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Preface

Functioning is a central dimension in persons experiencing or likely to experience disability. Accord-
ingly, concepts, classifications and measurements of functioning and health are key to clinical practice,
research and teaching. Within this context, the approval of the International Classification of Func-
tioning, Disability and Health (ICF) by the World Health Assembly in May 2007 is considered a landmark
event.

Toiillustrate the use of the ICF in rehabilitation practice Swiss Paraplegic Research (SPF) together with
Swiss Paraplegic Centre (SPZ), one of Europe's leading (acute and rehabilitation) centres for paraplegia
and spinal cord injury (SCI), performed a series of case studies. Conducting ICF-based case studies was
one approach to address SPF's aim to contribute to optimal functioning, social integration, health and
quality of life for persons with SCI through clinical and community-oriented research. The ICF-based
case studies project began in October 2006.

In this project, persons of different age groups and gender and who are living with SCI of varying etiology
and levels of severity, were accompanied during their rehabilitation at SPZ. The rehabilitation process
is then described using the Rehab-Cycle® and the corresponding ICF-based documentation tools. Since
persons with SCI are faced with a number of physical, psychological and social challenges, the case
studies aimed to cover a broad spectrum of these challenges. With this in mind, each case study high-
lighted a specific theme of SCI rehabilitation.

A booklet is published for each case study conducted. To better understand the case studies described
in these booklets, find below some basic information about SCI, the ICF, ICF Core Sets, the Rehab-Cycle®
and the ICF-based documentation tools.

Spinal Cord Injury (SCI)

Spinal cord injury (SCI) is an injury of the spinal cord that results in a temporary or permanent change in
motor, sensory, or autonomic functions of the injured person's body. The spinal cord is divided into four
sections which can be further subdivided into individual segments:

-8 cervical segments (C1 to C8)
-12 thoracic segments (T1to T12)
-5 lumbar segments (L1 to L5)

-5 sacral segments (ST to S5)

The damage of the spinal cord is called lesion. Important functions such as mobility (motor functions) or
sensation (sensory functions) fail below the lesion. To help determine future rehabilitation and recovery
needs, the extent of a SCI in terms of sensory and motor functions is described using the American
Spinal Injury Association (ASIA) impairment scale.

International Classification of Functioning, Disability and Health (ICF)

The ICF is a classification of the World Health Organization (WHO) based on the integrative bio-psycho-
social model of functioning, disability and health. Functioning and disability reflect the human experi-
ence related to the body functions, body structures, and activities and participation. It is viewed in terms
of its dynamic interaction with a health condition, personal and environmental factors.

Health condition

A
\2

Body functions/ .
) Activities ) Participation

Body structures

Environmental factors Personal factors

Figure 1: Bio-psycho-social model of functioning, disability and health

The ICF classification corresponds to the components of the model. Within each component, there is an
exhaustive list of categories that serve as the units of the classification. ICF categories are denoted by
unique alphanumeric codes and are hierarchically organized in chapter, second, third and fourth levels.
When going from the chapter level to the fourth level, the category's definition becomes more detailed.

The classification also comprises so-called ICF qualifiers, which quantify the extent of a problem expe-
rienced by a person in a specific ICF category. Since environmental factors can also be facilitators, the
ICF qualifier for facilitators are indicated with a plus sign.

Generic Scale of ICF Qualifiers

NO problem (none, absent, negligible,...) 0-4%

MILD problem (slight, low,...) 5-24%

MODERATE problem (medium, fair,...) 25-49%

SEVERE problem (high, extreme,...) 50-95%

COMPLETE problem (total,...) 96-100%

not specified (used when there is insufficient information to quantify the extent of the problem)
not applicable (used to indicate when a category does not apply to a particular person)

O o A W N = O
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ICF Core Sets

To facilitate the use of the ICF in clinical practice, it is essential to have ICF-based tools that could be
integrated into the existing processes. The first step toward providing ICF-based tools for clinical practice
was the development of ICF Core Sets. ICF Core Sets are shortlists of ICF categories that are considered
to be most relevant for describing persons with a specific health condition or in a particular setting. In
a rehabilitation setting an ICF Core Set can help guide the rehabilitation management process. ICF Core
Sets have been developed for several health conditions e.g. for spinal cord injury, health condition groups
e.g. for neurological conditions and for various settings. ICF Core Sets can serve as a basis when using
the ICF-based documentation tools that follow the Rehab-Cycle®.

Rehab-Cycle® and corresponding ICF-based documentation tools

The Rehab-Cycle® is one approach that reflects the structured processes inherent in multidisciplinary
rehabilitation management. The Rehab-Cycle® consists of an assessment phase, assignment phase,
intervention phase and evaluation phase. An ICF-based documentation tool has been developed to quide
each of the Rehab-Cycle® phases: the ICF Assessment Sheet, the ICF Categorical Profile, ICF Intervention
Table and ICF Evaluation Display. These tools can help a multidisciplinary rehabilitation team to better
understand the role of functioning within the rehabilitation process and to more comprehensively describe
a person's functioning - hence support ICF-based rehabilitation management.

Assessment
- ICF Assessment Sheet
- ICF Categorical Profile

Evaluation
- ICF Evaluation Display

Assignment
- ICF Intervention Table

Intervention
— ICF Intervention Table

Figure 2: Rehab-Cycle®

You can find more detailed information about SCI, the ICF, ICF Core Sets, the Rehab-Cycle® and the ICF-
based documentation tools on the website www.icf-casestudies.org.

