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Explorations in Family Nursing

The continuing shift in health care provision from hospital into the community
places an increasing burden on the family as the primary source of care.
Explorations in Family Nursing looks at how nurses can adopt a more
collaborative approach to working with families both to facilitate their task as
carers and to promote the health and well-being of the whole family.

The first part of the book explores the theoretical underpinnings of family
nursing, drawing insights from family therapy and systems theory and looks for
a working definition of the family which is inclusive of the varied family forms
encountered in contemporary society. The book goes on to establish the
principles of family nursing explaining the process of making assessments,
planning interventions and evaluating progress. Chapters on caring for
chronically and terminally ill children, patients in intensive care, adolescents’
problems, frail elderly people and children with learning disabilities demonstrate
the scope for applying family nursing strategies widely both in the community
and in hospital. The book concludes with an evaluation of the opportunties,
limitations and challenges which family nursing presents for nurses in the
1990s.

Explorations in Family Nursing is of interest to practitioners at specialist and
advanced levels and to students from Diploma to postgraduate degree
programmes. Challenging nurses to adopt a more collaborative approach to care,
this book makes a timely and relevant contribution to the development of
nursing practice.

Dorothy A.Whyte is Senior Lecturer in Nursing Studies at Edinburgh
University.
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Foreword

Annie T.Altschul CBE FRCN BA MSc RGN RMN RNT,
Emeritus Professor of Nursing Studies, University of
Edinburgh

When Dorothy Whyte asked me to write a foreword to this book she knew that
her work with sufferers from cystic fibrosis had aroused in me an absorbing
interest in family therapy. I do not think that she was aware of the extent of my
ignorance. I am profoundly grateful to her for the opportunity she has given me
to read the manuscript ahead of other nurses and for the wealth of knowledge
this book has opened up for me. I am sure that many readers will share my
excitement as chapter after chapter opens up a new vista onto what should be the
proper function of the nurse.

I knew that every patient’s suffering causes distress to his or her nearest and
dearest, I knew that every catastrophe has a devastating effect on every member
of the victim’s social network. I knew of traumatic stress disorder and the
beneficial effect of counselling. But in my thoughts the business of helping the
family was separate from that of nursing the sufferer who was designated as the
patient.

Of course I also knew that children who are ill respond positively to the
presence of the mother and that sick children’s nurses take the parents into
account when they plan the child’s care. I knew that community nurses
sometimes increase their effectiveness if they offer help to the informal carers,
even at times nurse the patient indirectly by teaching and supporting the carers.
My psychiatric experience had also taught me that there are times when the
person who presents symptoms to the doctor or nurse is not the real patient, but
rather the person who vicariously draws attention to the need for help. I knew
that people in trouble may benefit from therapeutic groups where all parties
attempt to sort out their problems with each other openly, in each others’ and a
therapist’s presence. All this was, in my thinking, associated with the concept of
family therapy, of interest to nurses but marginal to their core professional
function.

Reading this book has taught me otherwise. All these concerns and many
others are or should be central to the delivery of quality nursing care. Family
nursing, not family therapy is our business. Our thinking must increasingly
replace the concept of the patient by that of the family. Increasingly we must
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perceive ourselves as family nurses and develop our ability to plan care for the
family rather than for the patient alone. Every chapter of this book encourages
the reader to reflect about family nursing care. First of all we should examine
carefully the meaning of ‘family’ in all its manifestations and to think about the
way people organise themselves with or without family ties. Clearly this paves
the way to dealing with problems of family breakdown, of crisis and loss, and it
promotes an understanding of the complex social systems which affect health
and well-being.

A large part of this book is rightly about family nursing of children but later
chapters examine the relevance of family nursing to intensive care, to care of
elderly people, to nursing interventions with families where there is mental
disorder. Family nursing is discussed as it affects nurses in hospital and in the
community.

As I read the book I became more and more optimistic about nursing; I have
become a devotee of family nursing. I believe family nursing will become
established practice. It will not be a passing fad: the theoretical base is too sound
for that.

Readers will find many of their existing beliefs about nursing challenged, as
they make the transition to ‘family’ thinking. Is the idea of a ‘named nurse’, for
example, a valid one if the client is the whole family, not an individual patient?
Is it appropriate to plan ‘individual’ care for a patient? Where does autonomy fit
in if the patient’s autonomy inhibits the autonomy of family members? To
whom does the nurse own confidentiality? Do team members have distinctive
roles to play in relation to different members of the family? What do we do with
nursing models and nursing theories on which some nurses base their practice at
the moment? What problems are there about continuity of care? What criteria
will be used to decide whether family nursing should come to an end? Will
family nursing turn out to be cheaper or more expensive? More or less labour
intensive? More or less effective? More or less acceptable to the public? The
writers of this book do not promise easy solutions. I believe the attraction of this
book lies in the fact that new thinking is demanded. Thinking is difficult but the
outcome is going to be exhilarating.
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Family nursing is not a familiar concept in the United Kingdom, although a
recognition of ‘patient and family’ is found in patients’ charters and nursing
curricula. Family-centred or family-focused care is a more frequently used term
which acknowledges the importance of a patient’s relatives. While there are
examples of excellence to be found, deliberate inclusion of families in the
planning and delivery of patient care is rare. Still rarer is a readiness to consider,
not only the needs of other family members but the needs of the family unit as a
whole. This is the focus of family nursing which we argue and attempt to
demonstrate in this volume. At a time when health care planners across the
developed world are shifting care wherever possible from hospital to the
community, the case for addressing the needs of families—often the primary
carers—seems obvious.

My own interest in family nursing evolved from a paediatric nursing and
health visiting background, specifically working with families caring for a child
with cystic fibrosis (Whyte 1994) where the importance of involving the family
in care was self-evident. The longitudinal case studies revealed something of the
recurring crisis experiences which families encountered. Reflection on these
experiences convinced me of my own need for greater understanding of family
functioning and of how to extend interpersonal skills in nursing to assist families
who were in difficulties. My interest then arose from concern for families who
were caring for a child with chronic illness, but as I became aware of the scope
of family nursing and talked with students in the Masters’ class Families in
Transition at Edinburgh University I became convinced that family nursing has
the potential to enhance professional nursing practice in a wide range of clinical
situations.

Central to the development of our thinking has been the work of Lorraine
Wright, Maureen Leahey, Wendy Watson and Janice Bell, at the University of
Calgary, Canada. Their initiative in hosting the first International Conference in
Family Nursing in Calgary in 1988 opened up to a wider audience the clinical
practice, research and theory development which had been growing in the
United States and Canada over the previous decade. For me it had an immediate
resonance with my work in nursing support of families coping with chronic
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illness. As our work here has developed, while drawing heavily on North
American literature, we have attempted to adapt and relate the theory to the
British nursing and health care scene.

As Annie Altschul’s foreword makes clear, this book raises more questions
than it answers. Central to its concerns is the question of recognition of the
importance of interpersonal crises, their impact on family health and the
responsibility of health care professionals to give such crises equal consideration
with physical crises. This is a message of which managers particularly have to
be convinced, since significant changes in practice are virtually impossible
without the support of management. We hope that each chapter of this book will
help to make the message increasingly credible. While cost containment
measures play a dominant role in health care provision, issues of quality and of
longer-term health promotion must also be integral to planning.

The primary usefulness of this volume, however, is likely to be for practising
nurses whose work already involves them in supporting families. Their personal
qualities and professional skills enable them to provide a listening ear, and to ‘be
there’ for patients and carers. Until now there has been little theoretical work
directed towards helping nurses in this highly complex area of practice. Family
nursing provides a framework which supports nursing work with families, with
an emphasis on a collaborative style which respects families’ strengths and
assists them to find their own solutions to the problems they identify. It is our
hope that the following chapters will convince nurses that their work with
families is legitimate and valued, and that there are ways in which they could
expand their practice with even greater effectiveness.

Any advance in practice must impact on education and research if there is to
be the healthy interaction of these three which should underpin professional
practice. There is food for thought here for beginning students on Project 2000
Diploma programmes, as well as for post-graduate students examining specialist
and advanced practice. This places a responsibility on some educators to
develop their own thinking and practice skills in this area, in order to support
student learning. Health and social care professionals would also find that the
family nursing process has relevance for their examination of professional
practice with families. The scope for innovative teaching is matched only by the
scope for family nursing research. As new specialist and advanced practice posts
are established, there should be support for evaluative research as well as for
descriptive studies.

This book is organised in such a way as to take the reader from the
theoretical underpinnings of family nursing to its application to practice, and
finally to reflection on its strengths and limitations. In the first chapter I set the
scene, rehearsing the argument for family nursing, examining its scope and
describing the theoretical framework. In the second chapter Sarah Baggaley,
who shares the teaching of the Families in Transition course and who
encourages and works with me in various related initiatives, adds to the
theoretical base of family nursing the essential consideration of family life cycle
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development. The third and fourth chapters take theoretical considerations of
crisis and coping and examine them in the light of chronic illness in childhood.

In the following eight chapters the theory is applied to a range of clinical
situations. Initially the accounts relate to problems in childhood—support of
families whose child is dying, working with families whose adolescent’s
problems indicate a deep-rooted problem in family interaction, and supporting a
family whose child has learning disabilities. In later chapters less predictable
areas such as intensive care nursing and sexual abuse, in which focus on the
individual would be the expected approach, are examined in the light of family
nursing theory. The difficulties of engaging with vulnerable families are
acknowledged in Chapter 10, focusing on health visiting practice. In Chapters
11 and 12 examples are drawn from practice with elderly or ill people in the
community, and the value of a systemic approach is demonstrated. In the final
chapter I reflect on the varied contributions which these chapters have made to a
consideration of family nursing, and on some of the many issues raised by this
expansion of the nursing role. Throughout the case studies, names have been
changed to preserve anonymity.

This book is, we hope, the forerunner for further developments. It does not
claim to be a definitive text on family nursing. The aim is to convince nurses of
the usefulness of a systemic approach to nursing work with families; there is
then a fascinating literature to be explored. The selection of case studies has
been determined by the expertise of those able to engage with the theory. The
degree to which the theory is applied to practice varies from writer to writer,
depending on the level of development of practice in the chosen area. In some
cases the theory is applied retrospectively, showing by reflection the fit between
theory and practice. The literature selected does not represent an exhaustive
review, rather a utilisation of work which illuminates the area of practice in a
way which we hope will be helpful to the reader, from whatever background.

I wish to thank all those whose encouragement, criticism and suggestions
have contributed to the completion of this book. In particular, to Annie Altschul
for early encouragement and for her foreword, to Helen Sinclair for painstaking
proof-reading, and to Linda Dick and Linda Haggerty for secretarial help in the
final stages of preparing the manuscript. My thanks also to Edwina Welham of
Routledge and to family and friends for their forbearance through the protracted
‘labour’ of this production.






Chapter 1

Family nursing

A systemic approach to nursing work with
families

Dorothy A.Whyte

THE CASE FOR FAMILY NURSING

A young wife had battled over the years to support her husband through the
trials of chronic renal failure, haemodialysis, failed kidney transplant and an
increasing disability which was psychological and social as well as physical.
Finally, exhausted and demoralised, their relationship destroyed, she could take
no more. She left him./Some months later he took his own life. The staff of the
renal unit shared her grieving. She writes:

All of us who had cared for him were stunned. It drew us together and,
when talking with the nursing staff then, I found that for the first time the
isolation and distance was broken. The great tragedy is that this genuine
contact between the staff and myself came only after Kevin’s death—I
needed them at the beginning, and all the way through.

(Sealy 1993:201)

The above account makes the case more eloquently than I ever could for family
nursing. Why was it that nurses (and others) who were expert in technical care
were so unaware of and uninvolved in the effects of illness on human
relationships central to their patient’s well-being? Did their responsibility end
with the management of dialysis? Were they so keen for treatment to be
successful that they refused to see the disintegration of personality and
relationship being played out before them? Did they prefer not to look beneath
the surface of apparent ‘coping’? And is it not true that such accounts could be
repeated endlessly by people who have not had the support they needed when
faced with the illness of a loved one?

Nurses hold a unique position among health care professionals in terms of
prolonged proximity to patients during a stay in hospital or while a person with
a long-term health problem is being cared for at home. In recent years we have
moved away from task orientation to a holistic view of patients as whole people,
with a life beyond their illness experience. We have so far largely failed, 1
believe, to address the needs of the families whose lives may be irrevocably
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changed by the illness of one member. As Holland (1994:1) put it: ‘The
psychosocial strains on a family with a member suffering a chronic or life-
threatening condition can rival the physical strains on the patient.’

It is not only in relation to chronic illness and disability that families may
stand in need of help. The family developmental life cycle involves natural
transitions which may create considerable stress. One example might be a
woman trying to deal with an adolescent son who is engaging in risk-taking with
drugs and alcohol, to protect her younger son from his brother’s influence, to
persuade her busy husband to give more attention to his family while providing
some support for her mother who is caring for an increasingly frail husband.
There is potential for conflict in all of these relationships as family members
attempt to balance their own needs with those of other members of the family,
and of the family as a unit. Such family tensions are likely to influence the
health and well-being of each family member, and their ability to deal with
unanticipated events such as accidents or unemployment. A life cycle approach
to the family is foundational to family nursing, and is examined in some depth
in Chapter 2.

Wherever families are struggling to maintain or restore equilibrium, to find
ways of coping effectively with crisis or with long-term stress, nurses may find
themselves in a supportive role. In the United Kingdom some experienced
nurses have developed empathetic intuitive responses to this situation, and
provide skilled care, but there has been little nursing literature to guide practice.
The exception would be the family therapy literature which has provided a
foundation for practice in community psychiatric nursing; see MacPhail (1988)
and Tennant (1993). Since my own knowledge of family nursing has grown
from clinical experience and research with sick children and their families, the
early applied chapters of this book relate to children—chronic and terminal
illness and learning difficulties. The later chapters, however, indicate something
of the scope of the application of the principles of family nursing, addressing
such diverse areas as eating disorder, intensive care nursing, sexual abuse,
vulnerable families and care of the elderly. The choice of such areas was
deliberate in terms of representing the family developmental life cycle, but was
led also by the areas of professional expertise owned by nurses with knowledge
of family nursing. This knowledge was gained from experience, through
studying the literature and through discussion with fellow-students and
colleagues.

The thesis of this book, then, is that there is a body of knowledge available to
nurses which provides a useful theoretical base for professional practice. On one
level it is knowledge which should be available to any student of nursing, as
consideration of the family dimension should be an integral part of nursing care.
On another level it informs the role expansion which is demonstrated by many
clinical nurse specialists and which is increasingly being recognised as specialist
or advanced practice. Working with families is complex and demanding work.
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Those engaged in it should have the opportunity to expand their knowledge base
as they break new ground in practice.

My purpose in this first chapter is to move from an examination of the case
for family nursing and its scope for application, to a discussion of its theory
base. The contribution of systems thinking to that theory base, and the notion of
working systemically with families will be discussed. The process of family
nursing will then be described.

Over the past ten years in North America a growing body of literature on
family nursing has developed, as evidenced by the launch of a new Journal of
Family Nursing by Sage and the publication of a recent anthology (Wegner and
Alexander 1993). These readings provide an overview of the development and
the scope of family nursing, from an analysis of related concepts and theories
through research and practice to family health nursing education.
Documentation is provided of the range of nursing situations in which a family
nursing approach is appropriate, including pregnancy, parenting, adolescent
reactions to sibling death, family caregiving for a relative with Alzheimer’s
dementia, the families of the critically ill, alcoholism—and even the influence of
pets on life patterns in the home.

There may be a justifiable reaction in British nurses against the suggestion of
yet another nursing theory imported from North America and imposed on
unwilling and inadequately prepared practitioners in the United Kingdom. The
implementation of the nursing process and of nursing models in the UK was a
poor exemplar of managing change and left many nurses cynical about the value
and appropriateness of American thinking and language to nursing care in this
country (Miller 1985, Varcoe 1996). Nevertheless the nursing process does
underpin much of the documentation of care and models still have a place in the
conceptualisation of nursing and to a varying extent in practice. The strongest
argument for the appropriateness of family nursing in the United Kingdom now
is the massive shift of care from hospitals and institutions to the community.
Patients in hospital are more acutely ill, with resultant stress for families who
need support. In the community families are in the first line of caring for
individuals with intractable, often severe, health problems. At the same time, the
Patient’s Charter states as a purpose of the National Health Service in Scotland
(1991) the provision of ‘health care for those with continuing needs...in
partnership with people and with other organisations’. With increasing
individualism in our society it can no longer be assumed that families will
provide the informal network essential to the support of people with complex
health needs, nor that the individual would necessarily wish for family support.
Nevertheless the reality is that many families willingly do undertake the major
role in caring for ill, frail, disabled or dying family members. For such a
caretaking task to be successfully negotiated, skilled professional support which
focuses on carers as much as on the identified patient seems axiomatic.
Furthermore, it is argued that any informal group providing care motivated by
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affectional bonds rather than a professional commitment to care could
legitimately come within the scope of family nursing.

The scope of family nursing is further described by Wright and Leahey
(1994:8) and includes:

e any illness which has a detrimental impact on other family members, e.g.
cancer,

e any situation in which family members may be contributing to an
individual’s symptoms or problems, e.g. anorexia nervosa,

e circumstances in which illness in one family member correlates with a
reduction or increase in symptoms in another family member, e.g. tension
symptoms in parents associated with exacerbation of a chronic illness in their
child,

e failure to make a normal developmental transition, e.g. a young adult with
learning disability unable to move out of the family home,

 transitions related to illness or to the locus of caregiving, e.g. a move from
hospital to the community or to long-term care,

e death of a family member.

Consideration of the foregoing would lead naturally to Friedemann’s (1989)
conclusion that family nursing is within the practice scope of all nurses.
Defining family nursing is no easier than defining nursing itself, but Hanson
offers the following:

The purpose of family nursing is to promote, maintain, and restore family
health; it is concerned with the interactions between the family and society
and among the family and individual family members.

(Hanson 1987:8)

The orientation towards health is one feature which distinguishes family nursing
from family therapy, which developed as a means of identifying and treating
family pathology. More recent developments in family therapy, however, are
moving away from this approach towards more collaborative working with
families (Treacher and Carpenter 1984, Andersen 1990). The concept of family
nursing encompasses three levels: ‘nursing of the system of individuals, the
system of dyads, triads and larger groups, and the entire family system’
(Friedemann, 1989). Briefly, at the level of individuals, the nurse engages with
individuals in the family and treats each as a client; the goal is the personal well-
being of individuals in the family. At an interpersonal level the nurse works with
two or more individuals together in situations where, for instance, there is
conflict between individuals, a difference in opinion about treatment or
misunderstanding between family members sharing the burden of care. The goal
is mutual understanding and support which may require changes in interaction
patterns between family members. In family systems nursing the client becomes
the whole family system and nursing goals involve change in processes within
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the family and possibly changes in the family’s interaction with its immediate
environment.

Friedemann makes the point that, for a family nursing plan to be effective, it
has to be consistent with the general strategies the family uses in daily coping.
This sounds somewhat contradictory to the earlier claims for negotiating change,
but accords with our central premise that the aim of family nursing is to work
with families, capitalising on their strengths, rather than attempting to impose
change.

Friedemann’s analysis of the levels of family nursing is congruent with that
of Wright and Leahey. In their recently revised edition they distinguish between
two levels of expertise in clinical work with families, i.e. generalists and
specialists (Wright and Leahey 1994). They see generalists as nurses who
predominantly use the conceptualisation of family as context, where the
specialist works at a family systems level, predominantly viewing the family as
the unit or client of care.

This distinction is the one which seems most useful in order to clarify
thinking about nursing work with families in the United Kingdom context. In
many areas of nursing, most obviously in paediatric, psychiatric, community
and maternity nursing, the family context is seen as an important factor in the
care of individual patients. The terms most often used currently are family-
focused or family-centred care. Family nursing requires the family to be seen as
the unit of care. In the North American analysis this would have to be referred to
as family systems nursing. The systemic approach (i.e. one in which the family is
viewed as a system) is fundamental to family nursing and will be further
elaborated in this chapter. At this stage in the development of thinking about
nursing families in the United Kingdom, however, the term family systems
nursing seems unnecessarily technical. Family nursing is not a familiar term in
British nursing literature, and provides in itself a differentiation from family-
focused care, in which the family is usually seen as the context of care for the
individual patient.

Where the ideas of family nursing have been acknowledged in the British
literature, they seem to have been largely dismissed. In Casey’s discussion of the
introduction of the partnership model of care in paediatric wards she makes the
statement:

The paediatric nurse is only concerned with the family as carers of the
child. The family are not the ‘patient’ or ‘client’ as they might be in a
model of health visiting. So while information about the family’s
structure, dynamics and resources would be relevant, this would only be of
use in assessing the family’s ability to care for their child.

(Casey 1993:185)

Casey here seems to limit paediatric nursing to seeing the family as context for
the child’s care. This seems an unnecessary limitation, particularly with the
development in recent years of paediatric community nursing. My impression
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is that many nurses working with children and their families in their homes
feel that a consideration of the family unit is essential to effective practice.
Having said that, one has to recognise that not all paediatric nurses think in
this way, and Casey’s honest account, which relates to hospital nursing, makes
clear that the introduction even of the partnership model was not readily
accepted by all staff.

Nethercott’s review of family-centred care includes a consideration of the
systems principles on which family nursing is based, but makes the wry
comment (the validity of which has been demonstrated by research reported by
Darbyshire in 1994), that in the UK the family has often been viewed as
hindering care (Nethercott 1993). Both Casey and Nethercott, however, have
been influential in leading and writing about the shift in focus required in British
nursing for families to be included in the planning of care. Family nursing
moves the development of thinking and practice a stage further in the direction
of family health.

In this text the term family nursing is used to refer to nursing practice
which uses a systemic approach and which views the family as the unit of
care. It is fair to say, however, that in any given situation a nurse might move
between levels, sometimes intervening at a systems level, more often at
individual or interpersonal levels. (This is well illustrated in Jean Donaldson’s
chapter on working with elderly people.) The focus from family as context to
family as unit of care may change in accord with episodes in the family’s
experience. I would argue that a readiness to make that change of focus is
timely and relevant to the changes taking place in nursing and in health care.
The shift of care from hospital to the community increasingly requires
families to provide care for their relatives. The Government White Paper on
Community Care recognised this, and recommended: ‘a key responsibility of
statutory service providers should be to do all they can to assist and support
carers’ (Department of Health 1989).

There is a substantial literature indicating that the task of caring for a sick
family member can affect the health and well-being of other family members
and the family as a whole (Nolan and Grant 1989, Atkinson 1992, Snelling
1994, Burton 1975, Harrisson 1977, Bywater 1981, Craft et al. 1985, Davis et
al. 1996). In particular, Nolan and Grant’s national survey clearly identified the
felt need of carers for emotional support and for more contact with nurses.
While the sample drew on carers who had already felt the need to contact a
support group, this in no way invalidates the finding. I would contend, however,
that nursing work with families is not confined to community care, or to the
other more obvious areas of practice, i.e. paediatric or psychiatric nursing.
Rather it is a logical development of a holistic approach to patient care, and to a
commitment to health promotion. It is, or can be, a fundamental cornerstone to
modern nursing practice in the United Kingdom.
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THE THEORY BASE OF FAMILY NURSING

Before examining systems thinking which forms a conceptual framework for
family nursing, it is necessary to clarify the way in which family is defined in
this context. In the context of family nursing, Wright’s recent definition: ‘the
family is who they say they are’ (Wright and Leahey 1994:40) indicates the
acceptance of the variety of family forms currently found in western society.
Frude’s (1990) discussion of the psychological definition of family, further
elaborated in Chapter 2, accords well with family nursing, in that it recognises
the non-traditional family groupings such as cohabiting couples, blended
families, homosexual couples and any variations on traditional family groupings
which may be encountered when working with families from cultures other than
that of the host country. An essential requirement for professionals working with
family groups is to be able to stand aside from personal values and accept the
family unit as identified by its members. This way of identifying the family
recognises the importance of affectional bonds which may not fit precisely with
a conventional view of family.

The term affectional bond was introduced by John Bowlby in 1953 and is
defined by Ainsworth as:

a relatively long-enduring tie in which the partner is important as a unique
individual, interchangeable with none other. In an affectional bond there is
a desire to maintain closeness to the partner. In older children and adults
that closeness may to some extent be sustained over time and distance and
during absences, but nevertheless there is at least an intermittent desire to
re-establish proximity and interaction, and usually pleasure—often joy—
upon reunion. Inexplicable separation tends to cause distress, and
permanent loss would cause grief.

(Ainsworth 1991:38)

Such bonds frequently occur outside the traditional pattern of family
relationships, although they are most clearly exemplified by a healthy, nurturing
family group. By accepting the family’s own definition of itself, we are not
devaluing the strength of traditional family patterns, but are responding to the
family group with whom we wish to engage.

Family systems

An understanding of family systems provides theoretical underpinning to family
therapy, and is fundamental to family nursing. Systems theory was first
postulated by Von Bertalanffy (1968) as an integrative science of ‘wholeness’,
and while it has not attained the status of an all-explaining predictive theory of
knowledge, it has influenced thinking across a wide range of disciplines,
including business studies, information technology and nursing theory. Skynner
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(1976) suggested that general systems theory presented a new conceptual leap in
scientific development, and drew parallels between the interrelationships of
physiological systems and interpersonal family relationships. Nurses are familiar
with concepts of cells, cell membranes, permeability, organisation of body
systems and homeostatic mechanisms. In thinking about family systems, each
individual, while complete in itself, is an element of the whole, with sub-
systems, i.e. the marital unit, father-child and mother-child dyads also nested
within the whole. The family unit is itself nested within, and interacts with, a
wider constellation of societal groups, or a suprasystem, i.e. work, school,
church, neighbourhood.

Important concepts in a consideration of family systems are stability, change,
circularity and boundaries. Family systems generally seek to maintain a steady
state, yet must accommodate growth and development, i.e. change.

Stability is maintained by homeostatic processes that preserve the integrity
and structure of the system. Thus families need to sustain an appropriate
balance between the autonomy of individual members and the
cohesiveness of the unit as a whole.

(Frude 1990:40)

These homeostatic processes, it is argued, operate in a psychological sense in
the same way as in physiological systems. An example can be drawn from my
case study research (Whyte 1994). In the context of chronic illness in
childhood (see Figure 1.1), an exacerbation of the illness frequently elicits an
anxious response from the mother. Her tension threatens the stability of the
family system if it spills over into irritation with her spouse, who then
withdraws and fails to give her support. His action, or lack of it, provides
positive feedback which can push the family further into disequilibrium. If,
however, he responds with understanding, affection and practical support, i.e.
negative feedback, the threat is likely to be resisted and equilibrium restored.
Negative feedback in this sense, then, is corrective; it regulates or modulates
communication in a way that allows the system to adjust and maintain stability
(Friedman 1992). The diagram also illustrates the circularity which is
characteristic of systems thinking: each individual’s reaction has an effect on
another individual and is in turn affected by the other’s reaction (Barker
1992).

The chronic illness context poses particular problems in adolescence. The
adolescent would normally strive to achieve greater autonomy, and family
cohesiveness is strengthened when the system adapts to allow this autonomy
while maintaining interest and support. If the autonomy is expressed by
refusing treatment, e.g. by missing insulin injections or refusing
physiotherapy for cystic fibrosis, parents are faced with a painful choice
between enforcing their control with the risk of disrupting family cohesiveness
and inhibiting the healthy growth to independence of their child, and allowing
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with children
Children Mari.tal
distressed tension
Partial denial,
disguised worry
in father
Mother 44 Tension and

guilty ~__ 9 distress in mother

N

Figure 1.1 Pattern of family interaction in response to child’s illness

Exacerbation of
child's iliness

the child to experience the consequences of neglecting health. If the parents
disagree on the appropriate action, family stability is further threatened.

The concept of boundaries is also important, and is related to individual roles
within the family, as well as to the family’s interaction with its environment or
wider social system. The integrity of each individual depends on a personal
boundary, but permeability of that boundary allows for social interaction and
support, influencing the health and well-being of the individual. Boundaries
may also be necessary between coalitions in the family, e.g. the strength of the
marital sub-system is seen as important, not only for the partnership but also for
the emotional integrity of each family member. Skynner offers useful
elaboration of this point:

If the primary care-giving figure (usually the mother) is not clear and
secure about her own personal boundary, she will be unable to help the
infant to find its own. If we mark the border defining the northern
boundary of England, we automatically define the southern edge of
Scotland as well. In similar fashion, parents who are clear about their own
boundaries and secure in their identities will automatically provide
relationships through which the child can define itself, even without any
conscious attempt to address this problem.

(Skynner 1987:273)

Skynner goes on to discuss the degree of fusion between mother and infant, a
symbiotic state which is for a time appropriate, but then gives way to a
reestablishment of the mother’s own boundaries:
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It is perhaps this crucial function of the father in assisting the mother and
child to grow apart progressively, thereby facilitating self-definition and
independence, which makes the presence and active involvement of the
father so important in the next stage, comprising roughly the second and
third years of life.

(Skynner 1987:273)

This represents a psychodynamic view of individual development which is
perhaps challenged by the prevalence in contemporary society of single-parent
families, lone mothers and mothers whose individual boundaries are also
influenced by early return to work after the birth of a child. It points, however,
to some fundamental principles, well founded in psychodynamic literature,
which may be useful to nurses in their work with families.

The issue of boundaries also relates to the cohesion of the family unit within
its wider setting. Some families coping with illness and disability have been seen
to operate a closed family system, at considerable cost to all family members.
Atkinson’s (1992) study gives startling examples of families who preferred to
keep their caregiving ‘within the family’. On the other hand, families whose
boundary is too diffuse, for example where a young mother looks to her own
mother and sisters for advice and support, while her husband spends most of his
free time with his pals, are likely to lack resources to cope cohesively with any
stresses which threaten the integrity of the family unit. Families who are clear
about their boundaries but can draw on support from beyond the immediate
family unit appear to cope more effectively with threatening situations. In the
context of a supportive relationship with a family, a nurse may be permitted to
move in and out of the family system if the family boundary is sufficiently
permeable.

From this brief analysis of family systems thinking, a statement of principles
drawn from the work of Will and Wrate (1985) and Barker (1992) is useful:

1 parts of the family are related to each other;

one part of the family cannot be understood in isolation from the rest of the

system,;

family functioning is more than just the sum of the parts;

4 a family’s structure and organisation are important in determining the
behaviour of family members;

5 communication and feedback mechanisms between family members are
important in the functioning of the family system.

