Never second best?
A narrative perspective on the shaping and reconstruction of
identity in twenty polio survivors

By Anne-Kristine Schanke
Abstract: The present study is based upon narrative, life-history interviews with 20
polio survivors. The study focuses on the forming and reconstruction of identity with
the late effects of polio as an important turning point for self-understanding. In childhood and youth, the identities are described as adjustment-oriented. The subjects
inhabitated a dual world; the internal one, feeling different, and the external world,
behaving as non-disabled. As adults, before the onset of the late effects of polio, they
were all somehow in the "normal mainstream" by confirming important aspects of
their normal identity on par with other non-disabled people by means of marriage,
parenthood and paid work. Their admittance to hospitals due to late effects of polio
restored polio as an illness, but also enabled the emergence of the personal andemotional voices of the subjects through exchange of mutual awareness with other polio
survivors. This appears to contribute to personal growth. The clinical implication from
the study is that it is important to focus on the emotional and cognitive impact of
early experiences in a narrative perspective in order for survivors to contribute to
reconciliation with their life history.

Introduction
"Before I was affected by the late effects, I was polio-Beth. Now I amthe
woman Beth. Let me tell you why."
This is the beginning of the condensed
life-story that will be presented later.
Why is it that Beth describes herself in
this way? According to Becker (1997),
life disruptions can trigger such intense
self-examination, a process during
which "who am I" may become the
central' question. Change and reconstruction of identity among polio survi-
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vors within a narrative, life-story tradition are the key concerns of the present
study.
The polio epidemics were among the
greatest threats to life andhealth during
the first half of the last century. In all,
approximately 23 000 persons contracted polio in Norway during the 20th
century before the polio vaccine became available in 1956-57 (Lobben,
2001). The subjects in this study all,
except for one, contracted polio in the
1930s and -40s when they were children.
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According to Frostad and Ravneberg
(1991), Young (1992), Bruno & Frick
(1991), Westbrook (1996), Robinson,
Finesinger and Bierman (1956) and
Fairchild (2001) the prevailing cultural
view at this time mostly regarded people with physical disabilities as "invalid" or inferior and they were met with
strong prejudices, pity and social taboos. Many still explained disablement
morally as the result of sinful actions or
the will of God. The regimes in hospitals and institutions were hierarchical
and authoritarian. Doctors were responsible for the treatment procedures and
countless painful corrective and reconstructive operations intended to improve scolioses, straighten limbs or
move muscles and tendons to enhance
mobility. The posing of half-naked
children presented as "medical cases"
in lecture rooms was common. Physiotherapists played an important part, and
the children were exposed to years of
time consuming training. Marks (1999)
has explored how treatment can become
a fetish which inhibits recognition of
the disabled person.
The children who had contracted polio
were often sent to institutions far away
from their homes, sometimes even as
far as Sweden and Denmark. Since no
social financial support for visiting sick
children was available in Norway at
that time, parental visits were rare. Besides, it was widely thought that children adjusted best in hospitals without
their parent's presence. Child rearing up
to this time, before the impact of the
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American pediatrician Benjamin Spock
(1957), was not concerned with the
emotional needs of children, rather
emphasizing the importance of not
spoiling them. During painful operations and treatment, the polio children
complied to prevailing cultural expectations by being brave, clever and nice,
but also due to guilt. Many of them felt
they had burdened their parents enough
by contracting polio. Others thought
they had caused their own illness, by
running around or playing too much
(Robinson et al., 1956).
The prognosis was seldom discussed
with the parents and children, though it
according to Gawne and Halstead
(1995) can usually be firmly assessed
within 6-8 months after the onset of
paralytic manifestations. Perhaps this
lack of clear prognosis motivated parents to endure long-standing periods of
hospitalization and training for their
children, perhaps they were hoping to
get back their "normal child". The cultural ideology after the Second World
War focusing on putting behind, looking at the future with optimism and
starting rebuilding society was probably
also embedded in the treatment of polio
cases expressed through restorative
operations, extensive training and the
desire to forget traumatic experiences.
Besides, great effort had to be taken to
reach independence in a society not
arranged for people with disabilities.
Finally, when an illness is diagnosed,
according to Becker (1997) personal
resposibility for health has been para-
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mount in the US, and it is probably the
same in Norway. She discusses how
"people feel a keen sense of
responsibility for regaining their health
when they become ill.... for restoring
normalcy" (Becker 1997, p. 45).
Today, 5-10 000 people are living with
the sequelae of polio in Norway. The
clinical features of the late effects of
poliomyelitis have been recognized
since the mid-1980s (Gawne & Halstead, 1995). On average, the late effects appear 30 to 40 years after the
acute onset (Halstead & Grimby, 1995).
The main symptoms of the late effects
or the post polio syndrome are a gradual or abrupt onset of new symptoms in
previously affected and/or unaffected
muscles, excessive fatigue, muscle
pain, joint pain, decreased endurance,
decreased function and atrophy (Gawne
& Halstead, 1995). The main theory is
that this is a result of an overload of
motor units with regression of terminal
nerves, and muscle weakness as a consequence (Halstead & Grimby, 1995).
For most polio survivors, the stressful
confrontation with the late effects took
place years ago. Today, most polio
survivors have turned out to be skilled
users of new assistive devices and have
