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PREFACE

This guide is the seccond in the new series 'Cuides for Special
Education', published by Unesco.

The guides, which are intended for teachers, parents and
community workers, aim at stimulating discussion on basic knowledge,
methods and techniques relevant to the education of handicapped
persons, and offer practical advice for action in this field.

The first guide 'The Education of Children and Young People who
are Mentally Handicapped' deals with ways to encourage learning and
g8ives concrete suggestions on what to teach.

This guide is expecced to interest a wider readexrship, for, in
addition to teacher-parent collaboration 1t deals with the relation-
ships between parents and various other professional groups,

This guide also serves as a supplement to Guide T on 'The
Education of Children and Young People who are Mentally Handicapped’
and to the forthcoming guide on 'The Educaticn of Deaf Children and
Young Pecple’.

The views expressed in this guide are those of the authors and
do not necessaxrily reflect those of Unesco.
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CHAPTER I: INTRODUCTIUN: A JUSTIFICATION FOR PARTNERSHIP

This guide has been written to encourage the development of
good working relationships between parents and professionals for the
benefit of the child or young person. It seeks to provide a
definition of and a Justification for collaboration; 1t gives
examples of ways in which parents and professionals can work
together at different stages in promoting the development of
children; and it discusses the difficultles and obstacles which
stand in the way, and how these might be tackled and overcome,

The growth of better working relationships between pro-
fessionals and parents of children with disabiliti s constitutes one
of the most important developments in the field of special education
and rehabilitation services. But despite encouraging evidence of the
benefits of such collaboration to children, as well as to families
and to professionals, progress has been slow and uneven. This
unevenness is not directly related to the degree to which services
are well developed or well resourced. Some of the most interesting
examples of parent-professional relationships have come from poorer
countries with only limited resocurces. Countries with advanced and
well-established educational systems have often found it difficult
to break with traditional practices which creste a distunce between
home and school.

In writing this guide for an international readership, we are
consclous of the vast range of cultures, traditions and practices in
different parts of the world. Although we are most familiar with the
needs of families and professionals in the United Kingdom, we have
done our bhest to learn about practice 4m other countries. The Intey-~
national League of Societies for Persons with Mental Haudicup
(ILSMH), from whom this pamphlet has been commissioned by Unesco,
contains over 100 member societies in some 70 countries in all five
continents of the world. We therefore wrote to all the League's
member societies, asking for information about their experience of
parent-professional relationships in their own country, whether
successful or unsuccessful. We alse asked for their supgestions on
ways in which Detter relationshifps might be achieved. We recuived
many interesting and helpful responses; these are acknowledged in
the appendix. Further information is available through the Inter-
national League of Societies for Persons with Mental Handicap.

Throughout this guide, we will use the term 'professiuvnal’ to
include & wide range of people. They include teachers working with
children and young people of all ages, whether attending school or
not; health professionals working in peoples’' homes as well as In
health centres and hospitals; staff concerned with helping



adolescents and young adults to live, learn and work in their local
community, &s well as social workers and staff of voluntary
agencies. We therafore need to think of the goal of partnership as
it relates to all those people with whom the child and the family
come into some form of working relationship.

This guide sceks to promote good working relationships between
parents and professionals as a first step in the bdullding of
partnership. We sec true partnership as the ultimate goal, and good
working relationmships and collaboration between parents and pro-
fessionals as essential scepping stones towards this goal. A
commitment to partnership fmplies a sharing of knowledge, skills and
experiences in meeting the individual needs of children as well as
the individual needs of families. It assumes that children will
learn and develop better 4f parents and professionals are working
together than if either is working in isolacion,

REASONS FOR PARTNERSHIP

There are many facts and axguments to support the development
of closer working relationships between parents and professionals,
We sumari{ze some of the more important considerations below:

1. Growth and learning in children can only be understood in
relation to the various environments in which the child is
living. These {nclude the family, peers, schools, the
local community and the wider society. The study of child
develeoprent calls {or an examination of ways in which the
child dnteracts with, affects and learns from these
environmental influences. We can neither study nor teach
the child in isolation.

2. Parents and professionals concerned with the development
of children with disabilities share a number of basic
goals, e.g. teaching the child self-care and social
independence, including feeding, dressing and toiletting.
They are both concerned with helping the child to learn to
communicate and to understand others and finally to adapt
to the expectations of the local community.

3.  Parents and the extended family ure the adults who are
normally most accessible to the child., They are therefore
the most easily available people to help a child with a
disability. Professional expertise - which 1s wore
expensive and 4in many countries less available ~ is
therefore most effective {f it is used to help as many
parents as possible to help their own children. Some
parents can then share their skills with other parents.
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Parents and professionals each have essential information
which needs to be shared among all who are concerned with
the child's development. Parents know their own child
bast, as well as tha environments in which the child is
groving up. Professionals have developed certain specific
strategies and methods to help children to acquire the
skills they need. The greater the child's difficultics,
the greater 4s the need for parents and professionals to
adopt a reasonably consistent approach to achieve par-
ticular goals. Such methods need to be discussed and
agreed, so that, at the very least, each is familiar with
the approach taken by the other.

Knowledge and experience of bringing up non-handicapped
children and ordinary parental intuition, while ur-
doubtedly valuable, are not necessarily enough to aid the
development of a child with a disability, Nor {s it enough
to prepare parents for some of the specific difficulties
which they may experience in raising children whose
development is not proceeding normally.

The age of the handicapped child is not always an adequate
guide for the parent. Parents may become discouraged by
what may appear to be a general lack of progress. They may
be puzzled by the child's upeven development - particu-
larly slow in some areas, relatively nommal in others.
They may be confused about the kinds of demands and
expectations which are appropriate for their child, bhow
they can extend the child's range of experience and how
they can both protect the child and promote development.
It is in areas such as these that the wider experience and
knowledge of the professional can *e particularly helpful
in preventing difficulties and problems which could,
unwittingly, add to or complicate the primary impairment,
The professional is in turn dependent on the parents’
observations, and on the day-to-day adaptation and imple-
mentation of the advice which they offer.

In a number of countries, parents' rights to be involved
in discussion and decision-making coucerning their ohild
are now incorporated in law, Such rights include the right
to information, access to vrecords, participation in
assessment and in the development of plans to meet the
child's needs, as well as in regular reviews of progress.
Although only a few countries have so far adopted such
laws, the principles underlying collagboratien between
parents and professionals are increasingly accepted s
good practice in many countries.



CONCLUSIONS

Despite encrwous diffcrences in progress and practice through~
out the world, we believe that the nceds of children and families
have enough in common to justify this attempt to develop certain
general principles, as well as more specific guidelines for action.
These might form a starting-point for discussimm at local level and
vwill need to be adapted to local circumstances.

Most of the examples of partnership between parents and
professionals which have come to our attention are reported from
special schools. Wil) it be possible to develop the sawe kind of
partnesrship with teachers in ordinary schools? This is one of the
major challenges for the future.
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CHAPTER I1: THE NEEDS AND STRENGTHS OF FAMILIES

Families of disabled children vary as much in their behaviours
and attitudes as any other families. The fact that they have a
disabled child dees not make them any more homogeneous as a group
than they were before the birth of the child., It {s the task of
professionals not only to iecognize the distinctive and unique
characterdstics of each family, but also to approach the task of
building a working relationship with the family in flexible and
individually appropriate ways.

The needs of families will differ in relation ro:

the nature and severity of the child's disabilicy;

the stresses on the family and their own resources for coping;
the attitudes of the society they live in towards disabilitv;
the nature of the services they receive.

However, before discussing families' special needs, and
reactions to disability, it 1s necessary first to stress the
essential similarity in wmany respects between families of disabled
children and families of non-disabled children. For example,
problems of poverty and poor housing may be more acutely stressful
for families than the child's disability., Research on the fami.y
life of disabled children in developed countries has concluded that,
in pgeneral, families meet the day-to-day problems created by the
thild's disability in ways that are fairly typical of the behavicur
of any other family {e.g. Hewett 1670). Most parents of disabled
children have also had other normal children, and therefore have
considerable experience wot only of child-rearing, but also of
helping their children to achieve independence as they grow up. It
therefore makes sense, in creating services, to harness the experi-
ence #~u expertise of parents in bringing ur their own children, and
in knowing the needs and strengths of their disabled children,

To stress the essential individuality and normality of families
is not to deny the range and severity of the problems they face. The
aim {s rather to challenge the assumptions and stereotypes which are
so often used by professisnals about the wunderxlying social
pathologies to be found in the families. What is at stake here is
the danger that negative attitudes in professionals will result in a
lack of appropriate action i{n response to families' mneeds. ror
example, parents seeking help at an early stage have frequently

reported being labelled 'over-anxicus' and denfed credit for clene
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observatinn of their child. With the curvent &mphasis on ‘care in
the community', famili{es seeking residential care for their disabled
member may be investigated for 'guilt' and ‘rejection’., On the other
hand, if respite care services are available, parents whe do not
wish to use them may be labelled 'over-protective'. So the behaviour
of families may be interpreted as abnormal whatever they do. Such
negative stereotyped judgements are a poor basis for collaboration.

Family reactions

Even in countries where wany surveys have been done of the
needs and feelings of families of disabled children, services may
still be set up in waye which reflect the needs and priorities of
professionals rathe:r than of families. Still more information 4s
needed as to how the family as & whole may react to a child's
disability, and what needs different family members may have.

A wide range of pareuntal reactions have been documented to tue
discovery of the child's disability. Parerts' feelings may seem both
protective and rejecting in response to the abnormality. They may
feel inadequacy as parents, and fear for the future. They wmay
experience feelings of bereavement and embarrassment (Cunningham and
Davis, 1985). Less is known about whether these reactions are also
characteristic of other members of the family such as sisters,
brothers or grandparents, and how the feelings of one member of the
family affect another member, spouse to spouse, parent to child,
etc. For example, some fathers may scem to shut themselves off, work
long hours, and not talk about their feelings; this will in turn
reduce their capacity to support the mother emotionally. Family
members' strong and long-lasting feelings need to be accepted by
professionals, and seen as a natural reaction. Feriods of c. eful
listening are an essential element in practical partnership.

A pressing need for many families s for information. Research
suggests that for parents {though perhaps not for siblings) the need
to understand the nature of the child's disability more fully is &
priorityv, They also need to know what to expect in the future not
only in terms of the child's development but also iun rvelation to
whatever com.unity services, ailds and grants may be available,
Finally, parents need to know what they can do to help the child.
ihe ways an which such information is made available need carelul
considetation and ingenuity ~ for example, leaflets with explanatory
illustrations, radio programmes, elc.

The task of bringing up a disabled child is a complex and
tiring one., Children may be 1 drain on the family finances, through
needing special equipment, replacement of bedding 1if the child is
incontinent, replacement of clothing worn out quickly 4if the child
is crawling, difficulty in trsvelling, and attendance at hospital
appointments. Also family finances may be affected through the
mother not havipng paid work, wanting to stay with the child or not
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being able to find someone who will do so while they work. The
everyday tasks of child care are greatly increased, as many children
need constant supervision in order to keep them occupied and out of
danger, and occupled in play. Feeding, toiletting, washing may in-
volve parents' time and attention for much longer than in tF case
of non-disabled children. Repeatedly having to 1lift a physically
disabled child will da exhausting, Many disabled children have dis-
turbed sleep patterns, which will further drain parents' energy.