(O8]

Each of these principles is fundamental to an understanding of family nursing
and is integral to family nursing assessment.

What follows is a conceptual framework, the aim of which is to provide
guidelines for nurses who are interested in developing their thinking and
practice in the field of family nursing. It is not offered as prescriptive theory,
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rather as a description of thought processes which may be useful in guiding
practice. It is clear from the chapters which apply the framework to practice that
it can be used to a greater or lesser degree, and that there are other theoretical
approaches which can be used in an alternative or complementary way.

The nursing process is utilised as a systematic approach to considering family
nursing. In spite of all the disparagement of the nursing process (see Varcoe
1996 for an excellent analysis of this topic) it seems that the critiques focus on
philosophical underpinning, issues of power relationships, inadequate
development and poor change management more than on the process itself. I see
the stages of the nursing process as a useful framework for practice—which
could be used in any discipline—around which a conceptual approach
strengthening the relationship to nursing can be developed. Having said that,
purists would argue that the version of the nursing process used here, omitting
the nursing diagnosis stage, substituting a summary for the planning stage and
using the term intervention in place of implementation, is a considerable
digression from the nursing process as generally understood. That digression
possibly indicates something of my own ‘reflection on practice’, which rejects a
positivist rule-based approach to nursing, yet looks for some conceptual
framework to underpin practice which, at the point of delivery, has to be
‘reflection-in-action’. Clarke et al. (1996) define reflection-in-action as practice
based in part on previous experiences interacting with a particular situation,
generating a form of tacit knowledge which cannot be articulated at the time.
The problems which nurses face in working with families are certainly complex,
with few right or wrong answers, and we need to be able to draw on knowledge
from a wide range of sources. The professional knowledge inherent in this
process is difficult to articulate, and none of the contributors to this volume
would claim to have achieved a full articulation of all that is involved in nursing
work with families. I would argue that the level of articulation offered here can
provide part of the knowledge base with which the individual nurse can
approach reflective practice with families (see Clarke et al. 1996 for a fuller
exploration and debate of the issues around reflective practice in the UK).

THE PROCESS OF FAMILY NURSING

Assessment

Nursing work with families starts with assessment, whatever the reason for or
context in which intervention takes place. There is an assumption that the nurse
and the family share goals related to the health and well-being of family
members. This assumes health as ‘a dynamic, relative state of wellbeing’ (King
1981) to be a positive value, and that the integrity of the family unit contributes
to the welfare of family members. This is an assumption which can be
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questioned, as there may be situations in which an individual family member
will only survive emotionally by breaking away from family bonds, and nurses
cannot impose family integrity where family members do not want it. Sensitivity
to the cohesiveness of the family unit is part of the assessment process.

The nurse makes explicit to the family his or her awareness that the health
problem of one member is likely to have an effect on all family members, and
that she is therefore interested in the health of the whole family. An assessment
of family structure, organisation and support networks can then be made. There
are many possible frameworks to be found in the North American literature. The
following (see Figure 1.2) draws heavily on the work of Wright and Leahey
(1994), but also on that of Friedman (1992), Will and Wrate (1985) and Lapp et
al. (1993).

STRUCTURAL
Family composition
(genogram) DEVELOPMENTAL
Informal support Family's present
network developmental stage
Family context Nuclear family history
(ecomap) Life events
Culture, ethnicity History of both parents'
Religion family of origin
Social class
Living environment Developmental task
Neighbourhood Attachments
Financial resources

FUNCTIONAL
Activities of daily living
Problem solving
Health awareness

Family values
Social support — boundaries

Communication — verbal
and non-verbal

Roles
Emotional involvement
Coping strategies

Figure 1.2 A family nursing assessment framework



Family nursing: A systemic approach 13

Structural assessment

Genograms and ecomaps are tools which have been widely used for this
purpose and their use is described by Wright and Leahey (1994). The
genogram provides a diagram of the family structure. The symbols generally
used are illustrated in Figure 1.3. The individual’s name and age is noted

Male Female Q
Children
Birth order
(oldest on left)

Marriage or common
law (husband on left
wife on right)

Adoption A

Miscarriage or abortion
(give year)

Identified patient

Death
(give date)

Circle members of current household

-0 O

Divorce
(give date)

Marital separations
(give date)

Figure 1.3 Symbols used in genograms (reproduced from Wright and Leahey
1994, with kind permission of Lorraine Wright)
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inside the square or circle, and any significant data can be noted briefly
alongside, e.g. drug problem, eating problem, away from home, etc. The use of
genograms is further demonstrated in the case studies which follow this chapter.
In the initial assessment the nurse may prefer to focus on the nuclear family,
adding further information as she extends her knowledge of the family (see p. 94
below for an example).

The use of an ecomap provides a picture of the wider social system with
which the family unit interacts. The ecomap portrays the family’s significant
contacts, and the nature of the contact can be further portrayed by the use of
straight lines to indicate strong connections, dotted lines for tenuous connections
and slashed lines to indicate stressful relations. A sample ecomap is shown in
Figure 1.4. Both of these tools are used with the active participation of family
members, and in their production the nurse gains insights into family dynamics
and alliances. Such tools give a shorthand picture of family structure and
support networks, as well as identifying sources of stress which may impinge
upon family functioning.

Structural assessment also incorporates contextual elements such as
ethnicity, culture, religion and socio-economic environment. The intention
here is to gain understanding of the wider social systems which impinge on
family experience and perceptions. It is quite important to establish the

Family or Extended
household family

School O

Figure 1.4 A hypothetical ecomap
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nature and extent of the contact the family already has with health and social
agencies. Particularly where there is disability, there is the potential for multi-
agency involvement which is aimed at helping the patient, but may contribute in
some ways to the burden of care (Betts and Meyer 1993). Questions related to
family context which might be asked are:

* Do you work outside the home?

* How do you feel about your work?

*  When did you last see your GP?

* Do you have contact with any other members of the health care team, like a
district nurse or a health visitor?

* Do you go to any local clubs or organisations?

e Is there anything about living here that makes it difficult to cope (with the
health problem)?

Although I suggest some appropriate questions which could be used during
the assessment, these are offered very much as cues for nurses beginning in
work with families, not as a check-list. The approach suggested by Lapp et
al. (1993:283) seems preferable. They produced broad guidelines to ‘allow
for an exploratory and interactional experience in which the content and
pace are mutually defined’. Work with families is essentially interactive and
during the assessment stage important relationships within the family are
being explored while the relationship between nurse and family is becoming
established.

Many issues may be addressed naturally during the completion of the
genogram and ecomap. Financial resources are mentioned above but this is a
sensitive area which most families would not expect a nurse to question them
about directly. In a very useful book by parents for parents of chronically ill
children, Putt (1995:5) states categorically: ‘Rightly, there is an information gap
in the medical team’s knowledge. It will not and should not know the financial
situation of the family.” This clearly reflects a real need for parents to feel in
control of their lives; their financial resources are a critical factor in coping with
the demands of family life, with or without health problems. If the family feels
that the nurse is assessing their financial situation there may be a suspicion that
this will be in some way related to withdrawal of benefit. Nevertheless,
economic factors do impact on health and it should be possible, when trust is
established, to indicate an awareness that financial difficulties can add to family
stress and to check out whether there may be benefits to which the family is
entitled.

Structural assessment then should include family composition,
socioeconomic and cultural factors. Emotional and spiritual elements of family
life are revealed as family transitions and developmental processes are
discussed.
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Developmental assessment

A developmental family life cycle perspective is discussed in Chapter 2. In
making a nursing assessment it is important to key in to changes which the
family has undergone, and how these changes have affected individuals in the
family. Has the family managed to maintain stability while undergoing
changes? The achievement of developmental tasks, such as the mother’s
separation from her family of origin and the establishment of the marital
system, or the shifting in parent-child relationships to allow the adolescent
increasing independence, can be assessed. In the focused conversation
between nurse and family members, affectional bonds and strained
relationships are identified and feelings about family functioning often
become apparent. In addition to anticipated developmental transitions there
may be unexpected transitions such as marital breakdown, life-threatening
illness or accidental death in the family history. These can also be sensitively
explored with the family as a trusting relationship with the nurse develops.
Some guiding questions on developmental issues are:

* How much of your time do you spend looking after the children?

* How much time do you have together as a couple?

* How do you both feel about that balance—does it seem about right or would
you like to see some change?

* As you see your child growing up, what would you want for him/her?

* How are your own parents? How much do you see of them?

* What differences do you see between the way you are bringing up your
children and the way you were brought up?

* Have you had any major difficulty or health crisis in your family?

Such an exploration reveals important aspects of the family history and
experience. The way a family has dealt with illness or crisis in the past can
influence positively or negatively their reactions to the current situation. It
cannot be over-stressed, however, that such questioning should be in the form of
sensitive prompting rather than a check-list of questions, and that it is likely to
take a number of meetings for a full assessment to be made.

Functional assessment

Seminal work in this area is that of Epstein et al. (1978) and their McMaster
model of family functioning. This has been utilised and adapted by subsequent
writers, including a team developing family therapy in Scotland, (Will and
Wrate 1985) and Wright and Leahey in their work on family nursing in
Canada. What follows is a simplified form which draws also on Friedman’s
(1992) work. This decision is taken in recognition of what I understand to be
the stage of development of nursing interaction with families in most nursing
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contexts in Britain at the present time, with apologies to those who may be
further down this road. The decision is further justified by the fact that this
framework shifts the focus of the assessment further towards family health,
rather than family pathology. This makes for a clearer line between family
therapy and family nursing, although contemporary approaches to family
therapy are tending to move in this direction. Carpenter, in a very useful
discussion of family therapy in the NHS context states: ‘the assumption that
the family is the locus of pathology and its problems are created and
maintained within its own boundaries, is short-sighted’ (Carpenter 1984:15).
This approach directs professionals to take into account the family’s social
and economic environment, i.e. the systems within which it is nested. It also
moves away from a tendency to ‘blame’ families for the problems of one
member.

Activities of daily living This can include an assessment of the physical
problems and capabilities of the identified patient using a framework such as
that provided by Roper et al. (1996). It should also include practical issues,
such as the sharing of household tasks and particular caregiving skills in the
family.

Problem solving This kind of discussion could easily lead into an exploration of
how the family deals with the problems which arise in relation to a crisis, for
example how the couple decides who should accompany an injured child to
hospital and who should look after the children still at home. More everyday
issues such as deciding to look for day care for children while mother goes back
to work reveal much about family roles and functioning. The discussion can
include asking hypothetical questions which give insight into how the couple
deal with problems. An example would be: ‘What would happen if...refused to
take his medication?’

In families with young children, problem solving can be observed in the way
parents control their children’s behaviour. If behavioural controls are rigid,
children may be dealt with harshly and parents frequently answer for the child.
If they are laissez-faire the child may be allowed to go wild during the interview,
interrupting conversation and throwing toys and furnishings around. Chaotic
controls would swing between these extremes, almost inevitably causing
disturbed behaviour. Flexible controls allow the child time and attention but
maintain sociable behaviour.

Problem solving is assessed by exploring who identifies the problems in the
family, and how effectively the family solves its own problems. The difficulty
for a family whose primary solver of problems becomes incapacitated is one
which a nurse may be able to help a family to address by exploring other ways
in which they could tackle the presenting problem.

Health awareness This involves an exploration of family perceptions of health,
of their own strengths and their satisfaction with health behaviours. The extent
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to which family members share opinions about health priorities also reflects
something about family values. It is likely that a nurse could infer family values
after getting to know the family; she might then validate her impression by
saying:

It seems to me that being together as a family is really important to all of
you—but that lately there have been problems because Tom (the
adolescent) keeps staying out late with his friends. How does that leave
you feeling about life in your family now?

In the ensuing conversation it is likely that further information about the
family’s value system and cohesiveness will come to light. Issues of parental
authority, and of the family’s interests as opposed to individual interests, are
challenging areas in the life cycle of any family. Shared cultural and spiritual
values contribute to family cohesion and can profoundly influence the way a
family interprets and copes with adversity. Conversely, the desire of one family
member to adopt a lifestyle incongruent with deeply held family values can be a
cause of conflict and crisis.

Meaning, purpose and fulfilment in life, suffering and death have been
identified by a number of writers as crucial to health, well-being and quality
of life (Ross 1994). When the spiritual dimension of a person’s being is
shaken, there follows spiritual distress, characterised by feelings of
emptiness and despair. Such feelings inevitably reverberate through family
relationships; at the same time, fracture of human relationships or threat to
life may also shake the belief in self, others and God which underpins
spiritual wellbeing, demonstrating the transactional nature of holistic family
health. Understanding of shared family values, from the mundane to the
metaphysical, is a requirement for a nurse seeking to respond sensitively to a
family in distress.

Social support—boundaries This is a vitally important area, already touched
upon in the use of the genogram and ecomap. The extent to which a family
can draw on an informal support network of extended family and/or friends in
a time of crisis or of long-term caring commitment would seem from a
common sense point of view to be an important factor in family coping.
Eiser’s (1990) discussion indicates the complexity of this area and our own
research suggests a recurring theme in some families of family members
lacking confidence to relieve parents of the care of a sick child (see Chapter
4). In caring for frail elderly relatives too, caregivers may have to be actively
encouraged to mobilise resources in the extended family (Jacob 1993). The
permeability of the family boundary depends on the readiness of the family to
accept help but also on the willingness of others to move in to the family
system.
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Affective issues These relate to communication, roles, emotional involvement
and coping strategies. These areas are assessed by observation and inference
more than by direct questioning. Communication which makes for healthy
family functioning requires the intention or meaning of the sender to be
clearly delivered and received, with a capability for interchange of positions
between sender and receiver (Friedman 1992). The usual pattern of
communication in families reveals family power structure, emotional
closeness, roles and the popularity of individuals within the family. This
popularity is indicated by a convergence of many channels of communication
towards one individual. A relative lack of communication channels to one
family member suggests some kind of rejection, whether through fear or lack
of respect, e.g. for a less able sibling. The communication experienced in
family life is likely to influence an individual’s sense of self-worth—indeed
Satir (1972:58) contends that ‘communication is the greatest single factor
affecting a person’s health and his relationship to others’. Where stress and
low self-esteem are combined, problems in family communication almost
inevitably follow.

During the assessment it is likely to become clear whether or not family
members communicate with each other in a direct manner, or whether for
example the couple communicate with each other indirectly, through the child or
indeed through the interviewing nurse, e.g. a mother saying, with her husband
present, ‘I feel he has enough stress to cope with at work, so I only go to him
when I really have to.” This statement, which arose in the context of a research
interview with a family whose son had cystic fibrosis, reveals many aspects of
family functioning. The mother accepted her own role as the primary carer of
the two children, and her husband’s role as the primary provider for the family.
Caring for her ill child (though much loved) was a constant source of stress from
which she felt there was no relief. She had virtually no social support apart from
her husband. Yet she felt that she should protect her husband by not
communicating her difficulty. Later in the interview it was clear that there were
times when her silence communicated clearly to her husband that all was not
well, and there was tension between them until he could persuade her to talk
about her worries. This is an example of the kind of blocked communication
pattern which a nurse might be able to help a family to recognise and change. It
illustrates also the power of non-verbal communication which may be masked
by a verbal response such as ‘I'm OK’.

Family communication patterns are strongly influenced by cultural factors,
which also determine roles in the family. A nurse would be unwise to move into
intervention with a family until she had a real understanding of their perceptions
and expectations of their family life.

The identification of roles in the family is facilitated by the discussion
about sharing of tasks and relates also to the nurture and support provided,
particularly in enabling the healthy growth and development of children. The
quality of the father’s involvement in family life, and his support for his
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spouse or partner, are critical factors in family functioning, particularly
where there is an additional caretaking task. There may be role conflict for
him, however, in dealing with the discontinuity between experience at work
and the demands of family life (Whyte 1994). The involvement of older
children in caring for younger siblings, or indeed for a disabled parent,
should be part of the assessment. Role functioning in families is seen as
most effective when all necessary tasks, practical and affective, are clearly
allocated to appropriate individuals, but where there is flexibility in roles
when needed.

Emotional involvement is assessed here in terms of its quality, which may
range from a lack of involvement and emotional distancing, to
overinvolvement which can be seen in relationships which are symbiotic. This
may be appropriate in the early months of a mother-baby relationship, but
becomes problematic if maturing children are not allowed to develop separate
identities. Such families are described as ‘enmeshed’, following the work of
Minuchin (1974). Inconsistent involvement is also damaging because of the
underlying uncertainty that it fosters; Bowlby’s (1953) work on the
importance of warm, consistent, loving relationships for healthy child
development is still relevant. Narcissistic involvement, in which parents
attempt to make good their own disappointments through the lives of their
children, are threatening to the child’s development as a unique individual.
Optimal emotional involvement of parents is when they deal with their
children empathetically, seeking to see life through their eyes and providing a
secure base from which they can explore an expanding world. As the family
matures, it would imply an affectionate interest in the concerns of other family
members, without attempting to control the others’ decisions.

Coping strategies relate to the efforts of families and individual members to
solve problems which tax their resources in a way that serves to prevent, avoid
or control emotional distress. Family stressors may come from inside the
family or through conflict with the extended family, or may have
environmental, economic or socio-cultural origins (Friedman 1992). It is
difficult to separate family coping from individual coping responses, but
where parents adopt very different coping strategies stress may increase and
family adaptation fail. This will be further discussed in Chapters 3 and 4.
Observation and discussion of stressful incidents gives the nurse insight into
coping patterns within the family.

Nurses have a significant role to play in providing education for patients and
their families, and the line between this level of support and that which
addresses affective issues may be blurred.

Use of the framework will require the nurse to take some time after the
interview with the family to note important information, identify problem
areas and family strengths. The framework really only provides topics
which it may be appropriate to explore. It is clear from what has been said that
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Figure 1.5 Diagrammatic representation of the family nursing process (the
hatched lines indicate the interflow between stages in the process)

areas merge into one another, and time to reflect and formulate a summary of
the assessment is essential to effective practice. Similarly the process of
assessment may well merge with intervention. The flow between the stages of
the family nursing process is illustrated in Figure 1.5.

Intervention

It is clear that family assessment is a complex task which is not fully dealt with
in one interview. It is also the case that the engagement of the nurse with the
family while making an assessment may contribute towards intervention.
Exploring family issues in this way can help family members to reflect on their
everyday experience and relationships, to clarify issues and identify problems.
This underlies the whole philosophy of family nursing, which is about working
with families and helping them to identify problems and mobilise their own
coping resources.

A strategy which helps the move from assessment to intervention is
recommended by Wright and Leahey (1994). In a discussion of family
interviews, the authors suggest that documentation should provide a list of the
family’s strengths and problems, with the potential for linking strengths to
problems in a plan of action. They also emphasise the intellectual demand for
nurses to think critically about the family data they have obtained, and the
importance of sorting through the information in order to integrate it and
generate ideas about its meaning and the potential for change.
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It is acknowledged that nurses may have to work at ‘thinking family’ here
rather than listing individual strengths and problems. There may be a place for
considering an individual’s difficulties e.g. a father’s alcohol problem, but it is
important in working with families to look at this first from a family perspective,
e.g. who is most affected by the problem and how do they attempt to influence
the other family member/s? Wright and Leahey also caution against over-
enthusiastic problem solving. They point out that not all families require
intervention, and not all problems require resolution. The presenting problem
should be kept in focus.

Some of the interventions suggested by Wright and Leahey are circular
questioning, offering information and education, commending the family and
reframing. An additional intervention which is a regular feature of family
therapy, and is a feature of King’s goal-oriented model of nursing, is agreeing
goals or tasks.

Circular questioning

The intention with circular questioning is to identify circular patterns of
interaction and to effect change. While linear questions are important in
providing information, e.g. When did you first realise that your husband was
getting depressed?, circular questions seek out relationships between individuals
and critical events. A circular question in this context would be: What difference
has your husband’s depression made to your relationship?—or to his
relationship with the children? Who is most affected by the illness? These
questions can be seen as interventive, inviting the family to see their problems in
a new way.

Offering information/education

Families caring for a sick member frequently report frustration at the difficulty
they experience in gaining information about the illness and about available
resources (Woolley ef al. 1991). Nurses are well placed to find that information
and to help families to understand the impact of illness on different family
members.

Wright and Leahey (1994) suggest that there is a more positive outcome to be
achieved by empowering families themselves to obtain information about
resources. Since seeking information is an important coping strategy, working
with families in this way is clearly an important aspect of nursing intervention.

Commending family and individual strengths

Giving positive feedback on things families are doing well, rather than
constant emphasis on problems, can have an energising effect for families
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who are all too aware that they are struggling to cope with their
difficulties.

By commending families’ competence and strengths, and offering them a
new opinion of themselves, a context for change is created that allows
families to then discover their own solutions to problems.

(Wright and Leahey 1994:106)

For families engaged in a long-term caregiving situation, such encouragement is
all too rarely given; conversely, a sense that health care professionals see them
as in some way inadequate because their problems are not amenable to
treatment, as reported by Sealy (1993), is not uncommon.

Reframing

The intention here is to change the perception of a situation as it has been
experienced, and place an alternative construction on it. An example drawn from
practice was when the nurse was listening to a mother’s resentment of her
husband’s denial of their son’s life-threatening illness and his consequent lack of
support. The resentment was deep enough to cause the mother to threaten to walk
out, saying that she had no feelings left for her husband. The nurse made the
comment that it must be very hard for the father to come to terms with such an
illness in his only son, and there was agreement that men were not good at
handling painful emotions. Some time later the mother said that things had
improved in the marriage, that she’d done some thinking about it and the feelings
had come back. The conversation may or may not have provided the trigger for
the change in feelings, but it does illustrate reframing and its potential for change.

Agreeing goals or tasks

If a problem has been identified and acknowledged by family members with the
nurse, it may also be possible to agree a course of action. An example might be
the realisation that a child’s difficult behaviour is having the effect of engaging
both his parents in discussion about him, and providing him with attention.
Recognising this and developing a strategy for rewarding good behaviour rather
than reinforcing bad behaviour can make a dramatic difference to the child’s
behaviour and the resultant family interaction. A further example may be the
recognition that coping with a chronically ill member is preventing a couple
having any time together. A strategy may be agreed whereby the couple make a
commitment to setting aside a two-hour slot each week to talk together over a
drink away from the caretaking task. Making space for direct communication
between partners has the potential to prevent problems arising and enable them
to work out ways of dealing with recurring difficulties, as well as contributing to
satisfaction with family life.
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The idea of setting tasks for the family between sessions is a regular feature
of family therapy and is sometimes used by health visitors. It may or may not be
appropriate to family nursing, depending on the prioritising of problems in a
particular family. Nurses may need to resist the urge to provide a ‘quick fix’
solution.

Evaluation

This phase in the process of family nursing must necessarily be undertaken with
the family, and is a way of validating with them the effect of any changes agreed
upon or actions taken. Where progress has clearly been made, it may be helpful
for the nurse to remind the family where they have come from, in order to
further encourage their efforts. This emphasises the dynamic nature of family
interaction and the cyclical nature of the nursing process. It may be that there
are still key issues to be resolved, in which case there is further work to be done.
If only tangential issues remain it may be appropriate to terminate the nurse-
family relationship or to reduce the number of contacts, depending on the
context of the nurse’s work with the family.

SUMMARY

In this chapter the appropriateness of family nursing to modern health care has
been argued. The theoretical base for practice has been elucidated and
guidelines have been offered. In the following chapters there is further
discussion of theory in relation to crisis and coping and to the family
developmental life cycle. The application of theory is then demonstrated in
relation to psychosocial transitions in which nurses interact with families. We
hope that the relevance of family nursing in a number of areas of health care will
be convincingly demonstrated. There is further consideration of the professional
and ethical issues raised by family nursing in the final chapter.
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Chapter 2

The family
Images, definitions and development

Sarah E.Baggaley

DEFINING FAMILY

In a book with a focus on working with families, it is essential to start with an
examination of assumptions and questions around our ideas about families,
and to explore some of the relevant theories. Life cycle developmental theory
is particularly appropriate as a foundation for family nursing practice. There is
also in this chapter a consideration of the family as a public and a private
institution and finally a review of the changing composition of families in
Britain today.

When we use the word ‘family’ in the course of social interaction it is readily
understood by others, but if we take time to consider what might be a definition
of a family, the potential for differences in interpretation becomes apparent.
Hayford (1988) gave a vivid example of its complexity by a statement which
used family in five different ways, to refer to ancestors, to parents and siblings,
to other living relatives, to spouses and children, as well as the concepts of
relationships and identity. As she indicated, behind the word ‘family’, whose
meaning we rarely contemplate, lie some of the most important and intimate
relationships of our lives.

Keller (1977) noted that in common parlance the family is often expressed as
being ‘the basic unit of society’. It more probably should be considered as a
specialised element which serves society in a variety of ways and depends upon
society for its stability. Families do not exist in a social vacuum but are partly
determined by the culture which surrounds them. These notions are reflected by
Minuchin (1974), a pioneer of family therapy, who saw families accommodating
to society. Skynner considered the family to be both inward and outward
looking. He observed that the family had internalised values and traditions, that
it existed to nurture its members, only to release them into society, where in
future it would recreate itself (Skynner 1976). He also emphasised that society
both reflects change in families and that society effects change upon families
over time in a feedback loop.

This mutuality means that there are as many forms of families as there are
societies, many of which have been well documented by anthropologists. The
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word family comes from the Latin familia meaning household. In earlier
centuries, wealthy households were extensive with only some of the members
related by blood, but they would have been known as ‘family’. Household
composition can still be used, for instance by the census, to collect information
on families. It has, however, deficiencies as familial relationships are not
confined spatially.

A definition also needs to reflect the emotional ties and kinship aspects of
family. Terkelson has a more inclusive definition:

A family is a small social system made up of individuals related to each
other by reason of strong reciprocal affections and loyalties, and
comprising a permanent household (or cluster of households) that persists
over years and decades. Members enter through birth, adoption, or
marriage, and leave only by death.

(Terkelson 1980:23)

What this does not take account of, as many professionals working with families
are well aware, is that death does not mean an end to membership or the
continuing influence that person may have on the survivors.

There are, however, several aspects that do commend this as a definition. It
takes account of couples that have separated but still have ties and
responsibilities to their children, and it is not as restrictive as a legalistic or
biological definition might be. These are two aspects that still remain important,
as anyone knows who requires to document a ‘next of kin’ or who is aware of
the problems that might ensue in a blended family where the deceased has not
made a will. Although ‘blood relations’ may still be considered to hold primacy,
technological developments in the field of reproduction have also highlighted
the restrictive nature of biological definitions of the family resulting in a wider
acceptance of broader definitions.

Frude (1990) identifies that in the literature on families some authors focus
upon individuals and regard other members as being the social context of the
person. Other authors look at the family unit as a whole with individual
members as parts of the whole. This distinction is pertinent to discussions on
family nursing. Currently nurses and their colleagues see it as both legitimate
and important to take into account the family context of their patients or clients.
Much more discussion and collaboration takes place with relatives than in the
past. Nurses in some specialities, for instance community nursing, paediatrics or
psychiatric nursing, might argue that because of the nature of their work they
have always been concerned with the family of the particular client or patient. It
is, however, hoped that this volume will demonstrate that nurses’ current
interaction with families is generally within the framework of the former
distinction that Frude makes, i.e. the family as context, and that we need to
develop our thinking and practice further before we can claim to care for the
family as a unit. Such a focus, we would argue, is a prerequisite of truly holistic



The family: Definitions and development 29

care in many nursing situations, although not at the expense of respect for the
individual.

A list of an individual’s family members, Frude explains, does not represent a
family unit, and a couple’s individual lists are unlikely to be mutually inclusive.
For instance a husband may not include his wife’s cousin Harry in his list
whereas his wife might do so. Important identifying criteria involve ‘feelings of
affinity, obligation, intimacy and emotional attachment’ (Frude 1990:4). The
selection criteria thus involves the disposition of the individual to state who he
regards as being a member of his family.

In order to find a principle for deciding a family unit Frude suggests that the
above strategy is used but also ‘requiring that each individual who is to be
included in the group recognises every other member of that group as a member
of their own family’ (1990:5). This would then ensure that who is included in
the family unit is agreed upon by both partners. (These clearly depend upon
claims made by adults and not young children.) The advantages of such a
working definition is that it enables account to be taken of the variety of families
in today’s changing society, such as same sex partnerships, single parent
households and reconstituted families, and it is used as such throughout the
following chapters.

THEORETICAL APPROACHES TO OBSERVING FAMILIES AND
FAMILY DEVELOPMENT

The majority of nurses would state that the family context was considered when
planning and implementing care for the individual, and that family nursing was
merely labelling a practice that has been perceived as being important for some
considerable time. Those nurses working in community settings would clearly
identify the family as partners in providing care, but there is a tendency to
provide support to members of the family in order to ensure continuity of care
for the original patient/client, i.e. viewing the carers as a resource for
community care, rather than viewing the family as client.

Wright and Leahey (1990) note an increasing trend for nurses to involve
families more in health care. They also identify increased integration of family
content into academic frameworks of nursing in Canada and the United States,
including conceptual frameworks to facilitate understanding of family
functioning.

Grandine (1995) feels it was the challenge of providing increasingly cost
effective, research based, quality health care together with the move out of
institutions that required nurses and families with health problems to work more
closely together. Grandine illustrates the course on family systems nursing that
was established locally, building on Wright and Leahey’s theoretical work on
family systems nursing. She identifies that ‘Care that is family-focused requires
a shift in the way that nurses think about and practice nursing from a mainly



30 Sarah Baggaley

linear (cause and effect) perspective to a broader systemic (circular) perspective’
(Grandine 1995:32). Dallos (1991), whose work is in the field of family therapy,
describes this as a fundamental shift in how relationship difficulties can be
explained. He offers examples of linear explanations which illustrate how or
what someone does to another individual produces a particular response in that
individual. Circular explanations by contrast reflect how the action of one
person affects another and how the ensuing response in turn reflects back upon
the first individual affecting his next response or behaviour.

