The descriptions by the participants accounts of being involved with, yet feeling separated
from others and activities that were important to them. Participants talked about thingslike: “getting what |
need done”; “always pushing myself to do what | want”; “living on my own and loving those who love
me”; “being with my niece as she picked out anew prom dress”; and “living with my wife and son at
home”.

Implications for nursing practice for the pattern of living what isimportant and cherished focuses
on what persons with SCI value and hold asimportant over the years and from moment-to-moment. The
nurse listens to persons explore what they hold dear for now and the future. It is exploring the possibilities
the person deems asimportant knowing that with what is chasen brings new possibilitiesthat also brings
the person to letting go of other ways of living. The person and nurse create what can be according to what
the person views as important. The nurse may ask such questions as: “Tell me what you enjoy doing each
day”; “What do you like about doing that”; “What are your plansto be able to continue to do that”; or “Tell
me more about what’s important to you”. The nurseis with people as they live with change that they value
and holds importance for them. By exploring optionsin the presence of the nurse, the person moves from
what isto what could be. Persons may focus on health patterns such as coping — stress tolerance patterns
and self-perception — self-concept patterns. At the functional health pattern level, the person with the nurse
could focus on and discuss individual coping, family coping, adjustment, persona identity, self-concept,
hope, and body image.

Summary

The purpose of this paper was to present five selected stories of persons’ experiences of fegling
independent. These feeling independent stories had themes of (a) a strong will to think and act as one
chooses, (b) living with limitations and opportunities, and (c) living what isimportant and cherished.
Stories about the lived experience of feeling independent have the potential to add to a general
understanding about how persons with a SCI live and feeling independent, and contribute to knowledge
uniqueto nursing. These stories may be useful for nurses and other health care professionals who are
concerned with the lived experience of health for personsliving with a SCI.

Mario R. Ortiz, RN, PhD, CNS-BC, isan Assistant Professor, Department of Nursing, College of Science
Purdue University North Central Purdue University, Westville, Indiana.
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Feature Article

Ziconotide: A Non-Opioid Alternative for Chronic Neuropathic Pain, A
Case Report

Linda Madaris, MN, ARNO-BC, CRRN, CNAA

Abstract

Background: Chronic neuropathic pain isa serious problem for patients,
caregivers, providers, and the entire health care system. Given the high costs
associated with managing chronic neuropathic pain, and the fear of contributing to
narcotic dependence, providers are looking for an effective analgesic that has an
acceptable side effect profile, and can be administered on along-term basis without
addiction. Thisisa casereport about a hospitalized patient with severe chronic
neuropathic pain, who agreed to atrial of intrathecal Ziconotide in combination with
low dose morphine, to achieve better pain management without side effects.

Case presentation: PS, a 67-year-old male paraplegic patient, hospitaized for the
treatment of pressure ulcers and osteomyelitis, devel oped an exacerbation of his
chronic neuropathlc pain related to ahistory of L-2 radiculopathy and spina arachnoiditis. He was treated
with a combination of drugsincluding intrathecal and systemic morphine, gabapentin, pregabalin, and
clonodine. Twice, he devel oped granulomas at thetip of theintrathecal catheter, which obstructed the flow
of medication through the catheter and interrupted pump delivery of the morphine. The granulomas were
likely related to the high dose of morphine being delivered through the pump. The patient agreed to atrial
of intrathecal ziconotide in combination with alower dose of morphine, and 6 months later, is
demonstrating improved pain control and increased al ertness without side effects.

Conclusion: Ziconotide, in combination with low dose morphine, was shown to be effective in managing
chronic pain and improving quality of life without significant side effects.

Keywords: ziconotide, chronic neuropathic pain, spinal arachnoiditis

Background

Chronic neuropathic pain is a serious and problematic issue for patients, caregivers, providers, and the
entire health care system. The amount of suffering in patients with neuropathic pain is dueto its chronicity
and the inability to provide effective pain relief without significant and unacceptable side effects. Thereare
many definitions for neuropathic pain, but the International Association for the Study of Pain defines
neuropathic pain as “pain initiated or caused by a primary lesion or dysfunction of the nervous system” (as
cited in Cavenagh, 2006). Alterationsin the processing of sensory signals from the affected body region
can induce spontaneous pain with abnormal pain sensations of varying characteristics. In the 21st century,
the most common pain problemsin the Western world are chronic low-back pain and pain arising from
failed back surgery syndrome. In some of these patients, thereis a neuropathic pain component present,
especially when there isaradiological (post-operative fibrosis, arachnoiditis) or e ectrophysiological
evidence of radiculopathy, or when previous surgery appears to have entrapped nerve roots in scar tissue
(Vissers, 2006). Chronic neuropathic pain can persist for months or years beyond the originating cause.
There are multiple origins of neuropathic pain including periphera nerve trauma, other mononeuropathies
such as diabetic neuropathy and connective tissue disease, polyneuropathiesrelated to diabetes, alcoholism
and other causes, root/dorsal root ganglion such as post herpetic neuralgiaand arachnoiditis, and central
sensoria deficitsrelated to infectious, chemical or ischemic insults (Vissers, March 2006).

Case Presentation

PSisa 67-year-old male with a40-year history of chronic low back pain and multiple laminectomy
surgeriesin the 70s, 80sand 90s. An L2-3 disc herniation resulted in L2 paraplegiain 1995. Over the last
12 years, his pain treatments have included epidura steroids, oral medications, transel ectrical neuro-
stimulation (TENS), physical therapy, and electrode spinal cord stimulation. He has described his back and
bilateral leg pain as being “achy” and “shooting, stabbing” pains and his pain scores have been documented
anywhere from 5to 10. He was diagnosed with L2 radiculopathy in 2003, and was started on intrathecal
morphinefor pain control. Intrathecal opioid therapy through implantable drug delivery systems (IDDS)
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has been an option for the treatment of chronic pain since the early 1980s (Turner, 2007). The advantage of
IDDS over other modes of opioid delivery includes using alower dose of medication for pain relief
resulting in less severe side effects. The programmable system consists of a pump implanted into an
abdominal subcutaneous pocket, a catheter inserted into the intrathecal space of the spine and tunneled
under the skin, and an externa programmer that controlstheinfusion rate. The pump requiresfilling at
regular intervals via subcutaneous port injections.  The most commonly reported pharmacological side
effects with opioid use and an IDDS include nausea/vomiting, urinary retention, and pruritus. Hardware
complications include catheter migration or dislodgement, catheter obstruction or occlusion, and
mechanical failure of the pump or battery. There are aso reports of intrathecal granulomas that form at the
tip of theintrathecal catheter, some large enough to cause spinal cord compression and neurologic
dysfunction (Turner, 2007). Despite the usefulness of intrathecal (1T) morphine, thereisaneed for more
effective alternatives for pain management when opioids are not effective or when complications limit their
use.

During hospitalization in 2007 for treatment of pressure ulcers with osteomyelitis, PS devel oped
an exacerbation of hislow back pain most likely related to arachnoiditis, a complication of multiple
surgeries and radiographic myeograms. Spinal arachnoiditis is caused by an inflammatory process of the
arachnoid membrane resulting from many possible causes, including myel ograms with oil-based
radiographic contract agents and multiple back surgeries. It is characterized by inflammation and scarring
of the arachnoid membrane of the spinal cord. Three membranes, arachnoid, the dura, and the pia cover,
protect and provide cushion for the spinal cord and spinal nerve roots. Damage occurs when an
inflammatory response triggers fibrinous exudates, which results in the nerve roots adhering to themselves
and/or the thecal sac. The arachnoid membraneis extremely thin and fragile and does not have
innervations or vascularization which makes the healing process difficult. The constant flow of
cerebrospina fluid also interferes with the healing process because it washes away the phagocytes and
enzymes that prevent the formation of the scar tissue precipitated by inflammation. Diagnosisisbased on
symptoms and magnetic resonance imaging. Arachnoiditis symptoms are sometimes difficult to distinguish
from other types of neural compressive diseases because many of the symptoms are similar and the disease
onset can be monthsto years from theinitia injury. Some of the common symptoms include burning pain
in the low back radiating down the legs; pain that persists even at rest; urinary urgency, frequency and
incontinence; spasms of the back and legs; burning in the ankles and feet; skin rashes and itching; loss of
sensation below the affected area; partial or complete paralysis of the lower extremities; and neurologic
deficits (Wright, 2003). The prognosisis poor for patients with spina arachnoiditis because thereisno cure
and surgical intervention may provide only temporary relief, with scarring returning after a short period of
time These patientsare at risk for depression, suicide, and drug and alcohol dependence as aresult of
enduring pain for years at atime and the disabilities associated with the disease. It isan incurable disease
that can cause minor to severe symptoms and treatment is difficult because complete pain relief and the
alleviation of symptoms are sometimes impossible.

