
Meaningful Care: Concepts and Content 
Joop Stolk, Theo A. Boer, and Ruth Seldenrijk1 
 
 
 
1 Introduction 
 
What makes caring for people with mental retardation meaningful? This question can be looked at from a 
number of perspectives: what are the experiences of men and women with mental retardation? What kind of 
experiences of meaning do parents and other relatives have? How can meaning function in daily life and 
daily care? What is meaningful medical care? What do we, philosophically, mean by “meaning”? How do 
experiences of meaning of life and meaning of care relate to religious and ideological convictions and 
perspectives — Christian, Jewish, and Humanistic? And what are the different ethical implications of this 
all? 
 However justified all these questions are, meaning of life and meaning of care are indivisible. Any 
systematic work on the concept, the content, and the implications of meaning in care for people with mental 
retardation faces the challenge to avoid compartmentalization and has to be sensitive to the 
interconnectedness of all the different aspects of meaning. This book is an attempt to meet this challenge. 
All authors have one thing in common: experience in the care for people with mental retardation. This 
shared commitment, in combination with different disciplines and interests, yields a volume that intends to 
provide clues to a comprehensive understanding of what it means to live with mental retardation, and of 
what it means to be involved in the care for these people. 
 The contributions of this volume are arranged into four sections: (1) the experience of meaning 
from a family perspective, (2) the connection between meaning, worldview, and care, (3) meaning in 
medical care, and (4) the experience of meaning in daily living with people with mental retardation. Before 
we give an overview of the contents of these sections, we reflect on some terminological questions. 
 
 
2 Terminology 
 
“Meaning” 
The concept “meaning” has a variety of denotations in day to day language. A word could have a different 
“meaning” from one sentence to the next. But if a student misbehaves, and the teacher asks, “what's the 
meaning of this?”, then she is not asking for a definition, but for an explanation of his misconduct. For 
someone who loves to read, books have “much meaning,” whereas for a baby in a crib, books are 
meaningless. If someone I know well tells me something, I would understand him at half a word, but if it 
were someone from a different culture, I wouldn't grasp his meaning so easily. In the title of this book, the 
term “meaning” has more of an evaluative character. Caring for people with mental retardation is meani-
ngful, because it is valuable. Use of the term “meaning” presupposes a value standard, which motivates 
human actions. In statements such as, “when I care for my kids, I feel happy,” or “work means everything to 
me,” people (implicitly) indicate what they consider “valuable” in their lives: caring for children and 
working hard. That gives “meaning” to their lives. On the other hand, loosing a child or one's job would 
undermine this “experience of meaning.” When parents state that it is meaningful to give of yourself to raise 
a child with a handicap, they indicate that this giving of themselves is worth it. 
 That which people consider valuable in their lives is tightly connected to what they try to 
accomplish in their lives. “We know,” states Brümmer, “what the meaning of life is, when we know what 
dreams and goals to pursue . . . . We know what the meaning of a situation is, when we know what we need 
to do.”2 Caring for a newborn child is not always so easy, because the fresh new parents don't know all the 
ins and outs of the job. Still, they wouldn't think twice about getting up in the middle of the night to feed 



their child. They find this meaningful, because they know they need to do this, and because they know this 
crazy schedule is only temporary. They put out effort with the expectation that their child will grow up 
healthy in a happy family, and will become more and more independent. 
 It is a different story when a child with a serious handicap is born into a family. Dreams for a happy 
family are seriously challenged. The parents are shook up. Raising and caring for their child raises multiple 
questions. They often don't know what to do. The goal and perspective of their efforts are unclear. This type 
of situation puts parents under great pressure and they can be overwhelmed with a feeling of 
meaninglessness. Is the care for their child really worth it? 
 This example clarifies how the answer to the question about the meaning of parenthood and the 
meaning of caring for a child assumes a norm (such as health, absence of handicaps, development) and that 
this norm is based on yet higher norms or ideals (such as making children happy, watching children develop 
their own personhood, etc.). Our experience of meaning is not only determined by norms and ideals, but 
also by our expectations. There is, according to Brümmer, a tight connection between our actions and our 
expectations. “It is of little value to strive for an ideal, when we don't expect this ideal to be realized. If we 
lose faith in the reachability of our ideals, we could easily experience a sense of powerlessness, and 
ultimately cease striving for these ideals.”3 This is exactly the experience of many parents who have a child 
with mental retardation. They see their expectations for parenthood vanish into smoke. Their family life is 
far from what they had imagined. They feel powerless. Their experience of meaning comes under pressure. 
The birth of a child with mental retardation forces parents into a reorientation of their personal lives and 
their family life. Expectations have to be adjusted. 
 