Grandine’s and Wright and Leahey’s references to educational developments
are set in the North American experience but inclusion of a family dimension in
nursing curricula is increasingly true in Britain. Changes such as ‘Project 2000’,
the move into higher education, as well as the increasing emphasis on
community care all have the potential to facilitate this development. The
changing nature in the delivery of health care requires families to be
increasingly involved and, as Mayo states, ‘overall families need nurses to work
with them to promote family coping and to adapt to stressful situations’ (Mayo
1993:27).

A greater understanding by nurses of family relationships and family
functioning can only benefit the families with whom they work.

Structural functionalist theory

There is extensive literature, especially in the disciplines of sociology and
family therapy, identifying frameworks in which to conceptualise families.
Perhaps the greatest criticism of earlier theories is the strong normative
component in their analysis. The danger of this as highlighted by Hayford
(1988) is that these may become prescriptive, thereby not just analysing family
function but indicating how families ought to function. One of the theories of
long standing, very influential until approximately two decades ago, is structural
functionalism, closely identified with the work of Talcott Parsons. He viewed the
family as a sub-system or institution within any society. The structural
dimension refers to the organisation of the family which he identified as
husband/father, wife/mother and child. He also had clear designations of
responsibilities and roles within the family, with the wife/mother undertaking
the majority of the nurturing and socialisation role. This in many ways was
championing the ideal of the nuclear family, a family which he perceived as
being isolated from the wider family. The function or tasks of the family he
identified as the socialisation of the young and tension management. It is this
latter which epitomises the idea of the home as being the place for love, nurture
and acceptance of the individual (Parsons and Bales 1955).

Not surprisingly, this way of conceptualising the family has been challenged
and criticised over the last 30 years. It is seen as inconsistent with the social
change that has taken place, in particular the changing status of women. The
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legacy of this conceptualisation as perceived by Gouldner (1970), cited by
Anderson et al. (1988), is its influence on the development of social policies at
that period which singled out other family forms such as single parent
households as deviant.

The structural functionalist approach has been useful to succeeding family
researchers who have used the normative bases to guide research. Hayford
(1988) identifies that one of the outcomes of structural functionalism was the
burgeoning of research and commentary that ensued. She highlights that without
the concept of the isolated nuclear family there may not have been as much
interest in looking at intergenerational relations. Cheal (1991) sees the task of
destructing the old orthodox theories concerning the family as being complete,
with the challenge now being to renew family theory. Although Cheal’s view
may be somewhat extreme, it does indicate the appropriateness of a flexible
approach to the family unit, such as has been developing in family nursing
theory.

Family developmental theory

Today there is a much more diverse and flexible approach to considering
families so that no particular academic perspective dominates. Wright and
Leahey (1990) in their overview of family consideration in the nursing
curriculum describe the eclectic approach to incorporating family content in the
curriculum which principally includes concepts taken from family therapy
developmental theory.

Family developmental theory emerged from Erikson’s (1950) essentially
psychoanalytical and interactional model of transitions in an individual’s life
cycle. He proposed a progressive eight-step schema of developmental tasks for
the individual. The family is also a dynamic entity which, while it maintains
some form of structure and identity, is constantly adapting and evolving to
accommodate change brought about from within and without. At their simplest,
models identify the expanding and contracting stages of the family life cycle.

One of the most widely accepted theorists in this field is Duvall (1977) who
divided the family cycle into eight phases which necessitate realignment as the
family moves from establishing a marriage partnership through the childbearing
and child rearing years to middle age and retirement.

More recently Carter and McGoldrick (1989) proposed a six-stage model
which identified the beginning of the life cycle starting with the young adult.
The relevance of this being the starting point was stated as ‘It is a time to
formulate personal life goals and to become a “self”” before joining with another
to form a new family sub system.” They suggest that it is the coming to terms
with their family of origin which has the greatest influence on ‘who, when, how,
and whether they will marry and how they will carry out all the succeeding
stages of the family life cycle’. The stages they describe are:
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. Launching of the single adult

. Joining of families through marriage

. Families with young children

. Families with adolescents

. Families in mid-life, launching children

. Family in later life (Carter and McGoldrick 1989:13)

Whichever model is considered, and these are not definitive as other theorists
have outlined varieties of the above, the requirement at each stage is for the
family to adapt to the new order with changing roles and responsibilities for its
members. Golan (1981:12) identifies transitions as ‘a period of moving from
one state of certainty to another, with an interval of uncertainty and change in
between’. The areas outlined above can be considered as times of transition for
the family. These transitions are normative and as such can be anticipated. For
the majority of families, negotiating the change that ensues is undertaken
smoothly without intervention from other agencies. However, as Golan (1981)
identifies, psychosocial transitions have become incorporated into work looking
at crisis theory which will be given consideration by Dorothy Whyte in the
following chapter.

From her observation as a social worker Golan noted that at the times of
transition the family as a whole as well as individuals within it demonstrated a
vulnerability to pressures from within and without. At other times these could be
successfully overcome had it not been for the concomitant changes in roles and
responsibilities. Murphy (1987), although criticising some of the claims of the
life cycle approach, identifies one of the main justifications for the family life
cycle as being that of its circular nature. No matter at what point it is considered
there is always relevant history in either the near or distant past to be taken into
account by those involved in helping families.

Carter and McGoldrick (1989), using the evidence of family stresses
occurring around life cycle transition points which have a continuing impact on
family development, have illustrated the roots of stress in a family with their
horizontal and vertical stressors. Their model identifies horizontal stressors
moving through time and including:

* the developmental stressors concerned with life cycle transitions;
e unpredictable stressors, for instance chronic illness, untimely death, war,
accidents.

The vertical stressors are the transgenerational issues which are passed down the
generations, including family attitudes, myths, secrets and expectations. Both
the horizontal and vertical flow of stressors are set in the social context of
experience of the extended family, community, work and friends and the wider
setting of culture, politics, economics, religion and ethnicity. If at any point
there is intersection between the vertical stressors of transgenerational issues and
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the developmental horizontal stressors then there can be an expected rise in
anxiety levels within the family. The social context can have a positive or
negative impact upon family development depending on circumstances. Some of
these stressors which increase vulnerability will be highlighted in succeeding
chapters.

Criticism has been levelled at life cycle theories from a variety of sources.
The principal flaw identified is the overly normative view of family
development focusing on the nuclear family, even if it is within a
transgenerational context. Many families do not conform to the family life cycle
model. The chronology of family events may be different. A child may be born
before marriage, some stages may not be reached, as in the case of childless
couples, or death, and marital breakdown may prematurely end the stages
(Murphy 1987). Another major event may be the blending of families impacting
on the transitions of the normative family life cycle.

The overly normative focus has been to some extent addressed by Carter
and McGoldrick themselves, who in 1989 produced a second edition of their
book in which some of the variables that change the life cycle such as chronic
illness and death, and comparative work on the impact of lower income and
professional income on life cycle processes are introduced. There are also
additional stages associated with divorce, single parenthood and remarriage.
This certainly has addressed many of the criticisms but is still not all inclusive.
Robinson (1991) has an interesting observation that since divorce is the wish
of at least one of the marriage partners but not usually the wish of the children
then for some time the requirements of the parental and children’s systems
may be in conflict. Carter and McGoldrick’s additional stages related to
divorce can then be viewed as being more marital and parental as opposed to
family oriented.

Family systems nursing

The family developmental life cycle remains a useful tool for developments in
family nursing theory. Central to the following chapters looking at family
systems nursing is the adaptation to the nursing sphere of the general systems
theory and cybernetics which complement family developmental theories. Vetere
warns against applying an approach which has technological roots to explaining
social behaviour unless there is a development of ‘a theoretical language
adequate to the task of describing and explaining interaction in families’ (Vetere
and Gale 1987:32). The following chapters demonstrate that family systems
nursing and its application in a variety of clinical areas has gone some way
towards this development.

Robinson argues too that a family systems approach is more open and
extended in its application than the exclusive use of the life cycle theories. She
devises a reformed, extended systems model with the hierarchy which allows the
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inclusion, as an integral part of the family system, of previously married
now divorced, former spouses, couples where one or both have been
divorced, or lost a previous partner through death and have remarried or
remained as single parents. These would also include intergenerational
expectations of behaviour as between ‘parents’ and children; and also the
newest and the most vulnerable developing ‘collusive’ partnership
relationship between parent and step-parent.

(Robinson 1991:26)

The boundaries of such a family system must be more diffuse than those of the
nuclear family, with the inclusion of stepchildren and half siblings as well as
both grandparents and stepgrandparents. She identifies relevant areas for such
families as being the need to work through constructs of family meaning,
images and ideas given to notions of marriage, remarriage, parenting and
stepfamily. This is required because they are only shared by family members
with the same family history and therefore generally need renegotiation to
enable the family to move forward. Robinson also sees ‘life scripts’, i.e. how
individual members see themselves in terms of roles and social actions, as
needing some renegotiation in order for all members to accommodate each
other. Knowledge of Robinson’s framework would enable nurses working
with blended families, in whatever context, to understand some of the issues
which can impede family health and thereby offer appropriate help and
support.

FAMILY AS A PUBLIC AND PRIVATE INSTITUTION

The powerful image of the nuclear family has already been referred to several
times. Oakley (1982) highlights the difficulty in saying what the conventional
nuclear family is, but it is easier to demonstrate what it is not. She identifies that
differences from expected norms such as child or wife abuse can often be kept
hidden within the family. Since the ideology and practice of the family requires
it to be seen as a private institution, boundaries are to varying degrees selectively
kept secure from outsiders. Broderick (1993) discusses this principle of privacy
and its perceived value to current western societies. He applies Goffman’s
(1959) observed ‘frontstage’ and ‘backstage’ behaviour of staff working in a
hotel to that of the family, demonstrating the strategies used with outsiders—
those of loyalty, discipline and circumspection. These are all influential in
preserving the normality of a family to outsiders. Oakley (1982) shows that it is
only when family life is threatened by events such as death, chronic illness or
desertion that this becomes threatened. Nurses in contact with families at such
times may become aware of the ‘backstage’ behaviour. They are in a position to
support families through these events, enabling them to find their own coping
skills but at the same time having regard to the integrity of the family. Working
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with the family as a unit rather than with individual members may facilitate
strategies for change if there are destructive elements in the family’s private
behaviour.

Families and family values are always perceived as being a legitimate
reference point for political leaders of all persuasions.

It is the public dimension of family life and its importance in the public

arena which also makes it possible, in my view, to go on using the rather

vague and ideologically loaded term ‘the family’ in serious debate.
(Finch 1989:4)

Frequently these debates extolling family virtues and values justify government
policies which restrict state provision of support to the family. Instead family
responsibility and support to its members are seen as superior. Space here does
not allow for full discussion around these issues and the implications for the
family. There can be no doubt, however, that policies have a tendency to support
the conventional family which given the current diversity in family styles can
result in discrimination against some families.

FAMILIES IN BRITAIN TODAY

In the following chapters family nursing will be considered with both theoretical
and practical applications and with only a passing concern for the changes in
composition of British families today. It is still useful to be aware of how family
composition is changing in order to have a mind to the wider context of society
as a whole.

It is possible to be under the impression that the family today is in terminal
decline if all that one reads in the popular press is to be believed. A closer look
behind the headlines reveals that what is understood to be under threat is the
traditional two biological parent household with dependent children, the nuclear
family.

Many reports have been grossly exaggerated and other demographic features
of a changing population structure have not been considered. Utting (1995)
refers to a Sunday Times article of 7 March 1993 reporting on the latest census
figures with the declaration that ‘the abnormal family has now become the
norm’. He identifies that the cause of confusion here is that although there has
been a decline in the proportion of two-parent households they have always
been in the minority over the last thirty or more years as shown in earlier
censuses. The explanation is to be found in the rise of the number of households
where there are no dependent children rather than in the growing number of
one-parent households.

The General Household Survey of 1992 (Office of Population Censuses and
Surveys 1994) indicates that eight out often children will still experience life in
a two-parent household. These figures also include approximately eight per cent
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of dependent children living in stepfamilies, but the majority of children still live
with both their birth parents.

It is, however, increasingly apparent that a growing minority of children will
experience life in a family that is headed by a lone parent, usually the mother,
before they reach adulthood. A popular misconception is that the majority of
these mothers are single women. Their numbers are growing faster than other
groups, the figures for which seem to have stabilised at the beginning of the
1990s, but divorced, separated and widowed mothers still constitute the
majority.

Marriage therefore is still popular in Britain today although declining in rate.
This is also evidenced in the fact that the remarriage rate continues to increase,
so much so that 36 per cent of marriages occurring within a year in the UK are
likely to be a remarriage for at least one of the partners (Utting 1995, Office of
Population Censuses and Surveys 1994).

The divorce rate in remarried couples is higher than for the general
population. There are many factors involved in this but the additional stresses of
a reconstituted family may make them more vulnerable to breakdown, for
instance the parent-child bond predating the marital bond can lead to step-
parents competing with their children for primacy with their spouse. Dimmock
(1992) notes that too often the blended family is cast in the mould or ideal of the
nuclear family. Indeed, many of those involved are keen to view it in that light.
Remarried families can often be struggling with unresolved emotional issues at
the same time as coping with family transitions. Carter and McGoldrick (1989)
also note that society offers the choice of two conceptual models, that of the
nuclear family or the wicked step-parent (mostly stepmothers) of fairy tales. The
family systems model allows accommodation of a family with less rigid
boundaries. A nurse, perhaps in the role of health visitor, with an understanding
of family systems and family nursing could provide valuable support and help
for these families to work through some of the issues involved.

Although rates of cohabitation are steadily rising it usually is a precursor to
marriage or separation. Another influence on the popularity of cohabitation
before marriage is the tendency today to postpone parenthood so that a period of
career building and work experience for women is achievable prior to family
building. This is more important today with the changing employment structure
and the increasing reliance of families on two wages (Clulow and Mattinson
1995).

Despite the high profile of immigration in political terms and in the media
only 5.5 per cent of the total population belong to ethnic minority groups.
According to the Office of Population Censuses and Surveys (1993) 47 per cent
were born in this country. There are variations in patterns of marriage,
cohabiting, lone parenthood and divorce between the ethnic groups; for
instance, there is a higher proportion of lone parents within the Black population
and they are less likely to be found in the Asian community. However, as Utting
(1995) states, we cannot yet be certain as to the degree of cultural influences
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affecting the family composition of ethnic minorities, and on the statistical
information alone inferences cannot be drawn.

There is another group of families which is becoming more prominent,
particularly in North America. Lesbian and gay parenting are currently topics of
hot interest as our society struggles to decide whether it will move forward on
human rights issues or attempt to retrench and move back into a mythical past of
“family values” (Rounthwaite and Wynne 1995). Increasingly in the UK this is
an area of interest and debate, especially as reproductive technologies have
advanced so that it is possible for the lesbian woman to contemplate pregnancy
without a male partner. Gay men wishing to raise a family are also becoming a
focus for media interest and debate in this country. The impact of AIDS and HIV
infection have also highlighted issues concerning next of kin with gay men,
particularly within the health service and in legal terms. This demonstrates the
appropriateness of accepting the notion that, from a nursing perspective, the
family is who the individual identifies, although it may not necessarily conform
to biological or legal ways of thinking.

SUMMARY

Much of what has been discussed provides a basis for subsequent chapters.
These will develop the ideas of family systems nursing and give applications of
current and potential practice. Working with families can bring much
satisfaction and can be seen as a privilege, entering as it does into private lives.
The current climate of change, as well as being uncomfortable at times, also
brings opportunity for development in areas where nurses can demonstrate
effective practice. Family nursing is one of these areas.
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Chapter 3

Coping with transitions
Crisis and loss

Dorothy A.Whyte

Crisis can lead to the stars as well as to the grave.
(Parkes 1971)

In this chapter psychosocial transitions are considered, using the writing of
Parkes (1971) and Golan (1981) as a theory base. The contrast is drawn between
normal developmental transitions in the family life cycle and transitions which
demand a substantial re-ordering of the individual’s life. The impact of such
crises on family functioning is examined.

In order to resolve a crisis, an individual—and subsequently a family—is
required to utilise coping mechanisms. It is particularly when faced with a crisis
for which the individual cannot find a coping response that intervention can be
most useful. Study of the family experience of crisis is therefore important for
nurses. Anticipation of loss, experience of loss and moving towards resolution
and re-investment of energy is a trajectory experienced inevitably during
transitions. The potential for family nursing to sustain individuals and families
as they move through such experiences is introduced.

PSYCHOSOCIAL TRANSITIONS

Naomi Golan’s work on transitions in adult life, written primarily as a guide for
practising social workers, has much to offer a consideration of psychosocial
aspects of nursing. She defines transitions as:

a period of moving from one state of certainty to another, with an interval
of uncertainty and change in between.
(Golan 1981:12)

While some transitions occur in orderly sequence across the developmental
lifespan, as discussed in Chapter 1, others are unanticipated. The suddenness of
the event, the degree of loss to the individual and the extent to which life is
changed by the situation are critical factors in assessing the impact on
individuals and families.
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Golan’s work drew on earlier thinking by Colin Murray Parkes, who argued
that a psychosocial transition may be experienced ultimately as a gain or a loss,
depending on a person’s perception of the final outcome. He defined
psychosocial transitions as:

those major changes in life space which are lasting in their effect, which
take place over a relatively short period of time and which affect large
areas of the assumptive world.

(Parkes 1971:103)

Life space was described as all the people and possessions which make up an
individual’s familiar world. The assumptive world was the term he used to
describe ‘the only world we know and includes everything we know’. Parkes
observed that it was the nature of an affectional bond that it resisted
severance—and many life changes required the severance of affectional
bonds. The impending change could threaten to overwhelm and destroy us.
From his experience in clinical psychiatry and research he observed
avoidance and depression as the two main alternatives to acceptance of
reality.

The concept of affectional bonds emerges from Bowlby’s work on
attachment theory, argued by Marris (1991) to be central to the understanding of
human interaction and social relationships. Attachment evolves as an interaction
between a unique child and its unique parents, through which each learns how to
manage the relationship. In Bowlby’s words:

no variables...have more far-reaching effects on personality development
than have a child’s experiences within his family: for, starting during his
first months in his relation with both parents, he builds up working models
of how attachment figures are likely to behave towards him in any of a
variety of situations, and on those models are based all his expectations,
and therefore all his plans, for the rest of his life.

(Bowlby 1973:369)

Marris goes on to argue that whether we tend to see order as natural and secure
or chaotic and destructive is largely determined by our childhood experience of
attachment. This has huge implications for parenting and for those who attempt
to provide professional help or support to individuals and families passing
through transitions.

Transitions are a legitimate and important area of interest to nursing.
Midwives and health visitors are in contact with families through the anticipated
transitions from partnership to parenthood. Nurses work with families facing
unanticipated, usually unwelcome, transitions involved in coming to terms with
illness or handicap in a family member. Such transitions have the characteristics
of crisis.
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CRISIS

Crisis was defined by Caplan as:

what happens when a person faces a difficulty, either a threat of loss or a
loss, in which his existing coping repertoire is insufficient, and he
therefore has no immediate way of handling the stress.

(Caplan 1961:41)

It is a condition marked by discomfort and disequilibrium. Parry (1990)
described crisis as being characterised by distress, and a sense of loss, danger
or humiliation. The individual has a sense of the uncontrollability of events
and of uncertainty about the future. Distress continues over a period of time.
Family crisis occurs ‘when the family can no longer access and utilise its
resources in a way that controls and contains the forces of change’ (Joselevich
1988:273).

In teasing out the differences between individual and family crisis, this
writer acknowledges that a crisis will touch all members of a family, but affect
each one differently. Each individual is likely to be unable to move on to new
stages in their developmental life cycle until the crisis is resolved. Where
families are experiencing long-term or cumulative stress, individual health and
development, and the accomplishment of normal transitions, can be seriously
threatened.

Joselevich writes from a background of experience with families in Argentina
who suffered immensely during the years of a repressive regime which totally
violated human rights. Tragedies occur in nations as well as in families, and
nurses are often drawn in to work with people whose lives as well as bodies
have been shattered by crisis. Whether dealing with the immediate crisis or
offering help during the long road to recovery, understanding of family
transition, crisis and coping with long-term stress should expand our empathy so
as to make our response more effective.

The relationship of individual to family crisis was demonstrated in early work
by Reuben Hill. He studied the impact on families of the task of reintegration of
a husband and father after an absence on active service. Hill (1949) concluded
that, since each family is to a large extent a closed system, the impact of a given
situation on its structure will differ in some ways from the impact of a similar
situation on another family’s structure. The resources which a family brings to
meet the situation differ greatly, and the definition each family makes of their
situation also differs. Some families may treat the situation as a crisis while
others regard it as the kind of exigency that all families must face. In a study of
families caring for a very low birthweight baby, McHaffie (1988) again found
that stressors became crises in relation to the family’s definition of the event.
What was viewed as harmful or damaging by one family was seen to confer
prestige by another. A family’s definition of an event, she contended, reflects a
combination of its value systems, its previous experience and its coping
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strategies. Hill (1949) also stressed the importance of a family’s experience over
time, in that successful experience with crisis was seen to test and strengthen a
family, while defeat in crisis was destructive and tended to be repeated.
Matocha’s moving study of caring for persons with AIDS also found that carers
reported higher levels of well-being and of improved coping strategies after the
death than their pre-AIDS level (Matocha 1992).

Pittman’s detailed work on crisis takes the discussion further. He postulated
that the term emergency is more accurate than crisis when there is a subjective
sense of danger, or of impending disaster, where the appropriate response is to
call in outside help to avert, or deal with, the disaster (Pittman 1988). From
work begun in the 1960s studying crises which led to requests for psychiatric
hospitalisation he elaborated four types of crisis, claiming that only the first,
the ‘bolt from the blue’, held the characteristics attributed to crisis by the
earlier workers in the field. The other three were ‘developmental crises’,
relating to difficulty with a predictable stage of family life cycle, ‘structural
crises’, referring to the ‘crisis prone’ pattern of disrupted family life, and
‘caretaker crises’ in which the family becomes dependent on helpers outside
the family, who may by their own behaviour trigger a crisis. The four types are
briefly described as an aid to understanding the family experience.

The bolt from the blue crisis

This is the unexpected event, unpredictable, arising outside the individual and
the family system. Natural disasters, fires, accidents, diagnosis of serious illness,
loss of a child all fall in this category. Pittman claims that families usually adapt
fairly well to such crises, perhaps because they feel little guilt and receive
considerable support, from each other and from all around. Perhaps it is because
nurses are heavily involved with families dealing with such crises, and to some
extent are sharing the pain, that Pittman’s suggestion that these crises are less
threatening and easier to deal with than the other kinds of crises seems
unfounded. His claim, however, is essentially that these are not the kinds of
crises which come to the attention of family therapists. This helps in some way
to delineate between family therapy and family nursing.

Developmental crises

These are the crises—or transitions—which form a predictable pattern in the
family developmental life cycle. While they may be commonly experienced,
they may be little discussed within the family, and the individual can feel
confused and isolated. An example offered by Pittman is that of early adolescent
homosexual experiences which may heighten fears of homo-sexuality,
continuing until the first successful heterosexual experience and possibly after.
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Health visitors and nurses in long-term supportive relationships with families
may well be consulted about various developmental crises, when there is
consequent disequilibrium due to changing patterns of interaction among family
members.

Structural crises

In some families there is a defect in family structure which makes it resistant to
change and predisposes it to conflict. Here the stress arises essentially from
within the family system, although it may appear to coincide with a
developmental crisis or a bolt from the blue. Careful history-taking may reveal
that the same kind of crisis repeats itself over and over again, regardless of the
stressful event. Such families may contain an unstable member—one who
abuses alcohol or drugs, is violent, or mentally ill. Others may carry a shameful
secret which makes openness and honesty in the family impossible. Others may
have problems of imbalance of power, for example where in-laws persistently
interfere with and undermine parental decision making, disabling the parents in
the eyes of their children. Such families have recurrent crises, each one calling
for someone to intervene and protect the family from having to take
responsibility for changing its own defect. In this situation it is crucial for nurses
to recognise what is happening and to resist the implicit demand to protect the
family from change.

Caretaker crises

These are the crises which readily occur in families with a structural defect who
have developed a support network of friends or professionals who get into a
caretaker role in order to give help and support. The family may become
increasingly dependent on this individual, and the caretaker crisis occurs when
the person moves to another job, or is unavailable, or shifts focus and attempts
to cure the family rather than protect it. The warning here for nurses is clear.
According to Pittman, the therapist who makes him/ herself indispensable is
dangerous. There is a distinction, however, between being available and being
indispensable. There are many situations in health care where nurses should be
available to families on a long-term basis. The potential problem, however, of
shifting from support in a protective sense, which may be counter-productive, to
support in the sense of encouraging active change is one which will be more
fully discussed in the final chapter.

In summary, change has been described as an inescapable part of human
development. It may be experienced as an expected and welcome transition or as
an overwhelming threat of crisis proportions. Any transition affecting an
individual has some effect on the lives of his or her family members. Health
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needs are frequently related to transitions. Nurses, because of their commitment
to care for people with health needs, must take transitions, and the family’s
definition of that transition, into account when assessing patients or clients and
planning nursing intervention.

LOSS

In the foregoing discussion of crisis, reference has been made to the concept of
loss, since actual or anticipated loss of some kind is essentially part of the crisis
experience. It is, however, a more pervasive and enduring aspect of human
experience than crisis, which is inherently time-limited. Mander (1994)
discusses the usefulness of loss as a non-specific term which is appropriate to a
wide range of situations in which grieving is a natural response. The range can
encompass major losses such as the death of a loved one or the loss of self-
esteem experienced when personal goals are not achieved or not recognised by
others. There is a note of caution here in that the word loss can imply
carelessness, as in losing a possession, and its use has been known to cause
painful anger in bereaved people, feeling that the death they are grieving could
have been prevented had they been more careful.

The term grief work is often used to describe the process of grieving a loss
(Murgatroyd and Woolfe 1982). This process has been described in relation to
individuals rather than to families, and it is perhaps peculiar to the nature of loss
that it is a very individual matter. How each individual in a family responds to
the death of a family member is unique to that individual’s emotional make-up,
their relationship with the deceased and their relationships with others.
Nevertheless, the way in which each individual reacts will have some impact on
other family members as they attempt to come to terms with their loss. In the
following discussion, much of the work which has been done relates to
individual experience, but family dimensions will be inferred and developed.

Consideration of loss again brings us back to its necessary precursor,
attachment. Even used in its looser sense, the sense of loss is in direct
relationship to the value or importance of the lost person, possession or dream to
the one who is experiencing the loss. The focus of our discussion, however, is
loss in terms of human relationships. The development of attachment theory,
building on Bowlby’s work, has created an integrated body of knowledge about
human emotions (Grossman and Grossman 1991), although much remains to be
explained. Bowlby contended that early attachment-related experiences were
ultimately transformed into inner representations which have predictable
implications for stressful interpersonal experiences later in life (Bowlby 1973).
Secure attachments in early life encourage a reasonable degree of trust in
oneself and in others.

Parkes (1991) suggested that a lack of ‘self-trust’ or ‘other-trust’ would be
likely to lead to problems at times of loss or change. His detailed study of 54
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adult patients referred for psychiatric help following bereavement showed the
importance of prior losses to the vulnerability of those bereaved. Parkes saw
relationships too between types of parenting and the reactions of those parents’
children to bereavement in adult life. Further research is needed before these
relationships could be claimed as strongly predictive, but the suggestions may
be useful for those attempting to help individuals who are experiencing
particular difficulty in coming to terms with their grief. Some of the suggestions
accord very well with ‘common sense’, i.e. that anxious and conflicted parents
predispose their children to react to bereavement with symptoms of insecurity
and extreme anxiety. Conflicts between parents during childhood were thought
to increase the risk of marital conflicts for the children in their marriages, and to
increase the difficulty of grieving when the parents died. Perhaps less obvious
was the finding that absent or rejecting parents predisposed their children to
depression after bereavement (Parkes 1991).

An inescapable conclusion from the work of Bowlby and those following
him is that relationship conflicts and losses can have a profound effect from
one generation to the next, and possibly beyond. An encouraging point to note
is that treatment of the individuals in this study appeared in most cases to be
neither lengthy nor difficult. Over half required only one or two interviews.
While accepting the reservation that there was no way of knowing whether
those who had attended only once had benefited or not, Parkes stated that most
of the remainder were thought to be better, and none worse, at the end of
therapy. An excerpt from his case study illustrates the value of taking a family
history.

The patient, at the age of 41, lost her elderly father and mother within
eight months of each other. (At the time of referral) she had lost
confidence in herself and was extremely anxious and tense, sleeping badly
and inclined to panic. She had no previous psychiatric problems....

She was seen only twice. Initially she told the medical student who
took her history that she could not remember her childhood and she was
clearly attempting to avoid thinking about the distressing circumstances of
her life. Before long, however, she was pouring out the story...and
expressing a great deal of ambivalence and guilt about both of her parents.
Subsequently she felt very much better....

Her husband was inclined to blame her eldest sister for upsetting her,
but it was important to point out to him that he did not need to overprotect
her and the patient was surprised and proud to acknowledge that she is
tougher than she seems.

(Parkes 1991:287)

The final paragraph above illustrates the therapeutic importance of the systemic
approach discussed in Chapter 1. The therapist made the couple aware of an
interaction pattern which was disabling for the patient, and by labelling it
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allowed her to break free from it. A deceptively simple technique was used, with
powerful effect.

Taking a family life cycle perspective on loss, Walsh and McGoldrick too
stress the importance of trans-generational issues and the potential for
unresolved losses to impact on family functioning. They freely acknowledge the
variability in the predictable patterns of adaptation of families to life cycle
transitions, but argue for the usefulness of the life cycle framework in
‘organising the overwhelming complexity of family life into meaningful patterns
for the purpose of developing maps to guide interventions’ (Walsh and
McGoldrick 1988). The framework is described in Chapter 2. The links with
loss are drawn out further here, and the integral relationship with the family’s
cultural context is recognised.

Four family tasks are identified:

Sharing acknowledgement of the reality of the death The importance of open
communication, sharing in the funeral and later visits to the grave or depositing
the ashes assist in accomplishing this task. Attempts to shield children or
vulnerable members are likely to interfere with resolution of the loss and to bury
feelings which will re-surface and cause problems later. This is well illustrated
in a case study offered by Mander (1994:103) in her discussion of perinatal loss
and its effect on family members. One woman recalled how, as a ten-year-old in
a large family, she was involved in the preparations for the birth of a new baby,
but the fact that the baby died at birth was never explained to her. She eventually
overheard her older sister telling a shopkeeper what had happened. The possible
interpretations she then put on the silence surrounding the event—that perhaps it
didn’t matter, or perhaps death was too awful to be spoken about—indicate
clearly the importance of open communication in families.

