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Abstract

This paper is concerned with aspects of employment for 14
young persons with Down syndrome who wished to transi-
tion from school to work. It particularly focuses on employ-
ment and discusses the implications for individual quality of
life. A questionnaire was developed and given in interview
format to the young people with Down syndrome, while the
parents completed a similar questionnaire. The results sug-
gest that the young people were interested in employment,
and had many employment ideas of a practical nature . They
provided a wider range of interests than those suggested by
parents, but the latter had a much clearer idea of needs and
experiences they would like their child to obtain through em-
ployment. Families frequently did not know how to access
employment or employment experiencefor their children, and
thiswas not provided to any large degree by the schoolswhich
the children attended. It is suggested that teachers require
more knowledge of the changing life expectations for people
with Down syndrome and greater knowledge of their poten-
tial success. The results are discussed in terms of a quality of
lifemodel, illustrating how wellbeing can be attenuated when
any one aspect of experience is limited. A number of practi-
cal recommendations are made.

I ntroduction

The project described in this paper is a collaborative ven-
ture carried out by aresearch team from the School of Spe-
cial Education and Disability Studies, in conjunction with
the Down Syndrome Society of South Australia Inc. and
Interwork Limited. The research is based on a quality of life
and wellbeing model (see Brown, 1997 and Goode, 1994)
and is concerned with the expressed choices and preferences
of people with Down syndrome regarding their post school
life experience. This paper is particularly concerned with the
perceptions of young people with Down syndrome and their
parents, in particular their employment preferences and some
of the challenges to employment that may confront them.

Quiality of lifeisasensitizing concept (Taylor, 1994), which
isdirected to viewing disability in new ways. Specificaly, it
isnow recognised that the perceptions of and choices by per-
sons with disabilities should play an important role in the
devel opment of programmes (Brown, Bayer and Brown,1992).
There has not been any consistent application of theintegrated
principles of quality of life to the educational system (see
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Hegarty, 1994, Brown and Shearer, 1999), yet the relevance
of such principles such holism, self image and empowerment
appear to have relevanceto education and require systematic
examination in terms of curriculum and teaching practice.
Lifespan issues are also important and underscore critical as-
pects of development for people with intellectual disabilities
(see Brown, 1997). A number of recent articles in
Exceptionality Education Canada (1999) have highlighted the
need for such application

The current article concerns one aspect of quality of life
for teenagers with Down syndrome, namely, the area of em-
ployment, and sets out to see how the principles of quality of
life (Schalock et al, 2000) apply in this situation. It looks at
some of these issues from the perspective of both the people
with Down syndrome and their families. The study recog-
nises the importance of the separate perceptions of these two
stakeholder groups. It is recognised that the two groups may
have very different perceptionsand that proxy statements given
on behalf of one group for the other would be unacceptable
(Cummins, 1997). The issue is hot one of accuracy from an
external point of view, but theimportance of perceptions held
by the individuals concerned, and the relevance of these to
educational and employment practices.

The project involved fourteen young people with Down
syndrome, who were interviewed before they obtained em-
ployment and are subsequently being monitored as they
progress towards open employment. This paper explores is-
sues such as, the individua's reasons for wanting employ-
ment and where they would like to be employed. The type of
work experience provided at school, the perceived barriersto
employment and the perceived need for further training, were
also explored.

In addition to the individuals being interviewed the par-
ents were a so sent questionnaires and the information from
these are discussed in relation to the views expressed by the
people with Down syndrome.

Resear ch questions
1.1dentify the preferences and desires of people with
Down syndrome in regard to their future employment
opportunities.



2.1dentify the other learning needs and interests of people
with Down syndrome.

3.Compare the preferences and desires of people with
Down syndrome with those of their parents.

4.Establish the extent to which schools and employment
placement agencies have responded to the preferences
and desires of people with Down syndrome.

M ethod
Sample and Procedure

Theresearch project involved fourteen young unemployed
people with Down syndrome (5 males and 9 females) and
their parents. Each of the unemployed young people were
registered with an employment placement and training agency.
The young people with Down syndrome ranged in age from
18 yearsand 1 month to 29 years and 8 months (Average age:
21 years and 6 months) and al but one lived at home with
their parents (13). The other person lived in acommunity resi-
dential unit with a room mate who also had an intellectual
disability. Eight of the people with Down syndrome (4 fe-
males and 4 males) were educated in Special Schoolswhile
six (5 females and 1 male) had attended regular schools (see
Table 1.).