made necessary lifestyle changes. In
addition, reduced emotional distress
among polio survivors has been found
in two follow-up studies (Westbrook &
McLlwain, 1996, Schanke, 1997). According to Heckhausen and Schultz"
(1995) life-span theory of control, reduced emotional distress reflects secon-
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dary control, i.e. behavior targeted at
adapting oneself internally to compensate for the loss of primary control.
Primary control involves the control
one exerts over the external environment to shape it in accordance with
one's desire. For polio survivors coping
with the late effects, the use of assistive
devices enhances environmental, primary control.
Personal narratives as "meaning making" and identity formation
Since the mid-1980s, psychology has
witnessed a strong upsurge of interest
in personal narratives and life stories.
One of the areas of interest has been the
role of narrative in establishing personal self or identity (Gergen & Gergen,
1988, Polkinghorne, 1991,
Mancuso & Sarbin, 1983, Whittaker,
1992). In this tradition identity is regarded as an internalized and evolving
life story that results from the selective
appropriation of past, present and future, told in specific historical terms,
with reference to dominant beliefs and
values (Scheibe, 1986). During times of
significant transition in one's personal
history, the process of identity work is
most dynamic as the person seeks to
evolve a story combining the changing
events and self-conceptions.
Mischler (1999) emphasises discontinuities, abrupt changes and contradictions in the formation of identity rather
than progressive stages of development
often implicitly assumed as invariant
across cultures and historical periods.
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Becker (1997) also describes how
Western ideals about the course of life
emphasize linearity, while real life is
more unpredictable and disruptive. In
Herman's (1996) conception of the
dialogical self, the self is multivoiced,
and, in accordance with "postmodern"
understanding, flexible and dynamic. A
particular feature of the dialogical self
is the combination of continuity (unity
of self) and discontinuity (multiplicity
of self) contributing to a narratively
structured self (Hermans, 2001). Davies
and Harre (1990) also speak of "the multiplicities of self \ referring to not only the
reciprocity between the person and the
environment, but also the changing positions accessible to the individual.
The postmodern concept of the self has
been critized, by among others, May
and Cooper (1995), who argue that
socio-economic limitations are not
taken into account and degrees of freedom exaggerated. From a sociological
perspective, this critique seems justified. From a psychological perspective
the postmodern concept of self underlines the cultural ideal of selfrealization. In this study identity will be
explored with reference to the theories
mentioned above as flexible, dynamic and
multi-voiced, emerging from an evolving
life story told within the historical and
cultural framework available.
Narratives are cognitive processes by
means of which human beings give
meaning to their experience of temporality and personal actions. Narrative is
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a form of "meaning making" and "displays purpose and direction in human
affairs and makes individual lives comprehensible as wholes" (Polkinghorne,
1988, p. 18). Narratives reflect people's
moral ideologies and their efforts to
live up to them. Narratives are performative, and thus empowering, representing action and thus, agency
(Becker, 1997). By clarifying the significance of events that have occurred
on the basis of the outcome that has
followed, narrative explanation is retroactive. At the individual level, narrative thinking provides a framework for
understanding the past events of one's
life, to construe what they are, and for
planning future actions. But it can also
provide a kind of mutual knowledge or
consciousness that groups can use to
increase the power and control as seen
in the consciousness raising within
Women's Liberation Movement, the Independent Living Movement among the
disabled and the Civil Rights Movement
among black people in the 1960s and 70s.
Thus, at the cultural level, narratives serve
to give cohesion to shared beliefs and to
transmit values (Polkinghorne, 1988).
Narratives reflect the forms and context
of discursive genres in society at different historical periods. In this study discourses regarding gender, childhood,
disabilities, normality and health are
among those under discussion.
Studies focusing on polio narratives
Wilson (1994) analyzed the core
themes in book-length autobiographies
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and biographies of polio survivors published between 1947 and 1989 and
shorter pieces that appeared between
1936 and 1991, all from the western
cultures. Almost all of these narratives
are structured as accounts of triumph
and adversity, and the themes of recovery and redemption that mark these
narratives resemble the Puritan covenants of work and grace. In this way,
the narratives mirror and transmit cultural values. In a study of polio narratives by Fairchild (2001), she identifies
two distinct groups of narratives. Authors of the first group of narratives,
writing between the mid-1930s and
mid-1950s, are typically told of their
either full or substantial recovery. The
narrative themes identified focus on the
myth of medical expertise or authority,
the myth of eminent recovery and the
myth of graceful empowerment, i.e. that
contracting polio endowed "superhuman heroes" like president Roosevelt
with a special decisiveness, stamina and
fortitude, or a remarkable charm, sympathy, patience and personal warmth.
Beginning in the mid-1950s, a second
wave of narratives begins to tell stories
of partial to serious disability, challenging the myths of triumph over disease.
Scheer and Luborsky (1991) found that
two major cultural concepts shape the
construction of polio biographies: normative life course expectations and developmental tasks; and traditions associated
with polio recovery and rehabilitation.
According to Olkin (1999) a psychotherapist and polio survivor, many people with
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disabilities, like other marginalized groups,
are esssentially bicultural, going back and
forth between the disabled community and
the non-disabled larger society. In her
opinion, vulnerability comes from trying
to meet able-bodied standards despite the
disability.