Sharing the experience of the pain of grief Mutual acceptance of a range of
mixed feelings, from anger and disappointment to relief and guilt, is needed,
and may be difficult to achieve, particularly when partners are reacting
differently to intensely painful feelings. Loss of a child is seen as a uniquely
painful experience. It is untimely, reversing the natural order of things in
modern western society (Schmidt 1987). The inability of parents to protect
their child from suffering and death is incongruent with their commitment to
care and may be seen as the ultimate failure of their parenting. It is perhaps
not surprising then that, as discussed below, this loss poses a particular threat
to family integrity.

Reorganising the family system A family which has been thrown into
disequilibrium by the loss may find short-term solutions in order to regain
stability. Roles need to be re-allocated to compensate for the loss and to allow
the family to move on. Parkes and Weiss (1983) refer to this stage as a
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requirement to change the individual’s ‘model of the world’ to match the new
reality. Their seminal study of young widows and widowers recovering from
bereavement suggested that a good outcome following the loss of a spouse
was associated with a long forewarning of death, a marriage low in conflict
and a relationship in which each partner had maintained a level of
independence.

Re-investment in other relationships During the mourning process relational
bonds have to be undone, the lost relationship reviewed and emotions freed for
re-investment in life (Raphael 1984). Resolution of the loss requires a
reintegration into life with new and satisfying attachments valued in their own
right. The duration of the process of mourning is likely to vary for different
family members and in relation to the nature and timing of the loss. For this
reason it is difficult to conceptualise this fourth stage as a task for the family as
a whole, in the same way as one would for the individual who is coping with
bereavement. Nevertheless it is likely that for all family members there will be a
period, of varying length, in which their ability to engage in new relationships or
new pursuits will be ‘frozen’, while emotional energy is being used to deal with
the pain of loss. Unless grieving becomes pathological, each member will
ultimately achieve the needed resolution. Where there is a wide disparity
between family members in reaching this stage, particularly between the marital
couple, there is potential for conflict.

Loss of a child is possibly the most difficult loss for families to deal with.
Bowlby’s work on loss documented the high casualty rate for individuals and
for marriages. He made the point that the outcome of the bereavement:

turns in great degree on the parents’ own relationship. When they can
mourn together, keeping in step from one phase to the next, each derives
comfort and support from the other and the outcome of the mourning is
favourable. When, by contrast, the parents are in conflict and mutual
support absent the family may break up and/or individual members
become psychiatric casualties.

(Bowlby 1980:121)

The importance of the marital couple being able to ‘travel together’ through
painful transitions was seen to have deep significance in my own study of
families caring for a child with cystic fibrosis (Whyte 1994). The coping
strategies used by one individual impact on the others. In particular, denial was
seen to be protective for the individual but maladaptive for the family unit. In
the final section of this chapter the importance of coping strategies in dealing
with life events is examined.
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COPING

Parry (1990) isolated two broad headings as useful to a consideration of coping:
coping with the feelings and coping with the problem. She suggested that, in
those crises where part of the suffering is being aware of an inability to control
the situation, finding ways of dealing with the acutely uncomfortable feelings of
panic or despair this causes is a central part of coping. Parry’s very practical
book includes discussion of the fundamental value for humans of talking about
our distress to others. She argues that it is not giving advice or practical help that
counts so much as the ability to stay with the person as they experience—and
through the telling re-experience and gradually reduce—profoundly distressing
and frightening emotions.

The process of ‘self-talk’ which Parry describes accords with the notion of
appraisal propounded earlier by Richard Lazarus and colleagues. He saw coping
as any attempt to master a new situation that appears potentially threatening,
frustrating, challenging or gratifying (Lazarus et al. 1974). Coping is a dynamic
process, since it is initiated by change and is integral to resolution of crisis and
adaptation to loss. Essentially, Lazarus argued, coping represents a transaction
between the individual and his environment. In the context of family nursing,
the family can be seen as the immediate environment of the individual, but the
dynamic nature of the interaction is evident in the effect on the family brought
about by an individual’s crisis. This is well illustrated by a vignette from a case
study of a family whose baby son was diagnosed as having cystic fibrosis. The
child’s father refused to accept that there was anything wrong with his son. The
mother said:

I couldnae have went to the shops and left Bill to feed him. He’d have fed
him, but wouldn’t have given him the tablets. (He’d have said) “What fur?
He doesnae need it.” I can understand it now. I couldnae then. I really
hated him then.

(Whyte 1994:78)

This husband’s denial of his only son’s diagnosis protected him from
unbearable emotional pain, but jeopardised the child’s health, threatened the
marriage and caused waves of distress for his other children. The sister next to
the affected child, though nine years older, looked back on this time:

My Dad wouldnae believe that he had cystic fibrosis, like it was his first
laddie and he couldn’t take it in. Every time my Mum said he wasnae
weel, my Dad would start shouting. That’s when I realised what was going
on...my Dad saying there was nothing wrong wi’ him and my Mum
giving him all they tablets, like who do you believe? That was hard, like at
night hearing your parents arguing about it.

(p- 80)
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This father’s reaction demonstrates the deleterious effect of a natural avoidance
reaction on other members of the family system. Dealing with crisis, change and
loss reflects coping skills built up through life experience.

Bailey and Clarke (1989), drawing on the work of Lazarus, classify coping
methods as direct, indirect and palliative. Examples of each are drawn from the
case studies of families caring for children with cystic fibrosis (CF) (Whyte
1994).

Direct coping implies reality-based efforts to deal with the demands of the
situation by direct action, with a view to reducing the demand or threat. A father
who had already lost one child at 17 months with CF said to his wife who was
carrying their next child:

We’ve had first-hand experience of CF, so if it’s a CF child, at least we
know what to expect and what to do. So it’s not going to be such a big
shock to us.

(p. 148)

This father was demonstrating the efficiency described by Frude (1990) as
enabling a family to meet a potential crisis and protect themselves from the
threat of disruption and destabilisation which it presents. Some families appear
to be strengthened through coping with adversity, seeing themselves as
competent in controlling events and maintaining stability, while others whose
previous attempts at mastery have been unsuccessful may conclude that they are
ineffectual and that events are essentially uncontrollable.

When, much later, the family did have to cope again with cystic fibrosis he
sought information whenever a new treatment was commenced, and his son
showed similar direct coping skills.

Indirect coping is used in challenging situations which cannot be changed,
e.g. the presence of a life-threatening illness. A mother was asked how she
coped with the ‘why us?’ question and she replied:

I thought, well Willie is special, and...he’s there because God knew he’d
be looked after in this family, and that’s how we’ve got him...an’ that
helped me.

(p. 80)

This way of changing her perception of the event gave a new sense of value and
meaning in the painful experience and no doubt contributed to the strength and
resourcefulness which she displayed on coping with cumulative family stresses.
It is one way of ‘reframing’ an event, i.e. changing its meaning without
changing the facts. Interestingly, one of her daughters gave a very similar
response to the question, and she was the one identified by the mother as being
able to take over if ever she was unable to carry out her son’s treatment regime.
An ability to endow their experience with meaning was seen to be associated
with a high level of family functioning in Venters’ (1981) study of families with
a child who had CF.
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Falliative coping similarly does not change the problem, but may temporarily
reduce the feelings of threat to the individual. An example of palliative coping
was given above, in the behaviour of the father who bought himself time by
denying his son’s illness, with dire effects on the rest of the family. Drinking
alcohol may similarly have unwanted consequences yet provide a valid form of
coping for the individual. Murgatroyd and Woolfe (1982:24) gave such an
example of a mother with a severely disabled child saying, ‘It’s the only way I
can blunt the feelings that are fighting inside me.” Behaviour which objectively
would not appear to be helping the situation, may in the short term at least be
the only way the person concerned can maintain some kind of equilibrium. The
concept of coping is important across a range of nursing contexts, particularly
where patients and families are dealing with threatening situations. McHaffie
(1992) argues that an understanding of coping mechanisms is essential for safe
nursing practice.

Two nursing studies are chosen here to illustrate forms of coping when
families are living with cancer. A study by Krause (1991) looked at the coping
skills used by 123 persons who had been diagnosed as having cancer. These
included ways of coping with the problem, such as seeking information on
cancer and its treatment and ways of coping with the feelings, such as
comparison with people who had recovered from cancer. Support from family
members was seen as crucial, there was conscious effort to maintain hope, and
for some respondents help in religious beliefs.

A study of husbands living with their wives undergoing chemotherapy
described a process of ‘buffering’ which involved adopting strategies to reduce
the threat to the wife’s well-being, to alter her perception of the threat or to
encourage her in coping. Husbands took on a ‘doer role’, looking after the
wife’s physical needs, following her instructions in carrying out domestic tasks
and taking care of the children (Wilson and Morse 1993). A ‘protector’ role
required constant vigilance in watching the wife’s response to chemotherapy
and her interactions with others. In dealing with their feelings husbands saw
maintaining control of their feelings as of primary importance; death was
apparently never discussed between spouses. There was evidence of palliative
coping in excessive drinking and smoking, and more positively in taking
exercise. As is so often the case for those facing the threat of loss, husbands
focused on the present, rather than making long-term plans.

The notion of keeping control, and having a sense of mastering a situation, is
central to the concept of coping. A question which naturally arises is: how is it
that some families are devastated and unable to function normally following a
major crisis, while other families develop new strengths and grow through the
experience? The concept of family hardiness offers some explanation. In their
work on children with developmental disabilities, Failla and Jones (1991)
attempt to extend their earlier work on individual hardiness to the family. They
identify four components of family hardiness:
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e a sense of control over life events;

e aview of the situation as a challenge, providing opportunity for growth;

e co-oriented commitment, i.e. a family’s active orientation in adapting to
stress;

» confidence, the family’s ability to meet life experiences with interest and to
find meaning in them.

The results of their study, which involved 57 mothers of a developmentally
disabled child completing a series of questionnaires and inventories measuring
family hardiness, coping, social support and family functioning, showed that
family hardiness could act as a resistance resource which diminished the effects
of stress and increased the use of social support. A weakness of this study,
acknowledged by the authors, is that only mothers were questioned; an
understanding of family, as opposed to individual, hardiness does require that at
least the parental dyad participates in the research.

These ideas certainly have a resonance for me in reflecting on the four
families with which I worked so closely over a five-year period. The family
whose child was most seriously ill demonstrated all four components and
weathered many storms which would have shipwrecked less hardy families.
The couple endured the loss of their first child, confrontation with the
implications of inherited illness, diagnosis of cystic fibrosis in their son,
recurrent serious illness and admissions to hospital, and the fearful challenge
of heart-lung transplant (see the Dean family profile, Whyte 1994). There
seems to be a clear link with the coping skills of family members and the
ability of the family to survive as a unit, to achieve healthy life-cycle
transitions and to maintain a sense of control and hopefulness in the face of
threatening life events.

HELPING FAMILIES IN CRISIS

In thinking about ways in which nurses might help families in crisis or engaged
in grief work, it might be helpful to return to Hill’s early work and look at what
he described as ingredients of family success. These were (Hill 1949):

* recognition of the interdependence of all members upon one another;
 satisfaction in playing one’s role in the family;

* sharing of home management duties among all family members;
 flexibility when facing new situations;

» adequacy of intra-family communication;

* opportunities for growth and development in the family milieu.

It is suggested that these apparently simple factors are critical to family health
and well-being, and that while much is taken for granted in the busyness of
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family life, the absence of one of these ingredients for any length of time will
have a detrimental effect. The deficiency is likely to be thrown into sharp relief
when the family is faced with the threat or challenge of a crisis situation.

In family nursing assessment the importance of these factors is
acknowledged. By exploring patterns of activity and reactions in the family,
recognising family strengths, providing information and facilitating
communication, nurses may be able to empower families to increase their
capacity to deal with stressful events.
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Chapter 4

Chronic illness in childhood

Dorothy A.Whyte, Sarah E.Baggaley and Christine
Rutter

In this chapter chronicity is examined and the paradox of long-term
childhood illness and its effects on family functioning analysed. It differs
from the following chapters in that we are reporting original research, and
using this along with the literature review to inform our discussion rather
than a clinical case study. The merits of adopting a non-categorical approach
to chronic childhood illness are discussed and research evaluating the
efficacy of an expanded nursing role in this context is examined. It was a
growing awareness of the challenges and demands faced by families caring
for a child with cystic fibrosis (CF) which first drew the lead author to
family nursing. One of the questions raised by this study (Whyte 1994) was
how much the family experience was peculiar to CF and how much it would
be similar in other chronic childhood illnesses. This question is further
explored in this chapter, and the appropriateness of a family nursing
approach is assessed.

CHRONIC ILLNESS

The prevalence of chronic illness in childhood is difficult to estimate since there
is no central data-base. The recent Government publication The health of our
children (Botting 1995) bears evidence of this as the estimates of childhood
morbidity have to be inferred from available statistics on specific conditions.
The OPCS survey on disability in childhood carried out in 1985/ 6 (Bone and
Meltzer 1986) remains the most useful overview; it reported 3 per cent of
children with a high level severity disability. The measures used related to
difficulties with mobility, activities of daily living, behaviour and intellectual
functioning. Chronic illness per se was not studied, and it is a concept which
only marginally connects with disability. Indeed, opposing views of disability,
from the medical model which informed the International Classification of
Diseases (ICIDH) to the social model underpinning disabled people’s fight for
civil rights, have come into sharp conflict in recent years. Hutchison (1995)
argues for a larger model which would combine the concepts of the ICIDH with
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the experience of disabled people. He suggests that the term disadvantage gives
a better sense of a disabled person’s difficulties in society than handicap.
Hutchison recognises the need of children and their families to have a major role
in defining their own disability. It is not an easy task, and chronic illness has
characteristics which add to the complexity. These characteristics are elucidated
in this chapter.

Eiser’s work on chronic illness in childhood and adolescence is immensely
valuable. She estimates that the total incidence of chronic childhood disease is in
the order of 10 per cent, though a considerable variation in severity is
acknowledged (Eiser 1990). Asthma accounts for approximately half of this
figure, and in itself encompasses a wide range of severity, while other conditions
such as muscular dystrophy are life-threatening, associated with progressive
deterioration and loss of physical mobility. Genetic factors may be significant in
relation to the parents’ perceptions of the illness, fostering blame and guilt,
thereby putting a strain on the marriage (Rolland 1988, Whyte 1994).

Eiser holds that chronic disease in childhood ‘is a diagnosis that affects the
whole family’ (Eiser 1990:74). While she found no evidence of a higher than
average divorce rate in families with a sick child, strain on the marital
relationship was apparent. She goes on to discuss the interdependence of the
responses of child, siblings and parents, and to conclude that research which
does not take account of these influences must be incomplete.

Chronicity essentially indicates the significance of time, yet awareness of
this important dimension is rarely reflected in the planning of care. Time holds
both threat and hope for families whose child has a life-threatening chronic
illness such as cystic fibrosis. Dorothy Whyte’s ethnographic study reflected
field work with families over a five-year period in which she was documenting
events and interactions in relation to the child’s illness (Whyte 1994). The
families knew of the research component of her work but accepted her as part
of the professional support team: as one mother put it, ‘like a health visitor,
but for sick children’. Life history interviews with each family member
provided a whole family perspective often missing, even in family research
(Handel 1992). Analysis of the data provided insight into the family
experience which can be usefully applied to professional practice. In the study
parents perceived the passage of time as bringing the bleak outcome nearer,
and fear of loss was nurtured by the sense of time running out. One mother
spoke of dreading her son’s birthdays:

I think it’s maybe because it brings him a year nearer...D’you ken what I
mean? I never show it. I sing ‘Happy Birthday’ and have a cake and
everything, but och, I just get a horrible feeling inside.

(Whyte 1994:90)

The uncertainty which is one of the key features of chronic illness is strongly
associated with time. Another mother said:
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I mean I know his condition is deteriorating and it’s deteriorating pretty
quickly, but no one can say, ‘Well, he’s got three weeks or he’s got three
months or three years to live’—and probably that’s going on in his mind
as well—‘How long have I really got?’

(p. 146)

Both of these sons also gave an indication of their awareness of time, one in
terms of having fought the illness for nine years and intending to continue doing
so, the other by acknowledging that he could be dead by his next birthday.

The notion that the course of chronic illness could be traced in stages has
been put forward by researchers such as McCollum and Gibson (1970) and
Harrisson (1977). Holland (1994:43) has developed the theme and incorporated
time phases in his schema of chronic illness. He emphasises the dynamic
unfolding of the illness experience over time, each phase presenting the family
with different demands and requiring different responses. He describes three
major phases—crisis, chronic and terminal—and relates these to time phases in
diagrammatic form. In Figure 4.1 Rolland’s approach is combined with that of
McCollum and Gibson (1970) as their acknowledgement that in the chronic
phase—their long-term adaptive stage—a family could be vulnerable to crisis
events because of the threatening nature of the child’s illness, was found useful.
Such a pattern of events could be traced in the four families which were studied
in depth.

Phases Crisis Chronic Terminal

Acceptance of diagnosis Exacerbation of

by each family member illness
Time line Diagnosis Death
Pre-diagnostic Diagnosis Chronic Terminal
Threat Confrontation ‘Long haul’ Pre-terminal
Crisis and adjustment Precipitating events Death-mourning
leading to crises Resolution of loss

Figure 4.1 Stages in the course of a chronic life-threatening childhood illness
(adapted from Rolland 1994)
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This schema is further explained by Golan’s proposition in her early work
that emotional crisis has four major components—the hazardous event, the
vulnerable state, the precipitating factor and the state of active crisis. The
hazardous event for families caring for a child with cystic fibrosis was the
diagnosis of life-threatening illness, compounded by the genetic factors. From
then on the families were in a vulnerable state, and it could take a relatively
minor event, ‘the straw that broke the camel’s back’, to evoke a state of
disequilibrium—crisis—in the family (Golan 1969).

Rolland speaks of the profound sense of loss and unfairness inherent in the
experience of chronic illness or disability in the young, and argues that it is one
of the most challenging situations for a family to master. Some of these
challenges are (Rolland 1994, Whyte 1994):

 the conflict for parents between their efforts to keep their child safe and well
and the child’s needs for increasing autonomy;

* the child’s need to be with its peers and engage in normal play activities;

» asense of loss experienced by parents who have gained some satisfaction and
feeling of self-worth in their caring role, when their child takes an increasing
responsibility for health;

* the potential for the demands of the child’s health problems to become the
major focus of concern in the family, distracting attention from already
troubled relationships and adversely affecting family functioning;

 the child’s need for reassurance and affirmation of his or her valued place in
the family, for realistic goals which will promote self-esteem and hope for the
future;

* the needs of healthy siblings to be reassured that the attention required by the
ill child does not equate with rejection of themselves;

* the necessity for families to learn to assert themselves effectively in their
interaction with other systems such as hospital and health care, school, social
work and their own work setting.

These challenges, and the families’ efforts to meet them, were all illustrated in
the four case studies; the addition of ‘normal’ parenting tasks of providing
food, shelter and affection, and promoting the optimal development of each
child, makes clear the extent of the demand placed on such families. Rosman
(1988) observed that sometimes the other systems with which the family
interacts could intensify the problems, e.g. by fostering excessive dependency
on the medical system and focusing on the caretaking task at the expense of
the family’s ability to establish an appropriate level of organisation, with
consequent limitations on the child’s psychosocial development. The need to
attend particularly to the emotional well-being of the ill child is highlighted by
research.

This theme was addressed by Wallander et al. (1988) in a review of the
contradictory evidence provided by previous research. Early literature, both
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small-scale clinical studies and large epidemiological surveys, suggested that
children with chronic physical disorder were predisposed to psychological
maladjustment in about twice the proportion of physically healthy children.
Later studies found less difference between children with a range of physical
disorders and controls, creating uncertainty about the relationship between
chronic physical disorder and adjustment problems in childhood. The study
conducted by Wallander et al. took a sample of 270 children, aged four to 16,
from hospital-based clinics caring for children with juvenile diabetes, spina
bifida, haemophilia, juvenile rheumatoid arthritis, cerebral palsy and chronic
obesity. Mothers completed instruments measuring child behaviour. Compared
with normative data from community children, the children with chronic
disorders were shown to have significantly more behaviour problems and a
lower level of social competence. About 10 per cent met the criteria for being
clinically maladjusted in terms of the behaviour problems identified, and 20 per
cent in terms of social competence. Comparisons between the different physical
disorders showed few differences in adjustment. They acknowledged limitations
in the study; possibly an important one was the uneven distribution of cases
across the chronic conditions, juvenile rheumatoid arthritis and cerebral palsy
together constituting 16 per cent of the sample, while diabetes accounted for 30
per cent.

In this and related studies (Cadman et al. 1987, Stein and Jessop 1982) a
‘non-categorical’ approach to chronic illness in childhood is proposed, on the
basis that there are many more commonalities than differences in the experience
of children with different medical diagnoses. Wallander et al.’s (1988) study did
not include life-limiting or life-threatening diseases such as cystic fibrosis or
leukaemia, which may have shown differences from the conditions studied.
Cadman et al., however, used a population approach, interviewing 1,869
families in Ontario and identifying a very wide range of physical disorders.
Their findings convincingly demonstrated an association between chronic health
problems and mental health or adjustment problems, although social and school
adjustment problems were increased only among disabled children. They
argued, however, that it may be important to identify more specifically the type
of behaviour/emotional problems the children were suffering from, on the basis
that different groups of children with different treatment needs may demonstrate
different patterns of mental health problems. They highlighted also the underuse
of specialised mental health services by parents of disabled children, speculating
on a difference in values between parents and professionals in relation to the
mental health of children with chronic physical conditions.

Pless and Nolan (1991), in a critical review of earlier research, tend to accept
a non-categorical approach, while noting a distressingly high prevalence of
emotional problems in children with neurological disorders. They make the
point too that, although research has shown chronic illness to be a risk factor for
maladjustment, the extent to which some illnesses or some common factors may
pose still greater risks has not yet been established. Researchers emphasise the
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importance of the consistent findings that the majority of children with chronic
conditions do not suffer from maladjustment or emotional problems. From a
nursing perspective the non-categorical approach is attractive in that it promotes
a holistic consideration of the issues involved in chronic illness, but it is
important not to close the argument to the value of specialist input from health
care professionals with expertise in a specific area of medical care. This was an
area of interest guiding the exploratory study reported later in this chapter.

While it is important to recognise that most children with chronic illness do
not develop psychiatric disorder, the stress imposed on families caring for such
children deserves equal recognition. The inter-relationships of the child’s
physical illness, family health and functioning and the child’s mental and
emotional health are complex. They were studied by Patterson et al. (1990) with
a sample of 72 children with cystic fibrosis in two-parent families. The findings
supported the view that family functioning and changes in the health of the child
with CF were related. Parental coping strategies aimed at keeping the family
integrated by doing things together and maintaining a hopeful outlook appeared
to benefit the child’s health, and the father’s support in sharing the burden was
seen as important. A negative relationship between a pile-up of stressors and
strains and child health indicators was also seen. Rosman’s (1988) work
provides fascinating insights from clinical practice of the degree to which a life-
threatening chronic illness can become intertwined with a family’s
developmental history. In Chapter 1, Figure 1.1 (p. 9 above) demonstrated from
a case study the way that an exacerbation of illness could produce a chain of
reactions through the family, escalating anxiety, guilt and stress. The importance
of taking family factors into account when treating children with long-term
illness is inherent in the argument for family nursing.

INTERVENTION STUDIES

There are few reported studies which have systematically evaluated intervention
with families caring for chronically ill children. Some very interesting work,
however, has been reported from Canada. Pless and Nolan (1991) describe three
projects over a number of years which attempted to provide support to parents
and children. One study employed non-professional workers who co-ordinated
services, provided information, help with behaviour problems and sympathetic
listening. It was found to be effective but the programme was not sustained over
time.

The second project was a controlled trial in which a paediatrician and a
paediatric nurse practitioner provided a package of home care for a period of 6—
11 months. The results showed statistically significant gains in measures of
personal adjustment for the children receiving home care as opposed to the
standard care given to the control group. The long-term effects of this trial are
reported by Stein and Jessop (1991) and provide further evidence of a positive
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effect on the children’s psychological outcome, mothers’ psychiatric symptoms
and mothers’ satisfaction with care. The longitudinal study suggests too that
results of such an intervention may strengthen over time, particularly impressive
in view of the fact that the children in the study group were by this time entering
their teens, a period of increased vulnerability for psychological morbidity.

In the third study social workers provided the intervention. Children with
chronic illnesses were assigned to experimental or control groups; the
experimental group received counselling and support services over a period of
six months. Although the social workers were appreciated by most families, no
statistical differences were found between the groups. Reasons suggested were
that the intervention period was too brief, or that social workers were more
accustomed to ‘crisis intervention’ than preventive work (Pless and Nolan
1991). It could be also that the outcome measures used were not sufficiently
sensitive to pick up gains experienced by the families.

The most exciting report comes from McGill University, Montreal (Pless et
al. 1994). What makes this study particularly relevant to this chapter is the fact
that the intervention was provided solely by nurses working with a family
systems approach and that it was subjected to rigorous systematic evaluation.
The work of the nursing team providing ambulatory care for children with a
range of chronic physical disorders for a one-year period was evaluated by
means of a randomly controlled trial involving 332 children and their families.
The nursing intervention was based on a family systems approach as developed
in the McGill model of nursing. An assumption of this model is that the
adjustment of a child is affected by the family and the well-being of its
members.

The aims of the nursing team were directed at fostering a healthy family
environment, enhancing parental competency and overall family functioning,
on the assumption that a healthy family unit would be better able to meet the
socio-emotional needs of the child. Significant differences between the study
group and the controls were found in the domains of anxiety/ depression, and
of school performance, behaviour and global self-worth. The authors
acknowledge possible sampling bias since a substantial number of families
refused to take part in the trial, and that outcome measures used may not be
wholly adequate. It raises questions too about the acceptability to families of
such intervention; the number of refusals indicate families’ resistance to
intrusion by professionals, although the research component may have been
the main factor in the refusal. This is nevertheless an important study as it
demonstrates the effectiveness of a family systems approach to nursing care of
children with chronic illness.

Earlier papers provide the background to the development of professional
nursing practice to a level which could be evaluated in such a sophisticated
manner (Gottlieb and Rowat 1987, Feeley and Gerez-Lirette 1992). The
notion of a ‘complemental role’ for nurses which would add a new
dimension to care in areas where gaps in service provision existed developed
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over more than a decade. Feeley and Girez-Lirette’s paper describes the
process of developing a nursing knowledge base related to family health,
coping and development. Ways of operationalising that knowledge were then
developed, with clear support from management. Clinical supervision
groups were established, meeting on a weekly basis with a nurse with
advanced clinical skills in family work. The nurses learned the importance
of articulating the contribution which nursing was able to make to care,
since not all physicians were immediately sympathetic to the change in role.
It was possible, however, to demonstrate the effectiveness of the nursing
approach, in terms of fewer visits to the emergency department and positive
feedback from clients which included referring other families to nursing.
The years of building confidence in a nursing approach which viewed the
family as the unit of care (the term family nursing is not actually used in
these papers) paved the way for the systematic study reported by Pless et al.
(1994). While caution is required in generalising from studies in one area, it
provides rich encouragement for developing a robust evaluation of research-
based practice in the United Kingdom.

RESEARCH REPORT

An awareness of the demands and challenges for families who have a child
with CF was the starting point for the study now reported. A research team
with an interest in childhood illness in the community came together—a
health visitor/lecturer, a community paediatric physiotherapist and a
paediatric nurse/lecturer with a little health visiting experience. We
particularly wanted to look at differences between chronic illnesses so as to
inform decisions about effective professional support. A literature search
revealed few studies dealing with support needs, and none which compared
needs across diagnostic groups.
A small exploratory study was designed with the following aims:

1 to increase understanding of the needs of families caring for children with
chronic illness;

2 to investigate the continuity, effectiveness and acceptability of care from the
parents’ perspective;

3 to identify commonalities and differences in the response of families to
chronic childhood illness across four diagnostic and prognostic categories;

4 to inform the design of a questionnaire suitable for a large-scale survey of
families caring for children with chronic illness.

The research questions were:

1 What is the impact of the child’s illness on family functioning?
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Are problems for families the same across a range of chronic illnesses?
What is the nature of any differences which are identified?

What are the gaps in the services currently offered?

What kind of support/intervention would families view as helpful?

[ IE S I )

Support for the study was obtained from the University of Edinburgh
Development Trust.

Study design

The diseases included were congenital heart disease, asthma, diabetes mellitus
and cystic fibrosis. These conditions were chosen as exemplifying the
characteristics of chronic illness described by Hardiker and Tod (1982) of
uncertainty, ambiguity, invisibility and burden of care. Four families from each
group were identified from out-patient clinics at the local hospital.

Criteria for inclusion were:

age: four years in 1993;

sex: male and female mix;

parents: one single-parent family in each group if possible;

severity: at least one-year post diagnosis; the illness not in a terminal stage.

N O I S

Ethical permission was obtained from the Health Board Ethics Committee. Eight
parents declined or failed to respond. A letter was sent to the child’s GP
informing him or her of the patient’s participation in the study.

Data was collected by means of two interviews; the first was usually with the
mother only and notes were taken during the interview; the second was usually
with both parents, and was tape recorded. While there was a schedule suggesting
questions around the areas of interest, the emphasis was on establishing a free
flow of conversation. Qualitative research is particularly useful in informing
nursing practice, since the data provides insight into the experience of subjects
from their own perspective. It illuminates the situation requiring care in a way
that quantitative research cannot do. The tape recordings were transcribed, and
the data coded by the research team, working together. Using a word-processing
package we identified 28 major categories and these files were opened to receive
relevant data from all of the interviews. These were produced in hard copy, and
used alongside the interview scripts for more detailed analysis.