So the ser‘ices which parents may much appreciate are those
which provide someone to share the burden of caring - 'babysitcing'
while the parent goes out for a while, helping during school
holidays, befriending the child, etc. In countries which have 4
choice of services, play groups, toy libraries, transport services
and financial aid are all important provisiouns iu supporting parents
in caring for and enjoying their child,

Families need information and opportunities for discussion as
an essertial foundation for helping them to wake rational and in-
formed choices about ways in which they can make best use of
existing services, or press for services that are not available or
are being employed in ways that do nnt meet their needs. Parental
feelings of fear and inadequacy are a natural reaction to disabilircy
in a child, but for such reactions to be prolunged may ve a direct
reflection of lack of appropriate help from professionals.

Coping

Families and family members will also differ in the extent to
which they have resources for coping with the stresses and strains
resulting from the child's disability:

physical health and emotional stability;

past experience in problem-solving, such as seeking out infor-
mation and support;

the helpfulness and size of their social network;
financial xesources;
their values and beliefs.

Thus, in setting up a working relationship, professionals have to be
avare of parents as complex individuals with their own resources and
strengths, as well as having areas in which they need support. It
may be as important for professionals to enable mothers to look
after their own physical health, as to consider the child directly.
It may be as important to facilitare parents of disabled childrun
meeting each other for mutual support, as to focus direct services
on the disabled c¢hild,

7
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Parents’ perceptions of society's view of the disabled child
are likely to have a strong influence on their feelings about their
own capacity to love and care for the child in the family. There
have been few cross~cultural studies of public attitudes to
disability, and much of what is 'known' is anecdotal. Such surveys
as there are demonstrate the dangers of generalization - community
attitudes vary not only across societies but alse within them, even
between adjacent neighbourhoods, It is also the case that community
attitudes rteflect both positive and negative dmpulses towards
disability (Mittler and Serpell, 1985). It will be an important
aspect of partnership with parents, for professionals to help
parents to gain positive support from the community, for example,
through comnunity leaders, or women's organizations, giving members
accurate iInformation about the dlisabled child and encouraging the
child's inclusion in community activities.

Parents' attitudes and beliefs, as a reflection of society's
attitudes, may need to be expressed in discussion in order to
examine where they may conflict with professionals' assumptions. For
example, in order for parents to work with professionals in
promoting their <¢hild's development, there wall need to be
acceptance of the idea that intervention can be effective. Some
parents of intellectually disabled children may not believe that the
child can be helped to progress. A second example is where
professionals sugpgest that parents spend time in teaching their
children new skills in regular, structured sessions. Yet it may be
culturally unfamiliar, or felt completely inappropriate dby parents
to spend regular periods in irtensive play with their children, let
done such activities being difficult to arrange when parvents have to
work long hard hours. The culture of the soclety may instead
emphasize children's independence from their parents in terms of
daily activity. Professionals may then need to consider ways of
involving other children in aiding the disabled child to progress,
or developing strategies with the parents whereby the time they
alrcady spend with the child (e.g. feeding, dressing) is exploited
in terms of promoting the child's development of skills towards
independence. Models and assumptions about services which are se2n
as useful {n one country will not be appropriate for implementation
unrevised in other sectings.

Family members

1. Unsupported mothers

So far we have used the term 'parents’'. lowever, many mothers
are in fact looking after disabled children on their own, with
little help or support from other family members or from the
surrounding commupity. Also many families are headed by only one
parent, usually the wmother. Unsupperted mothers have special
problems. Even {n the few countries where speciasl financial grants
are available to parents of disabled children, these are rarely
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sdaquate to provide help iu the day-to-day task of looking after a
home and caring for and working with a disabled child. Many mothers
have to, or choose to have paid work, just as mothers of non-
disabled children do, Professionals need to be fully aware of the
pressures on mothers, and not create additional pressures through
the programmas they suggest. A range of flex.ble services for
mothers to choose from would be the ideal,

2. Fathers

Contacts with professionals have often excluded fathers in the
past. Where fathers are for any reason not available (e.g. work
commitments), it may be very difficult for mothers to pass on the
information gnd advice they have received from professionals or
other parents. Thus the effect of service provision may be in some
ways to divide the child's parents, to make fathers feel incompetent
in relating to their disabled child, and to lecad to inconsistent
handling. In most societies, men take a limited part in the Zuy-
to-day tasks of ordinary child-rearing. Teo what extent should
professionals try to expect more of fathers, since special children
create extra burdens and may call for speclal measures? What extra
information and opportunities would fathers appreciate and respond
to? These are questions which need raising in discursion betwren
parents and professionals, in order to meet parents' needs flexidly.

3. Sisters and brothers

These are perhaps also questions to ask in relation <o
siblings. It used to be generally assumed that brothers and sister.
woule inevitably suffer from the presence of a disabled child in the
family; indeed, it is with their needs in mind that physicians have
often prescribed institutional care outside the family., But there is
very Jittle evidence which would support such an over~simplified
view, Of course, there are individual families where the siblings
have undoubtedly suffered, and some consistent evidence that older
sisters may have too much expected of them in terms of helping to
care for the disabled child. But in general the picture from a
number of studies is not of widespread adverse effects.

On the other hand, we have little information on the ways in
which siblings can contribute positively to systematic work in
partnership with parents and with professionals. Here again it 1s
important to respect local social and cultural traditious and the
wishes of parents and siblings themselves. In many countries,
siblings play a large part in caring for small children. On the
other hand, many parents do not wish to involve the disabled chiid's
siblings in detailled programmes of stimulation and training or in
taking the child with a disability around with them, on the grounds
that they should be allowed to get on with their own lives and that
the presence of a disabled child imposes adjustment prodblems enough
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on siblings without demanding additional efforts from them. However,
much can be gained by sharing feelings, information and werk,
strengthening family bonds; brothers and sisters too should be
helped to choose whether and to what extent to participate.

he Grandparents

We have almost no research information about the reactions of
grandparents {(and other extended family members) to disability in a
child, and about the role they cen play in helping the child and
parents. Certainly grandparents do have strong reactions to their
grandchildren, and can be a source either of great support or of
tension to parents. Resears. does suggest that even in developed
countries in urban areas, contacts with grandparents are frequent in
& high proportion of families. Grandparents' xole often seems to be
one of providing general support: financial help, making special
clothes or equipment, being there in a crisis. Professionals can in
turn sensitively support this important role, in their attempt to
build & broad~based and flexible working relationship with families.

Thus no one appreach can ensure success in working with all
families of disabled children, because each family is unique.
Different family members have different reactions to the child, and
different strengths in coping and adjusting. Each family and
extended family has different ways of communicating with each other,
and in asking for asnd giving help and support. However, the next
chapter suggests some principles on which successful collaborative
working relationships between families and professionals may be
based.

16
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CHAPTER I11: THE ESSENCE OF PARTNERSHIP

We have stated in the introduction that we see partnership as
the essential principle on which to base the development of working
relationships between professionals and parents of disabled
children. In this chapter we attempt to define what we mean by
partuership.

The partnership we have 4in mind implies professional account-
ability to parents. It also implies equality between parents and
professionals. Partnership can take many forms but all must rest on
a basic recognition that each side has areas of knowledge and skill
to contribute to the joint task of working together for the benefit
of the child. As & starting-point, professionals might think of
parents as active 'consumers’' of services, and not as ‘patients’ (an
essentially passive label),

Partnership implies shared activities and decisions, Rut there
cannot be a prescription for particular joint activities which would
represent 'partnership' in action. There will be an infinite range
of particular forms of working relationship depending on the context
within which the work 1is undertsken and how the family lives,
Working together encompasses a wide range of activities, from
exchanging basic information about the child's health, right up to
parents being very closely invelved {n the child's education and
contriburing to decisions about policy and allocation of resources.

Ultimately services to disabled children are a2 matter of
rights, including parents’' rights, and thus of professional duties.
It 19 part ot the professionals’ responsibility and task to make the
relationship work as a partnership and be of benefit to the child.
Professionals need to strike a balance between offering to help
parents to augment ttei{r skills in specilulized ways (c¢.g. learning
how to do physical exercises, prepare special diets, train their
child towards independent mobility, ete.) while at the same time
supporting thedir strengths and sense of ddentdty as pareuts,
Children have complex needs in growing up. Disabled c¢hildren need
from their parents not only encouragement to try harder und teaching
to achieve more, but also their parents' unconditional love and
acceptance. This balance can only be achieved by consulting parents
about their own needs and preferences.

How can professiocnals assess the nature of the services they

are offering against the guiding principle of partnership? There are
several key features embodied in the concept of partnership.
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i. Mutual respect

Perhaps the key element in the development and success of
partnership is mutual respect of the different qualities and skills
which both sides bring to the relationship.

Parents and professior s both have a deep interest and concern
for the chiid, but the parcut is more deeply involved. Most parents
have a lifelong commitment to the child and their responsibility
lasts for 24 hours & day, during holidays and sickness. Their
feeling of their own capability and worth as parents may be
intimately tied up with their child's development. Their detailed
knowledge of the child derives from this day-to-day lifelong love
and care.

The professfonal has, on the whole, a more finite commitment.
The focus of a professional’s work 1is usually specialized in some
Jjay - concerned with education, health, hearing and language,
mobility, vocational training, and so on. Also the professional may
choose to change jobs, or work with another group of children.

Nevertheless, the roles of parent and professional in the field
of disability are more than usually interactive and complementary.
The warm and affectionate care of the parent and the physical help a
parent offers will need alse to be given by the professional.
Parents have knowledge, skills and experience in bringing up thelr
child which they can offer to the professional and to other parents.
Similarly, the knowledge and experience which professionals have
accumulated in working with disabled children need to be passed on
as skills to parents, to enable them to minimize the child's
handicap by continuing teaching at lome.

Mutual respect does not mean professionals standing back and
saying 'parents are the only true experts'. Parents look for active,
purposeful help from professionals in bringing up their child, but
in a way which is fully integrated with their own patterns and
priorities for the child.

2. Sharing ~ common purpose

Partnership involves a dialogue and an agreement of common
purpose. It is perhaps surprising how rarely parents have been asked
for their opinioms - for instance, about what they feel their child
should be learning. Professionals can usefully ask parents actively
and directly about their i{deas, and about their preferences for
collaboration. They need toe do soc at regular dintervals as
circumstances, needs and prioricies change.

Joint assessment of the child should be a process which
pperates right from the start., Parents have a wealth of information
about thelr c¢hild, even If they do not have a systematic way of
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reporting it. They also have a wealth of experience, for example, in
intexpreting the ambiguous cues which a blind child mav give as to
vhether he or she i{s listening, or the jerky, misdirected wovements
of a child with cerebral palsy. They know the child's likes and
dislikes., Also they have over time built up a way of 4interacting
with and managing the child which, to a greater or lesser extent, is
comfortable for them. All of this dinformation 1s wvital to the
professional in making a full asse<sment of the child. Likewise, the
process of assessment is an important and revealing experience for
parents. Noting all the things that the child can do may 'open
parents' eyes' to a new view of the child, where before they may
have been concentrating on what the child cannot do, And it can
help bring home realities to parents who have not allowed themselves
to see the child's difficulties clearly before.

1t is from this basis of asking and listening and working
together that parents and professionals con develop a mutual
understanding and a common purpose., Parents cas then find out why
suggested ,ctivities may be important for a child, and have an
informed basis from which they themselves can make suggestions on
how the activities can best be carried out. It is important for
professionals to encourage parents to ask 'Why?'.