Context and aims of this study
The National Society for Polio Survivors in Norway conducted in collaboration with several professionals, a survey
in which 1444 polio survivors participated (Wekre et al., 1998). The following statement was included in the questionnaire: "I think I have been psychologically harmed by the treatment received at
the time I contracted polio". Schanke,
Lobben and 0yhaugen (1999) found that
those feeling psychologically harmed by
the early treatment (27%) reported significantly more current symptoms and emotional distress than the others. From the
clinicians point of view this gave rise to
the questions: why is it so, and how can
they improve their well-being? The present study aims to deepen the understanding of the kinds of problems experienced
and the ways people coped with them, i.e.
the thoughts, emotions and actions taken
in order to handle the various aspects of
their lives as polio survivors. Having
noted as a clinician that the late effects of
polio served as a turning point for selfunderstanding for many polio survivors,
the late effects as a transition for identity
work will be given special attention.
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Method
Procedure for selection of participants
A letter was prepared explaining that I
wanted to interview polio survivors
who felt that they have been psychologically harmed by the early treatment
they received during childhood. Five
former inpatients at the Polio Unit at
Sunnaas Rehabilitation Hospital near
Oslo who previously had discussed the
impact of early treatment with me as a
clinical psychologist, were also invited
to participate in the study, and all accepted. When the study was announced
later in the Norwegian Polio Newsletter
and at a meeting of the Oslo Polio Society, 33 persons responded, from whom
15 people were strategically selected to
form a hetereogenous group regarding
age, gender, severity of illness, duration
of hospitalization and socio-economic
background. Twelve of these had participated in the Polio Study five years
before and answered "yes" to the question of being harmed by early treatment. The others stated that the polio
experience had psychological costs that
they wanted to speak about. Informed
consent was requested and obtained. In
all, eight men and 12 women were interviewed from February to October
1999, a total of 20 respondents. Three
subjects were between 60-65 years, 16
between 50-60 years and one person
was 41 years old. Age at the onset of
polio varied from one to 12 years. The
subjects had been hospitalized from
some weeks and months up to 14 years.
Ten subjects had grown up in small or
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larger cities, ten in rural areas, with
parents from mixed occupational backgrounds such as fisherman, peasant,
industrial worker, white collar professional. They had contracted paralytic
polio in different parts of the body;
legs, arms, back, neck, abdomen, respiratory muscles and throat - one breathing through a tube in her throat (tracheotomy). Today, six of them were using
a wheelchair permanently, seven were
using some kind of assistive device, and
seven required no devices. Thirteen of
the subjects were married, four cohabitant, three were single, and two were
divorced. Their educational background
ranged from 7 to 18 years of schooling.
Five underwent education arranged for
disabled persons. As far as employment
was concerned, two persons were working full-time, three part-time and fifteen
had a disability pension. Compared to
the Norwegian survey mentioned above
(Wekre, Stanghelle, Lobben and 0yhaugen, 1998), only 25% of the persons
in this study work full or part time,
compared to 57% in the larger survey.
The qualitative research interview
Mischler (1999, p. 152) states that researchers "must find ways to enter into
partnerships
with
our
subjectscollaborators, reconstructing our perspectives on science and research and
turning it into a joint enterprise". In my
collaboration with polio survivors as a
lecturer, clinician and researcher the
idea of "confirmability audit", i.e. that
professional knowledge must be continously validated by the users them-
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selves, has been emphasized. Such an
awareness is important as professional
power for defining ideal and normal
ways of responding to cultural demands
and for dealing emotionally with disabilities is deeply rooted in our culture
(Dahl, 2000, Olkin, 1999).
In the early 1990s I developed a lifehistory interview strategy that is still
regularly in use at the hospital. The
interview is useful for discussing how
to cope with the late effects, and how
self-concept, identity and life-style are
often challenged. Dialogues with polio
survivors over the years and the knowledge they shared have contributed
strongly to my work as a non-disabled
researcher in my selection of issues in
the research interview.
Based on the clinical interview, an indepth research interview guide was
elaborated. The interview guide covered issues such as rules for living,
perceived importance of polio for life
course, facts concerning the medical
history of polio, important memories
and events, late effects of polio and life
style changes, relations and perceived
support, future needs for support and
the psychological impact of polio.
Other issues important for personal life
course and identity were also welcomed.
A life story interview is a dialogic
process. According to Mischler (1999)
it is a complex sequence of exchanges
through which the interviewer and the
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interviewee negotiate some degree of
agreement on what they will talk about
and how. The respondents" accounts of
their life experiences are situated in that
context and may therefore be viewed as
co-produced (Mishler, 1999). The research interview differs from the therapeutic relation in that self-concept
should not be challenged. Further,
therapeutic advice or interventions
should not occur during the interview.
Appointments were arranged with five
patients at the hospital. The rest preferred to be interviewed in their homes.
The interviews lasted from two to four
hours.
Analysis of data
The recorded interviews were transcribed verbatim, ranging from 27 to 68
pages each and constituting approximately 1000 pages in all. In order to
deal with such a large amount of information, each interview was condensed
by omitting small talk and then divided
into segments. Information about important main issues such as "acute
phase", "later stays in hospitals/institutions", "work", "late effects"and "psychological expenses"
were grouped together in each interview, while the context of the dialogue
was maintained. New issues not covered in the interview guide were also
included. Further, in the different segments, sub-issues were analyzed. Points
of view, thoughts or statements regarding identity were also continuously
analyzed. In this way, I was trying, in
the spirit of Polkinghorne (1988) and
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Kvale (1997), to capture the uniqueness
of the phenomenon, while still maintaining distinctions between different
aspects of the phenomenon. The study
aims at identifying both the similarities
among the subjects but also the individual differences. When analyzing the
data, I moved back and forth between
the interviews and the emerging description of analytic patterns.
In qualitative research the concepts of
reliability and validity have a different
meaning than in quantitatively based
research. The term reliability is not
subjected to replication, but to internal
logic and to the consistency between
the parts and the whole of the study.
Validity refers to issues of verification
and correctness. According to Kvale
(1997) validity is dependent upon the
researcher's ability to interview, interpret his/her data and combine them with
relevant theories.