The intention here is to draw out from the study a picture of the families’
experience of crisis in the context of the child’s illness, to examine the data for
evidence of commonalities or differences in that experience, and to look at the
potential for nursing intervention. A further account of the experience at
diagnosis, and support through the ‘long haul’, is reported elsewhere (Whyte et
al. 1995).
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The negative impact of the diagnosis was reported in all four groups. In the
chronic stage, as discussed previously, the vulnerability of families following the
diagnosis meant that it could require a relatively minor event to precipitate a state
of crisis—defined by Golan (1978) as an ‘upset in a steady state’. Such situations
are evidenced across the four diagnostic groups. Because of the chronicity of the
child’s illness, it was thought that parental perceptions of the future might have
some significance to the experience of crisis and the efforts of families to resolve
the crisis and continue in their coping efforts. The other factor seen as essential to
a consideration of families’ coping patterns was the quality of relationship
between partners. The interview data was examined in this light.

Findings

(The coding used was as follows: A for asthma, C for cystic fibrosis, D for
diabetes mellitus, H for heart defect; the number is our case number; M
represents mother, F father, P partner. Children’s names have been changed to
ensure anonymity.)

Asthma

Here crisis was induced by a sense of not coping with the management of the
child’s illness.

A3(M) It wasn’t like one single incident, it was several incidents over a short
period of time, where the medication that he got didn’t work until...the
Ventolin didn’t work...I would say in retrospect we didn’t really deal
with it very coherently, did we? You know it was like—

(P)  No.

™M) What happens now? We didn’t know what to do, and nothing seemed to
work, so my memory...is of being—we didn’t really understand—well 1
didn’t understand what asthma was properly and I certainly didn’t
understand the relationship between the drugs and controlling it and I
felt we were just in a state of chaos...I mean once they said it should not
affect the quality of his life, he should be sleeping through all night; he
shouldn’t have a barking cough, you know if you’ve got a bad cough the
medication’s not right—you know once they said that kind of thing, it
became a whole lot easier. But not nearly fast enough, you know that’s
what you’d call a mismatch which was what made it very—

P) what caused the chaos.

M) Yes, that’s right.

[Italics=our emphasis]

For this professional single-sex couple, an element which heightened the
sense of crisis was their inability to understand, and therefore adequately
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control, the situation. Another important element was that of fear. In the first
interview, when asked if there was anything specific about asthma, Mother
admitted that at the back of her mind was the knowledge that children can die of
asthma, and as the conversation above continued, efforts to cope with the
situation were evident.

(M)  Oh it was—it is very frightening to watch somebody—I don’t know how
someone with a more asthmatic child copes with it really...And trying to
stay calm...

P) That’s the other thing.

(M)  I'm particularly bad at that. (Both laugh)

P) You sort of know that it’s not helping him any so you’re trying very hard
to cope as well. Which kind of intensifies the stress value. I think that’s
generally true—of all situations where you’re in a medical situation as it
were you’re trying to put out this aura of ‘I’'m really calm’ as it
were...whereas you’re extremely stressed as well, but you know that it’s
your role to play that ‘I’m very calm’.

This perception of the importance of being calm in order to maintain family
equilibrium in the face of threat is interesting, particularly as several mothers
reported their husbands as being less in control than themselves in the face of
their child’s illness. A full analysis of the influence of single-sex partnerships on
parenting behaviour is beyond the scope of this study, but the pattern of
complementarity such as is seen in marital interaction can be seen in the above
conversation, and was further borne out by the response to the question whether
the child’s illness had a particular effect on one individual in the family.

P) His mother is more anxious, shows more anxiety.
(M)  When (P) is anxious too, I know it’s time to go to hospital.

During probing about the effect on family functioning, this couple identified the
importance of communication, so that they could share responsibility equally,
and accepted that the demands could put a strain on their relationship.

P) I think it would be inevitable of any kind of situation like that—you’re
both anxious in the situation to do the right thing and inevitably you tend
to—there’s a tendency to—is to bicker with each other—is to you
know—Is this the right thing? Is that the right thing? Why did you do
that?

(M)  Why didn’t you call the doctor then? (Both laugh)

When asked how they dealt with this, it was clear that the experience of
successfully coping with the situation enabled them to cope more effectively
with the next challenge.
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P) I suppose just becoming conscious of it and trying not to do that, and to
think through I suppose you know with each other eventually we become
a bit more experienced...

(M)  We don’t panic. I think the panic that was attached to it—with me
anyway—was a source of stress on our relationship but the more
information you have about something the less you panic...

This need for parents to feel that they can control their child’s illness seems
central to any consideration of professional support.

In the trajectory of this child’s illness his condition had stabilised, and the
first interview concluded with the partner’s view that it was now ‘mostly under
control, on a day to day basis’, and the mother’s rejoinder, ‘I’d like him to grow
out of it though.’

Three of the mothers of children with asthma spoke hopefully of the child
improving, or growing out of the problem, in the future. The one who did not
say this felt that her son had already improved in health, and both parents
queried whether he had really had asthma. There was no doubt, however, about
the stress their adopted son’s illness had caused. He had suffered febrile
convulsions and was hyperactive, so it is hard to separate the impact of asthma
from the additional stresses of ill health and the ambivalent feelings induced by
adoption.

A1(M) But I can honestly say I never thought I would see any light at the
end of the tunnel, at one time there seemed no light at the end of the
tunnel.

Asked about the effect on their relationship, she said,

(M)  Oh, it does put pressure on. We separated. But it didn’t make it easier.
(F) is far more laid back than I am.

Although the separation had lasted nine months, the couple had seen each other
every day and gone on holiday together so clearly the marriage bond remained
strong in spite of the pressure. Both partners agreed that they were two very
different people, and it seemed that communication was at times a problem.
When asked about their ways of coping, Mother said,

(M) I stopped smoking this afternoon. I think my beta blockers help a bit.
F Sometimes you worry and we talk about it.
(M)  Sometimes you say ‘Shut up’. That’s true, eh? ‘Oh shut up.” 3

This illustrates the problem identified in earlier research (Whyte 1994) when
partners are not in synchrony as they react to the child’s illness. The sense of a
lack of support from one partner tends to increase the stress felt by the other,
and this can upset the equilibrium of the whole family. In both of the other
families an episode of illness could profoundly affect the equilibrium of the
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family system. In the blended family, the child with asthma was the only child
of the present partnership, the husband having three older children from a
previous marriage who lived with the new family. This seems to have given the
affected child a special place in his father’s affections.

(A2)(M) It seems to be hard on (F), you know he talks about R as his baby.
(F) can get very upset, he was in tears when R had to be taken into
hospital in September.

In this case there was no evidence of tension between the couple, but the child
himself became very angry when he started wheezing, particularly with his older
sister who tried to mother him, which he hated. It was interesting that this child
showed his efforts to cope with his situation by seeking information.

(M) R picked up the books at the clinic—you know the one about Donald the
Dragon who isn’t able to puff out his fire and there are some other ones
as well. He kept looking for more information so we went to the library
and we looked at pictures of lungs and things and that really seemed to
help him understand about all the mucus etc.

There was further evidence of stress between partners and two of these mothers
commented on how helpful it would be to have someone coming to the house.
This could have been someone who would have the knowledge and confidence
to take over the care of the child or someone who would follow up sick children
at home:

(M)  Along the lines of a health visitor...who would have time to visit...show
a special bit of interest, not the usual checks, because a lot of the times I
had to cancel the checks because he wasn’t well...mainly to give
reassurance and advice.

This gives some indication of the information and support needs of parents
caring for an asthmatic child at home.

Cystic fibrosis

After the major crisis of confronting the diagnosis, there were incidents in the
course of the children’s illness which caused these vulnerable families to
experience the sense of distress and uncontrollability which characterises crisis
(Parry 1990). One couple, caring for twins with CF and two slightly older
siblings, demonstrated most vividly the intensely demanding role imposed on
them by the illness, and their attempts to appraise their own coping behaviour.

) It is sometimes difficult to say what is needed, because when you’re
coping or think you’re coping, you just go on. The kids are checked up
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all the time for their health but the carers just go on caring, and I don’t
know if we are coping well or not.

(M)  We were so busy when the twins first came home that we didn’t have
time to think about the diagnosis or accept it, we just had to get on with
the work. We also used to get some help from a community care scheme.
I used to feel guilty at having help—I felt I should have been able to
cope. It would have been helpful to have someone say, ‘It doesn’t matter
if you can’t cope.” However I am coping better now. I think I used to get
a bit depressed.... If I had had only one child with CF I could have
coped much better. Or if I had had normal twins I could have coped.

While nursing support could not have relieved the parents of their burden of
care, the potential for a family nursing approach is clear. Affirming the parents
in their coping efforts, and recognising the family strengths which were
certainly present, could have helped this couple in their transition from seeing
themselves as a healthy family to seeing themselves as a family with a long-term
health problem.

The impact of the illness on family interaction was described as the parents
talked about their children.

) Alison just loves them and accepts them. She understands quite a bit
although we’ve never taken time to explain it, but it’s quite often on the
telly, so she does ask questions then. Gordon asks questions but the twins
don’t really.

(M)  They have said things like, ‘If we don’t get our bashes we’ll die.” So we
say, “You might die eventually.” They just accept it.

Communication in families about such a feared outcome of the illness is fraught
with difficulty for parents, and perhaps for children too.

F I think Gordon is a bit worried about them actually...He always was a
rival for attention from the day the twins were born.

(M)  He was only two when the twins were born.

F If you have him on his own you can talk to him freely, and he opens
right up and talks to you about it, and asks you questions and is
interested. He loves the twins but there is rivalry there and he will vie for
attention. But the physiotherapy part of it, you can make quite good of it,
it’s good to have the physical contact with them. We don’t really cuddle
the older ones the same although they do like to cuddle up, but the twins
are always there. The twins will always come into bed with you in the
morning for a cuddle.

(M)  Gordon comes down and cuddles the gerbils. He loves the gerbils.

This excerpt brings into sharp relief the impact an illness like CF can have on
healthy siblings. There is a real need here for sensitive prompting to enable the
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parents to look at the well-being of each family member, and for mobilising
sufficient support to allow time for their well children and for their own
relationship. It is clear that the couple had ‘travelled together’ through the illness
trajectory, but the experience was formidable.

F I suppose that over the years we have got ourselves into a bit of a state.
We’ve both been to the doctor depressed and anxious, maybe more than
most, I don’t know. You hear of other people who have less worries
getting into worse states.

(M) I got quite depressed when the twins were about two. A bit of reaction I
think.

F) But we shunned medicated solutions, didn’t we? We went to see an
alternative doctor...

(M)  He prescribed zinc and primrose oil and things for me and I think it did help.

) ...everybody has got their troubles but he thought—you two young
people, you’'re carers, we’ve got to get you right and he put Sue
particularly on a cocktail of vitamins and supplements...It definitely
helped. We felt better trying to get over it that way, and I think that gave
us optimism.

Coping efforts are clearly seen here as the father compares their situation to that
of others, who may apparently have less heavy burdens to bear. The seeking of
help from an ‘alternative doctor’ seems to have given a sense of control, of
making active efforts to help themselves, rather than accept antidepressant
therapy, which they had tried already, with no benefit.

When asked who they would talk to, Mother said that they talked to each
other. A later comment, however, suggests that sharing their deepest worries
may have been difficult.

F) It leads to a lot of negative feelings if you think about that. I don’t know
if we cope with it but we don’t think about it or talk about it a lot. I'm a
typical male, I don’t talk to people about my problems, they’re all inside
me until the top comes off or the wheels come off.

(M) I must admit I’'m not very good at talking about my problems either,
really.

With such difficulties it would seem that a network of support beyond the
immediate family would be valuable. The mother’s family were in England and
the father’s family were involved in another caring situation, so that family
support was thin.

Perhaps the most difficult factor for this family was the inability to control
their sons’ illness. Their feeling that they had not coped adequately in the past
left them with weakened resources for facing future threats. The grim prognosis
of CF was clearly an underlying factor. The impact on the father’s health and
work situation are also seen.
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F) It’s difficult to cope with it all. You do feel you’re putting the inevitable
off all the time. Just now we’re going through it again...I have been
over-working and it’s taken its toll on Jane and the kids...It’s probably
work and also the twins—it’s always at the back of your mind. One
doesn’t think long term really. The fact that they’re probably seriously
and terminally ill isn’t really in our minds consciously.

(M)  But you do worry about them, even though you try not to.

This family with twins demonstrated most vividly the emotional and practical
burden of caring for children with CF, but their experience was echoed by
others. In one family the child’s lack of cooperation with therapy was seen as a
contributing factor to the parents’ stress.

C2(M) Martin was going through a rebellious stage about a year ago—he just
all of a sudden wouldn’t take his enzymes very well, and physio was just
a definite no-no. He just wasn’t having it at all. And it was a battle, I
mean I was just tearing my hair out, and it was driving me up the wall—
because I knew he had to have this, and it was up to me, it was my
responsibility. I’'m saying me because my husband’ll agree, he’s at work,
most of the time it is me.... That was when I went to the hospital before
my appointment was due and I just broke down in tears...

She was helped by the physiotherapist who was able to tell her of other children
who had gone through phases of non-compliance, and by the consultant who
admitted the child to hospital for a few days ‘to give you a break’. Mother in
fact felt worse, perceiving that she was responsible for putting him in hospital
because she wasn’t coping at home. Nevertheless she said,

(M) I was happy that I had spoken to someone about it, and they were able to
explain that, Look this is quite normal, you know, it does happen, and
explain that you have coped very well up till now, and you are coping
well, but these difficult stages...

Father commented at this point that they preferred to take advice and support
from professionals, and it seemed that the couple had little support from family
and friends. Their feelings about support groups revealed the deep fears which
colour the experience of parents of children with CF. In talking about
involvement with the local branch of the CF Trust, the mother said:

(%)) I don’t mind doing small things like going up (to town) and handing in
collection cans to shops and things that we do, but I feel that that brings
it all to the surface, and I can’t cope with that very well. I don’t think
about it a lot, I just get on with things, and if there’s a problem with
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Martin I deal with it, but I can’t cope—em—with being reminded of it
all the time...

Father’s comment suggests the ‘web of silence’ described in early research
(Turk 1964) arising from the desire to shield the child from knowledge of the
severity of the condition:

F) If you do become involved in these things it would only be a matter of
time before Martin would become involved, and he’d maybe realise that
he’s sicker than he thinks he may be and this may affect him adversely...

Mother followed this up, speaking with some difficulty on an issue that was
intensely threatening and painful:

(M) I mean I’'m reminded enough going up and down to the hospital, and
going to the chemist for all the medication, that is what I can cope with,
but I don’t want people’s sympathy...I live in hope that he’ll be cured,
and I really just cannot believe that one day he won’t be there, because
he is so well, I think he’ll fight off anything, you know my little boy is
just so sturdy that he will get through anything...so as I say I am
reluctant to get involved in these things.

On exploration it seemed that neither partner would turn to anyone in the wider
family for support. This apparently reflected their established pattern of
coping—*‘You know we’ve had to be independent...we feel that our problems
are each other’s problems’—rather than a reaction to CF. While the strength of
their relationship was clearly a major sustaining factor in coping with their
stress, the strain put on that relationship was also evident.

F) And she gets—eh—upset, and it upsets the apple cart a little bit and
when I say ‘What’s the matter?” and she won’t say, and it goes on like
this and things become a bit frustrated that way. But at the back of it, you
appreciate what’s happening, and read your partner’s mind a little bit.

(M)  Ido usually try to cope with everything myself, I think that’s part of the
problem.

) She keeps it in too much—

(M) But—em—I wouldn’t go to anybody else, I'd go to Angus first, and I
don’t go to him unless I’ve got to go to him because he has got you
know quite a demanding job, and obviously as a family unit his job is
very important, so I feel the stresses that he has in his job is enough for
him to cope with, he doesn’t need the stress from home.

The tension between work and home life for her husband is appreciated by this
wife, and clearly was a factor also for the father of twins. There has been much
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less research on fathers’” perceptions of the impact of chronic childhood illness
than there has been on mothers’ experience.

In this family too there was a suggestion that different perceptions of the
future might qualify the support which the spouse could offer:

(F)  Well it’s like I'll call a spade a spade. Like Ann said a few minutes ago
there that she’d always see her boy fighting off these illnesses and all the
rest of it...but I'm different, I'll say—you know he may, but once you
get one of these diseases, or germs inside you or whatever, it could be
fatal. It could be.

(M) I know that at the back of my mind, but I don’t think about it. If I did, I
don’t think I could get through the day to day...

This way of dealing with unwanted knowledge can only partially be described
as denial, since it did not interfere with the tasks of caring for the sick child,
only with the conscious awareness of the threatening prognosis.

The other two CF families declined a second interview; one can only guess at
reasons for this. It would seem not to be related to intensity of demand, as may
have been the case for some of those who refused to take part in the first place.
Perhaps the natural desire to keep threatening thoughts at bay and to strive for
‘normality’, as described above, influenced parents’ decisions on this.

One child was as yet only mildly affected. The family had good support from
a grandmother and an aunt and others who could baby-sit. Mother said,

C1(M) We have accepted the situation now and looking after her has just
become a routine and we take it in our stride. We are not worried about
her occasional cough, we are more concerned about her weight—she is
about the same weight as (her younger sister).

The difficulty of protecting the child from threatening information is again
evident:

(M) L asks why does she have to have the physiotherapy. The hospital
haven’t told her. We tell her it is to get the dirt out of her bones. Other
children ask her at Nursery, “Why do you take all those pills?” She just
says, ‘Because I need them.’

The mother’s sense of guilt, and the support of her husband, were seen.

(M)  We all had our genes tested, and my sisters. I am the only one who has
faulty genes—I wish they hadn’t told me, it makes me feel that I am
responsible for L’s condition. But Patrick says it takes two to tango.

The expressed view of the future was optimistic, the mother claiming that they
did not worry about the future ‘but nothing is guaranteed’. There was reference
again to research and a future cure.
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While the fourth child was classed by hospital staff as mild/moderate, Mother
found the task of caring for her daughter very time-consuming. Her husband
was supportive.

C3(M) He helps to look after Kathy—he does her physiotherapy at night and
gives her the enzymes. We have both grieved for the baby we didn’t
have. We were looking forward to this second baby. Kathy is a different
child from the one we expected. However, she is not mentally retarded
and communicates well. I don’t think I could cope with a child with
Down’s syndrome for instance.

This mother had become involved in a local support group and was keen for her
daughter to meet another child with CF, now that she was beginning to ask
questions about her condition. The couple had no immediate family in the area
but friends were able to baby-sit. The problem of living with CF was summed
up thus:

(M) My life is now run by a routine and this routine cannot be broken, or
Kathy will lose out.

This comment sums up the unrelenting nature of the burden of caring for a child
with an illness as gravely threatening as cystic fibrosis.

Heart Defect

For two of the families with a child with a heart defect the emphasis was
strongly on normalisation.

HI1(M) Anna’s condition does not really affect the family at all, and we treat
her perfectly normally.

Although a father admitted that it was a shock when they first heard about the
hole in the heart and perhaps demonstrated palliative coping behaviour by going
out for a smoke, the mothers demonstrated indirect coping with comments like:

HI(M) Her having this hole does not bother us—we are not the types to get
concerned...Our problem is very small considering what other people
have to put up with.

H3(M) We were told to treat her as a perfectly normal child and that is what we
do. I think an unseen condition like a heart problem is easier to cope with
than something you can see. People look at Sally and think she is normal.

In spite of the efforts to keep their perspective of normality by comparing their
situation favourably with others, it was clear during the second interview, in
which the father was included, that the question and the experience of surgery
was intensely stressful:
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H3(F) The short-term effects are a lot of disturbance with the family. Having
a child that’s going in and out of hospital is not the easiest thing to live
with. It’s quite difficult when you’ve got inspection operations and
things happening and catheterisations or whatever and then undergoing
the major operation that she did which is effectively—‘Let’s put Sally to
sleep for a while—Ilet’s take the dog to the vet for a while, and it’ll not
come back—but let’s put Sally to sleep for a while and we’ll bring her
back again.” Because that’s in effect what they do—that’s the way I
understand it anyway.

The responsibility of giving consent for his child’s surgery clearly weighed very
heavily:

) ...and when the operation came along I suspect that was an even bigger
shock. It certainly was with me. You’ve nurtured a child for five years
and you’ve grown to know and love the child and then to have to put her
life into somebody else’s hands—you sign a piece of paper, the risks are
clearly explained...I don’t think I would be happy about going through
that again...

Towards the end of the interview he said:

(F)  Who’s to say that if nothing had been done she may have led a perfectly
normal life up to what age?...And now that work has been done, how
much more needs to be done? And once the next lot of work is done,
what’s the next thing? It’s an ongoing thing.

Anxiety and fear seem to lie just below the surface for many families. One of
this group felt she had been viewed as ‘a paranoid mother’ because her daughter
had been unwell all her life, but the heart defect had been diagnosed only the
year before. Her comments illustrated most clearly the difficulty some of the
mothers experienced during the pre-diagnostic stage of their child’s illness.
News of the diagnosis was given at the same time as the advice that the child
should come in for open heart surgery. The prospect was terrifying and Mother
reported a range of feelings during this period of crisis.

H2(M) They wanted us to wait another year so that she would be bigger and
eating better but I said that I couldn’t stand it. I couldn’t have coped I
would have gone really mad...I couldn’t sleep, I felt awful.... I felt
really guilty the whole time. I kept thinking about the number of times
that I had smacked her for moaning and then she turned out to have this
the matter with her. I kept thinking of her being taken away and the knife
cutting down her chest.

She said that during the time of waiting for the operation her husband seemed
not to be worrying.
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(M) I was thinking about it all the time, he seemed to have shut it out. He
kept telling me not to worry. On the day he was really hysterical, but I
was quite calm. It was as if I had worked it through.

This mother said twice during the interview how angry she had been—and still
felt—that nobody—‘health visitor or anyone’—had come to see them after they
came home from hospital.

The fourth child came from an ethnic minority family and was still awaiting
surgery. He appeared to have some developmental delay and was the focus of a
great deal of tension.

H4(M) There’s a lot of stress. I don’t know when he’ll be operated. I don’t
get a lot of information from the doctors; unless I get cross, and say I
need to know then they’ll explain. I don’t know if they think I can’t
understand. That’s the most difficult thing, not having enough
information.

Communication with health professionals had been problematic.

(M)  When I first walked into the hospital they had a funny attitude. They’d
say, ‘D’you understand?’ Maybe my outfit gave the impression because I
wear my traditional dress.

The greatest source of stress, however, was within the family. When asked about
the effect on the family, she said:

(M)  Very stressful. The anxiety of not knowing; day to day not knowing—
how it happened, why it happened. A lot of arguments...My husband at
first wasn’t very supportive. He thought, I can go to work, and can put it
out of my mind. He has changed slightly.

This mother was expecting a second child, but was feeling under pressure from
her husband’s family, who had not accepted the child with the heart defect.

(M)  They take him as an abnormal child, not as if he would get better...My
in-laws stress all the time, “We’re hoping this baby’ll be OK.’

The future was quite threatening to this mother:

(M) It was quite stressful, you have a baby, the first one, then knowing it has
a bleak future.... Being delayed physically and mentally; if I’'m not
there, how would he cope?...Yes it is a major issue for us as a family and
with another baby coming.

Her health visitor had given excellent support during the first years. Asked what
had been most helpful, she said:
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(M) T think her being understanding and being very good at her job. Even
before you know—get information to try to help you out, to be there for
you.

The issues around surgery marked out the experience of heart defect as different
from the other chronic illnesses, but the feelings in relation to crisis events, the
threat to their child’s health and to their ability as parents was common. The
need for professional support, and the nature of such support, was clearly
articulated.

Diabetes mellitus

There were considerable differences within the group of parents whose child had
diabetes. In all cases there was a family history of diabetes; this in one case had a
protective effect, in the others less so. In one family the father and two children all
had diabetes. Mother’s coping strategies strengthened the whole family:

D3(M) It doesn’t hold them back at all. In fact I am the odd one out in this
family which is what I say to them.

The experience of the diagnosis was the only one which they perceived as a
crisis: they had excellent support from families and friends and the emphasis
was strongly on normal life. For this reason entry on the Special Needs Register
was not welcomed. Father said:

F They give labels. Special needs is not too bad, but when they call her
disabled...I was annoyed at that.

The other family in which the child’s diabetes appeared not to be a big issue
used comparison as a way of coping:

DI(M) There are worse things that she could have. There are worse things than
diabetes. I suppose in a way it is life threatening but it’s not as life
threatening as something like leukaemia or something like that, and it can be
controlled, whereas some of these other things can’t. She’s had meningitis as
well, and she came through that. We can get her through anything.

The other two families with a diabetic child demonstrated the stress of
attempting to achieve the fine balance which would keep their child healthy.

D4(M) On Saturday she had a really bad hypo—she went out healthy, but had
a tremendous hypo when we got home. I was feeding her Dextrosol but
she was burning energy faster than I could get it into her. After an
experience like that you lose confidence for a bit.

This had considerable implications socially.
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(M) I'd be afraid to leave her with someone else in case something like that
happened.... She goes to Sunday School, and she’s usually fairly even
tempered, but after the bad hypo on Saturday, she was totally obnoxious.
It’s difficult to explain to people.

This couple reckoned that the first six months following the diagnosis had been
extremely stressful. The father had himself been ill with colitis, and had been
very emotional at the time of diagnosis.

F) I guess it took me about two weeks to stop feeling a bit tearful about it.
One, I guess, because I felt so sorry that it happened to a wee child, only
three like.... In the first six months of Donna being a diabetic, we were
both nervous wrecks really, me who was suffering greatly from my
ailments, and my wife who was suffering mentally because she thought,
‘Who’s going to fall apart next?” (The younger child was also having
problems with vomiting at this time.)...And she was definitely in a poor
state of mind about all this, though I have to say that she did keep herself
together and em—

(M) 1did go to the doctor once and he said, ‘Do you have any worries, Mrs
G?” (Both laugh)

F) Have you got a week?

It was a source of considerable frustration to this couple that staff in the local
health centre had little appreciation of the needs of children with diabetes,
leading to difficulty in obtaining necessary supplies. They had very little social
or professional support, but were accustomed to an independent lifestyle,
relying principally on each other. A direct, problem-focused coping strategy,
however, had a very positive effect:

(M)  We joined the BDA (British Diabetic Association) and went on the
family weekend. I think that was the watershed, as we realised others had
gone through the same problems and emerged.

The picture here, by the time the interviews were complete, was of a couple
determinedly coping with the ‘long haul’ of caring for their child and dealing
with the intermittent crises as well as they could, with the telephone link to the
hospital as their main source of support. The mother, while on her own, revealed
that there was no one she would talk things through with on the odd occasions
when she got very down. They suggested that a very positive help would be for
a medically qualified person to come in and take over for an evening so that the
parents could go out together.

At the second interview with the final family, which included the father, the
child’s diabetes was posing a considerable threat to the family’s equilibrium.
Three weeks previously she had taken a ‘hypo’ in the middle of the night:

(D2)(M) ...we gave her some milk which unfortunately she brought up straight
away so that she went deeper into the hypo and was twitching. Normally
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we have caught her in time, she always complains of someone biting her
in the stomach.

F) It’s a really eerie bloodcurdling scream and she talks about witches in
her stomach.

Father’s commentary on their reactions to the original diagnosis and their
experience of the ongoing illness reveals a high level of stress with which the
family felt themselves unable to cope.

F In fact the reality is worse than the instant shock. They said that it would
be the other way but it isn’t at all. For instance we had never been told that
lows also cause damage. I was only told last time that we were there...We
were told that she could have damage to her eyes by the time she is nine.
It’s an absolute horror—we can’t get her down at times.... I don’t feel
confident that we are coping. We just don’t seem to be able to do it.

For this couple the material from the British Diabetic Association was useful up
to a point, but advice about adjusting the dose of insulin seemed to contradict
the advice they were getting at clinic, and this further diminished their
confidence. They had no family support:

) Nobody in the family has seen fit to learn anything about diabetes or
how to do BM readings...Do you think they are frightened of this?

They too raised the possibility of someone with professional qualifications
coming to take over the care for a few hours to let the parents out together.

Discussion

Although this qualitative study does not justify generalisation, it does provide
insight into the impact of a child’s chronic illness on family functioning in a
way that informs practice and moves towards theory development. Across all
groups, confronting the diagnosis of a chronic disease in one’s child is for
parents an event of crisis proportions. Many of the stresses and anxieties
experienced by parents are shared, regardless of the diagnosis. Confidence was
seen to be an important factor in parents’ sense of coping with the demands of
care, and as a limiting factor for relatives in their readiness to offer practical
support. Factors contributing to family stress reflect the fear and threat posed by
childhood illness:

e fear of the future;

* the weight of responsibility for the child’s life and health;
* the demanding routine of physical tasks of care;

e difficulty in meeting needs of well siblings;

* the threat to confidence in their own ability as parents;
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* ‘blocks’ in communication between partners;
* lack of family/friends able to share the care;
e lack of professional support.

It was clear that parents appraised and re-appraised their ability to cope with the
demands of the situation and to some extent the resources available to them.
Understanding of the condition and its management was of crucial importance
for confident parenting.

It would require a large-scale quantitative study to draw valid conclusions
about differences and commonalities in the family experience across the
different medical conditions, but it is worth drawing out the insights offered by
this study.

The experience of having a child with a heart defect showed a difference in
that there was a concentration of stress around the experience of surgery. As
identified by Alderson (1992) in her research into the issues around consent for
surgery in childhood, consent by proxy is an awesome experience.

While there may be some difference in degree between the stress
experienced by parents of children with CF and diabetes as opposed to those
with asthma and heart defect, family disequilibrium in response to the threat
of the child’s illness was certainly seen in all four groups. The unrelenting
nature of the daily demand of treatment tends to be heavier for these two
groups, and it is important to consider how this impacts on professional
support. None of the families was being visited by home care paediatric nurses
at the time of the interviews, although the diabetic liaison nurse had previously
visited or provided an educational input to the child’s nursery. Apart from the
families of children with asthma, the hospital was seen as the primary source
of professional support. This implies the importance of expert knowledge of
the child’s illness, but acceptance of the knowledge and skills which parents
rapidly develop in caring for their child is also important. Parents seemed to
accept limitations on the knowledge of health professionals who were not part
of the specialist team, provided they were listened to, and sources of
information were identified. The argument of the non-categorical approach to
chronic childhood illness is that, in addition to the biomedical realities, there
must be a concern with the total life experience of children and their families
(Stein and Jessop 1982).