3. Sharing - making joint decisions

The making of decisions is the area from which parents of
children with disabilities are most often left out by professionals.
They have been expected teo fall in with professionals' opinions and
planned programmes, or have been given the opportunity only to agree
or disagree with decisions already taken. Professionals may be
nervous of involving parents at this level, fearing they might take
over., This defensiveness 1is clearly observed by parents. 'Pro-
fessionals simply cannot resist taking over', was how one group of
parents from France put it to us. But joint decision-making, in the
best interests of child, parent and professional, is what is implinr/
by partnership,

Parents in some countrices have increasingly asserted their wish
to be consulted. In the United States of America, for example, the
1975 Fducation for All Handicapped Children Act ensured that parents
are equal members with professionals of the committee which decides
on the individual educational programme for the child., Many
home—visiting educational programmes (see next chapter) have parents
on their management committee, ensuring that the programme continues
to be responsive to parents’' differing needs and situations.
Parents’' organizations as well as organizations of disabled people
are crucial members of the joint consultative committees which
advise many governments on policy.

At the d4nd{ividual level, professionals need to make Jjoint
decisions with parents about teaching programmes. Thece may be
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carried out by ona or the other, not necessarily together. But for
paximum appropriateness and functional usefulness, teaching goals
need to be decided jointly. For example, 4f a teacher oxr therapist
decides that a child needs to learm to sit in a particular
beneficial way, there also needs to be a joint decision with the
parent about whether or how often to enforce this when the child is
with grandparents, or playing with other children.

It is also important for professionals and parents to decide on
a method for continuing communication between them, whether this is
through written notes, home visits, parents' group at school,
telephone, etc. Regular continuing communication 4s essential to
partnership, and as children progress, or problems are encountered,
decisions will continue to need updating.

4. Sharing feelings

Partnership {nvolves sharing, not only of skills and
information, but also of feelings. It may de vital for parents who
sense vejection of their child and of themselves because of the
child's disability to experience a professional really enjoying
thedir child, and showing pleasure in what the child does.

Traditionally, parents and professionals are wary o’ one
another. They come together hindered by preconceived assumptions and
ideas. If parents expect teachers to be rather remote, superior
figures, it will come as something of a shock if they realige that
teachers of disabled children may, like themselves, often be
floundering and overwhelmed. Also then parents will be unprepared
for teachers who offer them opportunities for day-tu-day parxtici-
pation in assessing the child's needs and in implementing col-
laborative teaching. Protessionals, as much as parents, will lack
confidence in how to approach the other; professionals rarely have
preparation or training in ways of relating to pavents.

Professionals can begin to meet parents on a personal level by
being open about their own feelings. Sharing their initial reactions
to disability and early difficulties and failures may make parents
more comfortable im expressing their own doubts and worries.
Similarly, professionals and parents can help ¢ach other through
periods when little progress {s being made and it is only too easy
to be discourazed. Sharing of feelings, with the knowledge that
progress often comes in spurts after a consolidation period, can
oring comfort to both,

The sharing of positive feelings may be e¢ven more important,
feelings of warmth towards the child, snd feelings of satisfaction
at achievement. Success is very precious when much effort has gone
into helping a disabled child take even a small step forward in
development.
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Such a two-way process of support between parent and
professional is of inestimable value to the child, but 1t is only
possible on the basis of a genuine flow of communication and some
element of joint undertakings and sctivities.

5. Flexibility

Flexibility of approach in dealing «ith individuals is
fundamental to partnership. Many recipilents of professional services
have complained bitterly about the generalizations and judgements of
professionals - that a disabled child means a 'disabled’ family, and
that all parents mneed help to ‘'accept’ that their child 4is
handicapped. Generalizations and stereotypes need constantly to be
questioned; no two parents are alike, If professionals want to
establish comfortable and productive relationships with parents,
they will need to explore with each family afresh what the situation
means to them and how each family member canm 'live with' and
ameliorate the handicapping condition of one member. It is too easy
for professionals to slip into routines. Being flexible takes time,
but careful preparation 1s more 1likely to avold wasted efforts in
the long run.

Partnership means that parents can be involved with pro-
fessfionals 4n an active working vrelatisnship with frequent
communicaticn. But 4t does not mean that parents should be put under
pressure to deo so. Farents have a right t» opt out of an active
relationship with professionals: they may uot want to act as &
teacher to theis child, or they may be prevented from doing so by
real practical obstacles such as time, over-work, gross over-
riowding, severe social or marital problems or sheer exhaustion, If
We are serious about listeming to parents, we must allow them to
choose not to be invelved in detailed collaboration. It may be a
terporary stage - feelings and circumstances can change - or it may
bz how that particular partnership continues.

Many parents still repard professionals as special people with
special training in working with disabled children. If, for example,
they have waited fox years for their child to enter school, they
need to believe that the child 4s passing into the care of highly
skilled professicaals, and that they can at last take a back seat.

Parents and professionals share similar concerns, vyet have
difierent perspectives, priorities and pressures. T' .e similarities
and differences pose acute challenges to them whep they wish to form
closer working relationships. The only predictable thing abeut
disabled children and their parents 1s thedr diversity. But the
effort is well worth while. A constructive partiership betweuen
parent anc profussional, utflizing the knowledge and skills of both,
is the most likely way in which the needs of the disabled child will
be fully met.

1%
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CHAPTER 1V: THE PRE-SCHOOL YEARS

Birth and the first few days

The foundations for good relationships between parents and
professionals need to be laid down from the earliest
beginnings - often at birth of the child.

Many parents have spoken and written bitterly about the way
they were treated by professionals at the time of the birth of their
baby. Parents may not be told anything at all, or may be falsely
reassufed that all 4s well when the baby 45 known to have a
disability. The news 4s often broken brusquely and inscusitively,
sometimes without privacy or a chance to ask questions. Sometimes,
information given is misleading or out of date. Above all, parents
are not offered any support or assistance, and no suggestions are
made about ways in which they can help the baby to learn and to
develop,

As a result of many surveys in which parents have been asked to
reflect on their experience and to make suggestions for better
practice, a numwber of writers have drawn up general notes of
8uidance for the use of staff who may be involved in providing the
first contacts for a wother who has just given birth to a child with
a disability (see Cunningham and Davis, 1985 and Brynelsen, 1984 for
recent examples).

Common to all the suggestions 4s the recommendatfon that
written guidelines should be available 4in every local area on
procedures to be considered in the event of the birth of a baby who
has or 1s strongly suspected of having a disability. These
guidelines should be known to all staff working on maternity units
and to midwives attending home births. Such guidelines are obviously
not intended to bhe mechanically applied i{n every case but they do at
least provide a basis for discussion at local level:

1. Whenever possible, the person to inform the parents should
be an experienced physician familiar with babies with
disabilities, fully aware of recent developments in
providing help for such children and their families not
only 4in early childhood but also in the school years and
into adulthood.

2. Inform parents early, and certainly before mother and baby
leave hospital.
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3., Talk to both parents together: it 1s generally unwise teo
tell only the father and ask him to tell his wife.

4, talk to the parents initially in complste privacy, without
students or other staff. At the second wmeeting, it is
useful to involve one more person - e.g. a social worker,
public health nurse or fellow parent who will be able to
continue supporting the family.

5. Talk to parents in presence of baby, and handle the baby
in the same way as any other newborn beby, conveying by
language and manner that the child is a child first and
foremost, and only secondly a child with a disability.

6. Provide opportunities for parents to see the physiciasn on
more than one occasion, s0 as to allow them time to
fornulate questions after the shock of the 4<nitial
interviaw., If the physiclian does not know the answers to
the questions asked by parents, this should be admitted
openly, and steps taken to find the answer if at all
possible,

7. Provide parents with a short 1leaflet with basic infor-
mation about the condition, and which indicates possible
sources of help and support at local level.

8, 1Inform parents of name of appropriate voluntary
organization or parent-~to-parent support groups and ask
parents if they would like to be visited by a member of
such a group.

Guidelines such as these seem to assume that children are born
in maternity units and that specialist help is available throughout
pregnancy and during and after childbirth. Although this is the case
in many countries, 4t is obviously not so in many parts of the
world. Even so, the general principles behind guidelines such as
these might be adapted to suit different settings and conditions,

What happens in any community when a mather gives birth to a
baby that is quickly perceived as disabled »r different? If she
herself as well as those around her immediately perceive that the
baby has a defect of some kind, how will she and the baby bde
treated - by those who have helped to deliver the child, by the
{mmediare family, by neighbours and friends? Will the community
support her? Will they give her auditional help? Such evidence as we
have from studies of cultures around the world suggests that
generalizations about attitudes to babies with a disability are
dangerous., There is great variation from village to village within a
relatively small avea, even though two villuges may sharve the same
cultural ov religlous traditions.



The earliest months

However sympathetically and positively the parents have been
treated in the days following the birth of a baby with a disabiliey,
it 18 vhen they leave hospital and return home that support and help
are essential. But families differ greatly in their response to help
that is offered, and 1t is therefore important to discuss with
parsats the kind of support that would meet their needs, while stil}
recognizing that parents’' views and needs change with changing
circumstances,

For example, some parents are glad to welcome another parent
with similar experience. For others, the arrival of a parent who has
an older child forces them to think about the future when they do
not yet feel ready to do so. Similarly, some parents are soon eager
to do anything they can to follow the advice of experfenced pro-
fessionals while others need time to 'find their feet'. Again,
parents are not always sure ahbout waye in which professionals can
help: they may think of them only as specfalists in their own field
and not think it appropriate to discuss their worrles about the
reactions of members of their family to the fact that their badby has
8 disability. Even within a family, it is natural for two parents to
feel differently about such a situation.

In many cases, disabiliries will only be detected at a later
stage. Parents may have suspected that something was wrong over g
considerable pericd. Confirmation will be distressing but may also
be something of a relief. For other parents, finding out that their
apparently normal child has a Jisability will be a terrible shock,
and perhaps harder to come to terms with just because of the initial
period of thinking that their child had no problems.

Parents have often said that their main need in the ecarliest
months 1s simply to have 8 friend who is a source of support and
comfort, someone to talk to freely - mot just about the child bat
about anything. And yet, parents of babies with a disability are
often isolated - not necessarily because the baby is 'redected' but
because their friends and relatives are unsure how to behave and how
to react.

As one parent said:
'Most of my relatives do not talk about Beckie with me ... but
leaving the topic unmentioned is to treat a major segment of my

mental and emotional life as unmentionadle' (Morton, 1978),

Home- and community-based services

The movement to ensure that basic community resources are made
available to all members of the community, including those with
disabilities, thas been actively promoted by international

i9

24

.\,1



organizations such as the World Health Organization, UNICEF and
Unesco. In the field of primary health caxe, local village workers
in many countries are being given short ccurses of 'on-the-spot'
training in the bastcs of health care, sanitation, nutrition, child-
birth and child care. To this is now being added some of the most
essential elements of helping families and communities accept and
assist children with disabilities. Detailed training manuals are now
available from WHO in Ceneva and from all regional offices of WHO to
assist village health care workers to help parents to teach their
children tu learn to become more independent in feeding, dressing,
toiletting and in learning to communicate (Training the Disabled in
the Community: A Manual on Community-Based Rehabilitation for
Developing Ccuntries, WHC, 1983), These manuals can be used from the
earliest months of life, They are written in simple language and
liberally illustrated with line drawings providing examples of how
particular skills can be taught. Scparate manuals are available for
people with difficulties in learning, movement, sight, hearing and
speaking, those who have fits and those with 'strange behaviour',

Many families with a young child with a disability are now
being helped to meet their child's needs in their own home, However,
such a policy demands that parents are given full community support
and given all possible sources of help to enable thom to do so. Such
help will vary from community to ccmmunity, depending not only on
resources but also on ways in which families with any other child
might be helped. Iv some countries, children can attend day centres,
creches or kindergartens for part or the whole of the day, sometines
where disabled and non-disabled children may mix frecly. These may
be provided from public funds or they may be run by wvoluntary
agencies. Similarly, some countries have nursery scheols or classes
vun by the education authorities and staffed by cxperienced nursery
teachers and nursery nurses,

Some countries do not bave day services for any of thelr
children, whether disusbled ox not. Even 4f they do, it may be
diffdcult to secure admission to such services for children with
disabilities. there is general agreement, however, that young
children would generally benefit from attending pre-school day
services but that mere placement of such children in {integrated
facilities 48 only the starting-point. Being in the cowmpany of
nomally developing children provides essential learning experiences
for all children, as well as for staff, But {t iz also important to
find the means of meeting the special needs of children which arise
from their disabilities.