Results
Before the analysis of the life histories,
a condensed life-story will be
presented. The story of Beth illustrates
the late effects as a turning point in
identity.
"Fve gone through such a big
change. You know, before I got the
late effects I was polio-Beth Now I
am the woman Beth. Let me tell you
why. I contracted polio during the
War at the age of five and was
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completely paralyzed. When I think
of my childhood, there are two
words which come to mind that I
hate: clever and kind. I should be
thankful, accept everything because
it was just me, polio-Beth, with no
value. I was not satisfied with
myself, I always had to show
endurance and prove myself I was
sent to Sweden for more than two
years. I spoke Swedish when I came
home. My mother visited me once.
When she left, the nurses ordered me
not to cry. I stayed at three different
hospitals, two of the places were
awful, at the third I played with all
the children and it was much better.
When I came back to Norway I
walked with orthoses and sticks
trying to hide my polio as much as I
could. I went to an ordinary school,
and went for training several times
each week for years. I also had a
corrective operation on my hips. I
had a social life like the others, and
my friends protected me against
bullying. My mother was overconcerned about appearances, she
only wanted to talk of unice things ".
I finished grammar school, partook
in education in trade and shorthand,
and started working in an office at
the age of 19. I fought to get a car
through a grant. I had a new
corrective operation at 20 years of
age. I married at 24, later my
daughter was born. I have never felt
so worthy as when I managed to
give birth to a healthy child. I got
disability pension at that time, but
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felt I was living a normal life like all
the other non-disabled. I was
oppressed during marriage by my
husband, and I was overconcerned
with being equal to others as a
housewife. I was so afraid that he
would regard me as a burden. I was
shaped during marriage. Now I
shape myself I started to live when I
divorced. When I was admitted to
hospital due to the late effects 10
years later, it was just like a flash of
lightning. I told you my story
without sentimentality, and you said:
But, you know, the little five year old
girl you are telling me about, that is
you. It was strange, suddenly I could
see myself the way I was. I was
given the right to feel caringly
towards myself and to pity myself. I
cried so much these days. It was like
the woman-Beth started taking care
of the polio-Beth.
Can you
understand what I mean? It is a pity
though that I had to be 50 years
before I could have the right to feel
sorry for all the difficulties in my
life, but I should always compare
myself to the worst cases, always.
After my stay at the hospital, I went
to see a psychologist for two years.
It was just like a tapestry, I was
picking up all the threads and I
wove them together. This tapestry is
my life. I do not regard myself quite
as disabled as before, my self-image
has changed. However, there is
much physical decline and I use a
wheelchair permanently now. Many
things have contributed in making
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the changes in me. You know, some
women get more mature and secure
when they get older. So did I.
Besides, I have worked with myself
to get stronger. Nothing comes easy.
I think I will never accept that I
contracted polio, but I have had to
cope with it. I also think it made me
grow as a human being. I think my
curiosity and interest in others has
developed. In spite of the fact that
my disability complicates my daily
life and also makes me feel tired and
sometimes depressed, I feel richer
and more complete as a human
being than before. Without the polio,
I think my life could have been a
more ordinary and boring one. Shall
I tell you something? It has been
interesting for me to talk about my
whole life with you. "
The late effects: repersonalizing the
polio as illness and restoring the subjects' voice
When developing the late effects in the
1980s and -90s, the issue of coping
with chronic diseases was culturally
acknowledged. Also, disability pensions have become common. Users'
organizations began to challenge cultural prejudices and medical research
documented the late effects of polio.
Articles also began to focus on early
childhood experiences among polio
survivors offering a new understanding
for interpreting one's past, private
events (Bruno & Frick, 1991, Westbrook, 1996).
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Fourteen of the persons had been admitted to Polio Units in the early -90s due
to the late effects of polio. The rest,
except one 58- year old man with no
visible disability, contracting polio at
seven years, were all active members of
the National Society for Polio Survivors. "I don't go there, because I feel
like a stranger," he says."I have the
impression that everyone there sits in a
wheelchair ". He had become exhausted
after many years and started receiving
disability pension at the age of 47. It
was at this time he also got divorced.
The neurologist's diagnosis was post
polio syndrome. His psychiatrist, however, claimed that stress was not dangerous and told him that men were
normally expected to keep up the pace.
This emphasises the professional power
earlier mentioned for defining ideal and
normal ways of responding to cultural
demands. Another who had not been
admitted to a Polio Unit recently was a
50-year old woman who was institutionalized from the age of three, when
she contracted polio, to the age of 17
due to the most severe disabilites
among the subjects in the study. Surprisingly, she did not regard herself as
one who had developed late effects.
The others, a 52- year old woman, contracting polio at six, and a 57- year old
man, contracting polio at 1 Vi years old,
had received a disability pension due to
long-standing psychiatric problems, and
a 65- year old business man, contracting polio at twelve, developed a heart
disease at 60 and suddenly found himself outside the "circus and the saw-
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dust". These transitions gave rise to sorrow associated with the experience of once
having contracted polio: "You know,
when things calm down one starts to think
and reflect back about that lad
who.. .thank God I have a big dog to talk
for walks... For a 56 year old woman with
a tracheotomy, who contracted polio at ten
years of age, the turning point came when
she met people with throat cancer, resembling herself: "They were almost identical
to me, you had used your whole life to
hide, and they did the opposite... I had
needed to be like all the others. However,
in a way I had not accepted that this was
me.55
Among those admitted to hospital due
to late effects, their life trajectories
were different but many had experienced discontinuities in terms of marital
problems, occupation-related problems
resulting in disablement or job changes
or diseases in addition to their polio.
Such events that many encounter in
middle age can by themeselves lead to
self-examination and changes in identity as seen in Beth's life story, where
her divorce 10 years before made her
"start to live". Like Beth, the other
women were admitted to get a general
"check-up" of their polio. For the men,
the admittance were primarily provoked
by difficulites in holding a job due to
reduced physical capacity. For both
genders, however, serious questions
regarding identity were triggered.
Those admitted to a hospital felt somewhat relieved that their own perception
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of current physical decline was medically
confirmed: "I am not lazy, or a psychiatric
case, I suffer from late effects of polio".
Physical decline was most serious for the
58 year old woman, who had contracted
polio at five years old, in terms of ventilation deficits leading to considerable distress. At the same time, the late effects
implied that the battle against polio, had
returned. A 57 year old editor, contracting
polio at four years old and who now had to
quit his job, states: "Once again you realize that reality is not what you think it is.
You thought you had been unlucky only
once in your life. There was of course
residual consequences and such things, but
you were finished with it. But then you
realize you weren't." However, the encounter with other polio survivors offered
mutual consciousness and understanding.
"They know what it's all about and have
the same experiences. It could have been
yourself," the editor later states. Thus the
fact that they "had come out" gave rise to
a narrative as polio survivor and reestablished a sense of continuity in life. "It was
so good to be admitted to the hospital and
tell that one had contracted polio and
really had been ill. One was finally allowed to", the 53-old women says who
contracted polio at six years of age and
who was never allowed to describe why
she was so tired during childhood. Her
mother had always told her that she should
not be regarded as ill, she regarded her
only as sick during the acute phase of
polio.
For several of the subjects, again admitted to hospitals as "polio patients,"
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hidden memories were coming back.
"Things came to my mind that I had
been hiding in the closet for all these
years," states the 57 -year old former
bright, rebellious working class boy
who contracted polio at six and who
had been expelled from institutions
because he did not behave submissively
For many, the process of emotional
reactivation gave an opportunity to
work through early experiences, where
the childhood demands could be normalized and their validity challenged,