PS was treated with a combination of drugs for pain management including intrathecal morphine,
initially delivered at arate of 2.0 mg/24 hr, but requiring titration up to 5.0 mg/24 hrs for adequate pain
control. Intrathecal morphineis accepted as the gold standard analgesic and is an appropriate firs-line
choicein most patientsrequiring I'T analgesia therapy. A number of poorly opioid-responsive pain states,
however, exist. Although most side effects of IT morphine are of mild or moderate severity and are
amenabl e to symptomatic trestment or dose adjustment, endocrine effects of long-term IT morphine
adminigration may include a variety of serious effects. Additionally, tolerance may lead to the use of
higher drug concentrations in attempts to maintain pump refill intervals and preserve the life span of
implanted IT pumps. High doses or concentrations of 1T opioids may result in hyperalgesia or the
formation of inflammatory masses at the I T catheter tip (granulomas) with potentially severe neurologic
results (Ellis, 2008).

The IT morphine ddlivered at arate of 5.0 mg/24 hrswas given in combination with IT clonodine
delivered at arate of 253 mcg/24 hrs. In addition, systemic gabapentin, pregabalin, desepramine,
venlafaxine, and oxycodone with acetaminophen was given to maximize pain control. Subsequently, the
patient devel oped a granuloma at thetip of theintrathecal catheter which obstructed delivery of the
medi cation through the pump and required the pump to be discontinued for a period of timeto alow the
granulomato dissolve. During thistime hewas placed on 1V systemic morphine through a patient
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controlled analgesia (PCA) pump. He required high doses of PCA for pain control and, although he did
achieve moderate pain control, he was unhappy about the heavy sedation that came along with it. A few
weeks later, after the granuloma had resolved and the IT catheter was patent again, the morphine was
restarted and the PCA morphine was discontinued. Less than 3 weeks later, the patient again developed a
granuloma at thetip of the catheter and the I'T morphine was discontinued requiring the PCA morphineto
be resumed. Due to the high risk for this patient to devel op granulomas at thetip of the intrathecal catheter,
the interventional pain consultant recommended he be placed on atrial of ziconotide, a potent, non-opioid
anagesic being used for treating chronic neuropathic pain.

Ziconotide is a synthetic version of a peptide isolated from the venom of the marine snail, Conus
Magus, a predatory sea creature that attacks its prey with harpoon-like tenacles loaded with a paralytic
poison (Stix, 2005). Itisthefirg in anew class of non-opioid analgesics known as N-type calcium
blockers which target pre-synaptic calcium channels on nerves that ordinarily transmit pain signal.
Ziconotide blocks the N-type voltage-sensitive cal cium channels and prevents rel ease of the excitatory
amino acid, glutamate, from the presynaptic terminal, thereby reducing the amount of stimulation at the
dorsal horn neurons. Thedorsa horn of the spina cord isacritical integration site involved in processing
signalsresulting from a variety of noxious stimuli including thermal, mechanical, and inflammatory.
Evidence suggests that the N-type channels targeted by intrathecal ziconotide are not directly implicated in
most acute thermal pain sensation but rather play a more significant role in inflammatory and chronic
neuropathic conditions (Snutch, 2005). Furthermore, ziconotide does not interact with opioid receptors, so
it will not prevent withdrawal symptoms in patients being weaned from opioids. This patient, PS, unhappy
with the side effects of his current pain regimen, agreed to try intrathecal ziconotide for pain management.

The patient was started on intrathecal ziconotide 0.5 mcg/24 hrsin combination with 0.5 mg/24
hrsIT morphine. Although ziconotide was initialy approved by the FDA to be used in monotherapy, many
physicians are using it with success in combination with intrathecal opioids and non-opioids. Following
theinitial delivery dose of 0.5 mcg/24 hrsfor this patient, the ziconotide was increased 0.5 mcg per week
during thefirst 3 weeks. The patient experienced no side effects to the drug and, as the ziconotide was
titrated up, the morphine was reduced. Two months after starting the “snail juice”, aname the patient
affectionately gave to ziconotide, herated his pain level at a4, was sitting up in hiswheelchair, and was
more dert. He also demonstrated increased mobility and was able to be return home and be followed in the
outpatient clinic. Six months following initiation of IT ziconotide, this patient is currently receiving 4.50
mcg/24 hrsand 1.5 mg/24 hrs of IT morphine and continues to report a pain level of 4 with no reported side
effects.

Discussion

The use of ziconatide as an adternative for patients who are refractory to other pain therapies is associated
with a number of challenges. This includes ensuring adequate pain rdief for patients as they are being
weaned off opiates, and controlling adverse side effects and opioid withdrawal symptoms. The FDA
approval of ziconotide in 2004 was based on three clinical trials with patients from a variety of populations,
including cancer pain and neuropathic pain (Thompson, Dunbar & Laye, 2006). The most commonly
reported central nervous system side effect with intrathecal ziconotide during clinical trials were dizziness,
confusion, nystagmus, ataxia, abnormal gait, somnolence, impaired speech, and abnorma thought
processes (Staats, 2004). The ziconotide safety profile warns that severe psychiatric symptoms and
neurological impairment may occur during treatment with this drug. Patients with pre-treatment
psychiatric disorders may be at an increased risk, and ziconotide may cause or worsen depression with the
risk of suicide in susceptible patients. The efficacy and safety of ziconotide have been studied in three
randomized, double-blind, placebo-controlled trials. In the first two trials, 111 patients with refractory
cancer-rdated or acquired immunodeficiency syndrome-related pain and 257 patients with inadequately
managed nonmalignant pain were continuously infused with IT ziconotide or placebo for 5 to 6 days (
Rauck, 2006; Staats, 2004). Ziconotide was associated with significant pain relief, as measured by the
percent reduction in Visua Analog Scale of Pain Intensity (VASPI) scores from baseline, in patients with
malignant pain (53%, ziconctide, versus 18%, placebo; p<0.001) and nonmalignant pain (31%, ziconctide
versus 0%, placebo; p< 0.001). Some of the adverse events such as dizziness and nystagmus were
observed with a > 15% difference in incidence between the ziconotide and placebo groups. Thethird trial
included 220 patients and used a lower-dose, slower-titration regimen than that used in the previous studies.
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After 3 weeks of treatment, mean percentage improvement in VASPI score from baseline was significantly
greater in the ziconotide-treated group (14.7%) than in the placebo group (7.2%, p=0.0360) (Wallace,
2006). Although the degree of pain relief in this study was less than that seen in the previous trids, the
low-dose, slow-titration regimen resulted in a lower incidence of serious adverse events and a smaller
proportion of discontinuations for adverse events than did the higher-dose, faster-titration regimen used in
the previous studies. In a study of the safety and tolerability of ziconotide in an open-label long-term trial,
119 patients received ziconotide for > 360 days; total exposure was 350.9 patient years. Median duration
of ziconotide therapy was 67.5 days (range, 1.2-1,215.5 days); mean dose at last infusion was 8.4 (range,
0.048-240.0). Median VASPI scores at baseline, month 1, and the last available observation up to month 2
were 76 mm (range 4-100 mm), 68 mm (range 0-100 mm), and 73 mm(range 0-100 mm), respectively.
Most of the patients (99.7%) experienced mild (43.5%) or moderate (42.3%) adverse events with 58.6% of
adverse events considered unrelated to ziconotide. The mast commonly reported adverse events (> 25% of
patients) included nausea, dizziness, headache, confusion, pain, somnolence, and memory impairment. No
drug related deaths IT granulomas, or permanent adverse sequelae occurred with ziconotide therapy
(Wallace, 2008).

While this case report demonstrates that ziconotide can be successful and efficacious with a
combination of intrathecal morphine in a carefully selected established pump patient, this practice has not
been studied in blinded, placebo-controlled trials. This treatment decision is associated with a number of
challenges, including providing adequate analgesia to patients as they are weaned from intrathecal opioids,
controlling adverse medication effects, and managing potential opioid withdrawal symptoms. In a Phasell
multicenter trial assessing the safety and efficacy of adding intrathecal ziconotide to intrathecal morphine,
26 patients were included in a study that included a 5-week titration phase and an extension phase. During
the titration period, intratheca morphine dosing remained constant, while the ziconotide therapy began at
0.6 and was increased to a maximum of 7.2. During the extension phase, ziconotide and intrathecal
morphine dosing were adjusted at the investigator’s discretion.  The data showed that of the 26 patients,
fewer than 15% reported drug-related trestment-emergent adverse events, and side effects were generally
mild or moderate. The mean percentage improvement in visual analog scale pain intensity scores was
14.5% (95% confidence interval, -9.4% to 38.5%) from baseline to week 5 and varied during the extension
phase (Wallace, 2006).

Conclusion

Neuropathic pain following a spinal cord injury is a challenge for every caregiver. Some of the existing
treatments for chronic neuropathic pain deliver inadequate pain relief, unacceptable side effects, or both.
Thereis still aneed for an effective analgesic with an acceptable side effect profile that can be administered
on along-term basis. Opioids such as morphine have shown to be effective in treating chronic pain, but
high doses are often required which narrows the therapeutic index. Neuropathic pain is often maintained
by activity in peripheral primary sensory neurons, making modulation of this activity attractive for drug
developers. Ziconotide has shown to be effective in combination with IT morphine in this unusual case of
chronic pain, but there continues to be a great need for further research into pathophysiological
mechanisms of the induction and maintenance of neuropathic pain, and the use of biological and other
agents with fewer side effectsin an effort to achieve effective analgesia for these patients.