In situations where the child s asttending a pre-school
facility alongside normally developing children, the following
questions  can usefully be asked in  relation to  pareatal
collaboration in meetiag the child's nceds:
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1.  What opportunities have there been for parents to visit
the pre-school facility, to talk to the staff about their
child's ordinary and special needs, ways of h:lping the
child settle 4in and gain the maximum benefit from
attending?

2. Do the day centre staff have opportunities to visit the
family at home 4n orde: to sec the child in the home
setting and get to know the family on a social basis?

3., Are the centre staff informed about the results of any
specialist educational or developmental assessment that
has taken place, as well as of any specific or general
tecommendations for teaching and activities that have
arisen from such assessments? How fully have the parents
contributed to such assessments and recommendations?

4., What support is available both to centre staff and to the
family 1in dealing with problems presented by the child
during this perdiod?

5, Are parents able to visit the centre freely to take part
in activities with other children or with their own child?

6. If the child has been taught at home by the parents,
elther on thelr own ipftiative or with the support of a
home visiting programme, what steps have beer taken to
inform day centre staff of progress and problems in
following such teaching? Are parents {nvolved {n any
modifications to the programme which may be necessary as
the child moves into a day centre? How regularly would
such a programme be reviewed by centre sctaff?

wWhat about children wheo do not attend any kind of pre-school
service, whether ordinary or special? In some countries, home
visiting services are being developed to assist and support such
families. These take many different forms. Some are relatlvely
informal, unstructured forms of visiting., For example, parents have
themselves developed support groups in many places, whose members
visit one another in their own homes to share experiences and ideas
and to provide mutual support on a social basis. In other cases,
regular visits -re made by a teacher, public health nurse, health
visiter or social worker. They too provide general support but may
also advise on difficulties which arise, as well as inform parcents
about local services. They may alsoc accompanv parents on visits to
assessment centres and to possible services which are befup
considered for the child.

Increasingly, the aim of home visits (s to help the parents to

further the child's development. The best known formal programme of
this kind is the Portage programme (Dessent, 1984). Originally
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developed in a rural community in Wisconsin, United States for all
pre-school children with delayed development, the programme has now
been adapted and translated for use inm many parts of the world,
including Latin America, India and the Caribbean. In essence,
programmes such as Portage involve a regular visit, every one or two
weaks, by a home visitor who works with the parent to arrive at a
simple assessment of the skills attained by the child in key arecas
of development - e.g. physical, self-help, wmovement, play,
socialization and language and communication. This assessment is
then used as s basis for discussing with the parent the next stage
of development that the child might be helped to reach, the
activities that would help the child to reach the target and the
methods that might be used to this end. The home visitor wnight
demonstrate teaching methods and activities to dbe adopted but it 1is
essentially the parent who acts as the teacher after the home
visitor has left. In this way, the programme supports rather than
supplants the parents.

Programmes such as Portage have the advantage of being home-
based, involving the parents in assisting their child's development,
giving them a major say in decision-paking concerning the selection
of teaching targets. ™n the other hand, it is important not to put
undue pressure on parents to participate in programmes of this
nature. As Sandow (1984) puts it, 'There is more to family life than
training children', and success or failure as s parent should not be
equated with the extent of & child's progress in meeting teaching
targets, however important or relevant they may be.

Parents are now being given more choice in deciding the way 1in
which they are going to work with their child. This 1s consistent
with the philosophy of regarding the parents ss consumers, respect=~
{ng the individuality and uniqueness of each family, and the dis-
tinctive life-styles and teaching-styles of each member of the
family, including the child with a disability.

1f parents are to make such cholces, they will need to be in
possession of all the necessary information to enable them o choose
in an informed way. Some parents may wish to take a full part in
contributing to the assessment of thelr child, as well as in
selection of teaching targets. But they may prefer to reach these
targets in their own way, fitting in with the child's moods and
interests, rather than follov a prescribed method of teaching or
committing themselves to reach such targets by a set date that firs
in with the bome visitor's next visit.

It is precisely because the personal and social needs of the
family are so {mportant, that it 4is important to do everything
possible to allow them to lead as natural a life as possible,
despite the difffculties presented by the child. For this reason,
social, personal and financisl help for the family are at least as
important as direct educational help for the child.
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Such sources of help can &nclude:

1.

2,

3.

Arrangements which will allow the family to meet friends
and leave their house during their leisure time. This may
involve someone coming in to look after the child or the
child going to another person's home. It can also involve
short periods of respite care with other families. This
helps not only the family but can also provide the child
with invaluable experiences of living away from home for
short periods.

Countries with a well~develuped social security system now
generally provide some degree of financial help to parents
looking after & child with a disabiiity. Even where this
is not available, assistance with transport can be
{avaluable.

Toy libraries have provided a source of support for many
families, as well as stimulation for the child. Parents
can borrow toys and play materials which suit the stage of
development reached by their child; often, they can seek
advice from a teacher or volunteer familiar with the play
needs of young children. Toy libraries provide an {nformal
setting 1in which parents can meet and exchange ideas and
experiences concerning their children. Many are available
to parents of all children, whether they have a disability
or not.

Many pavents find it helpful to become members of a parent
to parent support group, Parents meet regularly in one
anothers' houses, not only to talk about their children or
the problems they present, but as a means of mutual
support and building up self-confidence through being able
to help others. Sometimes, such groups provide individual
support to a new parent.
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CHAPTER V: WORK WITH PARENTS DURING SCHOOL YEARS

INTRODUCTION

The organization and structure of educational provision varies
greatly both betueen and even within countries. In some, education
is provided entirely by the State or from public funds; in others,
schools for children with disabilities are set up by parent groups
themselves, or by private or voluntary organizations. The access
that parents have to their child's school, to information about
their child's progress and problems and the nature and degree of
influence that parents exarcise wil' also vary ~ i;rom a bare minimum
to one of maxigum control stemming from the status of pareuts as
employars of teachers.

Educational provision for children with disabilities {s in a
state of change and uncertainty in most countries of the world. Iu
many parts of Europe, North America and Australasia, the practice of
segregated education is being questioned, and attempts are being
made to meet special needs in ordinary schools, This can take a
variety of forms., For example, special classes for children with
disabilities can be set up in the ordinary school; alternatively,
children are placed directly into an ordinary class but attempts are
made to ensure that both the child and the teacher are given a high
level of professional support from specialist teachers. Sometimes,
children spend part of the day in the special school and part in an
ordinary school (see Hegarty, Pockliagton and Lucas (1981) and OECD
(1981) for summaries of the range of models currently found in
developed countries).

Progress towards the integration of children with disabilities
is very uneven. Children with physical and sensory disabilities are
more easily accepted into ordinary schools, whereas those wirth
marked difficulties of 1learning or behaviour are still frequently
excluded from or not accepted by ordinary schools. Nevertheless,
there can be no doubt of the increasing commitment to integration
(mainstreaming) by educationalists and parents, although the
obstacles to achieving high quality education are considerable.

In many developing countries, only a small mirority of children
with disabilities attend any form of school. Where they do, priority
is generally given to children with sensory and physical disabili-
ties; those with learning and intellectual disabilities tend to be
lower on the priority list. In general, parent and voluntary organ-
izations are the ones who stf@%gle to secure an education for such
children. Sometimes, individual parents succced 4n finding a place
for their child in a school; in addition, small groups of parents
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work together and establish their owm school, elther teaching the
children themselves, perhaps in their own homes or a borrowed or
rented roor or hall, or hiring s teacher to do so. Bangladesh pro-
vides a good example of the growth of a strong parents' soclety from
modest beginnings.

Sometimes, the parents hope to persuade the education authori-
ties to provide schooling by demonstrating that the childrxen are
capable of learning. In other cases, the parents prefer to work for
financial support from the authorities to enable them to continue to
run their own school.

Unesco and other bodies have published examples of a range of
approaches to the education of children with disabilities, based on
the experience of many different countries (see bibliography for
examples of publications and tape slide presentations). But we know
rather little about relationships between teachers and parents in
countries outside Europe and North America, though some of the
replies we have received to our inquiries were encouraging.

It is now regarded as good professional practice to develop an
individualized educational plan for each child. The Education of All
Handicapped Children Act (1975) in the United States and the 1981
Education Acts im Britain are twe examples of national legislation
which specifically provides rights for parents to participate fully
in the process of assessment and decision-making.

Although there is now a much greater awareness of the
importance of parents and teachers working together, this may be
harder to implement immediately in ordinary schools, particularly
since there may be only & small number of children with disabilities
integrated in any one school. Ordinary schools do not generally work
in such close partnership with parents, particularly where older
children are concerned.

The Italian experience suggests that in may be possible for
them to do so. In Iltaly, the integration of children with
disabilities has been wumandated by legislation closing special
schools, though progress has been more extensive 4in the northern
cities. In many schools, parents are invited into ordinary
classrooms as ancillaries to assist not only with their child's
physical needs but also, under the guidance of the class teacher,
with the academic programme (OECD, 1981). Similar developments are
now beginning 1in Spain; schools which undertake to accept two
children with disabilities in each class will be able to reduce
class sizes and rveceive additional support from peripatetic support
teams,
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PRINCIPLES AND PRACTICES

Whatever the situation, it geems to us that certain principles
are common to the needs of children, parents and teachers during the
school gyears. These principles give rise to a number of specific
suggestions for day-to-day practice.

1. There should be opportunities for parents and teachers to

discuss their aims and priorities for the child, both in the

long term and in the short term

Many misunderstandings gnd tensions could be avoided or at
least minimized if the framewurk for such discussions existed. It ig
important that each party should be genuinely interested to hear the
other's point of view.

Comments we have received from different parts of the world
emphasize that the difficulties which parents and teachers
experience in working together arise from different attitudes and
assumptions held on both sides concerning the needs of children and
the aims of schooling. We suggest that these perceptions should be
explored and discussed from the time that the child first enters
school, so that parents and teachers can begin to understand one
another from the outset. The structure for such discussions will
obviously vary - e.g. meetings in school, visits by teachers to
parents’ homes, wmeetings in a 'half-way house'. In Kenya, some
tcachers have been allocated motorbikes to visit families who live
some distance from the nearest school.

2. In order to plan the most appropriate curriculum, teachin
objectives and methods, teachers should try to learn about the
child's home environment in general, and as it relates to the

child's learning in particular

This includes such factors as:
(3) Who are the significant adults in the child's home?

(b} What opportunities does the child have to play and
interact with other children?

(c) What facilities are available for the child to use at
home?

(d) what opportunities are there for the child's learning at
school to be extended to the home?
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3. There should be Jjoint assessment of the child's skills,

abilities and needs,

When & child enters school, there are many areas of functioning
that staff will want to observe and record as a starting-point for
their teaching programme for the child. These will include mobility,
fine and gross motor skills, language and communication, self~help
and independence  skills, moods, social relationships and
friendships, Parents have valuable information to give in all these
areas, especially as the child may behave somewhat differently at
home and at school.