confirmed, reformulated or somehow
changed. "It felt healing to receive the
human warmth that I really missed
when I was a child at the hospital", says
the 52-year old woman who's beloved
father died at the same time as she contracted polio at four years of age. "This
time of my life has been like putting a
big puzzle together." Five of the subjects went into psychotherapy, now
culturally acceptable, where the emotionally alienated child within - like
Beth - could be "seen", accepted, acknowledged and respected. Winnicot
(1960) and Kohut (1997) use the term
"mirroring", referring to the process by
which a person is recognized by another, Miller (1997) speaks of being a
"witness" for the neglected child
within. Others started writing and publishing their polio histories, partly in
order to give information about polio to
the public and professionals, partly to
tell their own stories and at the same
time give voice to other polio survivors.
In this way, narratives serve as "meaning making" by making lives COmpre-
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hensible for both individuals and
groups. Their stories should not be confused with what Olkin (1999) refers to
as the "burden literature" by nondiasbled researchers, focusing too much
on shortcomings and emotional problems.
For many, and especially the women,
the official acceptance of their polio
and the sharing of private life stories,
offered new tools for understanding
leading to increased self-acceptance
and independence. Beth says: "In one
way I am more disabled, but on the
other hand I feel so much better. " The
58-year old women who contracted
polio at ten and had always been afraid
of offending anyone states: "I accept
myself, I am not concerned any more
about what other people think of me,
my self-respect has increased". She had
always behaved nicely in order to avoid
being disliked. Some even felt that they
"got a new life" or " became a new
person." A 62-year old woman who
contracted polio at six years of age and
moved out by herself for the fist time in
her life at the age of 56 says: "I finally
found the person I once was before I
contracted polio, the person whom I
had been searching for all my life". The
woman with a tracheotomy, who contracted polio when she was ten, says
that before she was only living "through
her family, now I am standing on my
own feet." For her, like other women,
their independence somehow resulted in
changing positions in relation to their
husbands. The men react less emotion-
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ally, describing a process of selfexamination: "I have questioned myself, or "I have had time to reflect
about my life story in a new way", are
expressions they use. The 59-year old
former rebellious working class boy who
lost his job and also got divorced wonders:
"Why am I sitting here alone now? After
the divorce it's been like you have almost
pealed off everything around me."
Adulthood— the recollection of passing into the mainstream
The traditional gender roles in the
1950s, 60s and 70s contributed strongly
to reinforce what was seen to be "normal" identity. "Life really became
"normal" at the moment you got married and had children", says the 59-year
old former bright working class boy.
Polio was a cultural taboo not spoken
about. Before the developement of the
late effects, the participants in this
study had hardly met any others with
polio with whom they could identify.
Eight of the subjects married young as
did many other women at that time.
Several women refer to the fact that
others told them that they were lucky
because they got married to nondisabled men. This implies that comparisons were made to the "worst polio
cases". None of the men describe themselves as lucky, probably because
physical "imperfection" is more likely
to be thought to "spoil" a woman in a
culture where her physical appearance
is a large component of a woman's
worth.
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Most of the women stopped working
when they had children, again in line
with gender roles at that time. Six
women received disability pensions
between the ages of 28-40. Many of the
women describe happily that the most
normal and successful thing they ever
did was having a normal pregnancy and
childbirth. Many of them point to the
fact that they were trying to be as good
as all the other housewives, "superwives" like Beth, though some underline that they were somehow different
as mothers due to their physical limitations. Many describe themselves as
good listeners for others needing their
support and advice, also in line with
female expectations, although some
also felt personally and socially insecure.
The two women with the most severe
physical disabilities did not confirm or
define their normalcy by being mothers
and caretakers. " I was too disabled to
be a housewife or a mother", one of
them says. The other hospitalized
throughout her childhood, was living
with her disabled cohabitant. These
women describe their normal gender
identity as professionals with satisfying
social lives.
Only two of the women define a normal
life in terms of combining the roles of
housewives, mothers and professionals,
a combination more unusual among
women in the 60s. Most of the women
became mothers during the 60s. The
men on the other hand had all fulfilled
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their male gender expectations as husbands and professionals, and most of
them were also fathers. However, like
one of the women, some experienced
depression or anxiety leading to reduced working capacity. Several men
describe that they were driving themselves too hard not being able to reduce
the workload, leading to stress, overwork and exhaustion. Some explain this
as a consequence of the fact that they
needed to be as good as all the others,
or even better. Others attributed it to
special gifts in terms of ambitiousness,
stubbornness or determination.
In trying to recollect their way of thinking during the mainstream period, the
people interviewed reveal a dual perspective: "If you had asked me before I
developed late effects, I would have
said it was just a normal life. Looking
back, however, I can see there were
things that I could not do. But I did not
think of it at that point. I was just like
all the others," says the former working
class boy. And truly, the identity of
being normal was much harder to
achieve during childhood and adolescence when the "polio case" was so
much in focus.
Childhood and adolescence: The recollection of adjusting to expectations
The people in the study describe the
fact that they contracted polio as a
"blow" or an "alienation" from their
former identity as a "normal child". All
except one of those who can remember
the acute phase describe that they be-
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came
somewhat
"different'',
"changed", or "separated» from the
"tribe", family or friends."I sometimes
imagined that I might have been
adopted," the 52-year old woman who
lost her father when contracting polio at
four says, "because I felt like a stranger
in the family". I put up a wall against
my mother." Many felt that their parents had lost their normal child and that
the disabled one had to do her/his best
not to make it worse by hiding their
own despair. "I brought grief upon my
family because I got disabled. I became
the first in The Successful Family that
something was wrong with", states the
52-year old woman from the highachieving family who contracted polio
at four. "I trained to make my parents
happy, but it led nowhere. I remained in
the wheelchair. ...I was not seen as a
human being all these years. The polio
case took it all," says the 67-year old
women who was exposed to ten years
of daily "time-scheduled" training and
seven corrective operations but finally
"found herself at the age of 56. However, during childhood and adolescence,
most of the subjects describe being
partially "a normal child" defined by
their participation in the community.
The 5 3-year old women who was prohibited from feeling tired during childhood by her mother, defines normality
by saying she could dance and loved
wearing high-heeled shoes. Others describe, like Beth, they were socially
integrated or that they were normal
pupils, and even gifted. The woman
who was hospitalized throughout her
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childhood and adolescence felt it as
being "awfully abnormal". However,
the fact that she could play on equal
terms with other disabled children gave
her a feeling of normalcy.
The identity from being oppressed and
emotionally distressed by the discipline
in the institutions is described by many.
"I was oppressed by an authoritative
culture. The medical system inflicted
torture, pain and demanding training
upon me year after year," a woman
says. Others also describe the treatment
as "torture" or "night-mares". Some of
the subjects remember that the female
nurses were subordinated to the "Godlike" male hierarchical regime in ways
that resulted in harsh discipline, or that
the nurses "took it out" on the children.
Most of the girls describe how they
were subordinated. One strong girl,
supported by her father, tried once to
negotiate with the doctors about her
treatment. The bright working class boy
with a of legitimate sense of justice
protested openly against the authorities
and was expelled from hospitals and
schools. "You know, if you don't fit
into their expectations of you as disabled, then you are dangerous, then you
threaten their own security in one or the
other way". This was something he
suddenly seemed to realize during our
conversation.
The feeling of being a child and youth
lacking emotional support and feeling
emotionally alone is outstanding in the
narratives. Both the men and the