Linda Madaris, MN, ARNP-BC, CRRN, CNAA is employed on the Spinal Cord Injury Unit at James A.
Haley VA hospital in Tampa, Florida. Sheisa student in the Doctorate of Nursing Practice Program at the
University of South Florida, Tampa, Florida.
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L eader ship Circle

The Road Back to SCI: From Informatics Nurseto Nurse Manager Via a Clinical
Nurse Leader Residency

Heather N. Weckman, MS, BSN, RN-BC, CNL

As| reflect on thisMemorial Day, | am reminded of the patients with spinal cord
injuries and disorders (SCI/D) we serve at the James A. Haley Veterans’ Hospital
in Tampa, Florida. Many of these veterans’ have borne the battle for our country.

When | left SCI in February of 2001, it was to serve nurses as the
Clinical Nursing Informatics Coordinator and to merge my former career of bank
data processing with my clinical nursing experience. While | was proud of
becoming the first ANCC certified Informatics Nurse at the Tampa VA, | never
forgot the passion toward my clinical setting in SCI. Even after | took my new
role, | presented at AASCIN on “Using Informatics to Empower SCI Nurses”
when clinical documentation systems were emerging. | remained amember of
AASCIN until I was unable to be directly involved with SCI patient care,
although | continued to serve SCI nurses for their computer access and

documentation needs.

I continued my education and received my BSN in May of 2001 and began work on my graduate
degree in Nursing Informatics at the University of South Florida. As chalenges at work arose, | was
unable to continue graduate school at the pace | had originaly intended. | learned of a new graduate
program which introduced the concept of a Clinical Nurse Leader (CNL). This program was endorsed by
our Nurse Executive. The CNL isthe first new nursing role introduced in 35 years. Through the
partnership between he American Association of Colleges of Nursing (AACN) and the Department of
Veterans Affairs (VA) that began in 2003, the VA’s Office of Nursing Service has played a pivotal rolein
implementation of the Clinical Nurse Leader role. A goal isapplication of the CNL asan integral
component of the patient care model at every VA medical facility by 2016. After exploring the CNL
curriculum at the University of South Florida (USF), | decided to transfer from Nursing Informatics to the
CNL program. Thisallowed meto practice at the unit level during my residency by making small cycles of
change to impact the clinical care of patients. Additionally, it augmented my collateral role of Bar Code
Medication Administration Coordinator. The clinical component consisted of a minimum of 300 hours
spent in residency, although | spent many more hours during my initial evaluation of the unit. | became
the first CNL student to choose SCI as my clinical setting and was the first Informatics Nurse to pursue this
uniquerole. | obtained permission from USF faculty and began my unit assessment using the Essential s of
Magnetism. Aswe arethe first Magnet VA hospital, | valued the opportunity to discover on an SCI unit
the essential elementsthat allowed our hospital to achieve and maintain Magnet status.

As| studied performance measures and worked with staff to improve processes at the point of
care, | realized | could affect change at thislevel and share “best practices” with other units. Thisalso
supported our organization’s Transforming Care at the Bedside (TCAB) initiative. | was already a member
of the SCI TCAB Interdisciplinary Team serving as an aternate Informatics Nurse for SCI cycles of
improvement. | also called aformer quadriplegic patient and asked if he would become the SCI TCAB
Patient Representative. He agreed and is now an active member of the team.

During my first CNL semester, my assignments reconnected me to the interdisciplinary team in
SCI (social worker, pharmacist, providers, dietician, psychologist, nurse manager, recreation therapy, and
staff nurse). Many of the providers were the same but there were othersthat had no recollection of my SCI
expertise and background. | also needed to renew my contacts with the staff in arole other than staff nurse
or Clinical Nursing Informatics Coordinator.

The leadership residency immersion experience included el ements of self-evaluation that align
with our facility’s high performance devel opment model. | planned education for all three shifts on
handheld pocket personal computers used for medication administration and vitals entry (and soon for all
specimen collection) to improve medication administration outcomes at the unit level asidentified by pre
and post Bar Code Medication Administration (BCMA) surveys in November 2007 and March 2008.

SCI Nursing - Vol. 25 No. 2 - www.aascin.org 24



SCI¥NLrsin

American Asseciation of Spinal Cord Injury Nurses g

With guidance from my preceptor, an SCI Nurse Manager, | was able to view her role from a
unique perspective and discover yet another area where I might continue to expand my skills and
knowledge. The CNL experience led me back to the SCI unit, bedside clinicians and patients. Some of the
ventilator-dependent patients | originally cared for are ill in our inpatient setting and may be eligible to
transfer to my new long-term care SCI Ventilator Unit onceit officially opens. It isgratifying to know the
patients remember me as a staff nurse years ago and are eager to transfer to my long-term care vent unit.

Using my unique combination of experience in SCI, Nursing Informatics and newly acquired
leadership skills from the CNL program combined with the guidance of my preceptor and clinical nurse
leader faculty facilitator, | was able to study process issues and explore the possibility of improving patient
medication delivery in an isolation setting.

My journey to the Nurse Manager role would not have been possible without my recent clinical
experiencesin SCI. By initiating, managing, and evaluating projects related to patient safety, | may have
hel ped improve the patient/family satisfaction scores by becoming a valued member of the team and
modeling the CNL role. By establishing and maintaining ahigh level of collegiality, | was able to serve as
aliaison between physicians and staff. While my former role in Informatics required meto effectively
manage human, environmental, and material resources, | am looking forward to the challenge of learning
even more to become an effective Nurse Manager. | graduated in December of 2007 and became certified
asaCNL on May 19, 2008. Thiscredentia will allow me to serve asa CNL resourcein SCI aswe explore
implementation of this new role.

| can now turn my attention to my new role of Nurse Manager on a brand new SCI long-term care
unit. | am thrilled at the prospect of nurturing nursesin the unique SCI long-term care setting. We will
have the opportunity to serve our “residents” in a beautiful, home-like setting.

| still remember my first day as an SCI Ventilator nurse and how uncertain | was of my newly
acquired skills. 1 am confident | can inspire nurses to dedicate themselves as | have to our SCI residentsin
a supportive environment. |1 am glad to be “home” where my clinical passion lies.

Heather N. Weckman, MS BSN, RN-BC, CNL, isa Nurse Manager, SCI, James A. Haley Veterans’
Hospital, Tampa, Florida.

Laureen Doloresco, MN, RN. CNAA-BC is Column Editor for Leadership Circle and
a Associate Chief of Nursing, SCI, at the James A. Haley VAMC in Tampa, Florida. She may be
\;_;' reached at Laureen.doloresco@va.gov.
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Innovation Station

Helping Parents Cope during Recovery of the Adolescent Spinal Cord
Injured Patient

Christy Stackhouse, RN, CRRN

Introduction

Working with patients with spinal cord injuries (SCI) can be very challenging for
even the most skilled rehahilitation nurse. When dealing with adolescent patients,
cliniciansmay find that they have two patients instead of one, the other person
being the parent. When adol escent patients are admitted to the hospital their
parents are usualy right by their sde, and it is often the mothers who try to shield
and protect them as much asthey can. One often encounters pal pabl e feelings of
sheer agony in the mothers, and the look of despair on their faces, when they first
comein with ther child, may stay with one for avery long time.

The Stages of Grieving

When adol escents with SCI are admitted to the rehabilitation unit they are very likely to be going through
the process of grieving their new injury. The stages of grief are inclined to mirror those described by
Elisabeth Kubler-Ross.  Kubler-Ross, in her landmark publication “On Death and Dying, ” identified five
distinct stages of grief that a person experiences after any catastrophic event; these are denial, anger,
bargaining, depression, and finally acceptance. SCI can certainly be classified as a catastrophic event, and
the loss may be just as great for the parent asit is for the patient who has been injured. Even though they
are not dealing with death, they are dealing with a huge sense of loss; thereisloss of control, |oss of
independence, loss of normal bodily function, and perhapsloss of a whole way of life.

Many believe that a person cannot heal until they have experienced these five stages. The nurse,
however, should accept that every person goes through the stages at different paces and progression cannot
be forced; in fact, the patient may not go through all five stages, and a person may become stuck in one
stage for alonger period. The first step for the patient with SCI will perhaps be denial that the injury
happened or believing that it will go away. Anger at the fact that this could have happened to them may
soon follow. Thisis quite often projected on the persons closest to them and those who take care of them;
quite often nursing staff and parents are the ones who bear the brunt of that anger. Despair and sadness
may then set in, and may be manifested in symptoms of depression and preoccupation with how much their
life has been disrupted. Hope soon follows as they start to work hard on their therapeutic rehabilitation
program and possibly the dream of someday walking. Finally, acceptance of their injury is possible as
grieving comes to an end and they look toward the future.