There were differences too within groups, which are hard to explain in terms
of the child’s illness. Why did the family coping with three diabetics manage to
keep so close to normality, while two families struggled to cope with one
diabetic child? In the first case there seemed to be a genuine ‘normalisation’ of
diabetes; for the others, intelligence and motivation may have increased a sense
of crisis as parents battled to control an illness which was perceived as
threatening their child’s health and future on a daily basis. This suggestion is
congruent with Moyer’s (1989) study of the effect of a specialist nurse on
parents’ needs and concerns. In this study parents with access to a diabetes
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specialist nurse were found to have higher levels of concern than those who did
not, possibly ‘the price parents pay for greater awareness and increased
vigilance’.

Factors unrelated to illness undoubtedly had a part to play. Each family is
unique in its history and in the detail of its present experience. For one of the
mothers of an asthmatic child, the fact that he was adopted meant that he was
‘awfully precious’ but also that the mother missed out on contact with the health
visitor and that she carried a sense of responsibility to the child’s biological
mother—‘Imagine how she would have felt if something happened to him.” For
the Asian family there were many complicating issues, not least the expectations
of the father’s family that Mother should produce a healthy child. This mother
had a very good experience of professional support in the person of an
experienced health visitor.

Emerging directly and by inference from this study, elements of professional
support can be identified:

e information giving;

* affirming parents in their parenting ability;
 alerting parents to the needs of well siblings;
* ‘being there’ for the family.

As reported earlier (Whyte 1994) the need for a professionally qualified person
to help with child care was raised. Awareness of the stress which fathers as well
as mothers experience, and of the incremental effect of the parents’ stress on all
the children, may lead nurses to engage in careful assessment when first coming
into contact with families. There was evidence of health professionals forming a
superficial impression that families were ‘coping’ since there was no obvious
sign of dysfunction. In this study the second interview usually revealed many
more problems than were apparent on first acquaintance. There is a strong case
for arranging to meet fathers. The opportunity to talk the situation through with
an informed and sensitive but relatively detached third party can be profoundly
helpful in itself. It may lead to the clarification and identification of problems
which the family can then address.

Canam’s (1993) work on common adaptive tasks which parents face when
caring for a child with a chronic condition has resonance here. She too
emphasised the need for parents to understand the condition and its
management, to be helped to cope with ongoing stress and recurring crises, to
meet the developmental needs of their ill child and of other family members and
to establish a support system. These were seen to be relevant issues across the
four diagnostic categories, suggesting that the argument for a non-categorical
approach to professional support is well founded. The utilisation of Canam’s
framework of adaptive tasks as the basis for development of a programme for
parents of children with chronic illness could be a useful adjunct to family
nursing in this context.
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The principles of a family systems approach are enacted in the efforts of
families to cope with chronic illness in their child. Nurses are in contact with
these families and their professional support is readily accepted. Patterson et
al. (1994) make the important point however that, because families caring for
a chronically ill child rely on so many service providers to meet their needs, it
can be difficult for them to maintain their own family boundaries. The identity
and integrity of the family unit is thereby threatened. It is essential to family
nursing practice to recognise and seek to maintain the identity and integrity of
the family unit in a way that is sensitive to the vulnerability of families as they
undertake a long-term caregiving commitment. We would argue that a fuller
understanding of family transitions and interaction, and the development of
therapeutic skills in working with families, is a logical expansion of the role of
paediatric nurses.

In contemporary paediatric nursing practice, where care is increasingly
taking place in the community and nursing is taking a holistic stance with regard
to patient care, a move to see the family as the unit of care is timely. While
affirming the importance of expert clinical knowledge, we would argue that the
complex connections between family interactions and the health of family
members require nurses to look beyond the immediate problem of a child’s
illness. In health care delivery there is increasing pressure to define and develop
health strategies irrespective of specific disease entities. Utilisation of a family
systems approach to care has been demonstrated in Canada to be effective. The
development of this approach to professional practice, accompanied by
evaluative research, would provide evidence of its efficacy or otherwise in the
British context. Family nursing provides the understanding, the framework and
the tools for such practice.
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Chapter 5

The terminally ill child

Supporting the family anticipating loss

Hazel Mackenzie

INTRODUCTION

There can be few tasks of parenting more difficult than that of caring for a
child who is known to be terminally ill. The diagnosis is, in itself, ‘an outrage
against the natural order of things, disrupting our sense of purpose, our future
promise’ (Judd 1989:3). Furthermore, Dorothy Whyte suggests that for
parents, the loss of a child is ‘a threat to self since so much of self physically
and emotionally is bound up in the life of the child’ (Whyte 1992:321). The
impact of the diagnosis sweeps through the family, touching each member and
changing the family irrevocably. It seems appropriate, therefore, that a chapter
on the terminally ill child is included in a textbook whose subject matter is
‘family nursing’.

The format of this chapter has taken its lead loosely from the work of
Friedemann (1993) and Wright and Leahey (1993). Friedemann suggests that ‘if
the whole family system is viewed as the person who receives the care, the focus
on each individual in the family is lost’ (Friedemann 1993:15). In parallel to
this, Wright and Leahey conceptualise family nursing in two ways—the
individual in the context of the family and the family with the individual as
context (Wright and Leahey 1993:24). In order to illustrate the concept of
family nursing the first section of the chapter will examine the response of
individuals within the family, drawing on relevant literature. The second section
will draw the common themes together by examining the family as the unit of
care—thus illustrating the cybernetic nature of family problems. The final
section, again drawing on the work of Wright and Leahey (1994), will take the
form of a case study to provide guidance for nurses who wish to implement
family nursing in practice.

The focus of the chapter is supporting the family anticipating loss. In order to
provide support nurses need to be able to ‘see’ into the heart of each family and
understand the experience from their perspective. This being the focus, limited
attention has been paid to either the management of physical symptoms or
support after death. This should not be interpreted as a denial of their
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importance, which is thoroughly addressed in other texts (Robbins 1983,
Thompson 1990).

INDIVIDUALS WITHIN THE FAMILY

The child

Reviewing the literature relating to the terminally ill child, it is interesting that
the main focus is not the child’s response as such, but the child’s awareness of
death. It is noteworthy that 20 years ago similar discussion was taking place in
relation to adult patients (Hinton 1972). Lansdown (1994) acknowledges that,
while open communication about death between professionals and children is
now valued, the reality can be difficult to achieve. There are deep fears in this
area of practice which can inhibit communication. Key factors in facilitating
communication and thereby reducing anxiety are understanding of the child’s
developmental level and appreciation of the family’s existing communication
system (Lansdown 1994).

While studies tend to suggest that there are definite stages in the development
of the child’s awareness of death (Nagy 1948, Anthony 1991, Reilly et al. 1983,
Lansdown and Benjamin 1985), Judd is quick to point out that there is a
difference between the non-dying child’s awareness of death and that of the
dying child. In essence ‘there appear to be two rather different developmental
time scales’ (Judd 1989:19).

A number of writers comment on what they see as an acceleration of
development in the dying child (Spinetta 1974, Kiibler-Ross 1983, Judd 1989).
Gyulay demonstrates this well when she writes:

I'look at these children and see an ageing that I can’t describe. You have to
look into their eyes. There is a maturity that only experience like this can
give. They may still act like children but they are different.

(Gyulay 1978:7)

Bluebond-Langner, in her sensitive research, identified five stages that children
pass through as they gather a realisation that they are dying. The children
studied, ranging from 18 months to 14 years old, were felt to be aware that death
was imminent, even when they had not been explicitly told this. This was
interpreted as a result of the ‘socialisation’ of the child in hospital and
experience with treatment and illness (Bluebond-Langner 1978).

When nursing terminally ill children we need to acknowledge their
accelerated development but, at the same time, recognise that the child’s
willingness and ability to express awareness of death will depend on the reaction
of those around him (Lamerton 1980). Children are quick to read the signs.
When parents, and indeed staff, are reluctant to talk about an issue children
‘sooner or later’ cease enquiry (Bowlby 1980).
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Each child facing death is an individual and as such ‘the child’s approach to
dying will be as unique as his or her approach to living” (Brewis 1990:158).

Siblings

Hall et al. (1982) note that in paediatric nursing family-centred care is often
interpreted as the sick child and parents. It is hardly surprising, therefore, that
the response of siblings has received relatively scant attention in the literature.
Furthermore, research suggests that within the family anticipating loss, siblings’
needs are met least of all (Spinetta 1981).

In common with the terminally ill child, the sibling’s response to this tragic
event is influenced by the reaction of those around him or her and the filtered
information received. When nursing families with a terminally ill child it is easy
to be complacent about the incredible burden that parents find themselves with,
not only coping emotionally but also coming to terms with the child’s treatment
and the many physical skills that they are required to master. As the demands on
parents increase, the focus of their attention becomes the sick child and siblings
may find themselves isolated, jealous of the attention paid to the sick child and
anxious about their own health (Van Dongen-Melman and Sanders-Woudstra
1986). Kiibler-Ross (1983) reported that many brothers and sisters have wished
their sick sibling dead, just to get back to ‘normal’ life, thus increasing their
feelings of guilt, fear and inner turmoil.

The emotional response of siblings is aggravated when the child has no
reliable information to explain the change in parental behaviour. As Grollman
asks, ‘where can one turn in tragedy if no one will admit that there is a tragedy?’
(Grollman 1991:3). Even if shielding siblings from stress and anxiety is a
desirable goal, it is an impossible one (Siemon 1984) as, in common with the
sick child, siblings are aware that all is not well and their fantasy about what is
happening may be worse than the reality.

Pettle-Michael and Lansdown (1986) studied the adjustment of children 18—
20 months after the death of a sibling. The elements that seemed to be important
for positive adjustment included being informed at the outset, participating in
the sibling’s care, having an opportunity to say goodbye and being with the
family at the funeral.

It is understandable that in their distress, parents often postpone attending to
their well children’s needs; however, excluding siblings seems to be
unsuccessful in reducing their pain. Nurses, therefore, have an important role in
guiding parents to inform and support their well children however difficult this
may be. There may well be a role for the nurse in working directly with siblings
at a time when family communication is fraught. Zirinsky’s work is useful here.
She speaks of the importance of helping siblings to ‘think about the
unthinkable’, that is their own feelings about the situation they find themselves
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in, gently making explicit to them that it is the situation which is abnormal, not
the siblings nor their reactions (Zirinsky 1994:70).

Parents

Lattanzi-Licht suggests that, in an evolutionary context, the family developed
out of a need for safety and protection. The desire to nurture and protect
children became an instinct related to species survival. She further suggests that
much of the parents’ response to serious illness in the child arises from a
situation ‘that frustrates all of their basic way of being as well as their beliefs
and assumptions about life’ (Lattanzi-Licht 1991:294).

The complex mix of emotions that parents experience as they anticipate their
loss has been described as a series of stages by a number of writers (Gyulay
1978, Collinge and Stewart 1983, Judd 1989), but perhaps most
comprehensively by Kiibler-Ross (1982). The stages identified were:

e denial
* anger
* bargaining
* depression
* acceptance

In the first stage parents experience denial—a feeling that ‘this can’t be
happening to us’. Kiibler-Ross (1982) warns of prematurely tearing down
denial as it functions as a buffer and allows the parents to collect themselves
and mobilise other, less radical emotional responses. When denial cannot be
maintained any longer, it is replaced by anger. The staff and family members
may become targets of this anger and parents frequently blame themselves and
each other for not noticing the child was sick sooner. Bargaining involves an
attempt to enter into an agreement which will postpone the inevitable. This
may involve parents offering to donate kidneys or bone marrow if only their
child can live. When the child’s deterioration can no longer be ignored
bargaining is superseded by depression and a sense of loss not only of the
child and his or her future, but the loss of a ‘normal’ family. Parents may
become withdrawn from staff and from each other. The final stage of
acceptance is described by Kiibler-Ross as ‘a feeling of victory, a feeling of
peace, of serenity, of positive submission to things we cannot change’
(Kiibler-Ross 1982:48). When, and if, this stage is reached parents are more
able to express their fears and discuss the child’s prognosis, freeing them to
turn their attention to their children’s needs.

While these stages provide a useful framework for evaluating parents’
progress and understanding their experience, the orderly sequence belies the
reality for the parents who are in a constant state of flux as they move between
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stages. Bowlby (1980) emphasises that it is not uncommon for one parent to
deny and the other to be more willing to discuss the prognosis seriously.
Communication between parents becomes fraught with difficulty and tension
mounts. Hall e al. (1982) comment that the greatest challenge to parents during
the child’s illness is to maintain open communications, and parents need to be
aware that marital stress will occur. Similarly, in relation to chronic illness,
Whyte suggests that what is crucial to family functioning is the ‘synchrony with
which partners move through the transition from seeing themselves as a normal
healthy family to accepting themselves as a family with a health problem’
(Whyte 1992:323). For the majority of parents, this is not an easy passage.

Grandparents, extended family and friends

While the focus of the literature tends to be on parents, Collinge and Stewart
(1983) remind us that other family members must not be forgotten as their grief
can be as extensive as the child’s parents. Not only do they experience sadness
at the loss of the child’s health but they also witness the grief of the parents.
They further remind us that the child’s friends, although not family in the
common use of the word, need support and information as the bonds of
friendship are strong.

Consideration needs to be given to the strength of emotional ties and bonds
within each family as this will vary between families and with cultural
background (Geen 1990). In some families aunts may be as close as the mother
and cousins as close as siblings. Gyulay (1978) points out that parents often
report grandparents to be the biggest problem they have to cope with.
Grandparents may feel they should set an example for their children and yet are
frustrated in the attempts to do so. On the other hand, grandparents may be
critical of parents’ attempts to master the situation, giving conflicting advice to
staff and encouraging parents to seek another opinion. At this point the
intervention of a third person can assist in helping the family to express their
feelings in a constructive way and develop more stable interactions.

THE FAMILY AS THE UNIT OF CARE

The previous section reviewed the literature relating to the responses of
individuals within the family in a necessarily limited way. What is clear is that
the examination of individuals within the family, while useful, fails to provide a
comprehensive picture of the family anticipating loss, in that the family is more
than a collection of individuals—it is an interactive or interdependent group
(Frude 1990).

From the examination of individuals some common themes have been
identified that can now be used to examine the nurse’s role in supporting the
family. These themes include individual differences, communication within the
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family and family roles. In addition, consideration will be given to providing
time to grieve and to the emotional involvement of nursing staff.

Individual differences

The family as the unit of care should in no way imply a uniformity in terms of
the way in which the family reacts to and copes with the diagnosis of terminal
illness in a child. Each family differs in its ‘culture, history and tradition as well
as its patterns of communication, work and organisation’ (Arnold and Gemma
1983:17) and as such the family’s response to this crisis will be unique. Family
nursing, in turn, requires to be a dynamic process that addresses the individual
needs of families while simultaneously acknowledging the individual needs of
each family member.

Bacon (1994) relates a case study in which a teenager awaiting heart-lung
transplant needed space from his parents and the counsel of a chaplain while he
explored his own previously unexpressed inner spiritual world. Not until he felt
that this spiritual dimension of himself had been recognised and affirmed, could
he recover from a sense of lostness and hopelessness. That lostness had cut him
off from his parents. Bacon speaks of the importance of ‘connectedness’ as
something inherently human and argues the importance of attending to the
world of meanings. In practising family nursing effectively, it is crucial to
remain sensitive to intensely personal and profound feelings which may require
us to attend first to the individual.

The individuality too of each family’s coping response is a common theme in
the literature on the family. Frude (1990) suggests that the response of the
family can, to an extent, be anticipated by gaining an understanding of how the
family normally functions in relation to communication and engagement, and
the degree to which the family is a cohesive and adaptable unit. A similar theme
is described by Knapp (1986). The individuality of the family’s responses is
perhaps best explained by Hill’s ABC model of family crisis (Hill 1958). Hill
suggests that A (the stressor event) interacts with B (the family’s strengths and
resources) and C (the family’s perception) and this results in x (the impact). This
model is useful for nurses in that it emphasises that the impact is not simply
predicted by the stressor event, but also the individual family’s strengths and
perceptions.

In family nursing it is crucial that nurses avoid making judgements about
how the family should cope and function. In my own work with one family the
parents preferred the father to receive all the information, the father then passing
on to the mother the information that she felt she wanted. While the nurse may
have judged this to be far from ideal, this system was successful in allowing
both parents to cope in their own individual way. From this perspective, coping
is perhaps better understood as a perception within the family rather than solely
the nurse’s perception of the family.
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Hall et al. state that a family is coping well when they are ‘able to meet the
demands of daily life, despite their stressed circumstances’ (Hall et al.
1982:343). The nurse’s role is to support the family as they come to terms with
this crisis, commending them on their strengths and encouraging them to
maintain control over their own affairs. However, when the family is having
difficulty in functioning the nurse has a role in fostering opportunities for the
family to express their painful experiences, identify problem areas and address
different strategies to resolve them. The role, however, should be one of a
catalyst, a supporter and facilitator enabling the family to move on, rather than
one of a dictator, prescribing a course of action that may prove to be ineffective
and even harmful to the family (McHaffie 1992).

Communication within the family

As the family labours under the burden of knowledge that their child has a short
time to live, communications become fraught with difficulty, even in families
that have previously communicated well. Through the course of the child’s
illness, the family faces continual change in identity, goals, standard of living
and plans for the future. Discussions at a ‘feeling’ level are sharply curtailed,
since ‘feelings’ involve expression of negative emotions, pain and guilt. Gyulay
reports that with each stage of the illness the understanding of each other’s
feelings diminishes and at some point the family may stop communicating,
relying on intuition ‘which invariably is faulty’ (Gyulay 1978:36).

In their seminal work in this area Glaser and Strauss (1966:11) identify a
number of awareness contexts that represent patterns of interaction between
dying patients and hospital staff. These are:

* closed awareness—patient fails to recognise that he is dying. Staff and
relatives spend time trying to prevent patient becoming suspicious;

* suspicious awareness—patient tries to trap staff into telling the truth;

* mutual pretence—all parties are aware but behave as if the patient will live;

* open awareness—all parties are aware and discussions about impending
death can take place.

These awareness contexts are useful for considering communication within the
family. In parallel, however, to Kiibler-Ross’ (1982) stages, the awareness
contexts should not be interpreted too rigidly as different members of the family
will move on to different levels or ‘regress’, seeking emotional respite in closed
awareness. Nurses therefore need to work with families in appreciation of
‘where they are at’ and pace interactions appropriately, being cognisant of the
value of closed awareness as a form of denial—giving the family time to
regroup and gain strength.

When a state of mutual pretence prevails, topics such as the child’s illness,
treatment and death are avoided and the ‘points of real emotional contact
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become fewer and fewer’ (Judd 1989:38). When staff also join with the parents
in mutual pretence, the child’s and indeed the sibling’s questions are met with
empty reassurance and a ‘conspiracy of silence’ blocks all meaningful
communication (Karon and Vernick 1968:275). If this situation continues
children lose their trust of family and staff and the patient ‘may spend months or
years of frustration before dying in emotional isolation” (Lyons 1983:62), while
siblings are left feeling bewildered, confused and afraid. Despite its harmful
effects, there is some evidence that when the dying patient is a child, mutual
pretence is particularly resistant to change (Bluebond-Langner 1978).

In order to move on the family requires an opportunity to gain information
and express their mixed and painful emotions. These emotions involve not only
what is happening to the child but also ambivalent feelings that may have
developed between the members. The nurse has a vital role in facilitating
communication by providing frank and honest information herself and also by
encouraging parents to ‘story tell’ their experience. Wright and Leahey (1994)
suggest that this is very therapeutic for family members in that it provides an
opportunity for members to hear what others feel and provides staff with an
opportunity to validate these emotions.

Communications, however, can become so tense that members may find it
difficult to express, or even know, what they feel. In this event, Heiney (1993)
suggests a technique of asking members what they ‘think’ about an issue, rather
than how they ‘feel’. By asking each member and summarising their thoughts,
the nurse has shown the family how to increase their understanding of each
other while reducing the emotionalism of communication.

When adult members of the family are able to maintain communication they
can move forward together in open awareness and address the needs of the
children. Although initially many parents do not want to inform their children
(Geen 1990), staff can encourage parents to recognise, understand and meet the
emotional needs of the sick child and siblings. This is particularly important
when children themselves are indicating a readiness to know and a need for
information.

There can probably be no harder task for parents than talking to their children
about death, and yet the literature suggests that open communication promotes
healthy relationships, strengthens the family and makes it more resistant and
adaptable (Frude 1990). Parents rely heavily on nurses to provide a role model
for them in the difficult task of answering children’s questions and may be
guided by Couldrick’s (1991) suggestion that a step by step approach is taken—
finding out what worries the child and answering questions rather than simply
giving information. In this way the child’s ‘right to know’ may be balanced with
their right not to know (Leiken and Connell 1983) and the fact that the child
may not wish to maintain open awareness with everyone can be acknowledged.
Parents may also find it useful to practise or rehearse what they want to say to
children, or how they will answer their most dreaded questions, with a trusted
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member of staff who can do much in this way to support the family, build their
confidence and encourage them to develop a sense of mastery.

Geen (1990) reports that many parents say that the greatest support they had
came from each other. It is imperative for the family’s successful negotiation of
this loss, that nurses develop their counselling skills, listening rather than
talking, helping the family to express and explore their experience. In this way
the parents can be enabled to tap into the resource they have in each other and
move forward once again.

Family roles

The emotional burden of caring for a dying child is well documented in the
literature; however, the physical burden of care and the role conflict and strain that
may accompany it are less well addressed. As the family negotiates the transition
from a healthy family to a family with a terminally ill child, roles within the
family require to be realigned in order to meet the demands of the situation. Most
commonly for mothers, this requires taking on the role of caregiver to the sick
child and the mastery of often complex nursing skills. If there are other children at
home, the mother may feel a need to continue her other roles of home maker and
nurturer of the other children. As Gyulay points out, ‘to be other than supermother
is to be insensitive and neglectful’ (Gyulay 1978:37).

Fathers also experience role conflict between the role of provider and the role
of father to a sick child. There can be considerable pressures to take on
additional roles without relinquishing others, and parents often maintain
unrealistic expectations of their ability to juggle these roles. Gyulay
demonstrates this well in the following quote from a father:

That’s what men in our society stand for, fatherhood, provider,
disciplinarian. I’ve failed at all of them. I can’t even give emotional
support to my wife and kids. The other day I cried.

(Gyulay 1978:38)

Children’s roles too may alter. Sieman (1984) points out that, regardless of age,
the sick child tends to assume the role of the youngest with the result that
younger siblings may be required to take on additional roles that were
previously in the domain of the sick child. The continual and progressive role
changes that take place within the family may be aggravated by the financial
burden of child care, time off work, special treats, trips and transportation (Hall
et al. 1982:332). This is particularly likely in single-parent families where the
mother or father assumes the dual role of provider and carer. It is hardly
surprising that family members often quickly find themselves exhausted
physically and financially as well as emotionally.

Nurses, by virtue of their close involvement with families, are well placed to
assist the family in negotiating their roles and sharing some of the responsibility
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that goes with them. In terms of the care of the sick child, nurses must
remember that the degree to which parents wish to be involved will vary. Where
parents wish to be involved, they should be provided with a carefully planned
and structured programme of education and assisted by ongoing nursing
support.

Kiibler-Ross remarks that ‘just as the terminally ill patient cannot face death
all the time, family members cannot or should not exclude all other interactions
for the sake of being with the patient exclusively’ (Kiibler-Ross 1982:141).
Parents need to be encouraged to take breaks from their sick child, spending
time with each other or with friends. In my own experience, this guidance is
often difficult for parents to follow, but if breaks can be taken parents appear
more able to cope when their continual presence is required. Where parents
cannot or choose not to leave their child, simply providing a cup of tea or
something to eat by the bedside speaks volumes.

To avoid role strain developing parents may need encouragement to involve
other members of the family who may be able to act as a messenger to others in
the family, help with child care, transportation and the maintenance of the
household. Family members and friends are frequently only too grateful to have
some input that will reduce the burden of care for the parents.

It is relevant when dealing with the dying child to remember that ‘life, even
drastically shortened life, can be worth living” (Judd 1989:185). While the dying
child assumes this role, he needs to retain what he is able of his role as a well
child for as long as possible. This may include playing, arguing with siblings,
interacting with friends or riding a bicycle. For the child these activities may
constitute some of his ‘unfinished business’ (Kiibler-Ross 1978:55) and parents
may well require the support and reassurance of nursing staff in order to let this
happen.

Providing time to grieve

Providing time to grieve requires that the family is able to acknowledge their
losses and the final loss that is about to take place when their child dies. When
this will take place in the dying child’s trajectory will depend on the individual
family and their ability to negotiate the process of ‘letting go’ (Rolland
1988:46).

Kiibler-Ross remarks that time is both a healer and a preparator, a healer
because it gives the family an opportunity to say things they haven’t said and a
preparator because it gives the family the opportunity to deal with the ‘little
deaths’, such as loss of hair and loss of mobility, which precede the ‘final
separation’. Kiibler-Ross proposes that when these losses can be mourned as
they happen, ‘the final grief work will be minimal’ (Kiibler-Ross 1983:47).
Hill’s experience, however, seems to contradict this view. Having acknowledged
the importance of the ‘little deaths’, she contends that the expected death of a
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child seems to have as severe an impact on parents as on those suddenly
bereaved. She speaks of parents using such metaphors as being ‘ripped open
from head to toe’, and feeling that they have a wound which will never heal
(Hill 1994:244). Whether or not it has any effect on the pain of the final loss,
there seems to be a general agreement that being able to prepare for their child’s
death carries some benefit. The theme is variously described in the literature as
‘an anticipatory mourning’ (Bowlby 1980, Van Dongen-Melman and Sanders-
Woudstra 1986, Judd 1989), ‘preparatory grief” (Kiibler-Ross 1982), ‘worry
work’ (Janis 1958, Murgatroyd and Woolfe 1982), ‘anticipatory grieving’
(Speck 1978) and ‘anticipatory coping’ (Frude 1990). Anticipatory mourning
involves an ‘active rehearsal of future events’ (Murgatroyd and Woolfe
1982:117), thus helping the family to work through potential sources of stress,
examine courses of action and develop coping strategies. Families may need
nursing assistance in order to focus this work and not simply worry in a general
sense.

During this period of looking ahead, if not before, parents may express a
wish to take their child home to die, and indeed for the child this may also be on
the agenda of unfinished business. It is important that hospital staff do not
regard this important decision as a criticism of their attempts to support the
family, but instead, that they enable it to happen while ensuring the family are
provided with ongoing support.

Families need time to acknowledge their losses as they happen, and nurses
need to continue to communicate openly and honestly while allowing for hope.
Papadatou makes a useful distinction between ‘active hope’—faith in one’s
ability to move towards a chosen goal—and ‘passive hope’—the hope for
miracle cures (Papadatou and Papadatos 1989). In the context of this chapter,
nurses need to continually convey active hope to families, affirming their belief
that the family can successfully negotiate this sad transition.

Emotional involvement of nursing staff

Much has been written about the need for support by the family, but little about
the need for support by staff. Geen reminds us that nurses are very much needed
by many families as a help, comfort and support, but they in turn need to feel
well supported in order to fulfil this very demanding role (Geen 1990). Stein and
Woolley too emphasise the importance of an effective support system, relevant
to the needs of staff, arguing that such outcomes as increased job satisfaction,
reduced sick-leave and staff contentment are reflected in ‘a richer service to
families’ (Stein and Woolley 1994).

In order to undertake this role, nurses must first be willing to examine their
own philosophy about death and put their own house in order. Carers require not
simply education in order to care for the dying: they require an opportunity to
have their own grief recognised and receive support in acknowledgement of ‘a
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common humanity’ which includes at times ‘feelings of inadequacy and
anxiety’ (Robbins 1983:6).

The issue of staff emotions also brings into question the exact nature of the
relationship between nurse and family in family nursing. Coody (1985) suggests
that there is no single correct method of working with families, but just as
families gain awareness of their child’s impending death so nurses gain
awareness of how best to help them. For every family there will be a correct
balance and it is through working with the family that the balance will be found.

Perhaps the best description of the nurse’s role with families is that of a
‘knowledgeable friend’ (Whyte 1992:326). The idea underpinning this
description is the concept of a relationship between equals. It is, perhaps, only
when we are willing to explore this concept to its limits that we can come to
understand the true meaning of ‘partnership’ in care.

THE CASE STUDY

The preceding sections of this chapter have addressed the needs of the family
with a terminally ill child. While by no means exhaustive, the sections have
focused on the common themes identified in the literature. In this section I
present case study material, drawn from my experience as a paediatric ward
sister, to provide practical guidance on how to implement family nursing. The
work of Wright and Leahey (1994) is used to structure the case study.

Presentation of the case

The work with the Glen family took place during the last few weeks of David’s
life, when he was ten years old. Two years previously, David had presented with
an abdominal tumour; despite undergoing surgery and intensive chemotherapy
the tumour had now spread to his kidneys and liver. For the last two months
David’s care had been aimed at palliation and the parents were aware that he
was terminally ill.

The subject of nursing David at home had been raised with his parents and
David frequently expressed a desire to be at home; however, the parents felt that
they would be unable to cope at home. Prior to the assessment David had
become increasingly withdrawn from his parents and to a lesser extent the staff.
The nurses were also concerned at how exhausted the family had become.

Assessment

The information contained in the assessment was gathered from a variety of
sources, including talking with the parents both on their own and together,
speaking to other family members, observation of the family’s interactions, the
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case notes and speaking to staff involved in David’s care. The family were aware
from the outset of the aims of this interaction. During the intense relationship
that developed a large amount of information was gathered. For the purposes of
the case study a necessarily abbreviated version is presented.

Structural assessment

For ease of communication the family structure is summarised in the
genogram presented in Figure 5.1. From the genogram, it can be seen that
the Glen family was relatively small and reported themselves to be ‘close’.
Outside the nuclear family there was close contact with Mrs Glen’s sister
Ann and their mother Alice McDonald who lived 50 miles away and whom
they saw regularly. The children also habitually spent their school holidays

Fred Beth James Alice
1985 1978 1960 Lives 50 miles
Heart attack Cancer Accident away
Ann Eric
42 yrs 44 yrs

Married; lives locally; Married with
no children children
living in USA

lan Mary
40 yrs 30 yrs
Engineer Housewife
David Jane
10 yrs 8yrs

Tumour diagnosed
2 years previously

Figure 5.1 Genogram for the Glen family
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with their grandmother. Mrs Glen’s brother lived in the United States, where he
was married with two children. Although they phoned regularly they had not
seen each other for several years.