Tablel. Consumer Demographic I nformation
1 M 19yrs 2mths
2 M 19yrs 3mths
3 F 19yrs Imth
4 F 19yrs 2mths
5 F 22yrs 4mths
6 M 29yrs 8mths
7 F 18yrs Smths
8 F 25yrs 8mths
9 F 19yrs 9mths
10 F 19yrs 4mths
11 M 18yrs 1mth
12* M 28yrs 1mth
13 F 20yrs 7mths
14 F 23yrs 11mths

(9 Females) (Average Age)
(5 Maes) (21yrs 7mths)
Range 18yrs 5mths - 29yrs 8mths

Residential status: all in parental home with one exception
(residential unit of disability services*
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The people with Down syndrome were interviewed about
their attitudes to employment, their perceptions and expecta-
tions of work, their knowledge of opportunities for employ-
ment and available training, and their preferences concerning
leisuretime activities. While the interviewswerein progress,
the parents were requested to compl ete aquestionnaire which
had parallel questions to the interview schedule utilised with
the people with Down syndrome so that direct comparison of
responses could be made. The parallel questionnaires com-
pleted by the parents enabled the researchers to compare and
contrast the responses, as well as verify that the responses
collected during the interviews were valid.

In most cases the mother of the person with Down syn-
drome was the respondent to the questionnaire (13 out of 14).
Only one father was the respondent to the questionnaire, al-
though fathers were present at most of the initial interviews.
Whilethe parent compl eted the questionnaire the person with
Down syndrome was interviewed to avoid direct and indirect
parental influence on responses.

Questionnaires

Two parallel questionnaireswere produced. Thedesign was
based on the previous questionnaire devel opment of such au-
thors as Brown and Bayer (1992), Halpern (1994) and
Renwick, Brown and Nagler (1994) Each questionnaire con-
sisted, of twenty questions of a paralel nature ( eg Parent
Questionnaire: What sort of training do you think your son /
daughter would need to get a job. People with Down syn-
drome Questionnaire: What sort of training do you think you
would need to get a job?) The questions were presented to
the people with Down syndrome in an interview format in
their own home while the parents were requested to complete
the questionnaire in another room. The questions covered the
following areas. empl oyment opportunities, support and train-
ing, work associated skills and barriers to employment.

There were 12 open questions (eg What sort of job would
you like to get? : question presented to person with Down
syndrome) and 8 closed questions (eg Do you know where
they can get this sort of training ? : question included in par-
ent questionnaire). Two of the closed questions included ad-
ditional open ended questions (eg Do you think that you will
get ajob now or in the future? Followed up with: Why or Why
not?) The Questionnaires were trialled with two people with
Down syndrome and their parents. No changes were made to
the original questionnaires and the data collected during the
trial were included in the research project.

Results and Discussion

Presented below are some of the interview responses by
people with Down syndrome concerning their employment
prospects and these are compared with those of their parents.
The data indicate that there is some agreement between



peoplewith Down syndrome and their parents concerning the
type of employment their sons or daughters have an interest
in, whereas there does appear to be some differencesin the
reasons given for wanting employment.

The following range of reasons for gaining employment
were presented by people with Down syndrome and their par-
ents (see Table 2.).

Table2. Why would you liketo get ajob? *
(Why would you like your son/daughter to get ajob?)

Reasons for Person with Parent
wanting ajob Down Syndrome (n=14) | (n=14)
Form 4 2
relationships

Perform tasks 10 2

or roles

Earn money 1 0
Personal 4 10
well being

Don't know 2 0

*Note some people with Down syndrome gave more than one
response.

People with Down syndrome emphasised their reasonsfor
wanting work in terms of their interest in having the opportu-
nity to perform specific tasks or valued rolesin employment,
and to alesser extent, establishing relationships and their per-
sonal well being. Their parents tended to emphasi se the need
for personal development, and this related to independence,
self-esteem and personal well being. The parents were more
concerned about the person and their level of satisfaction rather
than the type or status of the employment. The people with
Down syndrome were more concerned with the type of work
they would like to perform.

Some examples of the parents’ responses to the question;
“Why would you like your son or daughter to get ajob? were:

“To maintain a level of self esteem and independence” .
and

“Because | do not want her at home doing nothing after she
finishes school” .