The Nurse’s Experience

| have witnessed throughout my years of being an adolescent SCI nurse that parents often go through these
stages with their child. To feel pain after aloss such as thisis quite normal. The once fiercely independent
adolescent may revert back to a child-like state and the parent then feels compelled to be always present to
protect and dote on the “child”.

During thefirst few days of their inpatient stay, the parent may experience asimilar sense of
denial and anger before they accept that their child is out of immediate danger and start to look ahead to
their life using awheelchair. Often the mother/father may reflect the same feelings as the patient and state
that “my child WILL walk out of here”. One fear that isfrequently voiced is that of who will take care of
their child when they are gone, especially if thereisno other family support.

At our facility, the patient and family members have a psychiatrist and counselor available for
emotional counsdling and support, and this helps a great deal with the healing process. Asanurse,
however, | see my role as also supporting the patient and parent to deal with their sense of overwhelming
grief. By listening and sharing experiences, | try to bring the adol escent patients out of their sad cocoon, as
well ashelp the parents deal with the myriad of emotions. Sometimes | will pull a parent aside and give
them areassuring hug to let them know things will get better, while sustaining the reality of the experience
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and without giving false hope. Another coping mechanism that | have found helpful for these parentsisthe
support of other parents who have sons or daughters with SCI. Introducing a new parent to one who has
been at the center for a while helpsthem both. These families gain alot from each other asthey all have
experienced tremendous loss. They seek each other out for refuge and are able to open up their feelingsto
each other without their children knowing of their fears and despair. A strong support network is
sometimes born of these encounters and often carried on for many years. The facility also has a peer
counselor who puts current patients in touch with otherswho have had similar injuries.

CaseHistory
Jo isa15-year-old football player who was injured and admitted to the center. His mother Ginacamein
with him. Jo had sustained an injury at the C-5 level and was till on aventilator. For the first few weeks,
Ginawould not leave Jo’s side, not even to get adrink of water. It was in these few weeks that | saw
constant fear and despair on Gina’sface. She expressed that she was awoman of strong faith and was not
sure why this was happening to her son. Jo went through many challenges during hisinpatient stay.Vent
weaning was trying, he had to receive several blood transfusions, and he also contracted a number of
urinary tract infections; it seemed asif he would never get better. Mother and son both had frequent and
regular sessions with the assigned counselor and nursing would communicate to the therapist if either of
them demonstrated the need for more intense intervention. Many times | spoke with Gina one-on-one
while Jo was in therapy and she would share some amazing stories about her young son.  He had done well
in school, was an amazing athlete, and did youth ministry for their church. | reassured her that though he
might have to adapt and do things differently, they could certainly find avenuesto continue with his
interests. Therecreation therapist worked to identify and introduce him to activities that suited him.
Ginawas also going through a divorce after 17 years of marriage. She went through many
challenges with her son’sinjury, but always kept a positive face around him. When Jo finally turned the
corner about 1 month after his admission, they both seemed to be happier and more accepting of hisinjury.
As Jo improved he began to do alot more on his own and became as independent as he could be
for hislevel of injury. Heis now back at home and he and Gina are both coping well. They continueto
hope for a cure that may someday come, but in the meantime have learned to deal with hisinjury. | hear
from them from time to time and | am always impressed with their hope and perseverance.

Conclusion

It is perhapsimpossible for a nurse to imagine the devastation that parents feel asthey watch their child lie
helplessin ahospital bed. Thisis probably one of the most devastating events that a family could
experience and the strength that they often demonstrate is amazing. Watching and hel ping families pull
together can be one of the more rewarding parts of our job; instilling hope while guiding them through this
difficult timeis part of what | see as therole of the rehabilitation nurse.

Christy Stackhouse, RN, CRRN, is a staff nurse and one of the nurse team leaders for the adolescent
program, Spinal Cord Injury Services at Shepherd Center, Atlanta, Georgia.

2 Joy Bailey, MSN, RN, CRRN, BC, isa nursing unit manager for Soinal Cord Injury Services
at Shepherd Center, Atlanta, Georgia, and a member of the SCI Nursing editorial board. As
\ column editor for the Innovation Station, Joy welcomes your comments, questions,
: suggestions, and manuscripts. You may e-mail her at joy bailey@shepherd.org.
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Resear ch Cor ner
The Pilot Study
Matthew Sorenson, PhD, RN

Conducting aresearch study is a complex process often fraught with problems. One
of the best ways to minimize problems and issues is conduction of a pilot study.
Pilot studies are probably best viewed as a stepped down version of alarger study.
This by no means diminishes their importance. A pilot study can help determine the
feasibility of alarger research study, provide information regarding the issues and
problems that could be encountered during alarger project, and help in instrument
development by providing information on reliability and validity.

Advantages of a Pilot Study

Conductmg a p|Iot study allows the researcher to get afed for theissues and problems that may arise. It is
generally run with fewer subjects and for a shorter time frame than the intended larger study. Thisallows
for identification of problems and issues that will arise during the course of alarger study. It also helps
determine whether the planned procedures are adequate in compl eting the proposed study. A pilot study
can aid in determining whether resource issues exist such as: how much timeis being spent with each
subject? How many subjects are avail able and how many of them arewilling to participate? What efforts
need to be made in terms of recruitment, and what kind of attrition is expected? The use of medical records
inapilot sudy could help determineif the information present is adequate in answering the research
guestions prior to embarking on alarger study.

A pilot study also allows the investigator to gather initial datato establish proof of the concept or
data supporting instrument reliability or validity. In termsof instrument devel opment, the pilot study
provides a chanceto investigate the usability of the tool and the data that it provides. A pilot sudy provides
information regarding the time that is taken to complete the tool and the readability of the instrument. As
well, apilot study allows for identification of itemsthat are not being completed in the intended manner or
that subjects are having difficulty with. One can also determineif the data provided by thetool fully
represents the intended construct, or answers the research question. The derived data can also be used in
calculating a power analysis to determine the appropriate sample size necessary for afuller exploration of
the concept.

Funding for Pilot Studies

Several private and federal funding mechanisms provide monies for pilot studies. In general, these
mechanisms may not provide salary support but they do provide money for collection of data. Two
examples would be the National Institutes of Health RO3 or R21 mechanismswhich provide limited
support for the collection of pilot data or the conduct of studies with a novel research question. The RO3
(Small Research Grant Program) provides two years of funding for the collection of data, with no salary
support. The program intent is a brief limited project in terms of time and scope. The hope isthat generated
datamay lead to alarger, more devel oped project appropriate for a RO1 level research grant. The R21
mechanism (Exploratory/Devel opmental Research Grant Program) is intended to fund novel, high risk
studies that may be using less traditional or more experimental research approaches.

Limitations of a Pilot Study

All research studies have limitations and the same holds true of pilot studies. Perhaps it may be more
appropriately said that the limitations lie within what the investigator chooses to do with the data, rather
than the study itself. These projects often have small numbers of subjects, and one must be careful in
drawing firm conclusions based on such data. Not all study related issues may be revealed by the pilot
study sinceit is often conducted in a short period of time and using a smaller number of subjects. If an
intervention has been done, it then needs to be decided whether or not the subjects from a pilot study will
be included in the analysis of alarger project. If the conduct of the pilot study reveals the need to include a
different instrument or modify the intervention, then the data sets may not be truly compatible. The
investigator needs to think through the ramifications of all decisions made using such data.
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Conclusion

The pilot study can provide valuable information necessary to the conduct of larger or future investigations.
The preparation of a pilot study, however, isno small feat. The investigator still needsto conduct a
thorough review of the literature and ensure that the methodol ogy and design are sound. Also, in order to
actually collect data, the approval of an ingitutional review board will be necessary. Y et, the pilot project
or study provides a chance to walk through procedures upfront and can be helpful in avoiding study related
pitfalls. Whilethe general belief may be that such material does not see the light of publication, the articles
by Wardell (2006) and Warms et al., (2004) prove that thereisindeed a place for such efforts.

Matthew Sorenson, PhD, RN, isan Assistant professor of Nursing at de Paul University, Chicago, Illinois,
and editor of the Research Corner. Matthew wel comes comments and suggestions. He can be reached at
msorenso@depaul .edu.
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Aging with SCI
SCI Caregivers. An Important Part of the Picture
Angela Sarkweather, PhD, ACNP, CCRN, CNRN

Caring for the caregiver isawell established concept for health care providers
managing patients with cancer, stroke, and dementia. It has not been aswidely
applied, however, for those with spinal cord injury (SCI). With more than 40% of
people with SCI fitting within the older adult category, many of these patients will
have an older adult spouse or family member on whom they depend for care. As
health care professionals, we are in a prime position to assess the support system
of the person with SCI; prepare, identify risk factors, and provide resources for
SCI caregivers,; and strengthen the social support network of the individual and
family.