Literature

American Spinal Injury Association. Worksheet
International standards for neurological classification of
spinal cord injury (ISNCSCI); Revised version 02/13 http://
www.asia-spinalinjury.org/elearning/ASIA_ISCOS_high.
pdf. [Internet] Available from http://www.asia-spinalinjury.
org/elearning/ISNCSCI.php. Accessed November 2014
Cieza A, Kirchberger |, Biering-Sgrensen F, Baumberger
M, Charlifue S, Post MW, Campbell R, Kovindha A, Ring
H, Sinnott A, Kostanjsek N, Stucki G. ICF Core Sets for
individuals with spinal cord injury in the long-term context.
Spinal Cord. 2010; 48(4): 305-312.

Chin LS, Mesfin FB, Dawodu ST. Spinal cord injuries:
Practice essentials, background, anatomy, pathophysiology,
etiology, epidemiology, prognosis, patient education. 7
[Internet] July 2014. Available from: http://www.emedicine.
com/pmr/topic182.htm. Accessed November 2014.
Ewert, T, Grill E, Bartholomeyczik S, Finger M, Mokrusch
T, Kostanjsek N, Stucki G. ICF Core Set for patients with
neurological conditions in the acute hospital. Disability and
Rehabilitation. 2005; 27(7/8): 367-374.

Kirchberger I, Cieza A, Biering-Sgrensen F, Baumberger
M, Charlifue S, Post MW, Campbell R, Kovindha A, Ring
H, Sinnott A, Kostanjsek N, Stucki G. ICF Core Sets for
individuals with spinal cord injury in the early post-acute
context. Spinal Cord. 2010; 48(4): 297-304.

Paraforum. SCI as health condition. [Internet] December
2013. Available from: https://www.paraforum.ch/article/
sci/?group=36. Accessed November 2014.

Rauch A, Cieza A, Stucki G. How to apply the International
Classification of Functioning, Disability and Health (ICF) for
rehabilitation management in clinical practice. Eur J Phys
Rehabil Med 2008; 44: 329-342.

Selb M, Escorpizo R, Kostanjsek N, Stucki G, Ustun

B, Cieza A. A guide on how to develop an international
classification of functioning, disability and health core set.
Eur J Phys Rehabil Med 2014.

Shepherd Center. Understanding spinal cord injury: What
you should know about spinal cord injury and recovery.
2014. [Internet] Available from: www.spinalinjury101.org/
details/levels-of-injury. Accessed November 2014,
Stier-Jarmer M, Grill E, Ewert T, Bartholomeyczik S,
Finger M, Mokrusch T, Kostanjsek N, Stucki G. ICF Core
Set for patients with neurological conditions in early post-
acute rehabilitation facilities. Disability and Rehabilitation.,
2005; 27(7/8): 389-396.

World Health Organization. International Classification of
Functioning, Disability and Health, Geneva, World Health
Organization; 2001.




Case Study 03 | Hope | General Introduction

Case Study 03 | Hope | General Introduction

General Introduction

Intuitively, it can be said that hope plays a significant role in the process of
rehabilitation. However, a central question is whether the feeling of hope can
be supported by a rehabilitation team in an explicit way and integrated in the
rehabilitation process to achieve better outcomes.

This case study aims to illustrate the role of hope
in the rehabilitation of Helen, a person living with
the dehilitating Guillain-Barré Syndrome (GBS) —
how her hopes, both realistic and less realistic,
were funnelled, adapted and integrated for effec-

tive rehabilitation management. See box 1 for
more information on GBS. This case study offers a
positive example of an intervention that built upon
aperson’s realistic hopes as well as dealt with less
realistic hopes in a constructive way.

‘Hope...provides comfort while enduring life threats and challenges”

Hope is a feeling that is characterized in simple
terms by an anticipation of something good or
something better will happen or of relief from
something uncomfortable or bad. Hope is a mul-
tidimensional construct that provides comfort
while enduring life threats and challenges. In
general, it is positive and future-oriented and has
an impact on a chronically ill person's attitude
towards life and functioning. Hope can promote
goal-directed activity particularly when focused
on realistic expectations, carry persons through
diverse struggles, and lead to personal growth

as a motivational factor promoting positive
outcomes. A person’s willpower can provide the
person with the required energy and strength in
the "hoping process"."%2

Qualitatively, hope can be distinguished as “gen-
eralized hope” or as “particularized hope”. While
“generalized hope” is intrinsic to a person and may
serve as a positive coping strategy, “particularized
hope" refers to hoping with a specific expectation
or goal.?

Lastly, persons perceive hope in different ways,
reflecting the different sources from which the
person draws hope. People experience hope even

in negative situations or hope for things that are
important to them but have a low likelihood of
being realized 234

Box 1| Guillain-Barré Syndrome — A Complex Disease and Its long Road to Recovery

Guillain-Barré Syndrome (GBS) is an acute inflammatory
disorder of the peripheral nervous system. It is a common
cause of rapidly acquired paralysis. It is brought about
by a person’s own immune response to foreign antigens
that is misdirected to a person’s peripheral nerve cells,
where the cells are stripped of their myelin sheathes that
are critical to nerve functioning. This type of disease is
sometimes referred to as an autoimmune disease and is
often (though not always) triggered by a viral or bacterial
infection.®®7 From a medical perspective, the process of
GBS is divided into three phases:®

— Initial phase (lasting up to 4 weeks): from the start
of symptoms until there is no further decline of symp-
toms

- Plateau phase (lasting a few days to weeks): there is
a stabilization of physical status

- Recovery phase (lasting a few weeks up to 2 years
or longer): a gradual decrease of symptoms

The initial symptoms include pain, numbness, varying
degrees of weakness in the legs, which can then spread
to the upper torso and arms and increase in intensity
until the muscles can no longer be used, sometimes
leaving a person almost completely paralyzed.®™#