“Worldview” 
Those who desire to understand the experience of meaning (or lack of meaning) of the parents, must 
therefore understand the norms, values, ideals, and expectations that move them in life. The most 
comprehensive framework by which one can interpret the experience of meaning is the worldview of a 
person. What, then, do we mean by “worldview”? In connection to Holte and Jeffner,4 we assume that a 
person's worldview comprises three elements: 
 (1) a cognitive element, i.e., a person's theoretical assumptions about human beings, God, the world, 
the future of humankind, etc.; 
 (2) an evaluative element, i.e., a person's central valuing system, comprising the values that 
undergird one's normative ethical convictions; and 
 (3) an affective element, i.e., a person's basic attitudes and feelings towards life. In this manner, 
theoretical convictions, evaluations and norms, and affections and emotions together establish a person's 
worldview. A religion, then, is a worldview of which all three elements are characterized by a belief in one 
(or more) higher power(s). 
 Our worldview comprises the essence of expectations, convictions, values and feeling used to 
evaluate our lives. Hence, it directs our lives. In a way, this book can be viewed as a search for underlying 
worldviews found in the care of people with mental retardation. What is the meaning of their lives? How 
does the birth of a child with mental retardation influence the parents' experience of meaning? What makes 
caring for people with mental retardation meaningful? 
 
Meaning: Construed or Found? 
Another important terminological question concerns the discussion about the construed versus the 
discovered nature of meaning in life.5 One of the key questions is whether or not the reality in which we live 
has intrinsic meaning or value. One could believe that life is not meaningful in and of itself, but that life's 
meaning must be attributed. In this option, persons give meaning to something or to someone in their life. 
Meaning, in other words, is created. On the other hand, one could believe that life has an a priori meaning, 
i.e., independent of human experience and valuation. Experiences of meaning, in this option, presuppose 
that meaning can be unveiled or discovered. People don't create meaning; rather, they discover the meaning 
of something or someone in their life. 



 Now if we use this differentiation to look at the life of those who have profound multiple handicaps, 
there are two possible approaches: either their life has a priori value, in which case others have the task to 
discover and affirm this value, or their life does not have this value beforehand, and it is up to others to 
attribute value to their life. In the history of the care of people with mental retardation, one can see how the 
second approach holds great risks. Oftentimes people with mental retardation did not (and do not) receive 
adequate care, because they weren't deemed valuable enough.6 This approach has caused much suffering for 
people with mental retardation. For this reason, we choose to use the first approach.7 In this book, we are of 
the assumption that the life of every human being has intrinsic value, including that of those with mental 
retardation. To express this, we do not speak of “giving meaning,” but use the phrase, “experience of 
meaning.” People are not actively, but passively involved in their “experience of meaning.” 
 It is said that Michelangelo once told that his sculptures were already contained in a block of 
marble, and that all that was left for him to do was to chip off the excessive pieces of marble. The sculpture 
was there before the artist started working on it, but the artist is necessary to unveil the sculpture. In the 
same way, the life of a person with mental retardation has meaning before any caregiver enters his life, but 
in order to discover the meaning of this person's life, it is necessary that he is cared for. 
 
Mental Retardation 
As the title indicates, this book is about people with mental retardation. This term is not used by everyone; 
in some english-speaking countries, the terms “learning disabilities” or “mental,” “intellectual,” or 
“developmental disabilities” are customary. Our preference for the term, “mental retardation” matches the 
terminology used by the American Association on Mental Retardation.8 This preference, however, is not 
meant to be dogmatic and, for the sake of variation, other terms will be used as well. Moreover, this volume 
follows the “people first”-approach and uses therefore the term “people with . . . .” 
 
 
3 Overview of Contents 
 
Section One of the volume focuses on the experience of meaning of parents of a child with mental 
retardation. They are the ones who are most involved with the care. She is their child, “flesh of their flesh.” 
They brought her into the world, cared for her and raised her, with all the cares that this brings. Experiences 
of meaning are existential experiences for parents, as is shown in the contribution of Frances M. Young. She 
reports on her struggle with questions regarding the meaning of the life of, and of her life with, her son who 
has mental retardation. Her search leads us to a few key insights into the meaning of caring for people who, 
through their vulnerability and dependency, confront us with the question about the meaning of our own 
lives. 
 In chapter two, Young's experiences are complemented with the results of an empirical research 
study about the experience of meaning of forty parents who have a child with mental retardation. Joop Stolk 
and Henk Kars studied the experience of meaning of these parents in relation to their worldview and life 
history. The results of the study call attention to an aspect of parental coping issues, to which little attention 
has been paid until now. 
 