These differences can be & useful starting-point for further
discussion between parents and teachers, They can provide a basis
for parents and professionals learning to appreciate each others'
areas of expert knowledge, as well as their different perspectives,
aims and attitudes. They can also lay firm foundations for the
discussion of the aims, objectives and methods to be adopted and
shared in teaching the child.

There are now a number of developmental checklists that can be
used for joint discussion, assessment and decision-making. Parents
and teachers can choose whether to complete these independently or
jointly, and at what point they wish to compare their assessments of
the child's abilities and difficulties {see Jeffree (1986) for a
brief summary). Teachers have also developed simple methods of
observation and recording which can be shared with parents.

4, Successful collaboration between parents and teachers depends

on the extent to which information is shared during the period

that the child attends school

School records provide the means by which professionals can
express thelr accountability to parents and to those who are re-
sponsible for the work of the school. But how many parents know what
information is recorded by professionals? How many contribute to
regular reviews of progress undertaken by the school at the end of
each term or each year? Are they able to read or hear the content of
all records and reports written by school staff or by outside
professionals?

It is essential for parents to have opportunities to know the
full content of all information concerning their child's assessment,
the progress made by the child in reaching agreed objectives and
ways in which teachers have planned to help him or her to do so.
They need to be able to ald their own observations and comments,
based on their knowledge of the child's development and behaviour at
home. School records should be designed in such a way as to
encourage and facilitate parents' comments.
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Opportunities for parents to make their own comments can be
arranged “n a variety of wayt. Face~to-face discussions cam take
place in school so that the parents can meet all the staff who know
the child, Alternatively, a teacher can visit the [-mily at home and
meet other members of the family. Ideally, discussions in both
settings should take place.

In addition, a@nd where literacy is not a problem, home-school
notebooks can travel between home and school. Teachers can write (or
draw pictures) to inform parents about the child’'s activities, diet,
progress in independence skills such as self-care and toiletting.
The parents in their turn can comment on these, gnd add information
about the child's activities at home during the evenings and at
week-ends and holidays.

Home-school notebooks can also be used as the basis for a joiut
teaching programme in which information is scught and shared on
progress, priorities, use of alds :ad appliances, health prodlems,
as well as on new skills that have beei. learned or used. In some
countries where school transport is provided, the bus driver and
helper can be a useful intermediary, passing information between
teachers and families. In other cases, older schoolchildren are
often shown how to teach younger children. This principle might be
adapted to brothers and sisters providing a link between what iy
done at scheool and at home. Here again, family circumstances will
need to be taken Into account.

5. Explaining educationai goals and methods to parents

Collaboration in education depends on teachers informing and
explaining educational geals and wmethods to Parents in clear and
simple language. Although we have emphasized the importance of
professionals seeking information and suggestions from parents, it
is equally important that parents should be helped to understiand
what teachers are trying to do in schools. Many misunderstandings
which arise from parents®™ lack of information about recent
developments in the content and method of teaching could be avoided,
1f parents are given such information and shown hos the teaching is
done, they are more likely to support what teachers are doing. Inu
this way, pavents and teachers are again learning from vne anothey
and hence strengthening the bonds between them,

6. Sharing successes

One of the most valusble ways of developing collaboration comes
from parents and professionals informing one another about and
sharing the child's achievements. In the past, information and
contact have tended to focus on problems and difficulties in helping
the child to make progress. But when achievements are infrequent and
only made with great efforr, it is all rhe more important that
everyone involved should be able to celebrate each step of progress,
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however small. Teachers should always inform parents whenever a step
forward has been taken by the child. Where it s practicable, they
can invite parents into school to see the child at various stages of
a teaching programme. By this means, the parent feels imvolved in
sharing success, and may be encouraged to continue with the pro-
gramme at home. This 13 a good way to build up parents' confidence,
of helping them to overcome anxieties that they wmay feel about
teaching their child at home and overcoming practical difficulties
which they way experience. Sharing the child's achievemens helps
all those who are involved to appreciate that their efforts are
recognized, valued and worth while.

0f course, difficulties and problems will also need to be
shared. This will be ecusier in a context where previous contacts
have not focured just on 'bad news' but have given equal time to the
communication of shared achievements, If this is done at an early
stage, parents have the opportunity to share useful information
which may help to overcome the problem.

7. Asking the parents

Asking parents is the starting-point for professionals’' work
with parents. Teachers need to learn how best to enlist the expert
knowledge that pavents have about their child since birth, their
knowledge about the family's distinctive situation and life-style,
the resources of the neighbourhood 4n which they 1live, the
opportunities it presents for their child and the support that can
be expected from neighbours and from the local community. No two
families can be approached in the same way, and teachers will have
to make an informed judgement about the most appropriate way in
which these issues can be discussed with parents. It will have to be
done with sensitivity aud tact, explaining their wish to make the
teaching programme for the child as relevant as possible to the
environment of the child's home ani immediate neighbourhood. At the
same time, parents must have the right not to share such information
if they do not wish to do so.

It is partf{cularly important for teachers to ask parents' views
and preferences on the central question of how teachers and parents
can best work together.,

For example, how would parents like to be given information:

Through visits or meetings in schools, or both?

Verbally or in writing, or both?

How often should meetings take place?

How do parents feel about carrying on particular teaching
programmes at home?
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Other examples could dbe given, depending on local possibilities
and circumstances, type of school or distance from home. We received
reports from Bangladesh as well as from England, of parents being
asked to complete s simple questionnaire to state their choices.

'Your choice is our choice', was how Bangladeshi teachers put
1t. It 4s valuable to ask parents, too, about thelr curricular
priorities and possibly about ghousl ‘term goals — e.g. in the area of
gself-help skills. It can make all the difference if the goals chosen
are the most significant for the family.

We emphasize the importance of asking parents because in many
Western countries teachers are more experienced in telling and
instructing parents than in seeking information f£rom them. But
collaboration depends on parents feeling that their expert knowledge
is sought and valued.

8. Providing opportunities for parents and professionals to choose
how to work togethsr

There are many wayt in which parents and professionals can work
together. A wider range of possibilities offers greater choice for
parents and professionals and therefore increases the chauce of
Joint enterprises. These include:

(a) 'Fun' social events: parents have often commented that
vwhat matters most in their contacts with professionals is
how they relate to one another as people. As one of our
respondents put it, 'what we are looking for is not
friendly experts but expert friends', Of course, it is not
possible to befriend every parent and member of the family
but the fundamental importance of finding common ground
where parents and profegsionals can meet on equal terms
cannot be overestimated.

(b) Performances and exhibitions of children's work are tra-
ditional attractions for many {though not &ll) parents. 1t
45 helpful 4f this is combined with time for parents to
meet staff informally, either during or after the event,.
Photographs, videos ox cine films of the children at work
and play are also a powerful attraction to parents who
want to see their child on film and who are happy for
others to do so also.

(c) Parents can also be invited to contribute to the school's
programme as helpers - not necessarily with their own
child. This is particularly useful when extra helpers arc
needed Iin an integrated class where there may be one or
more c¢hildren with disabilities who need extra help.
Parents may be able and willing to help by listening to
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children read or reading with them; in art and craft
lessons, in telling stories or helping with swimming or
sport activities.

(d) Parent workshops have been held in some schools. These
provide a forum in which parents and teachers meet
regularly over a perfod of weeks to share ideas and
methods in working with a particular group of children.
Such groups may meet during the day or iu the evening;
they provide opportunities for fathers or other members of
the family to attend and discuss ways in which parents and
family members can work together to help the child achieve
particular goals. For exemple, workshops have been held
for pareris whose children ars just entering or leaving
the srtool, or for parents of children with similar needs
and difficulties. Professionals can also enCourage
parents' self-help groups at local level.

9. Sharing activities

Collaboration includes shared wundertakings, activities and
decision-making. Some school staff ask parents for their suggestions
and involvement in planning activities for students, for staff and
for staff-parent groups. These may dnclude outings, drama
productions, fund-raising and leisure activities and other ways of
broadening students' experience.

10. Time and physical arrangements for working with parents

Parents are often 'put off' by feeling that they are intruders
in the school, and that they are out of place and taking up the
valuable time of busy professionals. Many parents whe feel at a
disadvantage in coming into school may recall their own school
exnerivnces. Time and thought therefore needs to be given to making
s that they feel welcome and comfortable in the school.

11. Respecting individual choice

Profassionals should not expect that parents will automatically
follow their suggestions. Families have many responsibilities and
should be free to decide on their own priorities.

12, Participation in training and policy-making

Collaboration in {ts fullest sense includes planning for future
development, formulating policy and putting that policy into
practice.

In some countries, this kind of collaboration is possible

because the structure for it bhas been created., For example, in
Bangladesh teachers and parents jointly learn about teaching methods
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and nearly a gquarter of the teachers are also parents. In Britain,
since 1980, parents must be included on goverming bodies of schools
and have a statutory responsibility for ensuring that the special
neads of all pupils are met within the school, whether that school
is a speclal or an ordinary school. They theretore discuss the
policy of the school, its organization and currfculum and partici-
pate in the selection of teachers. In many countries, includizny
Canada and the Netherlands, parents have set up and financed the
schools and can therefore expect to exercise a considerable
influence on school planning and policy in jointly lobbying for and
seeking necessary resources,

Where these structures do not exist, the responsibility of
professionals to seek out parents' views, suggestions and par-
ticipstion 1is all the more important.

This can be done by professionals:
visiting;
offering consultation sessions with parents;

acting as advocates for the family-inviting parents to
pariicipate at whatever level and in whatever way is possible
aﬂd Bstccs'l -

The training of all professionals shiuld therefore include not
only the skills necessary to teaching studenis with dissbilities but
also those needed in order to communicate and work with families on
a basis of equality and partnership.

All events and undertakings at any level which include con~
sidering the needs of children and young adults with disabilities
should invite a contribution from parents. Many countries mow invite
parents and young people with disabilities themselves to participate
in conferences, working parties, plsuning groups, advocacy and
advisory groups which are working to develop and improve services
for puuple with disabilicies.
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CHAPTER VI: MEETING THE NEEDS OF ADOLESCENTS AND YOUNG PEQPLE

INTRODUCTION: CHANGING ROLES AND EXPECTATIONS

1f parents and teachers have built up & good working col-
laboration during the school years, firm foundations will have been
1aid for the consolidation and further development of these
relationships during the difficult years to come. But the nature of
the collaboration will need to change on both sides,

First, the collaboration no longer centres on a child but on an
adult with the right to independence and sutonomy in exercising
choice and making decisions,

Second, because adults have a right to privacy, it may not be
appropriate for parents and professiecnals to be discussing an adult
without their full presecace and participation.

Communities differ greatly in the ages at which children are
expected to assume &dult roles and responsibilities. In many
developing countries, children below the age of 10 are given
important responsibilities -~ for example 4in carrying out certain
household tasks, 4ia looking after animals or in helping in the
ficlds or 1looking gfter younger brothars and saisters, Because
families live and work together for longer periods, the notion of
adult independence and autonomy which is characteristic of much of
European and North American society is replaced in other cultures by
communal living and group interdependence.

Such information as we have suggests that very few adults with
disabilities receive rehabilitation and educational services in
developing countries at the present time (Mittler and Serpell,
1985). Their families do what they can to provide a home and
occupation and to integrate them into the local community., But few
parents will have anything but the most fleeting contact with nro-
fesslonals, The majority are left to fend for themselves unsupported
by public bodies. In this situation, voluntary organizations can
help parents to support one another. They can also try to set up
facilities or persuade public bodies to do so - e.g. vocational
training or rehabilitation services or short-term respite care.