The Caregiver Health Effects Study, conducted by Schulz and Beach
(1999), compared the rate of mortality among older adult caregivers and non-caregivers. This study
collected data over a 4.5 year period among 392 caregivers and 427 non-caregivers age 66 to 96 years old
who were living with their spouses. Theresults demonstrated that those who were providing care and
experiencing caregiver strain had mortality risksthat were 63% higher than non-caregivers, and that
caregivers who reported mental or emotional strain had ahigher rate of mortality compared to their non-
caregiving counterparts. Since then, there has been afocusin research on the caregiving role to gain more
insight into the positive and negative outcomes associated with caregiving, interventions that may decrease
the negative consequences associated with caregiving, and the resources that can improve the quality of life
and health of the caregiver.

Assessment of the person with SCI should include his/her assistance needs and equipment and
resources required to help them achieve maximal functioning. Consderation of the individual (s) who
provide care, and resources that can optimize their ability to continue caregiving isvital. Although some
research has shown that older adult caregiversare just aslikely to seek and adhere to preventative health
practices as non-caregivers, encouraging them to take the time to take care of themselves can often lead to a
more open discussion concerning their needs (Matthews, Dunbar-Jacob, Sereika, Schulz, & McDowell,
2004). If family members are the primary caregivers, an assessment of the family dynamics can help to
illuminate potential or actual risk factors associated with the caregiving role (Yajimaet a., 2007). Offering
respite care for caregivers, either through in-home care, daycare, or through other means, can also be
empowering for the caregiver. Mason et al. (2007) found that among older adults, daycare respite was
associated with greater satisfaction, albeit higher costs, than other types of respite. Optionsfor respite care
are usualy dependent upon several factors, such as financial resources, insurance coverage, and/or
community resources. At times, creative solutions may need to be sought in order to find appropriate
respite solutions.

Preventative and supportive care for the caregiver is an important area for individuals with SCI
and their families. Not only can thisimprove the care and outcomes of the patient, but it can strengthen the
family and/or social support network. There are many resources freely available to caregivers. Resources
may include information on caregiving, support groups, or how to access financial assigance. Thereare
several general caregiving resources Web sites on the internet, including:

Caregiver.com
http://www.car egiver .com/

Caregiver Resource Network
http://www.car egiver r esour ce.net/

The National Family Caregivers Association
http://www.nfcacar es.or g/about nfca/
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The National Family Caregiver Support Program
http://www.aoa.gov/pr of/acapr og/car egiver/car egiver .asp

With a growing population of older adults with SCI who will require more assistance as they age,
identifying ways to support the caregiver should become a part of routine practice. Asnoted by Kim and
Schulz (2008), the development of social policy and resources for SCI caregivers specifically needsto be
addressed. SCI nurses arein akey role to provide a holigtic, family-centered approach to the older adult
patient with SCI, by not only addressing the needs of the individual, but of the social network.

Angela Starkweather, PhD, ANCP, CNRN, is an Assistant Professor of Nursing at Washington Sate
University’s Intercollegiate College of Nursing. She isthe column editor for Aging with SCI. Angela may
be contacted at astarkweather @wsu.edu.
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Book Review

Lengnick-Hall, Mark (Editor) (2007). Hidden Talent: How L eading Companies
Hire, Retain, and Benefit from People with Disabilities. Westport, Connecticut,
London: Praeger Publishers, ISBN: 13:978-0-275-99289-7, 156 Pages, $39.95.
By Jessie Dickerson, RN, MSN, CWON-AP, CFCN

“Hidden Talent: How Leading Companies Hire, Retain, and Benefit from People
with Disabilities” isalong overdue informative book that tells the story of how
several leading companies hire, retain, and benefit from people with disabilities.
The editor, Lengnick-Hall, has managed to dispel many of the myths and
stereotypes typically associated with hiring people with disabilitiesin the
employment arena. This book al so addresses the misconceptions that people have
asit relatesto persons with disabilities inahility to function effectively in the
workplace.

This most interesting book gives amazing insight into how these
companies hire, retain, and ultimately benefit from having people with spinal cord injuries or other
disahilitiesin their workforces. Any organization that is currently reluctant to hire people with disabilities,
will have a definite change of heart after reading this book. There are a number of easy stepslisted in the
book that anyone can utilize in order to capitalize on the extraordinary talents of people with disabilities.

The format of this book is organized into three main sectionswhich are listed bel ow:

Section 1: The Problem and the Opportunity: People with disabilities need jobs and Employers need
workers consigt of two chapters. A brief overview of each chapter is provided.

Chapter 1 - describes labor and demographic trends that demonstrate the underutilization of people with
disahilities in the labor market and how thisis an important untapped human resource.

Chapter 2 - reviews the common myths and misconceptions many employers use to not hire people with
disahilities. Asaresult, employers consequently ignore thisvaluable source of |abor.

Section 2 - Solutions: What some |eading companies are doing to hire and retain people with disabilities
consists of seven interesting and compelling chapters.

Chapter 3 - provides explicit examples of how Hewlett-Packard (H-P) incorporates people with disabilities
into their workforce. H-P has successfully utilized people with disabilities by focusing on making their
own products accessible to people with disabilities. They also involve people with disabilitiesin the
development of accessihility guidelines and in the design and testing of products and services.

Chapter 4 - describes how Dow Chemicals create opportunities for people with disabilities world-wide.
Chapter 5 - illustrates how Sun-Trust Bank uses Disability Councilsto be responsive to employees with
disahilities. Sun-Trugt incorporates a great marketing strategy by having persons with disabilities visible at
all levels of the business. This strategy hasresulted in significant financial growth for this business.

Chapter 6 - describes a unique small company that hastotally integrated persons with disabilities into its
workforce.

Chapter 7 - describes how Giant Eagles Supermarkets, headquartered in Pittsburgh, Pennsylvania uses the
community rehabilitation organizationsto provide job coaches to assist new employees with disabilities.

Chapter 8 - describes how Microsoft, a multinational Company, aso uses Employee Disability Councilsto
assist with the integration of employees with disabilities into their worldwide work force.
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Chapter 9 - describes the Marriott Foundation and how it employs persons with disabilitiesin its “Bridges
Program” and nationwide network of hotels. The foundation and the hotel corporation emphasize the
acceptance of disability in the workforce and in service to its customers with disabilities.

Section 3 - lessons learned about hiring and retaining people with disabilities consists of three chapters.
Chapter 10 - describes how companies can gain a competitive edge by hiring a diversified workforce.

Chapter 11 - gives examples of proven methods that any organization can use to create an organizational
culture that isreceptive to hiring and retaining individual s with disabilities.

Chapter 12 - pulls all three sections together in order to make some genera conclusions from research and
organizational practices asit relatesto hiring people with disabilities.

Hidden Talent iswell researched and should be required reading, in my opinion, for anyone
dealing with human resources and the dynamics in the workplace. 1t also contributes to the knowledge
base of anyone knowing and/or working with persons with disabilities. This book will definitely provide
you with the necessary tools to explore the hidden talents of those with disabilities.

The editor of Book Reviews welcomes your input. Please contact JessieDickerson at
Jessie.Dickerson@va.gov with comments, questions, and suggestions.
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Abstracts from Selected Literature

Abel, R., Bazzocchi, G., Christensen, P., Coggrave, M., Hulting, C., Krogh, K.,
Laurberg, S, & Media, S. (2006). A randomized controlled trial of trananal
irrigation versus conservative bowel management in spinal cord injured patients.
Gastroenterology 131(3), 738-747.

John Morawski, RN, BSN, CRRN

It is difficult to overstate the importance of bowe regularity in persons with spinal
cord injuries (SCI). There are many publications that speak to this. Theresearch
publication being reviewed outlines the results of a clinicd trial that has been
underway in Europe since 2003. The study was designed to test the Peristeen Anal
Irrigation system, aproduct that isatransanal irrigation system. The results of which
could lead one to believe that there may be a new way to effectively manage the
bowels of a patient with SCI.
‘ - The study was well designed and executed. Thetria patients were randomly
selected, and were comparable to the control group. Thetria group received the
transanal irrigation device, and the control group received a program similar to the PVA guidelines. The
resultsfor both groups’ outcomes were measured using the Cleveland Clinic constipation scoring system,
the St. Mark’s Incontinence Score and the Neurogenic bowel dysfunction score. Theresults indicate that
the transanal irrigation system shows favorabl e results when compared to the more conservative methods.
Overdl, the articleis outlining a method of bowel management that holds some promise. Some of the
weakness of this study was alack of mentioning the possible bias of the Cleveland Clinic constipation
scoring system as it relates to SCI management. The system has several criteria and one of them is going to
skew theresults of this study, but this would not account for the improvement in the incontinent scores, and
the neurogenic bowel dysfunction scores. Essentialy, this experimental method of evacuation showed to
have outcome advantages over the more traditional methods, but more research into thisis needed.

John Morawski, RN, BN, CRRN, is an SCI Nurse Educator at Shepherd Center, Alanta, Georgia. Johnis
the editor of the journal reviews column. Contact John at john_morawski @shepherd.org
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Selected Abstracts from the 2008 SCI Conferencein Orlando, Florida

#35 Wheeling Into Life with Recreation
Jane A. Thomas, BSN, RN

Participation in meaningful recreation isone of the best ways for individuals with spinal cord injuriesto
adjust to lifestyle changes. Research shows that a positive recreationa experience can increase health,
fitness, self-confidence, development of new skills, social interactions, overall quality of life and well -
being. Recreational activities provide people with disabilities an opportunity to participate in activities that
challenge expectations and stereotypes.