Although the prognosis for GBS is usually favourable, it is
a serious condition that can result in permanent severe
disability in 20% and in mortality in about 10% of the
cases. Given this, all cases of GBS can be considered a
serious threat to life. In cases where the lungs are para-
lyzed, GBS may result in death and artificial ventilation is
required. Other associated symptoms may include loss of
sensitivity, bladder and bowel disturbances, weakness of
voice, respiratory function, ingestion and visual function
(due to affected muscles), pain and fatigue. However, it
should be noted that even in the most severe cases of
GBS, recovery is possible, albeit to varying degrees.>%*

Integrating Hope Into Rehabilitation Management for GBS

Given the uncertainty surrounding the progression
of GBS, rehabilitation management should be
based on a dynamic process that can be adapted
according to a person's situation. Both the person
and rehabilitation team are constantly searching
for new possibilities to deal with the conse-
quences of the illness. Hope is an inspiring and a
stimulating factor in the process of recovery, and
works against the person’s inclination to "give up".
Hope also motivates the person to persevere with

rehabilitation. This may, in turn, lead to improve-
ment in functioning.2™

Thus there is a reinforcing feedback cycle — hope
and the process of hoping can drive rehabilitation.
This, in turn, can lead to improvement in func-
tioning, which then can result in even more hope.
The rehabilitation team should therefore work to
integrate a patient's hopes into the rehabilitation
approach, promoting those that are realistic and
minimizing those that are not .2

8
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Helen's Story

“The tetraplegia just happened so suddenly. One morning it's a stomach ache ... then I'm unconscious
for four weeks! Can you imagine? | awoke totally confused, and more or less paralyzed. It might be
hard to grasp, but even in that state, I really believed that things will get better. Deep inside of me, |

Just knew it."
Helen, in 2007

Helen and Her Fight with GBS

Helen is extremely hopeful. Always the optimist,
her personality embraces a promising outlook
that is simply intrinsic. Such hopefulness played
an important role in Helen's story.

"..even In that state, | really
believed that things will get better.
Deep inside of me, | just knew it.”

Following her and her husband's retirement, Helen
saw a bright future. Her two children were already
grown and pursuing their careers. Helen and her
husband were continuing to enjoy life together
and were following their individual interests. She
focused her energies on her canine companions
and in enthusiastically directing a local obedience

school for dogs. At 67, Helen was not slowing down
at all. For Helen, the future looked very good. It was
in this frame of mind that she was suddenly and
unexpectedly struck with Guillain-Barré Syndrome
(GBS); see hox 1. Given the abrupt onset of this
disease and its associated tetraplegia, Helen's
hopeful nature would become a central player in
her recovery.

With plenty of daily exercise, no prior health prob-
lems and a good diet, Helen had always considered
herself healthy. But for some weeks, she had been
suffering from gastrointestinal problems. While not
severe, the condition persisted, and about a month
after experiencing the problems, she decided to
visit her doctor at the local hospital. This visit to her
physician could not have been more timely. Within
a few hours she was admitted to the intensive care

unit with the diagnosis of GBS that was caused by
a campylobacter infection.

The GBS progressed, leaving her with tetraplegia
and unable to breath properly. She then fell into one
month of unconsciousness and disorientation. The
medical team maintained her on artificial respira-
tion and tube-fed her. Helen eventually awoke when
her illness progressed to a status called ‘sensomo-

toric incomplete high tetraplegia'. This meant that
she had no motor functions while having sensa-
tions, experienced autonomic dysregulation that
affected her gastrointestinal system and respira-
tory insufficiency that required artificial ventilation.
Despite these complications, two months after
the onset of GBS her medical team felt that her
recovery was sufficient enough to discharge her
from the intensive care unit.

“After realizing that she was totally dependent on others, the wish

for greater autonomy was at the forefront of Helen's mind.”

After realizing that she was totally dependent on
others, the wish for greater autonomy was at the
forefront of Helen's mind. When her rehabilitation
program began, she thought that the most impor-
tant functions she needed to improve involved her
hands. She believed that gaining more functioning
in her hands would allow her to do more on her own
without the support of others. However, Helen's
rehabilitation team considered this unrealistic at
that point in time. Regardless, her rehabilitation
team acknowledged Helen's hopefulness, and took

on the challenge (and opportunity) of finding a way
to integrate Helen's hopefulness into the rehabilita-
tion process while maintaining focus on efforts
that were realistic and achievable.

Fortunately, the Rehab-Cycle® approach to rehabili-
tation management can facilitate the integration of
hope in rehabilitation in that it encourages the reha-
bilitation team to consider the person's perspective
when planning rehabilitation interventions.

Helen's Slow Start to Recovery and a New Rehab-Cycle®

Overall Helen's progress toward recovery was very
slow. Seven months after starting rehabilitation,
she completed the first cycle of rehabilitation or
Rehab-Cycle®.

In this first Rehab-Cycle® Helen and her rehabilita-
tion team sought to optimize her body functions,
such as respiratory, urinary and bowel functions,
that was one step forward towards achieving the
ultimate goal of optimal independence. At the end
of this first Rehab-Cycle® mechanical ventilation at
night was still required; while she could breathe,
she could not fully expand her lungs on her own.
In addition, Helen's hand and arm functions were

improving only very slowly, leaving no muscle
power in her hands and limited muscle power in
her arms and legs. Needless to say, her abilities in
the activities of daily living (ADL) were extremely
limited.

After seven months a new Rehab-Cycle® began that
aimed towards Helen's discharge from the reha-
bilitation centre. Initially, it had been planned that
Helen would be discharged home 9 months after
admission. However, due to the unusually slow pro-
gress in her recovery, the rehabilitation team was
not very optimistic about a timely release.
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“Due to the unusually slow progress in her recovery, the rehabilitation

team was not very optimistic about a timely release.”