In countries where services of some kind continue to be avail-
able to young peopls after leaving school, there is a possibility of
disagreement and conflict between parents, professionals and the
young people themselves. What happens, for example, if the young
persop and the professionals who work with her agree that she is now
ready to take a step forward in her independence but the parents
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feel equally astrongly that she 48 not? It may be a comparatively
small step - going to the local shops, visiting a friend alone,
going to a sccial event, the common digagreements about clothes,
coming home late and choice of friends. But the disagreement may be
about bigger questions: about readiness to work, to live with
friends or even independently, embarking on a sexual relationship or
getting married,

At the centre of this debate, and often not dicluded 4in the
discussion, is the young person with g disability. What if she has a
point of view that differs both from that of the family and of the
professionals? How can she resist the charge that she 4s being
‘unrealistic'? What chance does shaz have of being heard and
respected?

LEAVING SCHOOL

Young people with disabilities have complained that schools
were so concerned with providing 'ss normal an education as
possible’, whether in specfal or orxdinary schools, that they failed
to prepare them for the demands and difficulties of life after
school (e.g. Anderson and Clarke, 1982), How many schools provide
opportunities for young people to discuss their disabflity and {its
implications for their future life? How often can students discuss
their fears and anxieties about the future, about their ability tro
find and keep a job, their chances of forming a stable relationship
with a sexual partner, the physical, as well as the social and
psychological aspects of sexuality; their concerns about the long-
term future when their parents can no longer provide a home for
them? How often are students taught the techniques of assertiveness
and social skills training, ways of dealing with pecple who appear
to discriminate against them and who deprive them or their rights or
access to society's resources and inastitutions?

The curricuslum available to young people leaving schools is
clearly of equal concern to families, professionsls and the young
pecple themselves in terms of how well it mrets everyday needs.
Partnership between all three parties is therefore vital and needs
to be put into action well before the young person leavea school.
What forms can such & partnership take?

Some of the suggestions listed below reinterpret in the light
of the needs of adolescents and young adults and their families
principles and practices summarized {in the previous chapter
concerned with children of school-age. Clearly, the chances of a
successful partnership depend on the strength of the foundations
lald at eavlier stages in the development of children of schocl-age.
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l. Parents and the young peoplc cthemselves should be fully
involved 1. Lhe DProcess of assessment and decision—mnking;}n
preparation for leaving school

“there a school already has good working relationships between
parents and teachers, joint assessment should not present a major
obstacle. On the other hand, both parties will now, perhaps for the
first tigpe, need to consult tha young person, listen to what they
have to say and discuss {ssues and disagreements with them in an
adult manner. This wmay not be easy when parents and professionals
may have been making decisions 'over the child's head' for many
years. ldeally, parents and teachecs will have been finding ways of
consulting the child and providing opportunities for choice and
decision-making wherever possible from an early age - e.,g. in the
choice of what to wear, what to eat, choice between two games or two
activities, Of course, there are many circumstances where the
possibility of choice for any member of the family are iimited or
non-existent, But at least the person with a disability should have
the same opportunities to express choice and make decisions as any
other member of the family. These are the foundations for expressing
personal needs at a later age and in more fundamental aspects of
living.

Much of what needs to be taught will form common ground between
parents, teachers and the you:. person. Somechow, R ba.ance needs to
be struck between ensuring that young people leave schools both with
appropriate academic skills as well as with the skills which they
will need for adapting to the demands of independent living as a
young adult., This ba.ance needs to be found afresh for each person
and therefore re-negotiated each time between all those immediately
concerned. Failing to involve the family in depth and detail at this
stage is to do g serious disservice to the young person and to the
famlly as a whole.

It is d4mportant, therefore, for schools to make the whole
process of assessment and decision-making accessible to parents and
to the young people concerned. Assessment must be 'demystified',
less technical and more related to the practical neceds of the
situation. For this reason, schocls are increasingly using
functional checklists of skills and behavioutrs relevant to the
demands of everyday living. Examples of such a checklist includes
Pathways to Independence (Jeffree and Cheseldine, 1982) and the
somewhat wmore detailed Social Assessment Coping Scale (SACS) (Whelan
and Speake, 1979). These scales lend themselves to jolat assessment
by parents and teachers and, indeed, by the young person being
assessed. Although gome schools do make a practice of asking the
young person to assess themselves, very little published inforwation
15 gvailable on this practice., Not only 4s it instructive to compare
the youngster's self-assessment with that carried out by parents and
professionals, but discrepancies can coften form an excellent
starting-point for discussing priorities. Furthermore, some scales
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such as the SACS make it possible to indicate that a student has not
had an opportunity to learn or practise the skill, Here again, the
student may be more ready to remind teachers and parents of these
nissing opportunities. This information should then dirr:*ly suggest
sppropriate areas for the educatiomal curriculum of aschi.ol-leavers.
Particularly at this point of change in their life, learniaug to live
and learn {n the local community will be at J-ast as important as
academic skills,

Thus, it is not only the parents but the young student who is
all too often the 'missing person' in the assessment process -
missing in the sense of taking an &ctive part in his or her own
assessment, rather than just being passively assessed by experts'.

2., Teachers should vigit famildies 4in their own homes

It is generally useful 4f teachers ask parents whether they
wvorld welcome s home visit at this time., This would provide oppor-
tunities for discussing their more general concerns about the
long-tern future. If eny of these concerns are outside the tescher's
competence, the teacher will wish to suggest where and how the
parents can best be halped. In some countries, questions of social
security and housing entitlement are sc complex that only a
specialist social worker can ansver them; in other cases, referral
to a medical specialist may be advisable.

In the case of many young people, however, parents will be
interested in ways in which they can continue to help their son or
daughter to learn the skills which they need. Teachers can make
valuable suggestions on this score, recommend books and manuals
where appropriate or wmake direct suggestions themselves. Many
schools continue to offer informal support tc parents for some time
after the young person has left school.

3. Parents should participate fully in decision-making and case
conferences

A number of agencies are involved in the process of assessment
and decision-making concerning the needs of a young person and ways
in which they might be met at local level. Since the initiative in
assessment often lies with the school, 4t may be convenient to hold
a case conference with gll those with an interest in the young
person. The parents and the young person concerned are clearly key
members of such a case conference and should participate fully from
the start.

Some parents have complained that they have been kept waiting
while the professionals discuss and make decisions and are then only
invited in for the purpose of being informed of the decision and
asked for a ‘token comment'. This is less likely 1if teachers and
parents have a long history of working together and have learned to
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respect asnd trust one another. On the other hand, other pro-
fessionals may insist on meeting in private so that they can discuss
concerns about the family which they would not wish to voice openly.
This may be understandable but 1s a poor basis for workinmg together
and impoverishes the meeting.

4., Parents should have opportunities to talk privately to all the
professionals involved in decision—makin&

Although the parents and teacher may know 2ach other well, the
parents may well want to have a discussion with one of the other tey
profassionals d{nvolved. Their judgements may be crucial to the
future of the young person and therefore of the family and it is
only natural that parents should want to meet and question them.

However, this is not easy to arrange. A case conference
provides fow opportunities for subsequent discussion with gmore than
one or two members. It may be preferable to invite the narents to be
present 1f one of the visiting professionals is meeting or working
with the young person ~ this may be a psychologist, social worker or
doctor or a8 staff member from one of the services for
school-~leavers. It may also be productive for one of these workers
to visit the family &t home - particularly {f tnere 4s a social
worker involved who has not yet done so. In many countries, it will
be soclal work or social welfare agencies that have the major
responsibility for service provision and for supporting the family.
Liaison between them and teachers is essential,

5. Reports should be written for parents and for the young person
invelveda

Parents often find it helpful to have a re-ort written for them
and in language that they can understand. This applies not only to
the discussions and conclusions of case conferences but also to
summaries of assessments, whether objective or subjective. For
example, parents have been given thelr own copies of some of the
functional assessment checklists mentioned earlier r.g. Pathways to
Independence). Where suggestions have been made for activities for
the parents to carry out, it is helpful for these to be summarized
on paper, so that misunderstandings can be avoided. It is useful for
parents to be invited to add their comments to such assessments, if
they have not alrsady had an opportunity of doing so.

How often are reports written for the young person at the
centre of the process of assessment? Many would not only be able to
understand such reports, particularly if they were written in clear
and direct language, but would alsc find it helpful to have a
summary of the assessment and of the decisions taen.

Even in countries with highly developed services, there is
often & stark contrast baetween the quality and quantity of services
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provided for children and those available once they leave full-time
education. This is partly because of lack of vesources but is often
the result of sn absence of communication and co~operation across
administrative boundaries. A full report at the school~-leaving stage
vhich identifics specific needs and ways in which these might bs wmet
provides one way in which seivice providers can express a commitment
to providing continuity of services. Such a document also provides a
means of expressing accountability botn to the young person and the
fmilyo

Ideally, such a document should constitute a passport to ser-
vices, 1listing the young person's needs, the decisions taken about
how those needs are to be met and the steps to be taken to review
progress. Needs do not change just bacause the young person becomes
the responsibility of another agency. Someone who was thought to
need regular sessions of speech therapy or physiotherapy or who
received ragular examinations by a school doctor or nurse does not
suddenly cease to have these needs on reaching their 16th or 29th
birthday. Such a document enables service providers and other pro-
fessionals to express accountability to the client. At the very
least, a document clearly specifying the needs of the person with a
disab{lity will help parents in their search for appropriate
services in the post-school years.

6., Parents should be offered opportunities to work closely with
teachers to help their son or daughter achieve relevant skills

A number of schools have worked very closely with parents in an
effort to establish an intensive programme of joint teaching on
priority areas selected by parents and sometimes by the young people
themselves. Sometires, schools have run workshops, as described in
Chapter V, but specifically for parents of school-leavers. Such
workshops provide opportunities for parents to support one another
both socially, emotionally and at a highly practical level, For
example, a suggestion made by a parent who has faced and overcome a
particular challenge may be more effective than the ssme advice
given by a teacher on the basis of general principles alome.

Exsmples of joint work arising from one workshop included a
programme to help the mother of a young woman with Down's Syndrome
help her daughter to go unaccompanied to visit her next door
neighbour when she had previously clutched her tightly in case she
ran away. This was followed by suggestions from other parents on
sending her unaccompanied to a pzarby local shop.

A father initially expressed doubts whether his son was ready
to be helped to walk independently to a day centre but worked with
the staff in developing a training programme. At first, the father
accompanied his son all the way but gradually walked a little behind
him and gave him increasing responsibility in deciding which way he
had to go and how to cross roads. Finally, his son told him not to
follow him or he would be late for his own work!
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SPECIAL PROBLEMS OF PARENTS OF ADOLESCENIS

The period of school-leaving marks a critical point in the life
of the family as a whole. After several years of full-time
schooling, many families are forced to resume full-time care of
the{r relative because of a lack of appropriate services. Sometimes,
this means a parent (usually the mother) giving up paid employment
in order to remain at home to look after her som or daughter. This
in turn is likely to result in a lower standard of living for the
fanily.

Parents of adolescents and young people with disabilities face
the game tasks and responsibilities as any other family - namely, to
provide a loving and secure home and to prepare them to 1live
independently in the community. But the difficulties they face in
this task are considerable. Some arise directly from the nature or
severity of the young person's difficulties and the absence of
services for this age-group, Others arise from a lack of personal
and social support for families. These problems impose additionsl
and in many cases unnecessary handicaps on the young person and on
the family.

It is ironic that many famllies are deprived of services for
their son or daughter as well as support for themselves at the very
time when they are most in need of 4t. The needs of families are not
only for dinformation, discussion and participation but for oppor-
tunities to share their concerns for the future in an open wanner.
Professionals must therefore have the time and the skills to
encourage parents to be open, te listen and respect what they have
to say and to be equally open in their turn. Most of all, young
people and their families want practical help and resources.