Education and opportunity for involvement will help motivate these individualsto carry out the
physical fitness and health program that can bring each of them to their highest possible state of functioning
and well-being. Nurses are at the front line and have the power to help motivate by educating and
presenting possibilities.

This presentation will highlight interviews with several Paralympic athletes. These individuals are
members of the USA Wheelchair Rugby Team. Interviews will focus on experiences and accomplishments
demonstrating how interactive sports can restore control and normality in the life of a person with a
physical disability.

Recreation and interactive sports can lead to a more meaningful, productive and healthy lifestyle.
Initiation into the various sports and community reintegration should begin as early as possible. Experience
individuals “Whedling into Life” through sports and recreation.

Objectives

* The participant will be able to discuss how recreation promotes a healthier lifestyle.

* The participant will be able to describe how recreation and fitness increases quality of life.
* The participant will be able to discuss the nursesrole in developing self confidence

and fostering motivation.

#36 Start a Research-based Injury Prevention School Program
Debby Gerhardstein, MA, BN, RN

ThinkFirst For Kids and ThinkFirst For Teens are programs of the ThinkFirst National Injury Prevention
Foundation, founded by America’s Neurosurgeons. They are based on the Health Belief Model, helping
students understand the realities of permanent disability caused by injury, the consequences of their actions,
and the ability they have to choose behaviors that can easily protect them from becoming injured. See
results of efficacy studies, and learn how you can start a chapter.

Objectives

» Gain understanding of the Health Belief Model.

* Learn about research-based injury prevention programs.

* Learn how to be a provider of educational injury prevention programs.

Funding Source: Illinois Department of Transportation; Central DuPage Hospital Foundation

#37 A Conceptual M odel for Stress Research in Individuals with SCI
Matthew R. Sorenson, PhD, RN

Recently nursing research has begun to investigate the connections between stress and health. The conduct
of such research reguires an examination of both environmental stress evoking factors and the

physiol ogical response mechanisms which may contribute to the devel opment of disease dependent upon
health status and vulnerability of theindividual. The development of illnessreliesto agreat degree on the
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health status, both physiological and psychological, of the subject. In the individua already at risk, or
vulnerable, changes induced by stress may worsen an already existent disease condition. Just such a
scenario may occur within individual s with an autoimmune disease such as multiple sclerosis, or those
living with spinal cord injury. Here we discuss a potential model for research into the interplay between
stress perception and physiol ogic responsiveness using an integrative model combining aspects of a
physiol ogic approach to stress (Allostasis) with amode of family stress (Double ABCX). Wereview the
major physi ol ogic pathways through which allostasis may affect health and summarize the influencing
psychological variables of which

researchers need to be aware. We then discuss how this model may be utilized in investigations of the
effects of stress on individualswith spina cord injury or other neurologic conditions.

Objectives

* Discuss the relevance of stress research to spinal cord injured populations.

* Identify the major physiological pathways involved in the response to stress.

» Summarize psychological variables that may influence stress appraisal and perception.

#38 Spinal Cord Injury and Disorders Family and Caregiver Education: Conquering
Challenging Situations
Jo Ann Wells, MSN, RN, CRRN

Providing training and education for the families and caregivers of persons with spinal cord injuries and
Disorders may prove to be a difficult challenge at times. Complex medical issues and high levels of injury
may dictate the need for complicated care to be learned by the caregiver. As persons with other spinal cord
disorders are a so added to the scope, the issues may become more complex shadowed by existence of
degenerative conditions that add the component of constantly facing potential new losses. Asan SCI Center
for thirteen VA hospitas, patients may come from long distances, leaving their families. Homesickness and
transportation of caregiverswho need to learn are two of the complicating issues.

Patients or caregivers may also present with cognitive issues or mental health issues that
provide an additional challenge. The medical issues and age of family members may require special
considerations. With interdisciplinary teamwork, successful family and caregiver education and training
can be accomplished to acheive a discharge down the street or across the country.

Objectives

* [dentify common patient conditions or situations that may signa a difficult or complex
Situation exists.

* Identify family and caregiver issues that may complicate the educational process.

* Describe interventions that may assist in completing successful education and

training for persons with SCI and their care givers.

#39 Developing an Initial Sitting Program Using an Interdisciplinary Approach
Paula K. Morris, BSPH, PT

One of the most challenging factors facing the interdisciplinary team during the acute phase of care of the
patient with SCI/D is achieving a successful initia sitting program. Staff members from al disciplinesare
involved in this phase and must be able to recognize potentia limitations for successful upright tolerance.
These may include level of injury, comorbidities and psychol ogical components. The process for
developing a sitting program will be discussed.

Itiscrucia for staff to be comfortable and familiar with identifying the necessary equipment that
will make the transition to the upright position as smooth as possible for the patient with SCI/D. Devices
and equipment to minimize blood pressure issues will be identified. The staff should be able to recognize
and make informed decisions regarding the appropriate wheel chair and cushion type to be used to ensure
skin protection and assist with preventing skin breakdown. Other issues to be discussed include methods of
pressurereliefs as well as appropriate positioning and support for the patient in the wheelchair.
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Failureto consider the necessary components of theinitial sitting process will likely interfere with
quality medical management of the patient.

Objectives

* The participant will recognize potential limitations of the patient that impact

upright tolerance.

* The participant will identify the components needed to achieve a successful and
effective upright sitting position.

* The participant will identify appropriate devices and equipment useful in establishing
an effective sitting program.

#40 Home Alone? Not Anymore! Using Telemedicine to Reduce Complicationsin
Spinal Cord Injury Patients
Sherril S Porterfield, MSN, RN, CRRN, CWOCN

The annual incidence rate of spinal cord injury in the U.S. ranges from 30-50 injuries per million people.
The average number of people living with SCI in the U.S. is 200,000, and this number will continueto
grow as medical advances reduce mortality from SCI and extend the life span of SCI-survivors.

The average annual South Carolina (SC) incidencerate of SCI is 67 per million, which is
22% higher than the national average. The total economic impact of SCI in SC is estimated at $25,765,812
per year in 1997 dollar values.

The challenge of surviving a SCI is surmounted only by the challenge of living with the injury for
therest of one’slife, especially when the average age at the time of injury is 32. Those living with SCI
commonly devel op serious, often chronic, life-threatening and costly secondary complications. These
complications include pressure ulcers, urinary tract infections, spadticity, deep venous thrombosis, chronic
pain and depression.

The exorbitant health care costs associated with treating secondary complications of SCI exact a
profound economic toll on the community at large: health care costs for a SClinjured individual amount to
$200,000, on average, for the first year after injury. Secondary medical complications present a
multifactorial challenge to the SCI-injured population in terms of disability, increased mortality, financial
burden, and quality of life issues like mental health, community reintegration and caregiver burnout.

Adeguate outpatient SCI care has been limited by several factors, including a patient’s ability to
evaluate their own wounds / status from home, lack of patient initiative in seeking medical care proactively,
and trangportation problems (availability, cost, need for assistance when traveling, etc.). Thisis especially
truein rural populations, the primary populations served by Roger Peace Rehabilitation Hospital.

One direct, effective economical way to address such life-threatening secondary complicationsin
SCl isviaatelemedicine program linking spinal cord injured individuals with ongoing medical evaluation /
resources from the comfort and convenience of their home. Telemedicine interventions have been credited
with fewer hospitalizationsin thefirst year of injury, an increase of 18 days of quality-adjusted survival per
year, preventing pressure ulcers, and treating pressure ulcers. Telemedicine programs have a so been shown
to facilitate a smooth transition from inpatient rehabilitation to the community, improve quality of life and
allow limited health care resources to be used more efficiently. This presentation will demonstrate the use
of a SCI telemedicine program at Roger Peace Rehahilitation Hospital. Through use of a videophone
system, the Clinical Nurse Specialist / CWOCN has been able to monitor patients functional level, assess/
make recommendations for wound care issues, manage bowel and bladder programs, and make other
appropriate recommendations to keep the SCI patient from being readmitted to the hospital within the first
2-3 months after discharge from rehabilitation.

Objectives

« At the end of the presentation, the participant will identify the cost of secondary complications of SCI.
* The participant will identify telemedicine options used for early identification/prevention of SCI
complications.
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* The participant will learn to implement a telemedicine program that will improving quality of life and
decreasing readmission rates.

#41 Pain Syndromesin Spinal Cord Injury
Angela R. Starkweather, PhD, RN, ACNP, CCRN, CNRN

1. Review the pathophysiol ogy of pain
Define pain terminology

2. Provide criteriafor various types of pain: musculoskeletal, inflammatory, neuropathic, psychogenic
Relate to pathophysiol ogy of SCI

3. Discuss the use of medication, physiotherapy, and complimentary and alternative medicinein the
treatment of pain syndromes associated with SCI

Objectives

* Discuss the pathophysiology of pain.