Box 2 | A Challenge to Rehabilitation: The Uncertain Prognosis of Persons with GBS

Although much is known about GBS 567891011 the
progression of the disease is unpredictable.1® While
the plateau phase is defined by an unchanged func-
tioning status in the person and the recovery phase with
improvement in functioning, the number and degree of
symptoms, the duration of the disease phases and the
extent of the recovery itself varies greatly from patient
to patient. In fact, the course of the disease cannot be
reliably predicted in the acute phase, since it differs
from one person to the other. What is known is that the
prognosis is worse in elderly persons, those who experi-

enced rapid disease onset, and who were bedbound and

required ventilation during the peak of disease severity.
5,8,10

Although the prognosis for persons with GBS is gener-
ally favourable %12 rehabilitation professionals are not
able to make any reliable statements about the course
of the disease. Consequently, persons with GBS are con-
fronted with uncertainty about their recovery. In light of
this uncertain prognosis, hope can play a major role in
facilitating the rehabilitation process. 23411

Assessment

Helen's Perspective

Helen's tetraplegia left her with very little motor function. However, she could
still feel sensations. As mentioned, her hopes focused on increasing her ability
to wash and dress herself, and re-gain use of her hands.

Additionally, Helen had a number of other needs.
Due to weakened musculature around her mouth,
she found chewing to be strenuous and could only
speak very quietly, leading to difficulties with com-
munication and conversation. This latter issue
compelled her to limit her visitors to family only;
talking with friends was just too exhausting.

Health Professional Perspective

The impairments Helen experienced due to GBS
affected not only her range of motion but also her
ability to fully breath, exercise, ingest food and
water, and talk. Helen could control her respira-
tion, but she was not able to inflate her lungs fully.
Furthermore, while she could sense her need to
urinate and defecate, she was unable to control
her bladder nor her bowel movements. Based on
the experience during the first Rehab-Cycle® and

While she was able to breathe sufficiently, she
required a ventilator at night to ensure her lungs
were adequately ventilated. Lastly, Helen was
having trouble in transferring herself into and out
of bed, and she also felt very insecure moving
around in her wheelchair.

Helen's recovery up to the time of the assess-
ment, the rehabilitation team felt that substantial
improvement in Helen's hand functions was
unlikely and that the prognosis was simply uncer-
tain. As a result of the loss of functioning in her
hands, Helen's ability to perform self-care was
impaired. Self-care along with many of Helen's
other activities of daily living were severely limited.
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Contextual factors i.e. personal and environ-
mental factors were also of importance in Helen's
rehabilitation. For example, personal factors such
as her hopeful and optimistic personality as well
as her extensive knowledge about GBS (due to

efforts by her daughter, a nurse, who informed
her about GBS) served as facilitators of the reha-
bilitation process. In fact, Helen was able to build
her beliefs and hopes for improvement upon the
knowledge she acquired about GBS.

"..personal factors such as her hopeful and optimistic

personality as well as her extensive knowledge about GBS...

served as facilitators of the rehabilitation process.”

Environmental factors impacted Helen's case as
both facilitators as well as barriers. Facilitators
included a supportive family and rehabilitation
team and her two dogs. Among the barrriers
included her pre-rehabilitation home; since this
could not be adapted for Helen's needs, it meant
that she had to relocate to another flat that was
more conducive to her health condition. Another

barrier was the lack of insurance that would pay
for her special wheelchair.

These contextual factors and other factors that
were determined during the assessment phase
in Helen's new Rehab-Cycle® were documented in
the ICF Assessment Sheet, and translated into the
corresponding ICF categories that served as the
basis for the ICF Categorical Profile.

Goal-setting/Determination of Intervention Targets

‘I really believe that things will change. And | continue to be hopeful that change is possible despite
minimal recovery in such a long period of time. If | didn't believe this, nothing would happen.”

Helen

Goal-Setting — Striking a Balance

Helen's sense of hope and consequently her per-
sonal goals centred on improving her hand func-
tions. Due to the slow course of her initial Rehab-
Cycle® following her release from the intensive
care unit, Helen found her dependency on others
at the best of times difficult and at the worst of
times degrading. She particularly disliked being
washed and dressed by others. For this reason the
use of her hands was essential to re-attaining the
dignity and independence she desired. Accord-
ingly, all of her psychological focus and efforts
went into reaching a level of fine hand function
that would again allow her the freedom to dress
and clean herself independently and attend to her
normal activities of daily living.

However, given the uncertainty surrounding the
prognosis for GBS, Helen's rehabilitation team
was conservative in setting goals. Moreover, the
rehabilitation team felt that substantial improve-
ment in hand functions was an unrealistic goal
at that point in time. At the same time Helen's
rehabilitation team recognized that Helen's desire
for enhanced hand use and ultimately increased
autonomy was driven by her intrinsic inner
strength, hope and optimism.

In the end, Helen's rehabilitation team decided to
defined ‘optimal independence’ as a global goal.
This goal was intentionally kept broad to allow for
adaptation according to Helen's progress. This
and other more detailed goals were outlined in the
ICF Categorical Profile, a visualization of Helen's
functioning status at the time of the assessment
as reflected in the rating of relevant ICF categories
using ICF qualifiers. Along with her long-term goals
i.e. global goal and service-program goal, Helen's
ICF Categorical Profile also shows her short-term
cycle goals. See “Table 1: ICF Categorical Profile”
on page 24 at the end of this booklet.

