“Social networking” as a strategy for adequate long-term care and participation
of severely brain-injured “apallic” people.
A. Zieger, Oldenburg (Germany)1
Background:
In the past two decades the medical treatment, rehabilitation and long-term care for
severely brain-injured patients has improved impressively in some european countries
(Zieger 1998a).
Since the report of the Multi-Society Task Force on Persistent Vegetative State (1994)
we know about the prognosis is worse in cases with hypoxic origin than with
traumatic. Complete recovery with regaining consciousness is very seldom however,
prognosis of individual cases can not be made accurately (International Working Party
Report on PVS 1996).
In Germany, due to modern neurosurgical and nursing technologies about 5000 people
per anno will survive servere and severest brain injuries living within an prolonged
comatose state or an apallic syndrome state (Gerstenbrand et al 1990; Zieger 1998a,b).
Severe brain injuries often occur in young adults who nowadays can survive for
several decades.
In the past 15 years we made some experiences with an integrated system of intensive
medical care, early rehabilitation, long-term care and social participation for severely
disabled “apallic” people and their families (The German Federal Self-help
Association 1997; German Asssociation of Rehabilitation 2000; Zieger 1998a,b;
2002a-c).
On the one side, with the help of a comprehensive and structured interventional
program during early rehabilitation many cases can recover successfully. We know
that about 6 to 8 per cent of the worst cases can achieve a remission stage I or II
according to Gerstenbrand (1967), i.e. minimal responsiveness to external stimuli for
establishing Yes/No-codes (Zieger 1998a,b).
But, on the other side, the ongoing socio-economical crisis within the European
countries due to chronic unemployment and reduced financial resources of the health
insurances has made the social support for the severest disabled people worsened.
Therefore, oppression of the solidarity community might have been increased
alarmingly.
In addition, recent legalizing of active euthanasia in The Netherlands and in Belgium
should be considered a severe suppression of the human rights and the human dignitiy
within the centro-european culture due to an misanthropic bioethical and neoutilitaristic philosophy and practice.
Purpose:
The aim of this paper is to develop “social networking” as a strategy for qualified
treatment, long-term care, integration and social participation of severely braininjured, disabled and “apallic” people who require life-long complete assistance, and
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for their families (WHO 2001). In this way discrimination, social isolation and active
euthanasia might be overcome successfully.
Method:
In order to get a solid data-base several sources are evaluated: the Multi-Society Task
Force on PVS (1994), the International Working Party Report on PVS (1996), the
Expert Meeting of the German Federation of Rehabilitation of the Disabled (1996),
the Report of the European Biomed Programme of the London King´s College (1997),
the declaration of the German Federal Self-help Association (1997), the German
Federal Association of Rehabilitation (2000), the Declaration of the Austrian Coma
Vigile Society (2000), especially the memorandum “The coma vigile patient as a
fellow-citizen” (Zieger 2002a), some special studies and questionnaires about the
attitudes of family members (EU-study 1993, 1995; Käsbach 1999; Kleen 2000;
Mwaria 1990; Redecker & Sonntag 1994/1995; Tresch et al 1991), and finally, some
reports about the experiences of those patients who regained consciousness after they
have been in an apallic syndrome state for several months or years (Zieger 1998b,
2002b) have been evaluated.
Results:
Over all, there is a lack of research on this field. Some results can be reported
from the literature:
• In Germany, with the help of an integrating care system 70 per cent of ther
“apallic” people can be reintegrated into their families if sufficient nurses, doctors,
therapists as well as emotional, psychosocial, and financial support are provided,
and if the family members were trained and teached sufficientyl
• 30 per cent of the people must be integrated into nursing homes if a family network
can not be established. However, only for 10 per cent out of this group special
nursing homes are provided, and 20 per cent have to live within residental homes
although people often are young, and their life-expectation might last several
decades.
• The life-span of all the people living within special nursing homes have increased
twice, i.e. from 2 to 4 years average. But, survival-time of more than ten years can
happen in many cases, if sufficient assistance and social support are available.