Some examples of the responses people with Down syndrome
gave to the question: “Why would you like to get a job?’
were:

“Because I'll be ableto beanurse”.
and

“| can’ wait , because | will be helping - make food, washing
dishes’.
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It was further indicated that people with Down syndrome
weremore concerned with the specific tasksand rolesin which
they would like to be involved when asked about the type of
job they would like to get. The jobs nominated by parents
could be categorised into 10 categories whereas 17 catego-
ries were chosen by consumers. Parents tended to select the
more traditional type of jobs considered suitable for people
with intellectual disabilities (see Table 3.), whereas the per-
son with Down syndrome suggested a wider range of em-
ployment considerations than their parents.

Table3. What sort of job would you liketo get?
(What sort of job would you like your son/daughter to get?)

Job type Per son with Parents
categories Down Syndrome (n=14) | (n=14)

Clerical 4 4
Assistant

Cook/Chef 4 1
Food Preparation

Supermarket 1 1
stacker

Computer 1 1
Operator

Writer
Actor

Music
Industry

Gardener

Library
Assistant

Cleaner

Fast Food
assistant

Shop assistant 1
Child Carer 1

Checkout
Operator

=

Nurse
Waiter
Z00 Keeper

Dancer

Choreographer

Factory Worker
Editor

Total Job
Type Categories
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While there were only four (4) instances where the person
with Down syndrome named the same job as their parent, it
was noticeable that parents gave characteristics of work (eg
“asafe environment, indoor work, within capabilities, within
the community and opportunities to meet people”). It can be
concluded that individua swith Down syndrome name awider
range of specificjobsthan parents. This suggeststhat abroader
choice selection should be recognised by counsellors and
teachers, based on each individual’s interests. However, it
should be noted that parents were able to define characteris-
tics of work more clearly, and these views, too, should form
part of the counselling and exploration process..

Peoplewith Down syndrome and their parents overwhelm-
ingly indicated the type of work activity expected to be gained
was a job in open employment with the necessary supports
(See Table 4). Only a small group aspired to have ajob in
Sheltered Employment. In addition, some parents indicated
that they would prefer the person with Down syndrome to
gain unpaid work in the community rather than paid work in
Sheltered Employment. Four of the people with Down syn-
drome were involved in unpaid voluntary work, but nonein-
dicated this to be their preference.

Table4. What type of job activity do you think you
will be able to get, now or in the future?
*(What type of job activity do you think your son/daughter
will be ableto get, now or in the future?)

Typeof job Per son with Parents
placement Down Syndrome (n=14) | (n=14)
Open employment | 1 3
(without support)

Supported 9 13
employment

(open employment

with support)

Sheltered 3 4
employment

(Workshop)

Voluntary Work 2 5
(Unpaid Work)

* Note some people gave more than one response.

The people with Down syndrome were asked to recall the
range of work experience placements that were completed
while they were at school. Their parents were also asked to
respond to a similar question to substantiate and add to the
range of responses recorded. The Range of work experience
placements completed while at school by people with Down
syndrome are detailed in Table 5, and in this case represent
combined student and parent commentaries astherewas high
agreement.
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Table5. What sort of work experience did you

do at school?
(What sort of work experience did your son/daughter
do at school?)
Work Number of | Percentage of
Experience Responses | Field Placements
Community Based | 19 46%
Employment
School Based 10 26%
Employment
Sheltered 12 29%
Employment
Based
Tota 41 100%

The responses concerning the range of work experience
completed while at school indicate that the people with Down
syndrome were placed in Community Based Employment only
46% of the time whereas they were placed 29% of thetimein
Sheltered Employment or failing that in School Based Em-
ployment, 26% of thetime (See Table 5). Thiswas confirmed
by parents. Although people with Down syndrome and their
parentsindicated that they expected employment to be in the
community with the appropriate support, lessthan half theschool
work experience placements took place in the community.

Of the 19 (46%) Community Employment work experi-
ence placements shown in Table 6, only 12 work experience
locations were utilised, and 4 of these 12 work experience
locations were organised by a parent for one of the people
with Down syndrome. The remaining 8 work experience lo-
cations were arranged for students by schools.

Therange of jobs nominated by the peoplewith Down syn-
drome was quite varied and certainly more wide ranging than
that proposed by their parents (see Table 3), and is supported
by the observations by Brown et al. (1992) in their quality of
life research indicating that the variability amongst consum-
ers is considerable and is more diverse than carers think is
possible.