SJDR - Volume 6, No.2 - 2004

Never second best?
A narrative perspective on the shaping and reconstruction of identity in twenty polio survivors

women describe vividly episodes when
fear and crying were met with warnings
and anger from the hospital staff, illustrating that emotional distress was defined as non-compliant behavior. "I
was insecure, shy, unhappy and apathetic, but there was no one that could
listen to my complaints or protests or to
comfort me, I could only show my positive emotions," states the woman who
was hospitalized for 14 years. Others
describe the feeling of being "cold",
"poor", "alone", "expelled" from their
families, "distanced" or "detached"
from their parents. But fortunately,
some also describe being comforted
when crying. Others focus on their
advantage of being spoiled by their
parents compared to siblings in terms of
getting their attention, worries and time.
However, only a few of the subjects had
parents with them during or part of their
hospital stays. For others, visiting was
so rare that parents felt like strangers
when they came to take them home, and
some even spoke a language they had
forgotten. A woman, who was hardly
ever visited at the hospital "adopted"
some other parents. When her own
parents wrote letters she said: "Who are
mum and dad?" feeling deeply let
down. She was six when she was left
alone at the hospital and remembers
crying badly the first night. The women
with the tracheotomy lived in a hospital
for three years without a visit and found
herself "substitute parents", but missed
her own terribly. Due to the fact that all
the subjects were more or less without
their parents during so many extensive

SJDR - Volume 6, No.2 - 2004

surgical operations and corrective
treatments, several describe how they
learned as children to take the most
serious responsibility for their own
lives and health and to involve themselves in serious medical decisions.
Many of the persons use the cultural
available folk psychology, i.e. the popular psychological theories of today, to
explain current psychological problems
as a function of childhood experiences.
The working class boy is wondering
about his lack of being emotionally
involved with others. He states: "I think
that I lost my feelings during childhood
since there was no room for them". The
woman using a plaster corset during
childhood, thinks that she lost contact
with her body and became afraid of
intimacy due to the coping mechanism
denoted as dissociation. A few of the
subjects having anxiety symptoms try
to figure out whether they could have
been sexually abused as children. Many
of the subjects feel that there are so
many events they can not remember
from childhood, thinking that the
memories must be repressed. This illustrates that current culturally available
explanations offer new tools for understanding.
In order to counterbalance the emotional neglect and oppression experienced, many made strong and successful efforts in exerting secondary control. Some focus on how they made
comparisons to the "the worst polio
cases". "It could have been so much
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worse," so many were told or told
themselves as children. And truly, siblings or others had died while they survived. Further, they heard of "polio
cases" lying in their beds, while they
could walk or learned the art of walking
again. Many of the persons were also
grateful because of effective treatment.
"I was lucky, I did not have to undergo
the last operation", says a 52-year old
woman, in spite of the fact that she had
been describing the huge burden of
having plaster corsets covering her
body for several years.