Reactions and attitudes of physicians dealing with apallic syndrome state patients
differ impressively among both the Anglo-american and the Centro-european
countries:
• While, in a survey of 319 American physicians almost half considered
homogenously vegetative patients to be already dead (Payne et al 1996),
questionnaire of European doctors revealed heterogenous attitudes within different
countries: In Great Britain, The Netherlands and Belgium withhold of treatment
and withdrawal of artificial nutrition and hydration were refused only in about 20
to 30 per cent however; in Germany, Austrian, Italy and France in about 60-80 per
cent (Grubb et al 1997; Jennett 2002).
• These heterogenous attitudes changed and adapted to one another if the patients
have been emerged from a vegetative or apallic syndrome state to a so called
minimally conscious or responsive or to a severely disabled state. Now,
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homogenously, the physicians refused withhold of treatment as like as withdrawal
of artificial nutrition and hydration in about 70-90 per cent (Grubb et al 1997;
Jennett 2002).
Throughout the past 10 years in Germany, Austria, Switzerland, Denmark and
elsewhere well-organized self helping associations have been formed to improve their
situation and to protect the rights of the apallic syndrome patients. The most striking
experiences the relatives report about are that they get only insufficient information
about the prognosis. Although they were initially told by the physicians that their
patient is a “hopeless case” and that it would be better for the patient “to let him die”
some relatives have wittnessed their patient to have recover successfully. Relatives
consider their patients´ life to be worth living whether the patient is unconscious or
not. They consider their efforts to be meaningful because they have learnt much about
their own lives. They demand life rights and the right to rehabilitation.
However, relatives not always are aware of the necessity of some distance in order to
balance the presumed quality of life of the patients and their own desires of what might
be beneficial for the patient (Käsbach 1999; Kleen 2000; Zieger 2002a-c).
The following needs and claimes have been reported freqently:
• Relatives want to get understanding information from the physicians. They want to
be treated with appreciation and empathy. They claim informed consent in decision
making. They want to be integrated into the activities of the whole team. They
want to be advised, instructed, and trained for interaction and assistance with their
patient. They want to be prepared for the long-term care of their family members at
home. They claim emotional, social and financial support of the community and
society (Austrian Coma Vigile Society 2000; German Federal Self-help
Association 1997, German Federal Assioaction of Rehabilitation 2000).
There are only some studies dealing with the attitudes of relatives directly. The
questionnaire of 33 family members of vegetative state patients done by Tresch
and colleagues in 1991 showed that
• 90 per cent of patients were considered to have some awareness of pain, taste, light
or darkness, food, verbal conversation, or the relatives´ presence.
• Concerning the initiation and continuation of tube feeding 87 per cent of the family
members, retrospectively, agreed with the initial decision to insert the tube.
Relatives often claim the poor quality of life of the patients and their families. These
claims are substantiated well:
• From 1993 to 1995, an EU-study of about 1.500 families taking care of severely
brain injured patients after car accident revealed that about 90% suffer from social
isolation, existential problems and financial down fall.
A German survey on the life situation of 154 families of apallic syndrome patients
placed in nursing homes revealed that
• 60 per cent of the people never had a chance to be treated in a rehabilitation centre.
84 per cent did not get any therapeutic support, and 80 per cent of the nursing staff
complained not to be trained adequately for the special nursing care (Redeker &
Sonntag 1994/1995).
On the opposite, a “Coma vigile study” has outlined recently that
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• by relatively simple and inexpensive but, creative life-forming concepts, advices
and procedures concerning the daily living activities within the nursing homes and
the families the life-situation and quality of life for many people and their
surrounding can be improved impressively (Bienstein & Hannich 2001).
Another study has demonstrated that,
• by therapeutic procedures improvements of the functional outcome and level of
independence was available successfully even in a special in-patient long-term
nursing home (Binder et al 1999).
Discussion:
There are three central aspects concerning “social networking”:
First, from a socio-ethical viewpoint it is crucial wether an vegetative state / apallic
syndrome patient is considered to be living integrated within the society or wether the
patient is considered to be excluded from community and social life. In the first case
life-long emotional, financial, and social support is provided independently of the state
of deficiency or remssion. Medical treatment, nursing care, and personnel assistance is
required for 24 hours a day, i.e. complete social integration and participation.