Support of this nature can come from social workers in thoss
countries where the social welfare ageucies see the provision of
such support as part of their work. It can also come from other
parents, meeting together as mutual sources of support or acting as
a lobby for the development of appropriate services. Many parent and
voluntary orgasizations around the world have themselves founded
sheltered workshope or vocational training services, just as they
previously fought to establish schools and nursery classes.

NEEDS OF YOUNG PEOPLE WITH DISABILITIES

The age at which young people leave school varies considerably.
In many Western countries children wmust remain at school by law
until they are gbout 16, in some cases 19 or even 21. 1In many de-
veloping countries, it is unly a minority of children who attend any
form of secondary education. The majority of children complete the
whole of their schooling at around 12 years and are then expected to
make a contribution to the life of their community, just like any
other adult.
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How, then, do we define a young adult? If we are thinking of
young people who have left school, we may be discussing a group who
are only 12 years old in some countries and 21 years in others.
Generalizations about guch & heterogeneous group of people and the’r
families are therefore likely to be misleading.

Many young pecople leaving school may not fully understand why
the routine to which they have become accustomed has changed so
drastically and why they have to stay at home all day. The result
nay be boredom and frustration and a tense atmosphere at homa, They
can easily become resentful at this time becsuse of the lack of
opportunities to continue their education and training and find
work. Few have access to leisure and recreationsl activities used by
other young people. Many are very isolated and can become passive
and institutionalized in their own homes, bound to narrow routines,
rarely seeing their f£riends from school and having few ledsure
interests which take them outside their homes. They may particularly
worry about their lack of opportunity to make new friends and to
explore sexual relationships. There are many reports of young people
with physical disabilities 4in particuler becoming clinically
depressed after leaving school.

One response of young people with disabilities has been to form
themselves into mutual support and self-advocacy groups. The growth
of organizations such as People First and Disabled Persons Inter-
national has inevitably led to some degree of conflict with the
longer established organizations concermed with disability. These
have been mostly run by parents or professionals snd disabled people
themselves have only recently baen asked to join the executive and
decision-making boards. Some dissbled people prefer to run their own
organizations without parents or professionals. Who, then, speaks
for people with disabilities? Which body should be received by
government and other public bodies?

The concerns expressed by people with disabilities are funda-
mentally the same as those expressed by parents and professionsls.
In most countries, there is a strong demand for full participation
in the life of the community, access to all local services and
equality of opportunity. However, professionals and parents on the
one side and people with disabilities on the other may differ about
the best way to achieve these objectives and sbout the most effec~
tive way of campaigning for them. For example, people with dis-
abilities are urging their right to paid employment and are not
prepared to wait in sheltered workshops or training centres in-
definitely., They also resent the low 1levels of payment and
sllowances which they receive. Professiocnals and parents on the
other band, while sympathetic to these aims, often consider them
unrealistic in the context both of the disabilities of the indi-
viduals concerned and of the economic and employment situation
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facing tha country as & whole. At this stage, partnerships detween
parents and professionals must be extended to include the handi-
capped adults themselves.

WHERE TO LIVE?

The expectation of most families in developed countries is that
the time will come when their children will grow up and leave home.
Some will 1live independently near by and visit the family fre-
quently; others will work in another area and perhaps have less
frequent contact, Some will leave the family home to get married.

Thess are not the expectations of most families with a young
disabled mambar. It seems to be taken for granted that families will
continue to provide & home for their son or daughter until they
becoms too old or too incapacitated to do so. This too is the
expectation of government and other public agencies in most
developed countries.

In developed countries, more young people with severe
disabilities are being helped to live in ordinary houses, witt as
much staffing and other forms of support as are needed by the
reaidents. But surveys of parents of young people carried out in
several countries suggest that many parents 8re unaware of
developments in the use of supported ordinary housing.

Teachers and social workers might begin at an ecarly stage to
encourage parents to discuss thelr ideas and concerns for the
future. Some will insgist that they will provide a hodle indefinitely
and that other members of the family have undertaken to continue to
do so when they no longer can - particularly brothers and sisters.
On furxther exploration and discussion, parents may express doubts
about this. Is it reslly ‘'fair' on the brothers and sisters and
their spouses? Are they perhaps just wanting to prevent the parents
vorrying about this matter but would be overburdened and stressed
unless other alternatives were also possible?

In many developing countries, however, it 48 usual for young
people to continue to live with or at least very close to their
families and in some cases to continue to do 80 even after marriage.
In such circumstances, the family may well expect to Pprovide a home
for their disabled som or daughter, though few receive support or
assistance of any kind in doing so - e.g. in the form of financial
help, respite residential care or the oppertunity to discuss
problems with social workers or other professionals.
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OCCUPATION AND WORK

The majority of people with disabilities are living in poverty
in most countries of the world. At a tims of world recession and
record levels of unemployment, the prospects of employment for
people with disabilities seem to be limited. Even in times of fuller
employment, however, society's expectations of the employment
prospects of people with disabilities have slways been low. Con-
sequently, their lives in most countries have been marked by lack of
opportunity caused by unnecessarily low expectsations. Indeed, it
could be argued that soclety's underestimation of theiyr abilities
constitutes their biggest handicap. This 1is particularly the case
for people with intellectual disabilities.

Our concern here 1is with ways in which parents and
professionals can work together to help adults with disabilities to
obtain paid work, at least to the same extent as their fellow
citizens., In developing countries, srrvival of the family depends on
the availability of some income, however small, from each member of
the family. But in many countries, people with disabilities are
forced to deg in order to survive, Many end their days in prisons or
closed institutions.

But there are some signs of progress. From Peshawar, Pakistan,
for example, there are reports of people with disadbilities being
helped to set up a simple stall in the local market place, selling
shawls, prayer mats, matches and numerous swmall articles. Initially,
they are supported by a helper, who may be a relative or a
volunteer, who gradually withdraws in order to encourage the indi-
vidual to undextake transactions with the public.

In developed countries, the role <f sheltered workshops,
vocational training services and day centyrs 18 currently coming
under intense eritical scrutiny. Although mos™ of these services aim
to prepare their clients for employment, the number of people who
are placed into 'open or sheltered employment is very low indeed.
Rehabilitation workers and the disabled people with whom they work
are themselves dissatisfied with the failure of such traditional
methods of training and are now looking for alternatives. In
particular, attempts are now being made to place people directly
inte work and to provide the trsining required 4in the work place
itself - as in the Peshawar exsample mentioned above. In addition to
training for the job itself, the worker may need social and personal
support, learning how to fit in, be on time, find their way around
and meet eother workers. This essential support is sometimes provided
by a relative, volunteer or another worker., It may make all the
difference between success and faflure in & work placement, Some
examples of direct supported work placements are given in Bellamy
(1979) and King's Fund (1984).

44

47



In developing countries, the Jompunity~Based Rehabilitation
Manuals produced bty the World Health Organization and the Inter-
national Labour Office are beginning to be more widely used to
develop locally based training for people with disabilities. These
are practical training maguals, well illustrated with line drawings
and written 4in simple, clear instructional language which are
intended for the use of people without specialist training in the
community, including family members. (Copies available through
reglonal offices of WHO or ILO or from the headquarters of these
organizations in Geneva. Unesco has also been involved in the
development of these materials.)

It 1is clearly dmportant that families and people with
disabilities themselves should be aware of these and similar
developments. Unfortunately, information is rarely made available to
them and it is left to the initiative of a few individuals to seek
out information asbout new approaches to rehabilitation and service
delivery. It would be helpful, for example, {f a newslsetter were
available, issued by government or a voluntary agency, which sum~-
marired information about new developments. Such newsletters could
provide the basis for discussion between parents, professionals and
people with disabilities.

Such newsletters can also do much to promote a positive image
of people with disabilities, stressing mnot only their needs but
their achievements. Reference can be wmade to well-known and
respected figures in each country who happen to have a disability,
as well as to world statesmen and politicians, famous authors and
artists (see ‘'Think Positive' (Shearer, 1984) for examples of
presentation of people with disabilities at local level and in the
medis) .

CONCLUSIONS

The integration of people with disabilities into their local
community 1is beset with many difficulties. Local circumstances vary
greatly from community to community, but nc one is more directly
aware of the obstacles than people with disabilities ard their
families. 1f these obstacles are to be overcome, professionals,
parents and people with disabilities themselves will between them
need to work out new roles, Yelatioaships and responsibilities to
meet chasging and complex needs,
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CHAPTER VIX: OQVFRCOMIWu OBSTACLES

In this final chapter, wa draw together a number of examples of
good practice and summarize suggestions which have been made for the
devalopment of better working relationships between parents and pro-
fessionals., These examples come from communities at very different
stages of developrent in their services. A number of examples of
successful collaboration have come from countries and communities
where parents have only the most limited resources and where the
devalopment of facilities and staff training are at a very early
stage. In contrast, some of the richest countries expericnce dif-
ficulties in moving away Zrom traditional practices which have in
the past paid little attention to the importance of working towards
better collaboration between parents and professionals,

OBSTACLES TO COLLABORATION

The development of better working relationships is no casy
task, and is deset by many obstacles. These have been mentioned by
writers from many countries. We will therefore summarize some of the
nain obstacles to collaboration, and then try to suggest ways in
which they might be overcome. We shall sec¢ that some obstacles are
common to both professionals and parents and that others are more
specific to one group than to another.

1. lack of preparation in Training

Faw professionals have been adequately prepared by their basic
training to learn about the experiences and points of views of
parents, nor in general have they been provided with opportunities
to discuss ways in which they might work in closer collaboration
with parents. Although this 4s probably less true of recently
trained professionals, we doubt whether many training courses have
cause to be satisfled with the amount of time devoted to these
issues.

It wmight be argued that students training to be teachers,
social workers or doctors are still too inexperienced to take
advantage of such f{nformation, and that there is no time on a
crowded syllabus to sir these i1ssues. But failing to provide
opportunities to consider and prepare for the development of
effective working relationships with families could suggest to
students that these are not perceived as dmportant issues for
practice,
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Given the low priority attached to this subject in eifther basic
or post~experience training, 4t is not surprising that lack of
experience or confidence may make professionals hesitate to take new
initiatives 4in working with parents. Feelings of anxiety and stress
in adopting mnev roles and new relstionships are understandable.
Alternatively, over-confidence - the 'expert' role that 'the pro~
fassional knows best' is equally an obstacle to collaboration.

Just as professionals are inexperienced with parents, so the
converse is also true. Teachers may not be aware of parental
apprehension and even hostility to schools, arising from thair own
childhood experiences. Although these fears may make for uneasy
first encounters, such problems can be overcome once teachers and
parents have negotiated and agreed a form of collaboration which
suits both parties.

The training of professionals in aspects of collaboration with
parents might include the following:

{a) a brief rationale for collaboration;

(b) development of positive attitudes to parents by fostering
understanding and empathy of parents' needs and
difficulties;

(c) ways in which communication can be facilitated;

(d) rang.. of activities and situations in which collaboration
can be developed;

(e) providing situations in which professionals can 'put
themselves in the shoes of parents' - e.g. through role
play and other simulation techniques.

2. Psychological and social distance

Professionals, by virtue of their specialist training, tend te
distance themselves from parents. Because they often perceive
themselves to be of higher social and educational status, they may
find it difficult to relate to parents as equals, aeven if the
parents come from a similar sonial background.