ers. One boy used his humorous talent
and became the social clown. In addition, most of the boys developed a
physical talent for fighting back when
being bullied, and one remembers how
"the boys forced a fight". Some vividly
describe how they were taught the art of
fighting by male relatives. Many girls
describe being bullied or badgered by
members of the hospital staff or by
other sick children. But they felt that
there was no one to turn to. Their parents were far away and besides, they
needed to be protected.

With hindsight, many describe the feeling of inhabiting a dual world: their
internal one as a polio case, feeling
emotionally alone and different, where
compliance to hospital regimes and
training played an important part, and
the external world, behaving as nondisabled and adjusting to the social
demands by focusing on compensatory
skills that as far as possible made up for
their shortcomings. In order to cope and
avoid the position of the disabled associated with inferiority, they put a strain
on themselves to be on a par with others - or even better. The following
quotation summarizes this point of
view:"I was pushing my limits to show
that I was as good as all the others, or
even better." Most of the persons emphasize special qualities like stubbornness, willpower or intellectual gifts, but
gender roles are visible too. The girls
mostly adapted by being hardworking,
"clever" and "nice", while the hardworking bright boys also became lead-

Narrative as meaning-making - a way
to reach personal reconciliation
In line with narrative thinking the subjects describe their lives in ways that
take care of their respectability contributing to reconciliation. According to
Becker (1997) acceptance is part of the
Judeo-Christian tradition, and acceptance of what cannot be changed part of
the value of perseverance. Indeed, looking at their lives in perspective, all of
them said that life had been "demanding", some said that it had been "a
struggle", or that the polio had "put a
strain" on their lives. On the other hand,
many underline the polio as a challenge
one had to cope with in order to survive, for some literally, due to respiratory problems. Many felt they have
succeeded in getting the best out of
their own characteristics, and mentioned prerequisites for coping with
polio such as being humorous, not taking themselves too seriously, being
stubborn, open, social and not too self-
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centered. Many describe thankfulness
for having a "happy", "rich" or "privileged" life with "important experiences" giving it "a somehow deeper
flavor of meaning". The subjects were
not underestimating their sorrows and
sadness. But at the same time, they
underline the personal growth One
woman states:" I have worked with
myself, and become a more socially
conscious person, not a superstitious
one." Others mention that the polio had
strengthened qualities such as willpower, courage, self-reliance, the ability for reflection and dealing with problems. Many stress that the fact that they
contracted polio has also led to positive
experiences such as "learning to know
many different kinds of people" or getting "a broader understanding of other
people". Interestingly both males and
females, describe the combination of
being "tough" and "independent" on
the one hand, and "understanding" and
"empathic" on the other.

Discussion
In childhood, the subjects tried hard to
fulfil expectations and comply with medical regimes and treatments. Marks (1999)
distinguishes between "Uncle Tommism"
a facade used to appease expectations, and
"true believers", those who felt dependent
and genuinely grateful and internalized
expectations. The subjects in this study
hindsight primarily identify with "Uncle
Tommism" expressing sound indignation
and sorrow to the emotional neglect they