« Contrast the various types of pain encountered in SCI.

* Relate the type of pain syndrome to appropriate pain treatment therapies.

#42 Using an Evidenced-based Order Set “Appendix” to Enhance SCI Care
Peggy R. Guin, PhD, RN, ARNP, CNS

Since our institution became alevel one trauma center, patients with SCI have been admitted to the trauma
service and subsequently transferred to neurosurgery, if SCI istheir only injury. Coordinating care for
patients with SCI is challenging and requiresthat standards are met in atimely fashion, regardless of what
service the patient is on. Specificity in clinical care and ensuring the appropriate consultation of required
disciplines within a specified timeframe are required. The order set for spinal cord injury care was not
“hardwired” for consistent use by the trauma service and delays in required care occurred. In order to
eliminate redundancies, assign accountability, and ensure consistency across services, members of the SCI
committee devel oped a “SCI appendix.” The appendix is used as a supplement to the “generic” order sets
used by the trauma service or the neurosurgery service, regardless of where the patent isin the care
continuum, e.g., ICU, general unit. Much negotiation between services and members of the SCI committee
was required to clearly identify agreement in content, accountability and ownership, and consistency in the
process needed for successful implementation. This presentation describes the work of the interdisciplinary
committee to implement this new care management system.

Objectives

* [dentify three goals of the order set process.

* Discuss two barriers related to implementation.

* Describe one exampl e of negotiation of content related to “standard of care” where descrepenciesin
evidence across popul ations exigs.

#43 Enhancing Learning for Patientswith SCI: The Rehabilitation Learning
Readiness Assessment Guide
Barbara J. Olinzock, EdD, RN and Mary Helen Elliott, MSN, RN

With changes in healthcare policy and reimbursement patterns, patients with SCI are now expected to learn
and direct complex self-care regimens within a shorter period of rehabilitation. These changes pose
significant learning challenges for patients and teaching challenges for nurses. The Rehabilitation Learning
Readiness Assessment Guide (RLRAG) is offered as an evidence-based method to enhance learning
readiness for SCI patients. The RLRAG is a product of the Rehabilitation Learning Readiness Model
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(Olinzock, 2004) focusing on five stages of |earning readiness; dependent, invol vement, engagement, self-
initiation and self-direction. Stages correspond to five nursaing roles; authority, guide, motivator, mentor
and consultant. The nursing goal isto assess the stage of |earning readiness of the patient and assume the
corresponding teaching role. In a preliminary study, the assessment guide proved useful in depicting
learning readiness challenges characterizing alearning trajectory for SCI patients during rehabilitation. An
orientation to the RLRAG, worksheets, and how it can be used will be presented. The assessment guideis
currently being piloted with undergraduate nursing students participating in a rehabilitation case study
project. Findings suggest that the RLRAG may indeed be useful in orienting novice nurses as well as
reaffirming the multi-faceted teaching roles and activities of expert SCI nurses.

Objectives

* [dentify five stages of learning readiness and five corresponding nursing roles.

* Describe nursing learning readiness challenges and nursing activities for each stage.
* Describe benefits of using the RLRAG for clinica practice.

#44 Fifteen Yearsin the Life of a Tetraplegic Couple
Susan P. Crawford, BA, RN, CRRN

Fifteen years ago, Cheryl and Ken were a young couple moving on the fast track to successin the Silicon
Valley of California. On a beautiful, carefree and sunny day, they went for adrive in their new convertible
sports car. Cheryl lost control of the car, crashing into aravinein aremote area. For 16 hours they hung
upside down in ther car, clinging to life and to each other, praying to survive, unable to move or call for
help. The couple was discovered by a hiker and his dog the following day. They were airlifted to SCVMC,
both alive, both tetraplegic. Thisistheir story. A story of courage, heartache, triumph and the strength of
the human spirit.

Objectives

* Provide insight into the world of tetraplegic husband and wife.

* Provide insight into the grieving process after a catastrophic injury such as SCI.
* Provide an inspiration to all health care workersin the field of SCI rehab.

#45 SCI End of Life A Brighter Future? A Follow Up
Vernadine Hampton, MSN, RN

Death and Dying! What’s the Difference? What to Do? Imagine the anger and frustration! This presentation
isafollow up and will discuss end of life issues that impact the in-patient, SCI Long Term Careresident
who receives a death sentence due to atermina illness. What does it mean to die? Most people would
quickly changethe subject, if it wereraised at all. It is said that in knowing how to die, one also knows how
to live? Nurses are strong advocates for self-determination in caring for the terminally ill. When cureisno
longer possible, ahost of psychol ogical, physical, and spiritual stressors arise thereforeit is essentia for
effective interventions to be devel oped and implemented by the interdisciplinary team. Communication,
pain control and comfort care are examples of interventions to maximize positive patient outcomes and
resources for nursing staff. The case study will include interdisciplinary interventions, patient outcomes,
discussions about spiritual freedom, dying on patients own terms leading to independence in a brighter
future after life. . The Difference between Death and Dying I1. Physical and Psychological Changes ll.
Knowing How to Die V. Interventions V. Closure VI. Case Study.

Objectives
* Describe the difference between death and dying.

* Identify end of life issues impacting terminal care on a Spinal Cord Injury Unit.
« List Interdisciplinary Interventions to manage death and dying in a Long Term SCI setting.

#46 K nowledge and Practice of Caregivers Concerning Special Care of SCI Patients
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Shanta P. Subedi, BN, RN

Spina cord injuries (SCI) are the leading causes of morbidity and mortality. Especially in the developing
countries, thelack of adequate prevention programs and therapy facilities carry an enormous personal and
economic cost. In Nepal, because of the geographical complexity, a high number of Nepalese suffer from
SCI resulting from falls. Though an adequate treatment is beyond the capabilities of most Nepal ese, Spinal
Injury Rehahilitation Center aims to educate the caregivers concerning the special care such as physical and
psychological support and help them to live the best quality of life even after the injury. With a survey
research comprising questionnaires and interview, this study assessed both knowledge and practice among
caregiversin Nepal, and the degree to which acquired knowledge was transformed into practice. This
research found that the caregivers’ duration of stay in hospital during primary careis significantly related to
the level of knowledge and practice. This study also found the lack of understanding of importance of diet,
skin care, bowel movement and maintaining proper positioning. This study has greater implicationsin
understanding the caregivers’ knowledge and practice in the context of developing countries, and help
reshaping the treatment plan of patients with SCI.

Objectives

* To assess knowledge of the caregivers towards the specia care of the patients with SCI.

* To assess practice of the caregivers towards the special care of the patients with SCI.

* To identify the degree to which the knowledge is transformed into practice when caring the patients with
SCI.

Film: Almost Home
Susan Thomason, MN, RN

This 1hour 20 minute DVD showcases select residents of St. John’son the Lake, aLong Term Care
(LTC)/Independent Living facility in Milwaukee, Wisconsin. In thisfilm, which is co-produced and co -
directed by Brad Lichtenstain and Lisa Gildehaus ({i} NDEPENDENTLENS), residents, family and staff
provide their perspectives on residential living in the facilities. Residents are elderly and many have
dementia. In thisthoughtful and provacative video (PBS Broadcast Date: February 21, 2006), thereisa
LTC cultura shift to “person first” and quality of life issues. In amedical model, activities such as bathing
times, areregimented with minimal flexibility; in the social model, which isadopted in thisLTC facility,
thereisa commitment to individualizing activities. The entire interdisciplinary team is dedicated to
empowering residents to making the facility “almost like home.” The team uses strategies like being
flexible with the time the resident arises in the morning, medication administration, diversiona activities
(e.g., music, pet, community outings), opting out of uniforms, and multiple other cultural shifts. Although
persons with spinal cord impairment are not showcased, those attending the Flm Festival will gain insight
into how a meaningful sense of community may be attained in LTC settings.

Objectives

« Differentiate between medical and social long term care (LTC) delivery models.
* [dentify three means of empowering elderly LTC residentsto make choices.

« Cite strategies for managing LTC residents on a person firg basis.

Film: Intimate Relationships and Spinal Cord Injury: The Client’s Per spective
Susan Thomason, MN, RN

This 24 minute DVD profiles 3 men and 1 woman with spina cord injuries (SCI) and describes their
challengesin establishing sexual relationships. G.F. Strong Rehahilitation Centre, Vancouver, British
Columbia, has addressed concerns and myths, experiences with dating, the role of the rehabilitation team,
and other aspects of sexuality.

Thisvideo provides an excellent overview that would serve as an invaluable introduction to a
sexuality rehabilitation program, particularly with single persons who are preparing to relaunch into dating.
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The solo presentations of those persons profiled differentiate between physical contact and establishing a
deeper level of communication and sexuality. Presenters are casual and candid.