Therange of work experience provided by schools appears
to be quite limited when compared with the wide range of
preferences and expectations listed by peoplewith Down syn-
drome and to a slightly lesser extent by their parents. It also
appearsthat less than half those work experience placements
organised by schools were community placements or place-
ments in open employment with support. As indicated previ-
oudly, it was the preference of people with Down syndrome
and their parents that the type of job they would prefer now
or in the future would be in open employment with support.
This suggests that greater consideration of the preferences



expressed by people with Down syndrome and their parents
might lead to a greater range of work experience placement
and an increased focus on community locations, rather than
sheltered or simulated environments.

Table 6. Range of Community Based Work Experience
L ocations while at School

Placement L ocation Number of Placements

1. Music Shop
2. Public Library*

3. Nursing Home

Screen Printing
Recreation Centre*

Local Newspaper*

Kindergarten*

Kitchenwork

©| o N oA~

Canteen

10. Hardware Store
11. Supermarket
12. Car Detailing
Total

RPN, RPININRPIRR[AMN|PR

=
(o]

(* Locations organised by a parent)

The people with Down syndrome and their parents were
asked to list what they considered the most important train-
ing requirements outside those for obtaining and retaining a
job. The people with Down syndrome and their parents em-
phasised similar areas of training need, which included so-
cia skills, self-help skills, grooming., independent living
skills, academic skills and budget training. Although the peo-
ple with Down syndrome emphasised the need to develop
friendship skills and social skills their parents did not indi-
cate the same emphasis, although the parents did put alittle
more emphasis on marriage preparation (see Table 7).

Both parents and people with Down syndrome agreed that
there isaneed for further training in the following aress:

Budget training
Independent living
Academic skills

Self help skills
Relationship and Sexuality
Public Transport
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The expression of further training needs of the peoplewith
Down syndrome and their parents suggests a broad spectrum
of skills that might be focused upon at school, and particu-
larly during the transition years from school to employment.
It also points to the fact that parents should be consulted and
involved actively in thetransition period from school to work.
The skills listed as priorities, are not specific work skills but
those skills which are related to a person’s quality of lifein-
cluding their self esteem and personal well being. If these do
not receive attention it seems likely that failure may occur.
Quality of life models stress the importance not only of re-
sponding toindividuals' perceptions and choices, but also rec-
ognising the principle of holism whereby learning and per-
formanceinoneareaislikely toimprove performancein other
areas (Brown, Bayer and Brown, 1992). The nature of some
of these other skills can be seenin Table 7 and it is argued
that these need to be devel oped in School prior and during the
transition years, and will till likely need to be supported once
employment takes place.

It is of interest that the levels of need are fairly similar
amongst personswith Down syndrome and their parentswith
the exception of social and friendship skills. Parents saw
greater need in the former while people with Down syndrome
highlighted the latter. It is possible the two are related. How-
ever, the concerns over lack of friendships noted in the litera-
ture (Firth and Rapley, 1990; Denholm, 1992), which not only
stressthe need for people with intellectual disabilitiestolearn
how to develop friendships, also underscore that the needs
for friendship amongst personswith Down syndrome are very
similar to other adolescents. One of the major challengesis
that failure to move from school to employment tends to re-
strict or even cause deterioration in peer age friendships mak-
ing it even more difficult to enter young adult life. Employ-
ment and social skills are mutually supportive or restricting,
depending on the changes which take place and it is recom-
mended that schools and parents consider further how these
might be included during the secondary years, in particular.

Although people with Down syndrome and their parents
wereableto clearly statetheir perceived training requirements,
only 56% of the parents and 28% of the people with Down
syndromeindicated that they knew where to accessvocational
training (see Table 8). Riches (1996), states emphatically that
thereisa“lack of information on just what services are avail-
able post school, as well as an inadequate number of appro-
priate high quality adult services...” Whether the responsesin
this research indicates an unawareness of the sources of vo-
cational training currently available or suggests that appro-
priate quality vocational training is not being offered, needs
further investigation. Wherever appropriate vocational train-
ing is currently available, it needs to be documented, publi-
cised in plain English and disseminated through schools and
disability service agenciesto all relevant consumers and their
families.



Table7. What besidesjaob training are your other
learning needs?

(What besides job training are your son’s/ daughter’s other
learning needs?)