In Section Two, we take a closer look at the link between the experience of meaning and worldview. Ralph 
Evers gives an answer from a Jewish perspective, concentrating on the question whether a person's worth is 
affected by having a mental handicap. Rabbi Evers addresses the position of those with mental retardation in 
the Jewish community. Although they are not able to follow all the commands of the Halakhah, the Jewish 
law, it is without question that they are part of God's plan of creation. The meaning of their life is experi-
enced from an eschatological perspective. 
 Theo A. Boer approaches the question about the meaning of caring for people with mental 
retardation from a Christian perspective. It is part and parcel of the Christian tradition that every person's 
life has meaning. To doubt the meaning of life of people with a handicap therefore has a boomerang-effect: 



when we question the meaning of life of some members of the human community, we are in the process of 
cutting the branch on which we all sit. The implications for health care are far-reaching. The dominant idea 
in our culture is that meaning is the result of our own activity. Notions such as “discovering” and 
“receiving” have moved aside for notions such as “making” and “inventing,” as influenced by the En-
lightenment. 
 Hans S. Reinders considers this to be a “transformation in the experience of meaning.” He 
considers this development a threat to the care of people with mental retardation. With this in view, he 
argues that the quest for meaning is not that important; meaning is experienced as a “by-product” of our 
lives and actions, and cannot be construed or made a goal in itself. To be sure, he argues, asking for 
meaning may be legitimate. But trying to answer the question may cause serious damage, especially to those 
who cannot build (or choose) meaning into their lives. 
 
Section Three concerns questions about the meaning of medical care. Possibilities in medical and nursing 
care have greatly increased, especially in the care surrounding the birth of a child. This, in combination with 
changing views on the value and essence of human life, imposes many complex ethical choices on 
physicians and parents, in particular parents of a newborn child with mental retardation. 
 Ruth Seldenrijk explores the possibilities of increasing human well-being, the risks of being ruled 
by medical technology, and the moral implications of both. His contribution also is an introduction to the 
next three chapters, which focus in on some specific areas of his contribution. 
 Technological developments — particularly in the field of genetics — have a large impact on the 
modern view of man. This, in turn, influences decisions concerning the medical care of children with mental 
retardation, before and after birth. Ulrich Eibach discusses the moral implications of prenatal diagnostics 
and selective abortions, when parents are expecting a child with a handicap. 
 From a practical perspective on pediatric care, Diny van Bruggen highlights questions concerning 
the meaning, and lack of meaning, of the different forms of medical treatment, with an emphasis on 
neonatology. She stresses the need for open and comprehensive communication between physicians and 
parents. Ethicists and physicians play a central role in the public debate about medical-ethical questions 
concerning the care of people with mental retardation. Comparatively, parents have a relatively insignificant 
role, while they are the ones most personally involved with questions regarding their child. 
 In their study on the experience of meaning in the care of children with profound multiple 
handicaps, Joop Stolk and Henk Kars call upon parents to relate their opinion about abortion as a result of 
genetic screening and counselling, and on questions concerning non-treatment or selective treatment of 
children with profound multiple handicaps. 
 
Following this discussion on medical care, Section Four focuses on the experience of meaning in the daily 
care of people with mental retardation. The three contributions in this section contain a critique of the care-
concept of some professional caregivers. Sometimes, the person with mental retardation is seen as an object 
of care rather than as a fellow-man with whom we share our lives. Stanley M. Hauerwas pleads for a radical 
equality of people with and without a handicap, just as is lived out in the shared-life communities of 
L'Arche. 
 According to Pieter A. de Ruyter, meaning of life is experienced in human encounters. On the basis 
of the experiences of group leaders in group homes for people with mental retardation, he explores the 
conditions that promote or inhibit human encounters. He comes to the realization that the meaning of life of 
people with mental retardation is experienced by being open to their unique personhood, by being ready to 
give and receive, and by having a sincere concern with their existence. 
 In the last contribution, Joop Stolk analyses the occurrence of serious conflicts in the experiences of 
meaning of those who provide care to people with mental retardation. For this purpose, he presents a case 
study in which a care professional seems to have lost all sense of meaning in his care for a boy with mental 
retardation. The chapter provides criteria and practical clues to deal with similar crises in the experiences of 
meaning in caring for persons with mental retardation. 
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