For this Rehab-Cycle®, a service-program goal
was set — discharge to home. To achieve the
service-program goal, more specific cycle goals
were elaborated:

—Improved speaking and ingestion functions

—Improved respiratory functions

—Improved mobility through increased independ-
ence in transferring, changing body positions
and wheelchair mobility
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Identification of Intervention Targets

For the service-program goal and each cycle goal
appropriate intervention targets were identified.
Intervention targets are those ICF categories that
are to be addressed with interventions in the reha-
bilitation program. Helen's ICF Categorical Profile
includes ICF categories that reflected the results
of the assessment and subsequently documented
on the ICF Assessment Sheet. However, not all of

the categories listed were defined as intervention
targets, since only categories for which a goal
was identified and were addressed in the interven-
tion phase of the Rehab-Cycle® were considered
intervention targets.

The intervention targets were documented in the
ICF Intervention Sheet.

Assignment and Intervention

“We celebrate her improvements together... These little

celebrations keep and strengthen her sense of hope...

and motivates both of us for the next little steps.”

Throughout the intervention phase Helen's
rehabilitation team constantly sought balance
between Helen's hopes and the realistic steps
toward achieving the goals set. The team mem-
bers who worked closely and at length with her
remained conscious of the need to support
Helen's hopefulness while also remaining focused
on things over which they had control.

Helen's occupational therapist (OT), for instance,
focused on improving the mobility of several
upper extremity joints through the use of passive
mobilization and hand braces. The OT was also
responsible for helping Helen to find and arrange
adaptations for a wheelchair-accessible flat.
Proprioception i.e. the ability to sense the relative
position of body parts was among other interven-
tion targets that were addressed by the physical
therapist through standing balance training and
body positioning. These interventions, the inter-

vention targets that were addressed with the inter-
ventions, and the rehabilitation team member(s)
responsible for performing the interventions were
outlined in the ICF Intervention Table created for
Helen. See “Table 2: ICF Intervention Table" on page
26 at the end of this booklet.

In addition to the interventions that tackled the
targets related to body functions e.g. passive
mobilization, activities and participation e.qg.
transfer training and environmental factors e.g.
organization and testing of wheelchairs, Helen and
her rehabilitation team also integrated personal
factors — hope, inner strength and optimism — as
one intervention target. Since tackling this target
required a concerted effort, all the members of
Helen's rehabilitation team were assigned to
address this through individual counseling and
guidance.
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Box 3 | Additional Factors to Consider for Integrating Hope into Rehabilitation

Health professionals have an opportunity to choose
supportive interventions that recognize and integrate the
power of hope as an important personal resource in the
recovery phase of GBS. Despite a person's limitations,
hope can offer needed energy and motivation to allow
the person to move forward in rehabilitation. A number of
factors may play an important role for integrating hope in
rehabilitative interventions:3 131

- setting realistic goals

- belief in oneself and ability to handle one's future

- persons who participate in their own care have a
greater sense of hope

Members of the rehabilitation team describe
their experiences of working with Helen and of
promoting hope as part of Helen's rehabilitation:

“Helen shifts between phases of intense
hope for improvement and suffering from her
impairments ... a lot of both optimism and
pessimism...”

“To inspire hope in Helen, I tell her that |
share her hopefulness that her functioning
will improve. Nevertheless, it's important to
clarify over and over again that we are not
working on her hand function right now but
on the improvement of realistic activities like
maneuvering the wheelchair on her own. That
means focusing on the present rather than
the more uncertain future...To emphasize
this, I highlight every little improvement when
it happens. For example, she is now able to
move an electrical wheelchair with a standard
control. This is a major improvement because
she will no longer need expensive technology

promoting a sense of control by informing the person
about developments in treatment/rehabilitation
making available resources such as information
about the disease as well as information related to
spirituality

awareness of own feelings

relationship with family, friends, caregivers

flexibility of person and rehabilitation team to adapt to
changes and evolving circumstances
acknowledgement that there is a future; being future/
goal-oriented

and it increases her independence. These
small triumphs really motivate her and further
strengthens her hope.”

Helen's Occupational Therapist

“To maintain and strengthen Helen's hope, |
tried to explain to her that her hand function
alone isn't enough for her to manage her day.
Improving hand function is still a future global
goal, but at the moment we have to define
smaller, achievable goals...We celebrate her
improvements together (for example, by going
for coffee). These little celebrations keep and
strengthen her sense of hope...and motivates
both of us for the next little steps.”

Helen's Physical Therapist

“I'try to steer the middle course between
fostering too much and too little hope. She has
to be patient. | try to strengthen her patience,
to maintain hope for improvement.”

Helen's Nurse

Evaluation

Helen's evaluation just one month into the second
Rehab-Cycle® was quite remarkable.

I can move the wheelchair on my own now and
this gives me a little more independence and
freedom — but this little bit is so much to me!

I don't need to be accompanied any longer.
Actually, my hope and goal [of improving hand
function] wasn't met, but a lot of other things
improved.

Helen

At eight months following the onset of Guillain-
Barré Syndrome (GBS) and one month after the
start of this Rehab-Cycle®, Helen exceeded all
expectations. Her respiratory functions improved
to the extent that her tracheostomy tube was
able to be removed. She was also able to transfer
herself to and from her bed to her newly-chosen
wheelchair and was able to move around using
the wheelchair independently.

‘At eight months following
the onset of GBS... Helen
exceeded all expectations’”.

These improvements in her functioning, among
other things, were documented in the ICF Evalu-
ation Display. See “Table 3: ICF Evaluation Display”
on page 28 at the end of this booklet. Helen's
ICF Evaluation Display illustrates the results of
the evaluation after eight months of rehabilitation
interventions; it shows the goals attained. Note-
worthy is the fact that many of Helen's goals were
achieved beyond expectations Especially note-
worthy was her achievement in the intervention
target ‘Transferring oneself while sitting’. Helen's

rehabilitation team aimed to maintain a goal value
of ‘3" or severe impairment (the value at the initial
assessment was also '3"). At re-evaluation, Helen's
ability to transfer herself while sitting was rated
with ‘1" or only mild impairment. This was a major
improvement.