Typeof job Per son with Parents
Down Syndrome (n=14) | (n=14)

Social Skills 11 4

Self Help Skills 10 9

Independent 10 12

living skills

Public Transport | 7 10

Leisure and 8 5

recreation

Friendship skills | 11 3

Relationshipsand | 9

Sexuality skills

Marriage 8 11

preparation

Academic Skills 11 8

Budget Training 11 13

Grooming Skills | 11 7

Table8. Do you know whereyou can get thissort of
training ? If yes, where ?
(Do you know where they can get this sort of training ?
If yes, where ?)

Sour ce of Per son with Parents

Training Down Syndrome (n=14) | (n=14)

Tertiary Sector - 2 3

(eg TAFE, (14%) (21%)

University)

Employment 0 4

placement agency (28%)

Supported empl- | O 1

oyment agency (7%)

School 2 0
(14%)

No response 10 6
(72%) (44%)

This study has underscored a number of concerns which
have considerable practical implications. Yet they also point
to the need for greater understanding of :-

1) the fact that adolescents with Down syndrome wish to
obtain employment.

2) the difficulties which occur when schools do not provide
strong links for adult types of experience for independent
or supported community employment .

3) the limiting effects on adolescents if alied skills of a
social and self help nature are lacking.

4) the impact that lack of employment opportunities are
likely to have on friendship and social interaction.

Seeking opinions from adolescents and young adults with
Down syndrome is critical. Not only does such an approach
recognisethey arethe primary stakeholders, but enhancestheir
well being through many quality of life principles. (Schalock
et al, 2000). Their perceptions and choices need to be recog-
nised, and if handled sensitively such an approachislikely to
enhance self-image and empowerment. Thuswe may we may
expect motivation and performanceto be enhanced. The qual-
ity of life model suggests that limitations in these areas are
likely to impact negatively on other domains of wellbeing,
such as health, home living and recreation, as well as curtail
the individuals' development of choices, self image and em-
powerment, aswell ashaving life span effects (Brown, 1997,
Renwick, Brown and Nagler, 1996). In other words, lack of
appropriate development in employment is likely to impede
satisfactory opportunity and adaptation in other areas. Thisis
particularly disturbing given the increasing lifespan of per-
sons with Down syndrome which averages beyond 55 years
(Baird and Sadovnik, 1987). Schoolsand teachers are the gate-
keepers to this extended life and can open opportunities to
improvetheir studentsfuturewellbeing if aware of and skilled
in promoting employment opportunities.

There are risks and challenges in doing this. Individuals
may be disappointed in their choices, not all developments
will be successful, and parents and teachers may disapprove
of the individual’s choices and sometimes prevent them be-
ing operationalised. Expectations are easily set up which may
not be met. However, wellbeing requires personal control as
a critical element, and exploration of the kind presented in
this article is one way of encouraging dialogue and explora-
tion. Provided this is done with supportive, caring, but not
overbearing, structure, positive changesarelikely to take place.

Conclusions

This research project has shown that if people with Down
syndrome and their parents are asked their opinions about
current and future employment expectations and aspirations
they are able to give positive and optimistic responses that
are wide ranging and challenging. It is suggested that the
preferences of people with Down syndrome, as well as those
of their parents, are given high priority when considering



employment opportunities, particularly in the selection of
work experience and the location of those work experience
placements. When seeking employment opportunitiesfor peo-
plewith Down syndrome, their preferencesand choices should
be given the most serious consideration and perhaps, higher
priority than their parents and teachers. To satisfy the voca-
tional preferences of the people with Down syndrome and
their parentsit is suggested that more consumer directed vo-
cational programsbe developed (Agran, Test & Martin, 1994).

Thecurrently available vocational training programs should
be publicised widely to ensure al consumers are well in-
formed. People with Down syndrome have shown that they
are ableto articulate their aspirations, preferences and needs
for their working lives. If they are provided with the relevant
information regarding available vocational opportunities and
training programs then they will be able to make more in-
formed and effective choices, giving them more control over
their future employment opportunities. These are two signifi-
cant characteristics which contribute to an improved quality
of life.

Finally, the study underscores some of the restrictions af-
fecting the development of quality of life for persons with
Down syndromein the |l ate adolescent and young adult years.
Thedanger isthat lack of knowledge by teachers, parents and
people with Down syndrome in various ways restricts oppor-
tunities and choicesin the employment field. It is also associ-
ated with limiting development of other areas of well being,
such as social skills and friendship devel opment, which not
only need considerable support during the school years but
need to be highlighted within the employment process. It is
essential that teachers understand the lifespan effects when
adolescents with Down syndrome are not sufficiently sup-
ported in moving to community employment.
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