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Figure.1: Systemic view of the social networks surrounding severely brain-injured
people (adopted from Zieger 2002b).
In the second case, those patients who have not recovered sufficiently within given
time-limits can be refused medical treatment, and they should be disconnected from
the feeding tube in order to make them dying (Jennett 2002). The dispute has been
pushed forward in the past few years relating to these both ethical controversal
positions: bioethical “utilitarism” vs christian-ethical “humanism” (Zieger 2002c).
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Second, one should be aware of the complexity of the problem (fig. 1). The social
network surrounding the patient and his or her partners is built up by some little social,
clinical and family networks, most important to be connected cooperatively. The
doctor-patient relationship seems to be as important as ever because it provides the
care of the main principles of medical ethics like beneficience, informed consent,
autonomy, and prevention of maleficiency. Therefore a systemic view is necessary for
our understanding of the special life-situation of the people, and for methodological
reasons.
Third, “social networking” within the local community should be considered the most
adequate human strategy for treatment, long-term care, reintegration, and social
participation as well as to protect the human life-rights of these people and their
families. In proceeding from “coma to community” both kinds of long-term care
integration within the nursing home or within the family network can be successfully
managed even in “worst” cases, i.e. phase “F” of the German neurologic rehabilitation
phase-model (VDR 1995). Working together with the relatives is very important to
evoke the potentials and resources of the relatives as much as possible. Relatives can
learn assistance in all activities of daily living, especially Yes/No-communication,
verticalization, mobilization, and transfer into a wheelchair. These activities are
decisive for the patients´ future quality of life. Relatives can be prepared on probatory
vacation and long-term care with their patient at home within the family. They can
learn case management and guardiance according to the patient´s living will. After all
they might have become experts of ”living with liminality”. The decisive point is that
all these activities have to be an integral part of the whole teamwork (Zieger 2002b).
Establishing “little social networks” within the local community the following basic
principles are crucial for success and have to be kept in mind during the whole
process:
• Connecting all partners of the patient: relatives, family, nurses, therapists,
doctors, medical specialists, pastors, friends, and neighbours in a
cooperative way (team-work).
• Providing 24-hour care with nursing help for the relatives at night
• Providing individual case management
• Providing qualified physician´s service including “special financies” in cases who
require medical treatment.
• Providing physiotherapy and occupational therapy with regard to the individual
medical neccessity, three to seven times per week, or logopedics/speech therapy,
neuropedagogics, music of recreation therapy, and neuropsychology with regard to
the individual medical neccessity, one to three times per week.
• Undertaking some therapeutic units by trained nurses and relatives, for instance at
weekend.
• Financing the high costs in a mixed way, i.e. all kinds of patient´s insurances
(health, pension, unemployment, welfare) have to take part in.
• Addressing the highest level of support oth the nursing care insurance (i.e. degree
IIIa, in the German nursing insurance system) by the medical service of the health
insurance to these severely brain-injured and assistance-dependend patients.
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The aims of “social networking” can be outlined as follows:
• Connecting all partners in the surrounding of the severely brain-injured people
• Effective use of the medical treatment, early rehabilitation, nursing care system
• Effective allocation of the financial resources of the health care insurances in a
“mixed cost-model” way.
• Prevention of social isolation, emitonal burn-out and financial ruin
• Prevention of social neglect and active euthanasia.
• Improvement of quality of life for both the “apallic” people and their families
• Providing integration from coma to community, and social participation in a
solidarity community (WHO 2001; Zieger 2002a-c).
Conclusions:
Obligatory guidelines for constructing “little social networks” for severely braininjured “apallic” people and their families with the help of connecting partners are an
imperative humanistic demand on social communities and modern European solidarity
societies (WHO 2001; teiger 2002a). However, there should be no doubt that living in
a vegetative/apallic syndrome state might be as like as “living with liminality”
(Mwaria 1990). This extreme dilemma of a human life-form can be tried to be
overcome in a solidarity community only (Zieger 2002a,c).
In a given society the level of humanity will be measured by the efforts of life support
and human care. To protect the ill and weakest people constitutes the dignity of the
healthy. Each society has the laws it deserves!
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