While certainly a positive development in Helen's
recovery and strive forindependence, these excep-
tional results exemplifies the difficulty Helen's
rehabilitation team had in making an accurate
prognosis about her rehabilitation outcome.

To Helen's elation and despite falling short of her
initial hopes for substantial improvement in hand
functions, all three cycle goals were met.

My lungs are better and | can breathe at night
now just wearing a face mask. | can raise my
legs a little better and move my arms while |
am lying. Even transferring works well now,
and this was pretty difficult for me."

‘I am getting more and more hopeful, because
| am continuously able to do more things. I'd
say that this further strengthens my optimism.
The therapists also keep me optimistic, they
understand how to motivate me, and | have

a good relationship with them. | also deeply
feel that I'm more stable now. Maybe this

has resulted from my inner strength. In fact,

I have to say that this disease has made me
stronger.”

“Regarding optimism, | need optimism to
have hope, it is an essential part of hope.
And having hope also depends a lot on my
environment. If | had been somewhere where
| did not feel comfortable, | would not have
recovered very well, and my optimism and
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hope would have been diminished. Here I really
feel optimally supported. How | am looked
after and treated has actually helped me
experience hope and optimism. | can definitely
sense if someone is treating me only as a job
or because he or she enjoys it and wants to
achieve success. This has a lot of influence

on me. Now | feel that my strength is coming
back."

Helen

Despite this progress, Helen still had many chal-
lenges to confront on her path to recovery. For
example, her mobility was still very limited due
to the impaired use of her arms and hands, and

her respiratory functions were still somewhat
hindered despite the strides made. Furthermore,
her health insurance did not cover all of her reha-
bilitation costs, leaving financial worries on the
horizon.

‘I am getting more and

more hopeful, because | am
continously able to do more
things. I'd say that this further
strengthens my optimism.”

Discussion

Guillain-Barré Syndrome (GBS) is a debilitating disease that can strike unex-
pectedly at any age and result in serious neuromuscular paralysis, including
different degrees of tetraplegia.>%” GBS presents specific challenges and
opportunities that are well-illustrated in Helen's case.

“The Interaction between a person's sense of hope and rehabilitation
management can be a significant factor in driving recovery.”

For Helen, like with many GBS patients, a sig-
nificant challenge to rehabilitation involves the
uncertain prognosis — individuals progress at a
different rate through the phases of the disease,
and reach different levels of recovery®®1 As
evident in Helen's final evaluation, this uncer-
tainty makes accurate prediction of rehabilita-
tion outcomes difficult. However, having specific
short-term goals that can be adjusted according
to improvement can provide a good and accu-
rate picture of progress along the continuum of
rehabilitation.

Helen's hopeful personality demonstrated some
of the opportunities and potential pitfalls of
hope as it relates to GBS. Helen's case has
shown that hope can play a critical role in the
recovery phase of GBS when it is focused on
attainable goals.2® Hope and the influence of
hope in rehabilitation is influenced by a variety
of factors. 31314 In Helen's case, she struggled
against dependency and sought autonomy. Her
knowledge about the disease, her personality
and the degree to which the rehabilitation team
was able to support and strengthen her sense
of hope all played a role in her achievements.

The rehabilitation team helped to set realistic
goals and refocused those that were less real-
istic, such as Helen's strong desire to spotlight
improvement in her hand use as the focus of
rehabilitation. Importantly, without demotivating
Helen the rehabilitation team was able to
refocus and encourage her in those areas where
she could most improve. Helen's sense of hope
toward recovery and independence was further
reinforced as many of her intervention targets
gradually improved and milestones were met.
In fact, the goals established for Helen were
reached beyond all expectations.

The interaction between a person's sense of
hope and rehabilitation management can be a
significant factor in driving recovery. While it
is certainly true that a shift from a pessimistic
to an optimistic personality is probably difficult
if not impossible, it is the rehabilitation team's
obligation to help support, guide and focus the
person's hopes as best as possible, and assist
him or her to avoid the pitfalls of setting unre-
alistic goals. Reliable information and attainable
short-term milestones foster the sense of hope
in a person with GBS.

20
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Annex

—Table 1: ICF Categorical Profile
—Table 2: ICF Intervention Table
—Table 3: ICF Evaluation Display
- Literature
- Questions

22

23



G¢

“UOIUSAIBIUI UE 13)J€ 3A9IY9e 0 Jaljljenb 9]
a1 0] S19J31 aNJeA [BO9 [09 WeID0I4-20IAI9S 0] SI9Ja1 4S '€ ‘7 | 80D 9joA) 0} Si9ja.1 € 7 '| :UoEjaY (09 (Jd) Si0joef [euosiad pue (3) [ejuawwuoliAug Jo Joedwi aAebau o (+) aAisod Jo Juajxa ayl pue (p)
uonedioned pue saiiaoe (s) sainjonuis Apoq ‘(q) suonouny Apoq jo sjuauodwod ayj uf (wsjqosd a1ajdwiod = ¢ 0} wejqoid ou = () Swajqoid JO Jua)Xa 3y djes Jaiien)) 49 ‘3jijoid [earobaie) 49 ;1 ajqelL