The paychological and social distance of professionals £rom
parents tends to result in quite unnecessary secrecy and mystifi-
cation. Parents have also complained about professionals treating
parents as 'patients', their tendency to question the objectivity
and accuracy of the information that parents have to convey about
their children and their family and their failure to listen to
parents' questilons and concerns.
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Working with paxents as partners means that professionals need
to learn to adopt 8 new role vis-a-vis parents. It requires them to
shed some of the mystique and distance traditionally associated with
the status of professionals. They will need to accept parents as
equal partners in the task of working for the child's growth and
development. Such changes of role and status can be difficult and
painful. For example, it requires professionals to be open in their
dealings with parents, to admit when they do not know or when they
have made a mistake.

Professionals need to learn how to win the trust and confidence
of parents. They need to learn about parents' feelings and their
goals for the child, to enlist the experience which the parents
already have, to learn and to understand how parents see their own
situation.

A working relationship undertaken as a partnership requires not
only the skills and techniques which professionals can offer but
also an oungoing assessment by parents and professionals together of
whether the child's and the family's needs are being met in the wvay
they would wish. This requires consideration of the varying needs of
families over time, of their feelings about their own competence and
their own social and emotional resources as a famiiy.

Professionals’ lack of experience and confidence in working
with parents is often matched by feelings of anxiety on the part of
parents. They may agree that it would be beneficial for them to work
more closely with tcachers but may be worried in case they fail to
meet what they regard as the teacher's expectations. They may also
feel anxious about their own lack of abilicy and education. 1t is
part of professionals' task to help put parents at their ease and to
communicate in language that will be easy to understand.

3. Problems in reconciling the needs of the child with the needs
of other mombers of the family

It is onmly by getting to know the family as a whole that pro-
fesaionals can learn about ways in wvhich the child 1is slready
benefiting from the hely being offered by the family. They will also
learn about the difficulties which many parents experience in
seeking to balance the needs of the child with those of other
members of the family, Teachers and psychologists accustomed to
planning for the iIndividual child can easily overlook the impli-
cations of the child living in a family where there are many other
demands to be met, The needs of brothers and sisters, of the mother
and father as individuals and as a couple, of other relatives living
with or close to the family - all these need to be considered by
professionals when planning to involve the family in work with the
child.
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Sometimes, a social worker plays an important intermediary role
in this situation. The training of social workers particularly
emphasizes the importance of thinking of the needs of the individual
with & digability in the wider context of the family and of the
immediete neighbourhood. This is one resson why a socisl worker is
an important pember of & multidisciplinary team. In addition, they
vork with families in order to explors their feelings about their
child, their relationships as a fanily as well as with other
professionals and service providexs.

4, Unrealistic demands and expectations

1€ parents and ©professionals have had only limited
opportunities to work together, parents can have too little or too
much confidence in the capacity of professionals to make progress
with their child. If the child 4s making only slow progress, it is
all too easy to put the blame on the severity of the child's
impairments or on the lack of interest or lack of skills of those
who are teaching the child. It 4s only when they begin to work
together and realize the possibilities of active joint work and
sharing experiences that a more systematic co-ordinated teaching
programme can be developed.

On the other hand, some parents are so impressed by the
progress made by tha child that they may come to overestimate the
teacher's skills and therefore underestimste their own potential
contribution. This achieves the very opposite result from what is
intended. In a true partnership, each person acquires an under-
standing of both the strengths and limitations of the othar. Both
parents and professionals are now beginning to understand how much
they have to learn from one amother and how much the progress of the
child dapends on their ability to work together in an atmosphere of
trust and respect., This can only ba created on the baals of =&
working knowledge of what each side can and cannot be expected to
offer, This process requires time and understanding.

Once parents and professionals begin to work together, there is
a danger that profescionals may make excessive demands on parents.
For example, parents may be asked to carry out frequent teaching
sessions with their child, to make detailed records of i child's
response to every session, to keep a diary recording use of language
or the frequency of certain features of behaviour on which parents
and teachers are cuirently working.

Although many parents welcome such detailed collsboration and
shared activities, teachers are not always aware of the strains
which this may put on a family's resources. They may also not be
awsre of the feelings of guilt and anxiety which may be aroused 1f
patents find themselves unable to comply with the teacher's demands.
Teachers in their turn will need to discuss with each family what
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kind of commitwment of time would de conseistent with the family's
needs and resources so that parents do not put excessive demands on
themselves,

After all, we know that some families are willing to work for
hours at a time with their nild {f they feel sure that this is
going to de of benefit. Some families would not necessarily regard
it as a sacrifice of their time to work 4n this way. A heavy
reeponsibility therefore falls on teachers and others to ensure that
the demands that they make are consistent with the resources and
needs of the family. This can only be ascertained by professionals
asking the family in a sympathetic manner that enables families to
share their real views.

5, Under or overestimating the child's atilities

It sometimes happens that parents and teacheru take a different
view of the child's abilities. But teachers mainly see the child in
school, whereas parents have more opportunities to observe the child
in a wider variety of natural learning situations; furthermore, it
is important that they should provide teachers with examples of the
child's response to such situations. Here again, a constant inter-
change of {information and ideas, as well as opportunities for joint
assessmen: , may prevent mutual misunderstanding.

On the other hand, some parents find 4t difficult to accept
teachers’ assurances that the child is making progress. They may
feel that teachers need to reassure themselves and their superiors
of their skills and rewmain unconvinced that any real development has
taken place which cen be attributed to teaching. Some parents also
find it hard to accept that teachers may have succeeded where they
have failed. Here again, such problems are less likely if parents
and teachers have worked together from the outser - by underteking
Joint assessment, deciding together what the teaching priorities are
and, above all 1n this context, agreeing on ways in which progress
can be recorded.

6. Professionals' lack of support from their own management

Although collaboration with parents is increasingly stressed in
offi{cial policy pronouncements, dirxect help or support from
management and superiors is often not aveilable to staff at local
level in actually putting such policies into practice. Greater
management support might, for example, result in school staff being
given time to visit parents in their homes, or being provided with
additional staff to assist with home visits. In addition, it may be
pos: ible for a special room to be reserved in the school for parents
to meet one ancther socially and to provide mutual support.
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GETTING TOGETHER

In conclusion, we will list a number of ways {n vhich progress
can be made in developing better working relationships between
parents and professionals, Many of the euggestions have arisen
directly from a consideration of the obstacles identified in this
chapter, as well as from examples of good practice suggested in the
replies to our inquiries. We will merely recapitulate some of the
essential elements.

Common to all the suggestions that have b“een made 48 the
principle that 4f people are to work together more successfully in
the future than in the past, they will have to get to know one
another better as human beings first and only secondly in their role
of parents or professionals. In other words, it will be necessary to
penetrate the barriers erected by society and its institutions, as
well as by the individuals themselves.

1. The right and need to knov

The most important single need of parents is for information.
Often, such information is available but is not easily accessible.
Professionals and parents need to work together in order to ensure
that all parents can g&in accers to information about local facili-
ties and resources. Simply produced leaflets and information sheets
can be made available, listing people and places where help and
information can be found, Health centres, schools, public libraries
and other public information centres could collect and display such
leaflets and publicity about the availability of relevant infor-
mation can be disseminated through local civic leaders, religious
groups, business organizations and the media. Equally, professionals
need to seek information that only family members cen give about the
child's life at home,

2, Opportunities for making contacts

Parents and profersionals can jointly organize a social or
"fun' event of some kind together -~ a school outing, a display of
work, a school open day, a play or musical performance, Differences
of role and status are easily forgotten when joint tasks are under-
taken. People get to know one another as individuale: in the pro-
cess, they form likes and dislikes or just remain neutral.

3, Parents contributing to professional training

Although more parents are beginning to contribute to the
training of professionals, it is still a comparatively rare event.
Parents could talk to groups of students in training - e.g. doctors,
nurses and other health professionals, teachers, soclal workers and
acministrators, There should always be opportunities for students to
discuss issues with parents in small groups and to ask questions.
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Parent groups can be asked tu suggest parents who would be
willing to meet groups of students from time to time and who would
be willing to speak not only about their own personal experiences
but also on the basis of their knowledge of other parents,

Because initial training courses nearly always have a crowded
tisetable, in-service training or refresher courses for expervienced
staff provide additional opportunities for discussion, learning
counselling skills through xole play and so on, If these are
single—discipline courses (e.g. primarily for doctors, teachers,
ete.) opportunities can be taken to raise 4issues specific to the
work of these professions. Mixed multidisciplinary courses provide
better opportunities for professionals to learn about the
experiences of parents, particularly im relation to problems of
communication and co~ordination of services.

4. Parents attendigg*ptofessionals' conferences and meetings

Many of the conferences and workshops held for professionals
could be thrown open to parents who wish to attend on the same terms
as any other participant. This would add an essential dimension to
the knowledge available at such meetings.

5. Professionals attending parents' weetings

i1t is also useful for parents to invite one or more pro-
fessionals to meet them on their own ground, rather tham at a school
or clinic. For example, parents may want to have an opportunity to
question a teacher, a speech therapist or physiotherapist or psy-
chologist about their work and about developments in their field.

6. Parents as policy-makers

1f parents are seen as the consumers, ©r at least as the
vepresentatives of the consumers of the service, it 4s important
that they should be fully represented on local and national policy-
making and advisory committecs. In some countries, parents have a
right to be elected as parent pgovernors of schools, alongside
community, teacher and occasionally student representatives.

There are a number of standard professional objections to the
presence of parents om S:ch committees, How is a parent selected?
Whom do they represent and to whom do they report? Will they only be
concerned with the needs of the age-group rtepresented by thelr
relative? Some of the same objections could in fact be levelled
against professional members of committees and most are in principle
solubla, In fact, parents have a good case to be represented as of
right. Furthermore, they canm make an effective contribution pre-~
cisely because they do not represent sectional service interests but
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speak for the consumer. Hovever, as ws have seen, consumers &re
increasingly speaking for themselves and demand to be represented on
such groups in their own right,

7. Spreading the word

More parents and professionals in many countries and communi-
vies are beginning to work together and to learn from one another,
But examples of successful partnerships should be more actively
disseminated, so that others can be encouraged by their example.
Parents and professionals could collaborate in writing articles in
newspapers, giving talks on radio and television (both local and
national), meeting local groups of citizens, business people,
religious leaders, local politicians and civic dignitaries, inviting
them jointly to meet the people working im and uzing the service. In
this way, they would learn at first hand about the neceds of the
service and those who use it and work in it.

WORKING TOGETHER WORKS

Finally, the advice given in a Canadian handbook written for
parents provides some useful guidelines on how parents and
professionals can iwprove collaboration (adapted from Bryvelsen,
1984):

Parents

do not be afraid to ask for help;

ask to bring a friend or relative with you when you meet
professionals;

ask for clarification if informa.ion 4is not clear to You;
challenge professionals if you disagree -~ be honest about home
happenings and explain practical restrictions on time and
enexgy;

seek other kinds of help if you need it (where it exists);

if you are not pleassed with professionals’ advice or help, tell
them;

show your appreciation for good service and attitude.

Professionals

ask for parents' opinions: then show that you value them;

give parents recognition for their strengths and successes;
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tell psrents they are oxperts too, through specific and
accurate commonts;

do not patronize;

believe the parent: children 3o act differently in diffevent
settings;

show respect for children and value them s persons;

accept peoples’ right to be different, avoid generalizing and
sterxeotyping;

listen to parents, some-imes they know moxe than you;
de not press parents to participate.

Partnership between parents and professicnals is wvorking in
many countries and communities. It 4s still at an early stage of
development and there are many obstacles to be overcome. But there
can de no doubt that the resulting benefits to children and young
people with disabilities amply repay the effort involved for parents
and professionals in working through a sharing of knowledge and
skills.
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