Within the community both parents were actively involved in a local charity
for animal welfare and reported a large network of friends. Within their
neighbourhood they spoke of one couple, Mr and Mrs Smith, who had been
particularly supportive and were always ‘offering to help’. It was noticed that
Mrs Smith often visited David and Mrs Glen in hospital, bringing Mrs Glen
books and magazines. On occasions Mrs Glen would leave the ward to have
lunch with her friend but this was happening less often.

Mr Glen had worked at a local engineering firm for the last seven years. He
said that his boss was very understanding and getting time off work when David
was unwell was ‘no problem’. While his boss seemed willing to give Mr Glen
time off, the firm was presently very busy. Mr Glen was working long hours and
said he felt they ‘needed him’.

Developmental assessment

Mr and Mrs Glen had been married for two years prior to the planned birth of
David and Jane was described as a ‘happy addition’ to the family. Both parents
demonstrated a strong attachment to the children. Prior to this final illness the
family had appeared to cope well. David had been physically well between his
treatments and the family had continued to do the many things they enjoyed
which included time spent as a couple. The parents separately spoke fondly of
Saturday mornings when David played football and Jane was at ballet. This was
reported as the couple’s ‘special time’ when they would breakfast together and
talk about ‘everything and anything’.

For the last four weeks Mrs Glen had been resident in the ward, going
home only to collect fresh clothes. Mr Glen, in between working, had assumed
all responsibility for caring for Jane. Despite Mrs McDonald’s offers to help
the family, the parents reported that she was ‘devastated’ by David’s prognosis
and felt it was better if she just visited, which she was observed to do
regularly. The staff described her as appearing ‘to take things in her stride’
although she did sometimes try to persuade Mrs Glen to go home or meet Jane
from school.

Functional assessment

Communication within the family was clearly problematic. It was observed that
when Mr Glen visited in the evenings his wife used this opportunity to eat and
phone her mother; the parents rarely visited together and communication
between the parents focused mainly on what sort of day David had had. Mrs
Glen spent most of her days sitting beside David and was noted by the staff to be
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very ‘jumpy’ if David coughed, sneezed, etc. Recently when David had vomited
she had reacted with great anxiety.

On a number of occasions Mrs Glen criticised her husband, to the nurses, for
his ‘false cheeriness’, but at the same time she expressed sadness at not being
able to ‘talk like we used to’ and this she blamed on not having enough time. On
the other hand, Mr Glen was critical of his wife’s exclusive attention to David
and said he felt the atmosphere was like a ‘wake’; he also felt Jane needed her
mother’s attention.

Mrs McDonald expressed great sadness for her daughter and son-in-law. She
said she would like to help more but felt that her daughter was ‘pushing her
away’. With David she was patient, encouraging him to do things for himself,
and he was visibly brighter when she visited. In particular Mrs McDonald spoke
of her sadness for Jane who was going to lose her big brother at a young age—
‘the same as my kids lost their father’.

When Jane visited with her father she demonstrated all the characteristics of a
boisterous eight-year-old. She appeared keen to ‘play’ with David but was often
scolded by her mother for being noisy. On a recent visit she had climbed onto
the bed to show David her ‘stick-on tattoo’, but her mother’s angry rebuke about
hurting David had left her tearful and withdrawn. For the remainder of her visit
she had played with other children in the playroom.

When asked about Jane, Mrs Glen said that when David was undergoing
treatment Jane had been ‘a treasure’ but lately she was too ‘noisy’ and always
‘wanting things’ when she visited. David himself was quiet and withdrawn. The
staff reported that David often asked his mother to do things he could manage,
e.g. passing him a tissue. At other times he was clearly irritated with his mother,
particularly when she got in the way of his computer screen. On the rare
occasions when Mrs Glen took a break, David was less withdrawn with the
nurses and had begun to question his named nurse about his illness, expressing
that he was glad he was not having more ‘chemo’ as it ‘hadn’t made him better’.
David still had contact from his school friends in the form of letters and cards
but his ‘best friend’ Jason had not visited for two weeks although he regularly
phoned the ward.

When the parents were seen together, they both spoke of their exhaustion.
While they both acknowledged the terminal nature of David’s illness they said
they ‘never had much time’ to talk about it. When the question of David’s and
Jane’s awareness was raised, they said that they felt ‘honesty’ was important but
they were clearly at a loss as to how to speak to the children. Mrs Glen had
become very tearful.

Strengths and problems

Wright and Leahey suggest that in order to summarise the assessment a list of
strengths and problems should be drawn up. This avoids the nurse focusing only
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on family problems and allows for strengths to be linked with problems in the
action plan (Wright and Leahey 1994). The Glen family’s strengths included:

e the family reported good communications in the past and until the final
illness had coped well;

* both parents were strongly attached to both children;

e the family had been flexible in taking on roles (although role strain was
evident);

e within the family and social networks the family had offers of assistance.

Problems included:

e communication at a ‘feeling’ level had broken down between parents;

e both parents were demonstrating role strain—‘mother of sick child’, father as
‘provider’ and ‘homemaker’;

* both David and Jane were indicating a need for information and involvement.

Action plan

Friedemann (1993) reminds us of the importance of setting goals for
intervention that reflect the family’s values, rather than those of the nurse. The
main goal of intervention with the Glen family was their re-engagement
emotionally. In this way the nurse was greatly assisted by the ability of the
family to recognise that communication was lacking, although initially they
were at a loss as to how to resolve this.

Throughout the process of assessment the family was encouraged to express
their feelings and clarify their thoughts and in many ways this served as an
intervention, permitting the parents to reframe their perception of the situation
and re-engage emotionally. This concept of assessment merging with
intervention is discussed in detail by Lapp et al. (1993).

The key goals of intervention are summarised in the action plan below:

1 Promote positive communication within the family:
provide family members with the opportunity to discuss emotional issues
together;
use of ‘story telling’ the illness experience;
assist the family in reframing their situation;
use of ‘I think’ rather than ‘I feel’ technique (Heiney 1993);
offer opportunity for parents to spend some time alone, i.e. named nurse to
play with David and Jane;
as parents re-engage in communication move on to consider David and
Jane’s need for information through discussion, role modelling and role
play.
2 Reduce the role strain for the family:
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implement an education programme to support both parents in caring for
David;

encourage parents to consider ways of reducing role strain by involving
grandmother, aunt and friends;

encourage father to explore taking more time off work or changing work
pattern to increase involvement with David;

explore with the family ways of encouraging David to have some control in
his life and reinvolving Jane.

3 Support the family’s strengths: communicate openly with family to maintain
their sense of control; commend family on their coping; validate emotions
and offer reassurance; communicate active hope.

Progress and conclusions

During the last few weeks of David’s life the Glen family demonstrated an
ability to re-engage with each other emotionally. This was not an easy task
and took a great deal of work, particularly at times of stress. It is
acknowledged that in a family with fewer strengths this may have proved
impossible.

One week before David’s death the family expressed a desire to take him
home to die and with the support of the home care team this was made possible.
David never directly asked about his death but he demonstrated his awareness
by completing his unfinished business in the form of going home and dying at
peace, with his family.

CONCLUSION

In paediatric nursing, perhaps even more than other areas of nursing,
professionals are acutely aware that the quality of family life is bound up with
the health of individuals within the family. However, as Lapp et al. point out,
there has been less clarity about how to support and promote such complex
interactions (Lapp et al. 1993).

In this chapter I have attempted to document these interactions and illustrate
how nurses can enhance the support they give to the family with a terminally ill
child. Family nursing, which involves the nurse working in partnership with the
family, assisting them to find their own solutions to their problems, appears to
be a logical and legitimate extension of the paediatric nurse’s role. Perhaps it is
only when we are willing to extend our role in this way that we will learn to
enhance the quality of life ‘not only for our patients and their families, but also
for ourselves’ (Papadatou and Papadatos 1989).
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Chapter 6

Family systems nursing

Problems of adolescence

Duncan Tennant

Helen Brown was referred by her General Practitioner to the Department of
Family Psychiatry with a history of weight loss accompanied by binge eating
and self-induced vomiting. Just over one year prior to the referral, she began to
diet, after being teased by some school friends about being overweight. The diet
became increasingly restrictive and after nine months she was diagnosed by her
GP as suffering from anorexia nervosa. She was aged 16 years at the time of the
referral and had lost approximately two stones in weight.

Her GP had been attempting to approach the problem using behavioural
intervention with Helen in addition to seeing her parents separately to offer
guidance. The reasons for the referral were the GP’s concern that there was little
improvement and Helen’s imminent departure from the family home to go to
university in another town some distance away.

ADOLESCENCE AND THE FAMILY SYSTEM

This chapter highlights, with the example of Helen and her family, the
application of systems thinking (see Chapter 1) to work with families struggling
with problems of adolescence.

Adolescence is a time in the individual life cycle which taxes the resources of
the family system like no other. For example, levels of marital disharmony and
family stress are higher whenever there is an adolescent in the family than at any
other stage in the life cycle (Olsen ef al. 1983). It is a stage when adaptability
and the family’s ability to change roles and rules in relation to stress is tested to
the extreme and, in the view of adolescents of all ages, most families fall far
short of the mark (Noller and Callan 1986).

For the purposes of this chapter, adolescence is viewed in a similar light to
that of Golan (1978), as a developmental and transitional life crisis, and in
agreement with Box that ‘the major life task which is particularly crucial in
adolescence is that of becoming emotionally separate and differentiated” (Box
1986). A family intervention at this stage in the life cycle (Helen’s adolescence)
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and soon after the onset of symptoms is significantly more likely to be
successful than at a later stage (Dare et al. 1990).

The 1980’s literature on family therapy with adolescents presented growing
evidence of a shift from single model approaches towards an eclectic approach
combining the strengths of several models (Breunlin et al. 1988). This shift is
reflected in the approach described in this chapter. The conceptual framework
builds on the ideas presented in Chapter 1 and draws from three theoretical
schools of thought in family therapy. These are: the problem centred approach
developed at McMaster University (Epstein and Bishop 1981), the
psychodynamic approach (Skynner 1976, Box 1986) and the structural approach
(Minuchin 1974, Minuchin et al. 1978, Minuchin and Fishman 1981). The work
of Will and Wrate (1985) in integrating these schools is also heavily drawn
upon.

In terms of family nursing theory, the work described is at the ‘systems’
level. Friedemann (1989) describes family nursing interventions as taking place
on three levels, all of which are equally important. These are the individual
level, the interpersonal level and the systems level. She uses Benner’s (1984)
proficiency framework to envisage nurses advancing from ‘novice’ individually
based interventions to ‘expert’ interactionally based interventions.

Wright and Leahey (1990) draw similar distinctions between different levels
of complexity in work with families. They refer to work with the individual as
the focus and family as background (and vice versa) as ‘family nursing’. Their
definition of family systems nursing, on the other hand, includes family therapy
and cybernetic theory in its framework. Bearing these distinctions in mind, the
conceptual framework used in this chapter would best fit the description of
‘family systems nursing’.

Attention is paid to the conceptual, perceptual and executive skills involved
in assessment and formulation of family problems and to the process of helping
families to arrive at solutions to these problems. Particular emphasis will be
placed on the importance of the nurse working collaboratively with the family to
arrive at a shared conceptualisation of family problems. In the clinical setting in
which the following case study took place (a psychiatric department) this can be
a complex task since families usually view the ‘sick’ member as the focus for
help, as opposed to the family as a whole.

As Treacher commented:

the family does not expect that its role in the drama of hospitalisation
should be examined. For the hospital staff to adopt a family therapy
approach is culturally unexpected—it is not cricket—it is to hospital that
people go to be cured.

(Treacher 1984:171)

Hanrahan (1986) also emphasised the need for careful negotiation of
expectations when working with the families of adolescents.
This emphasis on collaborative work with families has not always been
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central to the work of family therapists. Peterneli-Taylor and Hartley (1993)
found little evidence in their review of the literature, of families and
professionals working together towards a common goal of meeting the families’
needs. It is not unusual to find examples of families not being informed that
observers are present or of families being coerced into participating in
videotaped sessions (McElroy 1990).

The approach used here espouses the view that family expectations require to
be carefully negotiated in order that the nurse and the family can work on an
agenda on which there is clear agreement. The nurse and the family are viewed as
making an equal contribution to the work which takes place. The family members
have expertise in family life. The nurse has conceptual skills which the family do
not yet possess but does not view the family as a passive recipient of her technical
wizardry. The therapeutic alliance takes priority over the principles of application
of the model used (Pinsof 1994) and the nurse is as much concerned with
identifying family strengths as she is with identifying dysfunction.

CASE STUDY

The case example will be used to guide the reader through the process of
assessment and subsequent changes made on the basis of this assessment.
Particular attention is paid to demonstration of the way in which a
comprehensive formulation of family problems can be achieved, with the nurse
and family working as equal partners in the enquiry.

Assessment

Helen was accompanied at the first session by her parents and brother Stuart
(aged 19) Other family members (not present at the first interview) were Brian
(aged 20) and Laura (aged 22). All three of these siblings had left home over a
three-year period prior to her referral. Stuart moved back into the family home
after having to leave his flat due to financial difficulties.

Orientation

The assessment interview begins with careful negotiation of expectations with
the family. The nurse forwards an explanation of rationale and procedure
involved in the family approach to be used. It is often helpful to begin by asking
what the family expects to happen at the interview:

NURSE Families have different ideas about what to expect when they come
to the clinic. Could each of you tell me what you were expecting to
happen here today?
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MOTHER  Well, Helen has had an eating problem for about 18 months now. It
seemed to start around the time of her exams...

NURSE  Excuse me for interrupting. We’ll get back to the eating problem
shortly. What I was wondering was whether each of you had any
thoughts about me asking the whole family to come here today.

MOTHER  We are a very close family. It’s only natural that we are all
involved in helping Helen.

NURSE  What about you, Mr Brown. Do you have any thoughts about the
whole family being asked to come here today?

FATHER I had expected Helen to be seen on her own. You might have got
more out of her that way, but I have no objections about being here if
you think it will be helpful.

STUART  It’s important that we all know what is going on. I'm quite happy to
be here.

HELEN I'm not bothered.

NURSE Does this mean you are happy about the whole family being
involved?

HELEN If that’s the way you do things, then fine.

The advantage of eliciting the family’s reaction at this early stage is that the
nurse is able to obtain a picture of their expectations of the meeting before
giving an explanation. The family members’ responses to this opening question
provide valuable information regarding their attitude towards family work. Fears
and reservations can be placed on the agenda before the assessment begins,
rather than being left unspoken. In the case of the Brown family, there are no
obvious objections to the whole family being involved but their understanding
of the rationale behind this is somewhat limited.

The nurse can now proceed to fill the gaps in their understanding and to
explain the plan for the rest of the meeting. His intention is to demystify the
process of therapy in order that the family can make an informed choice of
whether or not to participate.

Let me explain my thoughts on the whole family being involved. Our
experience is that often when one member of the family has a problem it
can be linked to other stresses in the family. Now this may not be the case
in your family but you are certainly all affected by Helen’s problem, you
probably all have ideas about it and are keen to help. Am I making sense
so far? (Family appear happy with this.)

What I am proposing is to spend an hour or so finding out about your
family in order to decide on the best way to tackle Helen’s problem. This
will mean asking some questions about family life which you may feel are
unrelated to Helen’s problem, but which are none the less important for
me to find out about. Is that acceptable? (No objection.) Now if any of you
feel that the questions which I ask are too personal or difficult to answer
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then I want you to let me know, and if at any stage you feel I am getting
the wrong impression about your family I would like you to let me know
about that also. Is everyone happy to proceed on that basis? (Family signal
agreement.)

(Nurse)

Data gathering and problem description

The nurse and family have now reached agreement to continue the assessment
process. The data gathering stage of the assessment will now proceed with the
nurse beginning to explore the ‘surface action’ aspects of family functioning
(Will and Wrate 1985). Epstein and Bishop’s (1981) ‘dimensions of family
functioning’ are used as a basis for this component of the assessment and
provide the following surface picture of how the Browns function as a family.

Problem solving Is the family able to identify problems? Do they talk to each
other about them? Do they agree on a plan of action and is this carried through
and evaluated? Families who complete all of these stages in the problem solving
process are viewed as more effective. This dimension of family functioning can
be assessed by examining the way in which the presenting problem has been
approached by the family.

MOTHER  The problem dates back to about a year and a half ago, though
Helen will say it’s more recent than this...

NURSE Is your mother correct, Helen...I mean that you’ll disagree with her?

HELEN I can’t really remember, she’ll know what she’s talking about—

NURSE So you’re saying that you don’t disagree with your mother. Is that
correct? (Helen nods.)

NURSE  Mr Brown, when did you realise that there was a problem here?

FATHER Probably about a year or so ago. Alice (Mrs Brown) noticed before I
did and I thought she was kind of over-reacting as she can do that
sometimes, then it got that Helen was here less and less at mealtimes and
was eating less and was beginning to look pale and drawn all the time.

The nurse proceeds to assess the steps taken by the family to solve the problem.
It transpires that the parents agreed on a strategy to deal with Helen’s eating
problem but seldom stick to the agreed plan. After exploring the family’s
attempt to deal with the presenting problem, the nurse enquires about other
problems. Does the problem solving process usually break down at this stage?
Exploration of the family’s attempt to solve other problems suggest that it does.
The Brown family approach most problems in a similar fashion and are equally
unsuccessful.
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Communication How do family members communicate with each other?
Clear and direct communication is viewed to be most effective when a family
member clearly states her feelings and states these directly to the person these
feelings relate to, e.g. ‘I get very angry with you, Stuart, when you agree to be
in by ten o’clock and then fail to stick to this.” Attention is also paid to the
congruence between verbal and non-verbal communication. The following
excerpt from the assessment interview sheds light on this dimension in the
Brown family.

MOTHER  Children nowadays don’t seem able to enjoy themselves without
going over the top. You don’t know what they’re up to, if you don’t
know where they are.

HELEN By the time they reach the age of 17 they’re usually not in need of
their mother to look after them...

MOTHER (interrupting) When I was younger there weren’t drugs and the
like. It was safe to walk the streets at night. Not like now.

In this sequence, Mother is unclear and indirect in her communication of
concern for her daughter. Helen is equally unclear and indirect in her attempt to
communicate her view of her mother as overprotective. Neither mother nor
daughter acknowledges or responds to the communication of the other. The
nurse goes on to enquire whether this is a typical communication pattern. The
family’s attention is drawn to the above and other examples of dysfunctional
communication as they present themselves ‘live’ in the session.

Affective responsiveness How do family members respond to each other
emotionally? Do they respond to each other in positive, supportive ways? Do
they respond to feelings of anger or panic? The most effectively functioning
families are viewed to be those who have the capacity to respond to a wide
range of emotions. In the Brown family, angry feelings are not responded to at
all but are either ignored or dealt with by a rapid change of subject onto
something more manageable, such as exasperation over Helen’s refusal to eat.

Affective involvement To what degree are family members involved with each
other emotionally and what is the nature of this involvement? Are family
members too involved with each other or not involved enough? This dimension
is similar to the enmeshment-disengagement continuum used in structural
family therapy (Minuchin 1974). In the case of the Brown family both parents
are over-involved with and overprotective towards both children. Mother is
excessively worried about both Helen and Stuart when they are out of the house,
particularly at night. Father is anxiously overinvolved in all aspects of the
children’s lives.
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Behavioural controls This dimension concerns family rules and regulations.
Are these rigid, flexible, laissez-faire or chaotic? The most effective style of
behavioural control is viewed to be one which is flexible and amenable to
modification according to family developmental stages. The Brown family is
one in which the rules and regulations are rigid to the extreme and have changed
little to meet the the requirements of different stages of the family life cycle.
Both Helen and Stuart complain that their parents are too strict in terms of the
time they have to be in at night. At the same time parents fail to stick to any
decisions regarding the management of Helen’s eating and are quite easily
derailed by her on this issue.

Family roles Which family members are allocated responsibility for various
family functions such as provision of resources or nurturance and support? Is
accountability built into the allocation of these roles? In the Brown family,
everyone is happy with the basic instrumental aspects of family organisation
(such as the provision of resources, paying of bills, etc.). Other functions such as
the encouragement of independence and autonomy in the children are less
successfully carried out.

As each of these dimensions is assessed, the nurse therapist summarises the
proceedings so far and negotiates a shared definition of which aspects of family
life are problematic and which are not. A major strength of this framework for
functional assessment is that it was derived from a non-clinical data-base and
therefore focuses on effective family functioning rather than dysfunction. The
model has also been used as a screening device to identify families who may be
at risk (Akister and Stevenson-Hyde 1991).

Dysfunctional transactional processes The above assessment of surface action
(dimensions of family functioning) will now be further developed as the nurse
gathers information about the transactional patterns which underpin the
functional deficits which have already been uncovered. Will and Wrate (1985)
describe a number of dysfunctional transactional processes which commonly
occur in families. Three of these are evident in the way in which members of the
Brown family relate to each other.

Displacement occurs when conflict is avoided by focusing on one which is
less threatening. In the Brown family the conflict inherent in the separation and
individuation process of adolescence is displaced on to conflict over Helen’s
bodily functions.

Scapegoating is seen where one family member’s problematic behaviour
serves as a means of drawing the attention of other family members, thus
avoiding conflict with each other. In the Brown family, marital conflict is
shelved as parents unite to deal with the life-threatening problems presented by
Helen’s eating disorder.

Triangulation occurs when two family members avoid confronting their
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differences by involving a third party whenever the emotional intensity reaches
uncomfortable levels. Triangulation is a persistent feature of all transactions in
the Brown family.

FATHER I would feel better if we both took the same line on what was
acceptable and unacceptable at mealtimes.

NURSE Who’s we? I'm not sure.

FATHER I mean Alice and myself. The rules seem to change without any
negotiation or discussion. For example, we agreed that Helen would
not be allowed out in the evening if she hadn’t eaten her meal. One
night she gets off with this because her friend is sick and she wants to
go and visit her. Alice says this is a one-off so we should make
allowances. Problem is, Helen comes up with a new ‘one-off’ every
mealtime.

NURSE (to Mother) Have you heard this complaint before?

MOTHER TI’ve heard this before. It’s not quite as simple as that. Sometimes
you need to be flexible...it’s different if you’re the one who’s there
dealing with the situation.

NURSE I was meaning about David feeling unsupported by you. It sounds as
if he feels that the two of you have made agreements and that you
change plan without discussing this with him.

MOTHER David tends to over-react in these situations. It’s not a question of
not supporting him. I don’t agree with him. There’s a difference.
(Glances at Helen.)

HELEN (to her mother) You mean like the time he went bananas over the
banana. (Uproarious laughter from Mother and Helen. Father at first
looks furious, then smiles nervously and begins to laugh with the others.)

NURSE  What’s this...?

HELEN It was one time my mum let me leave half a banana and my dad
was shouting the place down about it and my mum said there was no
need to go bananas over a banana and we just fell about the place
laughing.

This example of Helen’s triangulation is repeated throughout the interview.
Each time her parents begin to speak of their differences, she interrupts the
proceedings, usually to form a coalition with one parent in opposition to the
other. The nurse therapist draws attention to this each time it happens and
eventually begins to co-opt various family members to assist in identifying
new examples of this process as it takes place ‘live’ in the interview.

NURSE (to Stuart) Did you see what happened just now? Just at the point
when your parents were disagreeing, your sister came in and changed the
subject. Does that sort of thing also happen at home?
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In this way the nurse not only brings these transactional patterns to the
awareness of the family as they happen but also teaches the family members to
recognise them.

Structural assessment

Pinsof (1994) suggests that a hallmark of successful integration of different
theoretical schools is a clear articulation of when and why each particular
theoretical component should be used. In the Brown family, structural family
therapy concepts will be utilised as part of the overall formulation. The
understanding of the family’s transactional patterns and their relationship to
Helen’s symptoms can be further enhanced by the ‘psychosomatic families’
model provided by Minuchin et al. (1978). Further evidence of the application
of this structural model can be found in the family therapy literature (Kog et al.
1985, Walker et al. 1988, Baker and Pontious 1984, Carr et al. 1989, Wood et
al. 1989, Stierlin 1983, Madanes et al. 1980). It is also referred to in nursing
literature (Basolo Kunzer 1986, Tennant 1989, Caroselli-Karinja 1990, Forisha
et al. 1990). This model posits that psychosomatic symptoms are sparked off
and maintained by a combination of enmeshment, overprotectiveness, rigidity
and low conflict threshold in families. Minuchin’s study reported a high success
rate in eating disorders using an approach which focused on modifying these
family transactional patterns.

The transactional patterns observed in the Brown family are closely related to
those described in the above model. Family members are enmeshed and
overprotective towards each other. Their threshold for conflict is very low and
the family system is lacking in the flexibility required to allow age-appropriate
autonomy in the children. It makes sense, therefore, to include this theoretical
component as part of the overall framework used both in the assessment stage
and as part of the therapy strategy.

The significance of family history

Exploration of the family history uncovers some significant life cycle events
which may have a bearing on the current situation. The nurse hears a history of
each parent’s family of origin. This includes details of each parent’s relationship
with his/her own parents.

Mrs Brown is the second youngest of five siblings. One of her brothers died
as an infant (from meningitis) before she was born. Another sibling died aged
five years after being hit on the head accidentally by a cricket bat (when Mrs
Brown was 11 years old). Mrs Brown states that she has never recovered from
this death. Her parents were very strict and very overprotective, particularly after
the death of this second child. Mrs Brown was involved in a series of petty thefts
in the following year. This and other problems were dealt with by her mother,
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with her father having little involvement. She can recall very little discussion
having taken place at any time with regard to the death of her siblings. She left
home at the age of 17 to be married. Her parents still live nearby. She has
suffered recurrent bouts of depression since the birth of her first child.

Mr Brown was the youngest of four siblings. He described a happy
atmosphere in the family though it gradually transpired that he had joined the
army at age 16 in order to free himself from a very strict father, and that his
other siblings joined the army for similar reasons. There was a history of poor
conflict resolution between all family members and he no longer has any contact
with his family of origin due to various long-running feuds. He married Mrs
Brown at the age of 18.

The nurse speculates that the significant points here are:

1 separation problems in both families of origin;
2 history of poor affective communication and conflict resolution in both
families of origin.

Problem clarification

The above concepts are used in the process of problem description. The nurse
expands on this description of family functioning to arrive at a clarification of
family problems. This involves reaching agreement between nurse and family
about what the significant problems are. Problem definitions are agreed
throughout the session—not just at the end of the assessment. For example, the
assessment of the dimensions of family functioning described above is shared
with the family on a step by step basis.

Wherever there is disagreement between family members about problem
definition the nurse attempts to negotiate agreement. If this fails, the
disagreement itself may be defined as a problem. Timing is important to avoid
overwhelming the family by identifying too many problems too quickly. Epstein
and Bishop (1981) provide a useful description of a family assessment with
clear examples of the executive skills employed in this step by step process.

Summary

The end result of data-gathering, problem description and problem clarification
is a comprehensive systemic formulation of family problems. The nurse
therapist presents the summary to the Brown family prior to negotiating a
contract for family work.

I will summarise the problems as I now see them. Please stop me if you
disagree with my interpretation of things. You’ve come along here
primarily with concern over Helen’s eating and her weight loss. In the
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process of discussing this it transpires that there are a number of other
problems, some related to Helen’s eating and some not.

One of these problems is that you two, as parents, get into conflict
about how to deal with Helen’s eating and about how to solve other
problems in the family. Once you get into this conflict you find it difficult
to resolve. This difficulty in resolving conflict is something which goes
back to your own families of origin. Do you agree with me so far?
(Parents nod in agreement.)

A further problem is that when you two are in conflict Helen becomes
involved or you involve her, making it even more difficult for you to
resolve this conflict.

There are also a couple of problem areas that we are not in full
agreement over. Helen and Stuart both feel that their parents are
overprotective and over-involved with them, considering the age they are.
Both parents feel that they are involved at an appropriate level. They feel
they are forced to pay close attention to Helen because of her eating
problem and that they are forced to be involved with Stuart because he
isn’t as accomplished as he should be at taking responsibility for his own
affairs. Are we in agreement so far? (Family acknowledge agreement.)

I have also suggested a redefinition of problems which none of you are
in full agreement with but which all of you are prepared to investigate
further and keep an open mind about. I am referring to my suggestion that
Helen’s eating problem is linked to all of these other problems in that it
provides a focus for conflict which is in some ways easier to deal with
than the other problems I have just listed.

(Nurse)

Treatment

On the basis of this summary, the Brown family agree to proceed with family
work and after some negotiation agreement is reached on the following list of
changes which will be worked towards:

1

2
3

prevent the family from concentrating on Helen’s symptoms as a way of
avoiding other family conflicts;

establish age-appropriate independence and autonomy of Helen and Stuart;
establish clear boundaries and enable conflicts between dyads to be resolved
without triangulation of a third party, particularly the conflicts which exist
between parents;

Helen to take responsibility for establishing a more healthy and acceptable
eating pattern. She will be assisted in this task by a separate behavioural
programme linking a two-pound weight gain with freedom of movement.
Failure to gain weight will result in being constantly supervised by parents.
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Treatment has both experiential and cognitive components. The experiential
component includes task setting and active experiential learning in the session
itself. With the Brown family, this will involve a strong measure of structural
family therapy technique in view of the structural problems uncovered in the
assessment. The cognitive component is aimed at providing insight by means of
interpretations.

The first step is orientation that treatment has begun. It is usual to invite the
family to suggest a starting point.

NURSE I'm going to suggest that we make a start on the agreed problems
today. We don’t have much time left in the session but we could agree on
something that you can all continue with at home between now and the
next time we meet. Where do you want to start?

MOTHER  We could begin by discussing how to deal with dinner when we
get home from here, (to Helen) Will we have the same routine tonight—
with you cutting up the vegetables, then the meat...taking half an hour to
do so?

NURSE (to Helen) You do that as well? I've got something of a rigid routine
myself at mealtimes. It doesn’t take as long as half an hour but it’s a
source of great amusement with my family.