+ ds ... wsiwndo ‘yibuans sauul ‘adoH i
. - .... aseasIp Jo abpajmouy yd
17 ds .. S30IAIBS Y)BaH 00852
- - . $301A19s Hoddns |e1o0s [e13usg 06259
- - ..... sjeuoissajold yyjeaH GGed
. - .. s|ewiue pajeansawoq 05€9
- - [ ] ] Apwey reipawuwy oLea
+l ds asn ajeand 1oy sbuip|ing Jo~uononiisuod ‘ubisaq HE)
- - ..... UONEDIUNWWOD 10} "s3oNpoid SARSISSY [r4E)
+ ¢ ... Aupiqow [euosiad Joy~s1onpoid sANSISSY L0213
- - ... Buian Ajiep u asn jeuosiad oy s1onpoid aAnsISSY LGLLd
v €T L 0|+L]4c]E +
131eg lojeyioey
2 - .... Buizijeroos S026P
- 5 ..... sHodg L0Z6P
R R ..... JuawAojdwa anieIauUNWaI-UoN GG8p
- .... Bupjunig 095P
R ..... buissaig ovsp
. .... bunajior 0€sp
- ..... syed Apoq Joj burieg 0ZSp
- ..... J|9sauo bulysem 0Lsp
Z e .... juawdinba Buisn punose buiropy Gopp
, ¢ ..... asn w.e pue puey Svp
- - [ | asn puey auy ovyp
¢ ¢ .... Bunis a|iym Jjasauo buriajsuel| 00ZtP
- R . uoiysod bunyis e bulureuiepy £SLYP
¥ e ..... suoiysod Apoq a1seq buibueyy oLyp
0 s . s 3y} JO Seale J0 AINjINNG 01L8s
z e .... swie 3y} Jo suonauny anipoddng £09.9
¢ € ..... SuoIjoUNy JUaWBaAOW AIBIUNJOA JO [013U0D 09.9
Z ¢ ... Ui} 3y} JO SIJOSNW JO JdMOd G0€.9
g € ..... quui| 3y} JO SAISNU [[E JO Jamod ¥0€.9
€ £ sjuiol [e1aAas Jo Aujiqopy L0129
¢ ds ..... suoijouNy UoneuLn 0299
¢ ds ..... SUOIIOUN} UOIIED3JR( 6259
L L ... suoijouny uonsabuj 0159
z Z .... suonouny ajasnw Alojelidsay Srig
L L ... SU0IIUNY DIIOA 0LEq
L 3 ... quisaddnuruled 10829
B - uonauny yanoy 5924
g & .... suonouny aAndaooudold 0929

v | €[(C|L |0
wajqoid

an[eA [e09  uone[ay [eo9 13yienp 49| sali0ba1ed 49|

Ayniqow panoidu) :g [eob ajohg

suonouny A1ojeusidsas panoidwi :z |eob ajok9

suonouny uonsabui pue bupjeads panoidw : | [eob 3j9A9
awoy 0} abIeyasiq :|eo9-welihoid-a2IAIeS
aouapuadapul [ewndg :[eog [eqo|9

9|joid [eauohareq 49|

3|joid [eauiohareq 49 11 ajqel

144 xauuy | adoH | €0 Apmig ase)



LT

J0JE}[I98) B S3)2IPUI 3NjeA

03 1xau ubis snyd ay} (4d) 1030y [euosiad pue (3) euawuosIAUR buruasaidal sjab.e) SUoUBAIRIUI Y} 104 “S1abIe} UOKUSAIRIUI Y Ul (Wajqoid 813/dwod = ¢ 0} wajqold ou = () Sbuljes 33y} auiuLSIap 0}
Pasn aam suaijienb 4] UCHENEAS JO JUBLUSS3SSE PU0IBS 8y} Je Buliel [enjoe ay) 0} SIajaJ anjeA [eulj 8y pue ‘UoNUSAISIUI 3y} Ja}e PaAdIyIe 8q pinoys Jey) bulel ay} 0} SIaja. anjeA [eob oy} JuaLssasse
(BRIl 3y} Je Buiel 8y} 0] SIajal anjeA 1Sl aU| IaYI0 [BI90S = MS 1SIdelay) yaaads = Yaaads Jsidelay | [euonednadg = [0 1sidessy ] [eaIshyd = 1d ‘UeIISAYd = 90Q :9jqe) uonuarIalul 49] :Z a|qel

o
@
Hr By @ X | X | X | x| X aouepinb pue buidsuno) wsiwndo ‘yibuans sauul ‘adoH yd w
g
HL @z #HL ox sjuawAed jo uoneaiylie) SBOIAIRS U)|edH 00859 m
<
z )1 ¥ X Spaau Jo uoijeziuehio pue uonesye|) Buip|ing ajeand joubisaq [IE] m
@
uoijepodsuel) pue Ajiqow J00pIno pue Joopul 3
Br Hr @ X sileya[3aym Jo bunsaj pue uoneziuefio jeuosiad 1oy ABojouyoa) pue syonpoid annsissy  0¢L® &
S >
=2
L z € X UOIINIISU|/IUB)SISSY juawdinba buisn puno.e buinopy 59vp .m =
=t
¥ ¥ v X | X UOI}ONIISU|/20UB)SISSY asn Ww.e pue puey Sivp 2 D
o ~
L © € X Buiurery sajsuel) Bunyis ajiym jjasauo buriajsuel) 002¥p =
© ¥ ¥ X suomysod Apoq Buibueys jo buiures) suorysod Apoq aiseq buibueyy oLyp
0 0 0 X uonoadsul Ajleg upjs 3y} JO Seale Jo INjINIS 0L8s
4 4 € X Buureny dn-doig swie a3y} Jo suonouny aAioddng £09.9
© € ¥ X JUSWIAAOW DAY SUOI}OUN} JUSWAAOW AIBIUN|OA JO [01}UOY 09.9
1 z z X Burures ajosnw orweudp pue oneis }uni} Y} JO S3|ISNW JO JIMOd G0€.9
© € 2 X | X JUBWIBAOW BADY SquuI [[B JO S3[ISNW JO JaMOd ¥0€.9
w
X s90e.(q Jo uoneidepy =
: 5 ¢ sjulof [e1aA3s Jo AujIqol LoLLq <
X JUBWIBAOW DAISSEY =5
>
X uoijezialayed =3
© @ % suonUNY UoleULIN 0299 =)
X uonealpapy 2
€ € ¥ X uonealpap SuoIIUNY UOIEIRJA(Q 6259 &
f
L L z X ynow ay} Jo sajasnw o bulures| suonouny uonsabuy 0LSq (]
=
X 161U e UoNe|1IUA |eIIUBYIB| @
z 4 € suonouny ajasnw Aiojelidsay Shyq
X sajosnw Al0jeudsal jo buiuies)
L L 4 X Buiuren yosads Su0IUNJ 3210\ 0LEq
0 L 4 X | X JUSWIAAOW AISSB] quisaddnuruied 10829
z © € X Buiuorisod Apoq ‘Buluies; buipueis suonouny aAidasondold 0929
g 2 ®
s 2 2 w 8 o Z o
£ 5 5 2 W S 3 3 g UoIUIAIR| 19h1e) UONUBAIBYY|
3 [