SJDR - Volume 6, No.2 - 2004

were exposed to, but also appreciating part
of the treatment, though far too extensive
for many.
The discourse of disability during their
childhood was partly in line with the
moral model, framing the problem as
one of sin and moral lapse and putting
the onus of the individual or family
(Olkin, 1999). But they were also
strongly influenced by the medical
model, which uses clear-cut definitions
and locates disability within the individual where the solutions are medical
interventions and aid in adjustment to
disability (Olkin, 1999). Murphy,
Scheer, Murphy and Mach (1988) states
that disabled people may become "taboo" objects because they are difficult
to categorize as a medical problem, i.e.
neither sick or completely recovered
and therefore positioned as liminal.
Wendell (1996) regards the feminist
concept of "The Other" as fruitful
grouping people together as objects
instead of subjects with whom we identify. The social model sees disability as
existing along a continuum with blurred
and changing boundaries and focus on
making social life accessible to everyone (Marks, 1997).
The sociologist Irving Zola (1988a),
also a polio survivor, argues that to be
successful in mainstream society polio
survivors have to "downplay" the disability and its effects on their lives or
even deny them in order to avoid being
"permanent reminders of a loosing
struggle, the symbols of past and con-
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tinuing failures." (Zola, 1988b, p.373).
According to Wendell (1966), people
with disabilities symbolize everyone's
vulnerability to weakness to pain and
death. Further, in our culture, she states
that chronic diseases also seem to be
linked to chronic misery and unhappiness. Scheer and Luborsky (1991)
agree that disregarding physical impairments had to do with psychological
factors, but it was also influenced by
the polio tradition of using the work
ethic to minimize physical limitations
and to use self-sufficiency, achievement, and productivity as ways to cope
with feelings of difference, social rejection and inequality. Wilson (1994) also
underlines the puritan ideal of work
"countered the stereotypical image of
persons with disabilities as dependent,
inactive, and unproductive held by
themselves and others." (Scheer &
Luborsky, 1991, p. 1178). In this way
the work ethic was "one passage to
normalization'' allowing persons, like
the ones in this study, not to perceive
themselves as disabled but simply unable to perform certain functions, more
in line with the social model. The men
focus most on ethical cultural ideals of
autonomy and independence among
men described by Scheer and Luborsky
in terms of ambitiousness, stubbornness, determination and willpower. The
women focus more on their social abilities as caretakers, housewives and good
listeners for passing into the mainstream, also contradicting the role of
the inferior. To avoid the stigma of the
disabled, the women's' emotional needs
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and polio experiences had not yet been
shared with others. The men in this
study do not focus so much on previous
emotional needs. In line with the normative gender roles, they might at least
partially have been addressed by their
wives without their existence being
acknowledged (Orbach, 1990). Several
of the persons received disability pension or reduced workload at a relatively
young age. For the men, this was
against the gender expectations. For the
women, the role of the housewife with
a disability pension, was culturally
more accepted.
According to Becker (1997), discontinuities in life force individuals to reconstruct their biographies. For polio
survivors, the late effects, also appearing in a culturally somewhat changed
society, served as a disruption and a
turning point. They challenged old values and moral beliefs and contributed to
mutual understanding and consciousness. For many, especially the women,
this felt as a relief. Both men and
women reported, however, that it became a taboo for many of their parents
all their lives. On the other hand, in
spite of the fact that it can be spoken of,
the late effects and physical decline are
seriously affecting their daily life and
give rise to emotional distress and pain.
Herman's (1996) argues that people can
be very creative and effective in
capturing and conveying the richness of
their different life experiences that they
construct and reconstruct. The polio
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survivors in this study, highlight his point
of view. Since a life story always suggests
a moral perspective, McAdams (1993) has
suggested that criteria for a "good" life
stay in modern society include coherence,
openness, credibility,
differentiation,
reconciliation and generative integration.
Further, good life stories often state that
life changes are integrated into the self;
while unsuccessful efforts to change and
failure to break away from status quo
characterize those stories that are not good.
In this study many of the subjects focus on
personal growth The distress caused by
the late effects seems to serve as a
motivator for re-thinking about one's life.
Fairchild describes the 1930s and up to
mid 1950s as a period where diversity was
avoided in the polio narratives. In line
with this, the Roosevelt myth described
polio survivors as "sterling" people with a
somehow "one-voiced" character. This is
in line with ideals for normal identities in
the "modern" society (Thorsen, 1998).
The "postmodern self of today is, however, according to Thorsen (1998) and
Giddens (1991), flexible and dynamic
where self-realization and personal growth
are being highly culturally valued. In the
narratives in this study, we can see the
cultural impact of the postmodernists way
of thinking. Both genders describe themselves as having somewhat flexible, dynamic and multi-voiced perceptions of
themselves.
The subjects in this study are somehow
"biased", all focusing on the psychological impact of stressful experiences.
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Among polio survivors not feeling
harmed by the early treatment, cognitive and behavioral aspects of coping
and self understanding might have be
more salient than the emotional aspects
described among these subjects. The
participants in this study do not express
emotional distress and dissatisfaction,
like the Harmed-group in the study by
Schanke et al. (1999). This may be due
to the difference in time between the
studies, i.e. that adaptation has taken
place among our study group.
The persons in the study, actively coping to overcome problems, are in line
with theories of human resilience.
Lifton (1992) states: "I found that while
the protean self may have experienced
much pain and trauma during and after
childhood, it is able to transmute that
trauma into various expressions of insight, compassion and innovation."
(p.5.) The so-called salutogenic perspective (Antonovsky & Bernstein,
1986) suggests that stressors may in
some cases have salutary consequences
- leading to benefits. The hypothetical
construction
"hardiness"
(Kobasa,
1979) or hardy personality, suggests
that people have a goal to find meaning
in life and are defined by their subjective attitudes and goals (Orr & Westham, 1990).
In Heckhausen and
Schultz" life-span theory of control,
reduced emotional distress reflects secondary control such as making comparisons to the worst cases and by focusing on special qualities to compensate for physical shortcomings. But the
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participants in this study also use primary control described in terms of
time-enduring training during childhood and by accepting the use of assistive devices at the times of the late effects. In addition, peer support had led
to a mutual consciousness that has enhanced coping and increased power in
defining own needs, illustrated by the
establishment of the National Society for
Polio Survivors in 1991, a branch of the
Norwegian Association of the Disabled.
According to Polkinghorne (1988, p.
182) "The rewriting of one's story involves a major life change - both in
one's identity and in one's interpretation of the world - and is usually undertaken with difficulty." In the present
study, for all persons former interpretations were challenged when they got
post polio symptoms, giving rise to a
sense of personal growth. Polkinghorne
(1988) denotes this as "narrative enrichment".
The implications from this study are
that in the clinical setting dialogues
with health professionals can help to
repersonalize illness in the modern
society by restoring the patient's voice
(Fairchild, 2001). Narratives offer important tools for "meaning making" and
contribute in reconstructing the personal self described by Beth. According
to Olkin (1999) one of the principles to
guide clinical work with people with
disabilities, is the choice to focus on
goals related to amelioration of negative symptoms (e.g. depression, anxiety
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and anger) and on goals related to optimization of functioning (e.g. resilience, health, well being and hardiness).
Further, Olkin (1999) states that disability-affirmative therapy incorporates
economic, legal, and political considerations as well. Scheer and Luborsky
(1991), stress the importance of reinforcing and validating qualities learned
in order to cope with life as a polio
survivor throughout life, such as steadfastness, consistency and problem solving.
Polkinghorne states that "The life story
is a redescription of the lived life and a
means to integrate the aspects of the
self." (Polkinghorne, 1988, p. 154.) For
the subjects in this study, this seems to
hold true. However, they are only in the
middle of their stories, and we cannot
be sure how they will end as new
events are added to their lives.
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