The nurse therapist has taken control of the proceedings using the technique of
‘de-amplification” (Minuchin et al. 1978). In ‘joining’ with Helen over the issue
of eating, he decreases her power and centrality (Minuchin 1974). By
identifying with her eating behaviour he labels it non-pathological, thus taking
the heat out of the situation. This manoeuvre also allows the nurse to shift focus
away from the ‘identified patient’ and onto more generic family issues.

NURSE  Excuse me for interrupting here but I would like to make a
suggestion which you may feel is absurd but which I hope you will bear
with me on. My suggestion is that eating is left up to Helen for the time
being. I have already explained her programme to you and, as you know,
she will be required to gain two pounds this week. I think we should
leave her to get on with that task and focus our attention on some of the
other issues we have agreed are problematic.

MOTHER But she won’t eat. We can’t just leave her to get on with it. She
won’t eat a thing if she’s left to her own devices.

NURSE Helen, do you know what is required of you with regard to your
eating? You have an appointment with the dietician and a time to get
weighed? (To Mother) She seems clear about what to do. I suspect she
might just be more successful at gaining weight than we think. Let’s
shelve discussion of the eating problem for the time being and focus on
some of the other problems which we have agreed exist in the family. I
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have a feeling that the eating problem will take care of itself if we deal
with the other problems.

FATHER You mean some of the communication problems we talked about?

NURSE Are you suggesting a starting point?

FATHER I suppose I am...You see, very often...I feel that we’ve agreed on
something, for example, that everyone eats at the same time. I come in
from the late shift to discover that they’ve all had meals at different times
and that you’ve (to Mother) discussed and decided this with Helen. I
don’t think it’s Helen’s place to be involved in negotiating away
something that I have agreed with you. (Turns to Nurse.) Is there
anything abnormal about that?

NURSE This doesn’t involve me. (He makes a non-verbal signal suggesting
that Father continues the discussion with Mother, thus stopping him from
detouring conflict by involving the nurse in the transaction.)

FATHER Can you see my complaint...?

HELEN Yes, you want it to be like it is in the army. (Stepping in to rescue
Mother.)

FATHER This is unfair...this idea of me being the rigid unreasonable one in
the family. (Turns to Stuart.) Do you see it this way? Are you unable to
negotiate with me? Am I so unreasonable? (Father has once more
brought in a third party to dilute conflict with Mother.)

NURSE 1 get the feeling that it’s very difficult in this family for any two
people to have a prolonged discussion without involving another party.
Stuart, did you notice how your father involved you just now? (The
nurse’s intention is to underline Stuart’s competence by drawing
attention to the fact that he is a separate autonomous individual and by
employing him as an ally in the task of boundary drawing.)

STUART Yes, my father often brings one of us into arguments with my
mother.

NURSE (to Stuart and Helen) Let’s try and stop that from happening. I have a
feeling that your parents can have this discussion without any outside
assistance. Your father may be tempted to bring one of us in again but we
can remind him if this happens. (Once again the nurse highlights the
boundaries around a dyad. Each time a maneouvre like this is repeated
there is more chance that these boundaries will be adopted as a preferred
state of affairs.) Is that alright with you two? (to Father and Mother)

FATHER I have no objections.... As I was saying, I don’t think I’'m so rigid
and I find it hurtful that you go back on agreements like that. Can you
see what I’'m driving at here?

MOTHER If you were around more the problem wouldn’t arise in the first
place.

FATHER  So that’s it? Well that problem is easy enough fixed. I can be around
more. I don’t have to work so many hours. I’'m sure the kids could
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survive without skiing trips and the like. Is that OK with you two? (to
Helen and Stuart)

Once again, Father quickly re-involves the children whenever the emotional
intensity of his exchanges with Mother become uncomfortable. Each time this
occurs the nurse therapist brings it to the attention of the family. The repetitive
nature of this process gradually brings to their awareness the dysfunctional
transactional patterns which have underpinned family communication for many
years.

As the session draws to a close the nurse turns attention to negotiating and
defining a task, relevant to the agreed list of problems, which can be undertaken
between meetings. He feels that it would be useful to get parents to do
something that will exclude Helen (to get them working together and to extricate
her from their conflict with each other). These negotiations are derailed by a
prolonged discussion about how often they should weigh Helen over the coming
week. The nurse insists that this is strictly Helen’s business (much to the delight
of Helen). Parents reluctantly agree that eating and weight is not an area that
they are permitted to be involved with at all over the next week.

Second session

Helen is weighed at the health centre prior to the second family session and has
gained three pounds. Mother appears very agitated as the family sit down.

I’m not happy at all with this arrangement. She won’t say whether she has
gained or lost weight. I don’t see how this is helpful. She has been
weighing herself during the week. I have heard her on the scales. She
won’t tell me her weight. I don’t think it is very fair, Helen. You weren’t
brought up to be nasty like this.

(Mother)

Mother is using family values as a means of drawing Helen back into their
enmeshed relationship. Helen’s taunting of Mother over the weighing issue
suggests that she remains ambivalent about relinquishing her position. It would
mean giving up power and a degree of closeness to her mother. The nurse comes
to Mother’s rescue while continuing to define Helen as the one in control of her
own body.

NURSE  (to Mother) It would appear that Helen has decided to eat once again
and has met her target weight for this week.

MOTHER That’s good but I would have liked to have seen you having a more
sensible balanced diet, Helen, instead of eating the same things all the
time.
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HELEN That’s between me and the dietician. I wish you would mind your
own business. You must have other things to think about.

FATHER That’s enough, Helen. There’s no need to speak like that to your
mother...and anyway, she’s right about the stuff you’ve been eating. You
can’t survive on pizza.

Despite the fact that Helen has gained weight for the first time in over a year, her
parents are united in their criticism of her eating habits. The nurse therapist
draws attention once more to the pattern of triangulation which persists in the
family.

NURSE (to Father) You can’t resist getting involved when these two are
fighting...

FATHER You mentioned this last week. You think I shouldn’t have got
involved?

NURSE (to Mrs Brown and Helen) Was it necessary for him to get involved
in your argument? Would you have survived without it?

Helen and her mother confirm that his intervention was not necessary, thus the
nurse has successfully challenged the unnecessary protective manoeuvre by
Father. He encourages the pair to continue their interaction and wards off
Father’s repeated attempts to move in whenever the emotional intensity reaches
perceived dangerous levels.

This session and the sessions which follow continue in a similar vein. The
nurse therapist continually challenges the enmeshment, overprotectiveness and
rigidity which have underpinned relationships in the Brown family for many
years. Each time one of these small challenges takes place the family edges
closer towards adopting new and healthier ways of relating to each other.

The Brown family attended 12 separate sessions over a period of six months.
Mr and Mrs Brown attended for a further six marital sessions over a period of
two months. Helen had more or less returned to a ‘normal’ eating pattern by the
fifth session. She gradually gained weight and was able to successfully leave
home to begin university. She remained ‘symptom free’ in terms of the eating
disorder after a two-year follow-up, though she requested brief individual
sessions on two occasions in relation to transitional crises at the beginning of
each of her first two terms at university.

CONCLUSION

Helen and her family offer an example of the way in which an ‘identified
patient’ can have a powerful role in maintaining homeostasis during a family life
cycle crisis. When Helen’s ‘symptoms’ were redefined as a struggle for
individuation and separation they very quickly subsided.
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The process of nurse and family arriving at such a redefinition of problems in
a collaborative manner is, however, a complex one. It requires not only a sound
theoretical knowledge but careful timing and negotiation of each step from
initial assessment to termination of contact with the family. Jones (1995) pointed
out the contribution of family therapists to the extinction of the ‘well’ family
due to their preoccupation with dysfunction. With this in mind, the theoretical
framework described above is far from hazard free. The structural component
focuses more on dysfunction and psychopathology than it does on family
strengths. It is hoped that the emphasis on a negotiated, shared definition of
problems makes up for this to some extent. It is hoped also that the study helps
to substantiate the argument that nurses have much to contribute to the further
development of truly collaborative ways of assisting families.
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Chapter 7

A systemic approach to supporting the
families of children with learning
disabilities

Alice Robertson

The family approach to care has a long history in the area of learning
disabilities. Learning disability nurses see themselves as a part of an
interdisciplinary team supporting families and encouraging them to take the lead
whenever possible. Their assessments are based on the client but they attempt to
match what families need with existing resources, recognising that, ‘Families
offer the emotional security which a constantly changing workforce of
professionals cannot offer’ (McConkey 1994).

In this chapter I shall review some of the literature on family nursing, family
therapy, grief, loss and coping from the perspective of the family experience of
having a child with learning disabilities. I suggest that the idea of family-centred
nursing has been used in this area for some time and could easily be extended to a
family nursing model. An attempt to demonstrate this is made using a recent case
study from professional experience. The discussion suggests that a family nursing
perspective could be valuable in assisting families to make the perceptual shift
required to enable them to cope effectively with the difficulties they face.

INTRODUCTION

A family nursing approach to assessment and care could mean that much of
what nurses know about families could be documented in a useful way. What is
documented now is what is considered to be relevant to the ‘client’ in a family
context. Using a systemic approach the family is the ‘client’ (Will and Wrate
1985). All family experiences are seen to affect each family member. Helping
the family to reach solutions could solve the problems of individuals. A family
nursing approach could be a useful additional nursing skill which would help to
provide therapeutic intervention; to better fit needs with what resources are
available; to provide research information about what resources are needed and
how they should be structured; as well as to provide a resource, at the discretion
of the family, for interdisciplinary work. It may be able to ensure that families
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are supported in the ways that they choose to manage their lives (Williams
1993).

Dorothy Whyte acknowledges in Chapter 1 that a systemic approach to
family nursing originated in North America, growing from understandings of
family therapy, but she describes it as:

a logical development of a holistic approach to patient care, and to a
commitment to health promotion. It is, or can be, a fundamental
cornerstone to modern nursing practice in the United Kingdom.

(p. 6 above)

Nolan and Grant suggest that nurses require a suitable modern practice model
to address all the needs of carers, but first that nurse education will have to
change. A family nursing model could be a suitable practice model but
students would also require counselling, health education and self-care
techniques (Nolan and Grant 1989). Learning disability nurses are educated,
and view themselves as therapists who fulfil a wide range of support functions
involving the needs of the whole family. They attempt to empathise with
family culture, to listen to family needs and to empower families to make their
own decisions. They recognise that there is no readymade package of care to
suit every family. Their emphasis has moved to optimising family interaction
in familiar environments and aiming to build on the positive rather than
remedy deficits. If families initiate and/or are involved in problem solving and
decision making they will be more likely to use and adapt helpful strategies
(McConkey 1994). As nurses involve families more in health care they are
already altering and/or modifying their practice (Wright and Leahey 1990)
and moving towards a family systems model of care.

Minuchin suggested that the family systems therapist must have an organised
conceptual structure of family functioning to help analyse a family. This
structure is based on a view of the family as a psychologically interconnected,
interdependent system,

operating within specific social contexts, (which) has three components.
First the structure of the family is that of an open sociocultural system in
transformation. Second, the family undergoes development, moving
through a number of stages that require restructuring. Third, the family
adapts to changed circumstances so as to maintain continuity and enhance
the psychosocial growth of each member.

(Minuchin 1974:51)

Family therapy can be used to change the dynamics of the family system,
opening the way for individual change. It can allow family members to
understand how their behaviour might be determined by family dynamics, and
can be used as a way of understanding personal problems (McMahon 1995).
Family assessment of their experiences may be affected by emotion and/or
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tiredness so the usefulness of a reflective, problem-solving analytical
systematic (nursing) approach (Kahney 1993), such as the framework offered
by Roper et al. (1990), could be enhanced by extending it to a family systems
approach which would include analysis of structural, functional and
developmental aspects of the family. This approach could provide an
organised conceptual structure and seems a logical step in the development of
the holistic therapeutic care offered by learning disability nurses. It would also
seem logical that they should with experience and continuing education be
specialists in learning disabilities but generalists in family nursing (Gilliss
1991).

THE FAMILY EXPERIENCE

In confronting the information that their child has a learning disability, one
emotion that may affect the problem-solving abilities and dynamics of the
family system is grief. The grief involved in the loss of a loved one is an
intensely painful experience (Bowlby 1980). Loss is a widely used, non-
specific, ambiguous term used in situations where grieving is the appropriate
response:

it indicates the ‘innocence’ or ‘non-contributory’ involvement of the
bereaved person; they have been passive to the event and are suffering
through no fault of their own. The word does not necessarily indicate that
a death has occurred, but may suggest that the relationship with a
person...has been altered in some other way.

(Mander 1994:3)

This use of the word ‘loss’ after the birth of a child with a learning disability
may, however, be inappropriate. It may seem to imply that the families involved
are at fault or to be blamed in another way (Mander 1994).

When a child with learning disabilities is born it has been suggested that
parents grieve because they have lost the ‘ideal’ child they were expecting while
wondering how they will cope with a disabled one (Cunningham 1988). Lazarus
defines coping as consisting ‘of cognitive and behavioural efforts to manage
specific external or internal demands (or conflicts between them) that are
appraised as taxing or exceeding the resources of the person’ (Lazarus
1991:112).

It is a tiring and stressful time (Cunningham 1988). Tiredness and stress can
reduce the ability to concentrate, to think clearly and to remember accurately.
How well a person copes may be central to his or her well-being (Lazarus 1991,
McHaffie 1992). Generally stress is viewed as an ongoing, interactive process
that takes place as people adjust to and cope with their environment. Physical
stress responses can occur alone or in combination. If stress is present for too
long it can lead to depletion of the immune system functions and to physical
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illness. Psychological stress responses include emotional and cognitive
reactions. Anxiety, anger and depression are among the most common emotional
stress reactions. Behavioural stress responses include changes in behaviour,
changes in co-ordination, changes in facial expressions, tremors or jumpiness
and can include absenteeism (Bernstein et al. 1994). One of the most common
cognitive stress responses involves dwelling on and over- emphasising the
potential consequences of negative events (Lazarus 1991).

Olshansky (1961) introduced the idea of chronic sorrow. He defined it as
being different from grief because it is permanent, periodic and progressive in
nature. The intensity of this sorrow is described as varying between
individuals, situations and families. There is growing recognition that even the
most well-adjusted parents suffer chronic sorrow throughout their lives (Warda
1992). Perhaps it is time to reinterpret the idea of chronic sorrow. It may be
that the retrieval of memories at specific times and in similar circumstances
can be applied to solving new problems (Eysenck and Keane 1992, Kahney
1993).

A review of research studies gives some indication of the impact on families
of the experience of giving birth to, and then nurturing, a child with learning
disabilities. The Manchester Down’s Syndrome Cohort Study found that the
majority of parents who had a baby with Down’s syndrome did cope well
enough to find the experience rewarding and strengthening. This large research
study used semi-structured interviews to gather information from all family
members. Interviewers were experienced, specially prepared for this task and
provided a great deal of detail on individual family reactions and feelings.
Vulnerable families were defined as those who were subject to extra stresses
such as unemployment and poor education (Bryne er al. 1988).

Mothers and fathers may react differently to the birth of a child with
learning disabilities and may find themselves in conflict with each other, thus
increasing emotional stress. Until the recent acceptance that fathers play an
increasing role in child rearing (Heaman 1995) this was a neglected area of
research, but it is an important area for nurses seeking understanding of the
effect of this event on the family system. Damrosch and Perry (1989) used the
results from a small postal survey involving the parents of children with
Down’s syndrome to suggest that mothers and fathers in the same family may
adjust and cope in distinctly different ways. Fathers mostly described their
adjustment in terms of a steady, gradual recovery while the majority of
mothers reported a periodic crisis pattern accompanied by episodes of chronic
SOITOW.

Using a large sample of parents with children with learning disabilities, a
‘ways of coping questionnaire’, and a ‘parent perception inventory’, Heaman
(1995) suggested another difference was that both mothers and fathers worry
about the child’s future but may be concerned about different aspects. Mothers
are worried about having the right agencies to provide child care needs while
fathers are concerned about the child’s health, physical needs and having the
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financial resources to cover these needs. Another large postal survey, this time in
the USA and using self-report measures, described the coping strategies of
mothers and fathers. The majority of mothers were defined as seeking social
support, problem solving and positive reframing: the coping strategies of the
majority of fathers as problem solving and self-controlling approaches (Riper et
al. 1992). Both studies were looking for differences between preconceived
categories and used complex parametric statistical analysis to demonstrate these
differences. This quantitative approach does not allow for individual
interpretations of reactions and feelings nor does it provide information on
individual coping strategies or perceptions, but it can guide the direction of
future research.

Baldwin’s (1985) large British study involved both quantitative comparative
statistical material and qualitative in-depth interviews, and recognised the
realities of fathers’ financial concerns. In comparison with other families, severe
disablement in a child can cause a substantial financial burden, creating extra
family stresses. The increased costs involved can drastically reduce family
income. This study provided a comparison of incomes and expenditure patterns.
It also provided information about benefits and services used and, for example,
costs of housing adaptations.

A small but useful ethnographic research project explored the recollections,
feelings and coping strategies of seven fathers at the time of the birth of their
children with Down’s syndrome. These fathers reported that no help was offered
specifically to them by the professionals: all help was focused on the wife and
baby (Herbert and Carpenter 1994). Fathers’ needs require to be addressed.
Siblings’ needs too, should not be forgotten in the support given to families of
children with disabilities. All family members need the chance to express
feelings of resentment and to realise that these feelings are normal. Each
member may have different or conflicting needs which can have repercussions
on other members. If services and information are channelled entirely through
the mother other family members can feel marginalised and this may put extra
strain on family relationships when the family system is already stretched
(Sloper 1994). This attention to all family members has implications for nursing
practice and for research which could be addressed by a family nursing
approach.

Professionals can increase family stress if they do not adopt a positive
supportive approach. Society and its statutory services lead to a
concentration on the disability and the stresses caused by it, rather than
supporting the very positive relationship that can grow between the disabled
child and parent and the effective coping strategies that many parents
develop and adopt (Williams 1993). Beresford (1994) highlighted the
importance of not assuming a pathological stance, of understanding how
parents individually cope with their problems and difficulties, and how they
positively and actively manage their own lives. This longitudinal study
involved 20 families with severely disabled children. All were interviewed
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twice with four to five months between visits. Coping resources and coping
strategies were identified as the two key aspects of the coping process. The
hope was that these findings would be used by service providers, policy
makers, researchers and parents. The majority of parents studied appeared to
have achieved some kind of equilibrium in their lives. The impact of stress
on their lives was balanced by three factors: how the parents managed
stresses; positive aspects such as their relationship built on love and
affection with their disabled child; and the rewards and successes they
experienced as they brought up this child. This equilibrium, however, could
be dependent on resources remaining available and reliable, and could be
affected by feelings of unpredictability, lack of control, of abandonment by
formal agencies and new problems needing to be dealt with. Greater severity
of disability and social isolation of the child were associated with higher
levels of maternal stress. Improving housing, tackling children’s behaviour
problems and providing information about children’s problems in a sensitive
way are suggested as ways in which services can support parents’ coping
efforts.

It is important to understand that families may develop their own coping
strategies and healing theories (Fravel and Boss 1992). Simply telling and
retelling their stories may help parents to find the necessary psychological
resources to achieve some equilibrium in their lives. The need to talk should
not be seen as an inability to cope. Sometimes the support of the listening
professional and a systemic approach to assessment and problem solving
may be the only resource that families need. Listening was seen in Chapter 1
to be an integral part of each stage of the family nursing process. This
approach could be extended also to research, and might be a better way of
studying stress and coping in real life situations. It would define the
individual needs of each family member and if these needs conflict perhaps
indicate ways to compromise (Tunali and Power 1993). Whyte (1992), with
her longitudinal ethnographic study of the experience of four families,
demonstrates the similarity of this research approach to a family nursing
assessment approach, indicating the possible usefulness of a systemic
approach as a research tool leading to evidence-based practice.

CASE STUDY

This case study attempts to demonstrate how one nursing model for assessment
could be extended to become a family nursing model which would more
effectively identify what assistance a family might require in order to resolve
problems and move on through the developmental life cycle. The information
was collected in the course of a practice elective placement during a conversion
course for the Diploma of Higher Education in Nursing (Mental Handicap
Branch).
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Elsbeth was a six-year-old girl with Down’s syndrome who lived with her
parents, a brother and three sisters. Elsbeth’s teacher had indicated to the
community nursing service for learning disabilities that there were some
problems at school. The community charge nurse asked me to visit both the
family and the school to assess the situation and find a way forward.

Elsbeth was happy at home and was not defined as a problem there. Her
teacher, however, complained of a lack of parental cooperation; a lack of
discipline especially over food; tantrums in the classroom; and a difficulty, often
resulting in aggression, in controlling Elsbeth in the playground and on outings.

Elsbeth’s parents reacted with frustration, disbelief and a feeling that their
painful experiences might not have been recognised. They did not realise there
were these problems: if they had been told they would have been prepared to
discuss them. The school was some distance away, and public transport was
difficult and expensive. Together we compiled an assessment, based on the
Roper et al. (1990) approach, of Elsbeth’s life for the teacher so that she could
understand better. They agreed to meet Elsbeth’s teacher once I had visited the
school.

Assessment of Elsbeth

Physical

Elsbeth spent the first two years of her life in hospital. When she was 18
months old she had an operation to close a ventricular septal defect; the
stitches burst and had to be restitched. An extra fold of skin on her head was
removed when she was nine months old and arm splints had to be used to keep
her hands away from her head. She had some hypotonia and had poor control
over lung secretions especially when she had a chest infection, to which she
was susceptible. Her teeth had all been extracted due to a calcium deficiency.
She had early feeding difficulties and had been tube fed. She had required
high calorie food but more recently she had been gaining weight excessively,
and there was a need to reduce her intake. It was difficult, however, to give
Elsbeth less when she was eating with the other children who had healthy
appetites.

Psychological

Elsbeth did not speak until she was two and a half, crawl until she was three and
walk until she was three and a half. The connection between food,
communication and emotion has to be made; tantrums were a form of
communication. What might she have been using tantrums to try to say at
school? The home language and culture are different to school. Did she always
understand what was required at school?
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Socio-cultural

To make too much of an issue out of food at present could lead to future anti-
social behaviour. It may be best to try to be relaxed about food and to encourage
exercise. Elsbeth’s parents felt her only problem was a lack of freedom. They
felt they had to restrain her within a small back garden because of her lack of
road sense. They were applying to the council for a fence around the front
garden.

This assessment was well received by the teacher who confessed that it
contained information which increased her understanding of Elsbeth and her
family.

Structural assessment

Elsbeth’s family were present during my visits so I was able to make some
assessment of structure and development based on what the parents had to tell
me. These assessments were recorded in my notes and they helped
understanding of the family situation. The family structure is summarised in
Figure 7.1.

Not onl good terms

Derek
45 yrs

Unemployed,; Hypertension
principal carer

Alister Susan
20 yrs 9yrs
Stabbing Migraine: Down's Tantrums
injury last year 1st year secondary syndrome;
school I.P.

Figure 7.1 Genogram for Elsbeth’s family
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Kathy, Elsbeth’s mother, was being treated for hypertension. She said she
was feeling very tired and had been glad of a break from school when all the
children were off. She felt there were too many people telling them how to run
their lives and what was best for them. This may have been affecting her self-
esteem, as she spoke about when she had had a trusted and responsible job with
a printing firm. Having had a child with a developmental delay myself, I felt
particularly sensitive and sympathetic to her feelings. She was looking forward
to a forthcoming holiday funded by a children’s heart charity but regretted it
could not include her husband and son. She was worried about her son’s health
and separation from a grandchild.

She also spoke about times when she and her husband had been motorbike
enthusiasts and how much she wanted them to have time to themselves. She
would have liked some kind of respite care to involve all the children, keeping
them together as a family. She explained that it was very difficult to bring
Elsbeth up as a normal member of the family when the involvement of so many
professionals and services, including a special school in a different area, away
from siblings and friends, emphasised her disabilities and made her different
from the others.

Derek, Elsbeth’s father, was unemployed but named as Elsbeth’s principal
carer for financial benefit reasons. He was present during my visits and took an
active part in discussing Elsbeth but would then leave Kathy and myself to chat.
While he was prepared to accept professional support he saw Elsbeth as being
their responsibility: he insisted that they would make decisions about what they
thought was best for her. He felt he could not go on holiday in case of trouble
for Alister from his ‘friends’.

Alister, 20, had caused a lot of worry during the preceding year. Kathy
explained that he had been stabbed in the chest a year ago and continued to have
breathing difficulties sometimes. He had lived with a girl who had returned to
Aberdeen to her parents with their child. He was very quiet but seemed fond of
all his sisters, particularly playing with his two youngest sisters.

Heather, 12, was on medication for migraine headaches and off school when
I visited. This was her first year of secondary school and she had had some
difficulties with teachers. I did manage to chat to her a little when we walked to
the bus stop after my first visit. She was a very pretty, quiet, well-mannered and
courteous girl who appeared to have many friends.

Susan, nine, and also very pretty, was a bubbly, happy girl with an excellent
school report. She had also been at home during my first two visits because her
parents had been up at night with Elsbeth and had been too tired to send her to
school.

Carol, two and a half, was a talkative bundle of mischief who was described
as having brought Elsbeth on particularly since she had started to speak. Her
parents felt they had more trouble with tantrums with her than with Elsbeth.
Kathy spoke about pressure from a health visitor to send her to nursery but she
wanted to enjoy her at home a little longer.
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Proceeding to a family system level of nursing involves assessment ‘of
structural and functional components interacting with environmental systems
and its own subsystems’ (Friedemann 1989:216). There was scope in this
case for a nurse to practise at a systems level, as the family not only had
many contacts with professional workers and their management systems, but
also the complex interactions of a large family dealing with multiple
stressors.

If I had been involved in supporting this family for longer I might have been
able to assess more fully their developmental and functional status. In terms of
family development this family had coped well with many traumas involving
grief, loss and chronic sorrow over previous years. Kathy had spent most of the
first two years of Elsbeth’s life with her in hospital leaving the other children
with Derek; there was the advent of another child, Carol; the trauma of Alister’s
stabbing together with the ‘loss’ of a child and grandchild to another part of the
country. They had successfully negotiated many family transitions and
hazardous events.

From a functional point of view this family seemed strong and cohesive.
There was apparent love and caring between family members. They were not
on good terms with the maternal grandparents but neighbours did drop in
during my visits. The entire family did seem very tired and it was not
surprising that Kathy should see a holiday as a priority. There was evidence
that they might have been suffering from both physical and psychological
effects of stress. A holiday might just refresh both Kathy and Derek
sufficiently to help them to think more clearly, positively reinterpret their
recent experiences and solve their own problems. Family interviews might
have revealed what other family members saw as priorities, allowing them to
give one another insights into how each was thinking. They had survived a
number of problems well in the last few years and had acquired new skills in
coping with professionals. Their case does illustrate the danger of multiple
agencies swamping a family with attention, in a way that can be disabling
rather than enabling. Yet the family had many strengths, and the parents could
be commended for the way in which they had supported each other and cared
for their children.

These strengths were emphasised when it was suggested that they might have
more success with a fence if they approached their local councillor. Derek did
do this successfully. However, on my last two visits they were very angry about
the fence. An anonymous neighbour had objected to the original application but
this objection had now been rejected. They had felt that all their neighbours
were friends. Both parents were very defensive about Elsbeth at this time but
were saying different things.

An ongoing family nursing approach to care would have provided a fuller
assessment of structural, developmental and functional dimensions of the family,
indicating strengths and weaknesses and guiding nursing interventions.
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Discussion

Problem solving for families using an existing model of nursing could be
improved by the use of a family nursing model. Using the Roper et al.
(1990) model Elsbeth was the ‘client’, although she was viewed in the
context of her larger family. Both parents were involved in her assessment
but Kathy contributed most to the other informal assessments. Extending this
model to a family nursing model would have treated the family as the
‘client’ and would have included interviews with all other consenting
members. This might have given a better idea of what the family felt they
needed to strengthen their coping efforts; how to fit existing resources to
their needs; what resources would need to be provided for similar occasions
in future; as well as providing a useful resource, at the discretion of the
family, for other members of the multidisciplinary team involved in this
family’s life.

In common with many families with children with special needs, this family
at times felt overwhelmed by the number of professionals with whom they had
to interact. Kathy felt they all needed a holiday, ‘time out’ together, away from
helpful professionals and neighbours, to relax, cement and nurture family
relationships. If it had included Alister, Derek might not have felt he had to stay
behind. Kathy also wanted time alone with Derek. A service providing either
residential respite or respite in their own home to all the children would have
been ideal. Respite for Elsbeth had been accepted but there was a waiting list.
Kathy and Derek had accepted that this could be a useful long-term way of
fostering Elsbeth’s independence. A facility offering respite in another family
home for Elsbeth had been offered but this had been rejected because it did not
include her sisters.

It could be that this episode itself, with the support of the listening
professional, might have contributed to a continuing process of perceptual shifts
enabling the family to move forward. The family were all very tired at this time
and tiredness might have affected abilities to think clearly (Lazarus 1991:414).
When Derek was reminded how well they had coped and what skills they had
already acquired coping, he did successfully approach the local councillor about
a garden fence. The anger Derek and Kathy were expressing, although directed
at an anonymous neighbour, may have been anger they needed to express before
they could move on.

A family nursing model could be a suitable practice model to address all the
needs of families of children with learning disabilities. It does appear as a
logical step in the development of the holistic care offered by learning disability
nurses. But as Dorothy Whyte points out in Chapter 1, putting these ideas into
operation in the changing context of our National Health Service may not be
easy. Nevertheless, as community nursing teams for learning disabilities are
growing and developing, a systemic approach could be an effective guide to
practice. The documentation could also be a useful audit/research tool
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documenting what nurses do and demonstrating what resources families require
to support them.

CONCLUSION

In this chapter I have reviewed some of the literature on family nursing, family
therapy, grief, loss and coping from a learning disabilities perspective. Family-
centred nursing has a long history in this area and would be enhanced by a
systemic model. This has been demonstrated using a recent case study from
professional experience. Use of the Roper er al. (1990) model identified ‘time
out’ as ‘a way’, but was based mostly on the mother’s opinions. A systemic
approach could mean that nurses’ knowledge about the family as a unit could be
documented and a collaborative approach to problem solving could be
facilitated.

What is currently documented is relevant to the ‘client’ with learning
disabilities in the family context. What could be documented would be relevant
to the family as ‘client’. As the child’s well-being is so closely bound up with
family health and functioning, this approach has much to commend it.
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