3|qeL uonuaAIRu| 49

3|qeL uonuanIa| 4] :Z 3Jqel

9¢ xauuy | adoH | €0 Apnis asen



6¢

DIABIYIE JOU SUBSLL - PAASIYIE SUBALL + JUBLIBAIIYIR [BOT UORUBAIDIUI UE Ja}JE dAJIYe 0} Jaljijenb 40

3y} 0] SIaJa1 anjeA [e09) 1eob weiboi4-92IAIaS 0] SI8Jal 4S '€ ‘7 ‘| [e0b 8joA)) 01 SIajal € ‘7 '| :UoiefaY (809 (Jd) 10108y [eu0sIad pue (3) [eluaLuoliAua JO Joeduwi aAlebau 1o (+) anisod Jo Juaixs 3yl pue (p)
uonedioned pue sainoe ‘(s) sainjoniis Apoq ‘(q) suonouny Apogq jo suauodwod ay; ul (wsjqoud a1ajdwod = ¢ 0} Wejqoid ou = () Swa|qo.d Jo Juajxa 3y d3el Jaiyien)) 491 Aejdsiq uonenjead 49 :€ ajqeL

+ +
B +7
- +l
+ +
V| €| C | L |0 |+L|+C|+E |+
Ja1eq lojey1oey

+ + + + + + + + + + 4+ 4+ + o+ o+ +
M — — N — MO M MM M N M N ©O S m =

vy €[(¢c|L |0

wajqoid

5 @
: g
= s
] &
+ €
+ 4
+ L
19K pajenjeas jou 0

194 pajenjens jou z

uonenjeas

ds
ds
dsS

€

uonejeY 09

... wsiwndo ‘yibusns ssuul ‘adoy It

.. S90IAI3S Y1[eaH 00859
. asn ajeaid Joj sBuIpjing Jo"uonon.suoa ‘ubisaq e
... >noE_mcowaahov_...ms:voag_u_mw< Sw—w

V| € |C | L |0 |+L|+C|+E |+

13111eq 10}e}1]108}
.... 1uawdinba Buisn punose Buinopy Sovp
..... asn Wie pue puey Sivp
.... BuiIs ajlym yasauo buiiajsuel| 0024P
..... suorysod Apoq a1seq buibueyy oLvp
. UDS 3Y} JO SEaJ. JO BINJONIS 018s
.... swie ay} Jo suonouny aaoddng €09.9
..... SUONOUNJ JUBLBAOW AIEIUNJOA JO [011U0D 09.9
... UNi} 3y} JO SIOSNW JO 1IMO S0e.9

quuij 3y} JO SASNW [[ JO 1BMOd ¥0€L9

.““““ sjuiof [e1aAas Jo A)jiqopy L0129
..... suoIjouNy uoneuln 0299
..... suonouNy uonedRyeq 5259
... suonouny uonsabu 0159
.... suonouny sjosnw Alojelidsay S
... SU0IoUNy dII0A oLeq
... quuj saddn ur ureq 710824

suonouny aAndaosondold 0929

o |
~ll
o
o

<

wajqoid

ayifenp 49| saLi06a1ed 49|

Ayjiqow panoidwj :g [eob ajohg

suonouny A1ojesidsas panoidwi :z jeob ajak9

suonouny uonsabui pue bunjeads panodw : | |eob 3j9A9
awoy 0} abIeyasiq :|eo9-weihold-adIAIeS
douapuadapul [ewndg :|eog [eqo|9

JUSWISSOSSY

Kejdsig uonenjeaz 49|

fiejdsiq uonenieaz 49] ¢ 3|qeL

8¢

xauuy | adoH | €0 Apn1S ase)



Case Study 03 | Hope | Annex

Case Study 03 | Hope | Annex

Literature

Questions

1. Kim DS, Kim HS, Schwartz-Barcott D, Zucker D. The nature 8. Hughes RA, Cornblath D. Guillain Barré syndrome. The Q1. Explain the connection between illness and the sense of
of hope in hospitalized chronically ill patients. Int J Nurs Lancet. 2005; 366: 1653-1666. hope. (Refer to page 8 for the answer.,)
Stud. 2006; 43: 547-556. 9. Chio A, Cocito D, Leone M, Giordana MT, Mora G, Mutani
2. Lohne V, Severinsson E. The power of hope: A patients’ R. Guillain Barré syndrome: A prospective, population Q2. Describe the symptoms and the three developmental stages of Guillain-
experiences of hope a year after acute spinal cord injury. J based incidence and outcome survey. Neurology. 2003; 60: Barré Syndrome (GBS). (Refer to page 9 for the answer,)
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