Content focuses on both physical (e.g., leg bag leak) and emotional challenges (e.g, fear of the
unknown). Body image, self-image, fear of rejection, self-esteem, the rush to “get back on the horse,” and
other psychosocial issues are addressed. A peer mentor discusses various aspects of sexuality pre- and post
-marriage. Supporting afamily, having children, dependency, and other broader perspectives are offered.

Those attending the Film Festival will cultivate a morein-depth understanding of the person with
SCI asrelated to the physical and psychosocial aspects of sexual relationships.

Objectives

* State two common myths related to personswith spina cord injury and sexuality.

* Describe the difference between physical sex and an establishing an intimate rel ationship.
* [dentify strategies used to overcome barriersto establishing sexuality relationships.
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AASCIN News Summer 2008

AASCIN Committee News
Mary Ann Reilly, MS RN

Summary of BOD Reportsfor the Third Quarter of 07-08

The Nominating Committee has devel oped an exciting group of candidates for the
2008-09 BOD. Ballots have been mailed. The candidates include: Laura Johnson,
Nurse Manager SCI Clinic at the Charlie Norwood VA in Augusta, GA; Robin
Nolan, Nurse Manager, SCI Clinic at the Tampa VA; LisaBeck, CNSin the
Outpatient SCI Program at the Mayo Clinic; Katherine Van Dyke Hayes, Professor of
Nursing at Holy Family University, Philadelphia. Y ou are encouraged to submit your
ballot.

The Aging Committee is awaiting the pilot study for the ‘Motorized Mohility
Devices Assessment Check List’ which will be held at the Hines AV, Tampa VA and
OSU. Members of the committee sit on the ANA Geriatric Committee. Our members
are defining the Scope and Practice of the Geriatric SCI Nurse.

The Treasurer has been intricately involved in the Tri-Association plansfor our association’s merger with
AASCIPSW and APS. Our Treasurer has been seeking information on grants to support our projects.

The Editorial Board has posted the 25.1 issue of the AASCIN Journal. Please take time to read the
excellent articles on the management and care of osteoporaotic fractures in the SCI population, causes of
fever in SCI, prevention and health maintenance, and |eadership. Manuscripts are continually being sought.
Articles have been reviewed and the ‘Best Article Awards’ have been selected.

The Membership Committee has reviewed the nominees for the James A Peters Award. The
committee hasreviewed and refined the definitions of membership. Guidelines are being written to allow
Student Nursesto join our association. Thank you cards have been sent to all members who have renewed.
A special thank you is being extended to al members who have sent in monetary donations. A New
Member Campaign is being developed. The plans for the 25™ Anniversary of AASCIN arein progress.

All members are encouraged to attend the 2008 Congress of Spinal Cord Injury Medicine and
Rehabilitation Conference in Orlando on August 11-13. Check our web site at www.aascin.org for more
information.

Call for AASCIN Committee Participation

Now is the time for you as an AASCIN member to take action. Become involved in AASCIN by
participating in one of our six standing committees and editorial board. Descriptions of the
committee/board are listed below. If you areinterested, please contact the AASCIN office for a committee
interest form and return it with a current resume or curriculum vitae. Remember, it is your organization.
AASCIN needs YOU!

Aging Issues Committee

Oversees the American Nurses Association/Specialty Nursing Association Partners (ANA-SNAP) grant
activities within AASCIN. Promotes education and research related to aging. |dentifies ways to help
members of AASCIN enhance the care of individuals with SCI asthey age both chronologically and with
the impairment. Maintain latest knowledge base for dissemination and communication of information on
aging with SCI.
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Clinical Practice Committee

Identifies and assesses clinical practice trends related to SCI nursing practice and implements strategiesto
promote quality care for individuals with SCI. Clinical practice issues encompass the areas of prevention,
health promotion, health maintenance, and restoration. Members should be knowledgeable about nursing
practice trends.

Editorial Board

Publishes the quarterly online journal and other selected materials related to AASCIN activities. Servesas a
consultant to AASCIN committees/task forces in the production of publications. Publishing experienceis
preferred.

Member ship Committee

Coordinates activities related to AASCIN membership. Devel ops and implements a membership survey
when requested by the Board of Directors. Activitiesrelated to public relations and/or membership
solicitation are planned, implemented, and evaluated. Reviews renewal applications for membership status.
Sets guiddines for and selects recipients for three awards: James J. Peters Award for Distinguished Service,
the Staff Nurse Award for Excellencein SCI Nursing, and the Expanded Role Award for Excellence in SCI
Nursing.

Nomination Committee

The Board of Directors appoints the Nomination Committee on an annual basis for a one-year term. Look
for the Board of Directors’ “Call for Nominations” if you are interested in providing leadership to
AASCIN.

Program Committee

Plans, implements, and eval uates the Annual AASCIN Conference for the general membership, thus
promoting exchange of knowledge, skills, and ideas related to SCI care among nurses, other health care
professionals, and consumers.

Bulletin Board

Annual Conferences

34™ Annual Scientific Meeting of ASIA
June 19 -22, 2008

Loews Coronado Bay Resort, San Diego, California
ASIA - Phone: 404-335-9772

Email Address: ASIA OFFICE@SHEPHERD.ORG.

35" Annual Meeting of ASIA

September 22-26, 2009

Adam’s Mark Dallas (to be reflagged as the Sheraton)
Dallas, Texas

21% World Congress Rehabilitation (RI)-Quebec 2008
August 25-28, 2008
Quebec City Convention Center
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www.riquebec2008.or g or www.riglobal.org

Toronto Rehabilitation I nstitute

Spinal Cord Rehabilitation: Innovation, Impact, and Future Directions.
November 6-8, 2008

Hilton Toronto Hotel

www.tor ontor ehab.on.ca/education/sci.08index.htm

Submitted by Jesse L. Dickerson, RN, MSN, CWON-AP, CWON, CGCN
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The Consortium for Spinal Cord Medicine Clinical Practice Guidelines
Linda Love, MS RN, CRRN

The Consortium for Spinal Cord Medicine, in partnership with PVA’sresearch and
education team, strives to improve care of persons with spinal cord injury by making
their care more research and evidence based through publication of The Consortium
for Spina Cord Medicine Clinical Practice Guidelines. The Consortium aso
publishes companion consumer guidesto provide information to consumers of SCI
related hedlth care.

Clinical Practice Guideline topics include:
e Bladder Management
e Preservation of Upper Limb Function
e Respiratory Management
Thromboembolism
Autonomic Dysreflexia
Pressure Ulcers
Expected Outcomes
Depression
Neurogenic Bowel

Consumer Guide topics include:

Depression
Expected outcomes
Pressure Ulcers
Autonomic Dysreflexia
Neurogenic Bowel
..... and more.

Check the PV A website www.pva.org under “Publications.” Downloads are free. Select publications are
available in print and in Spanish.
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Nursing
Practice
Redated

to Spinal

Cord Injury
and Disorders:
A Core
Curriculum

EEPVA

“SCI Core Curriculum™ Offer

Widely considered a “must-have™ text for all SCI nurses and edited
by longtime AASCIN members, Audrey Nelson, PhD, and Linda
Love, MS. BN, CERN. Nursing Practice Related to Spinal Cord
Injury and Disorders: A Core Curriculum is now available to
AASCIN members at a significant discount. Thanks to an
arrangement with Demos publishing, AASCIN members may order
the book directly at a 35% discount, with free shipping. Go to

www.demosmedpub.com and enter "TAASCIN™ as a discount code.

Demos generously donated rwo copies for the book draw at the
annual SCI Conference in Florida last year.

Attention Nursing Professionals!

CI Nursing encourages manuscript submissions from all interested nursing professionals and we welcome
awide variety of topics and research approaches. Manuscripts must be submitted electronically and
conform to the Publication Manual of the American Psychological Association, Fifth Edition.

For information on style and content requirements, please visit our Web suite at www.aascin.org and click
on the “AASCIN” box, located at the bottom of the home page, and then click “Get Published in SCI
Nursing.” Share your insghts with colleagues around the world. Publish in SCI Nursing!
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Congress of Spinal Cord
Medicine & Rehabilitation

This is the largest annual gathering of professionals working in the field
of spinal cord injuries and disorders in North America. Sponsored by
American Paraplegia Society, American Association of Spinal Cord Injury
Psychologists and Social Workers, American Association of Spinal Cord
Injury Nurses, Therapy Leadership Council in Spinal Cord Injury. and
hosted by United Spinal Association.

*  (ualified attendees are eligible for contimning medical education credits

Congress highlighis include: " ANERICAN ASSOCIATION
OF SRFINAL CORD
INJLRY NURSES

Wheelchair Fall Risk Assessment

featuring: Audrey L. Nelson, Phid, RN
AMERIGAN ASSOCITION

\ OF SPINAL COMD NI
August 11th-13th, 2008 a SoCKLWORGRS

Gaylord Palms Resort &
Convention Center
6000 W Oscecla Parkway, Kissimmee, FL 34746 e F

General info: (407) S86-0000 il iy
Reservations: (407) 586-2000
www. gaylordpalms.com

United Spinal
Sponsored by % Association

For more information visit: www.spinalcordcongress.org or call (800) 404-2898
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