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NOTES TO THE READER 


Definitions: Who are the "children with special needs"? In this study, "special 
needs" refers to disabilities, delays, or health disorders that significantly increase 
the difficulty of obtaining and keeping adequate child care and/or child care-related 
services. The defmition is "functional" rather than "diagnostic"- i.e., the emphasis 
is on the "difficulty in obtaining care," not on the underlying condition. Obviously 
"diagnostic labels" underlie the functional category of"special needs," but they are 
not the primary focus of this study. 

We follow most major disability organizations in our use oflanguage. We speak 
about a child with special needs, not about a special needs child - putting the child 
first. The words themselves are important too. "Challenged," as in "physically 
challenged," seems to be the current choice of phrase to replace "disabled" or "handi
capped" or "impaired." We follow that usage, as well. 

Finally, we also follow most major disability organizations in using the word "inclu
sive" to mean "programs that encourage and appropriately support the enrolment of 
children with special needs, regardless of level or type of disability or disorder." 
"Inclusive" replaces "integrated" or "mainstream" in this context. 

References: For ease of reading, we cite all references by authors and dates, but 
include the full references at the end of the text instead of using footnotes. 

Use of copyrighted material: Although In Our Way is copyright protected, the 
authors and the sponsors encourage readers to photocopy and distribute any por
tions of the study, as they wish. The authors would appreciate appropriate 
acknowledgement of the source of the material, and would like to be informed about 
uses of the material in publications, conferences, and classrooms. The book, In Our 
Way, can be purchased from Breton Books and through retail outlets for $19.95 plus 
taxes and shipping. 
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OVERVIEW 


The Canadian Union of Postal Workers (CUPW) is one of a very few unions that has negoti
ated a child care fund to assist members in fmding and affording quality child care. Through 
a membership survey, CUPW learned that child care for children with special needs was a 
major issue for many of their members. The Union then commissioned SpeciaLink (a 
research and resource agency specializing in child care issues involving children with special 
needs) to consider the impact on members' work and family lives of parenting a child with 
special needs, and to determine if supports negotiated by CUPW were helpful in this regard, 
and where they might be improved further. 

For the purposes ofthis study, "special needs" refers to "disabilities, delays, or health disor
ders that significantly increase the difficulty of obtaining or keeping adequate child care 
and/or child care-related services." The identified children have special needs such as blind
ness, deafness, severe asthma and diabetes, learning disabilities and attention deficit 
disorders, brain injuries, and profound developmental delay. These special needs range from 
mild to severe, and include children from birth to 18 years. 

A literature review and a content analysis of forty briefs that were presented to the House of 
Commons Standing Committee on Human Resources Development (1994) by parents of 
children with special needs, relating to their extra difficulties in juggling work and family, 
were carried out. Ten parents (4 from CUPW and 6 with jobs outside of Canada Post) par
ticipated in lengthy open-ended interviews. Based on the themes identified in the literature 
review, the briefs, and the interviews, a 9-page telephone survey form was developed. The 
survey has 4 sections: general description of the families; how work and family 
responsibilities are combined in the families; the availability of workplace supports and 
what changes might be helpful to these families; and a summary with specific 
recommendations. 

One hundred and fifty-one people were interviewed, including 63 CUPW members and 88 
comparison working parents. The comparison parents were included to serve a "canary in 
the mines" function, perhaps providing evidence about what might happen if current 
contract provisions did not exist, and opportunities to examine the effects of supports not 
included in the current CUPW collective agreement. 

Seventy-four percent of the CUPW members reported that their children face limitations 
regarding attendance at school or child care. 75% reported that their children are limited in 
participation at play or recreational activities, and 43% reported that their children have 
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special transportation needs. Most members reported that child care and 
related costs are generally much higher for their children with special needs. 
They reported that without additional supports, such as special training and 
equipment, the doors to regular programs remain closed. They reported that 
their spouses (usually the mothers) often had to leave the workforce or take 
part-time work because of the additional needs oftheir children. They also 
reported that their children's medical needs often require much more unpaid 
time off work by CUPW members and many more uninsured expenses. 

Fourteen recommendations were developed from the research findings and 
the members' suggestions. These recommendations relate to public policy, 
membership services and education, special leave, other membership issues, 
contract provisions, and individualized funding through the Child Care 
Fund. 
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CHAPTER 1 
AN OVERLOOKED 
POPULATION 

Background 

The Canadian Union of Postal Workers (CUPW) has long • 
recognized that problems related to finding, affording, 
and keeping high quality child care are of great concern 
to many of its members. While the obvious concerns of 
employed parents of young children also apply to CUPW 
members, shiftwork, extended hours, and weekend work 
magnify the problems faced by traditional "9-5" workers. 
CUPW has also recognized the additional difficulties 
experienced by its members who have children with 
special needs. 

CUPW is one of a very few unions that has been able to 
negotiate a child care fund to assist members in finding 
and affording quality child care. The union represents all 
operational employees of Canada Post Corporation who 
live and work in over 500 communities throughout the 
nation. The range of occupations represented by CUPW is 
as wide and varied as the functions and services per
formed by Canada Post. The median age of CUPW mem
bers is forty years. The median length of service is thir
teen years. And about 28% is female. Women comprise 
45% of internal workers, and 15% of letter carriers. 

CUPW has... recognized 
the additional difficulties 
experienced by its 
members who have 
children wffh special 

needs. ll 

CUPW is one of a very few 
unions that has been able 
to negotiate a child care 
fund to assist members in 
finding and affording 
quality child care. 
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CUPW covers full-time, part-time, temporary, and admail workers. In 1991, 
CUPW negotiated a $2 million dollar fund for child care, initially controlled 
by a joint union-management committee. In 1995, CUPW negotiated the 
right to control the fund, within the terms set out in the Collective Agree
ment. Understandably, it was never anticipated that the fund could address 
all the child care needs of CUPW families. Rather, the priority has been to 
assist members whose work schedules at Canada Post made regular child 
care difficult to access (such as members who work night shifts, back-shift, 
weekends or rotating shifts). Child care issues of members with infants and 
children with special needs were given priority as well. 

In 1995 - 1996, CUPW was involved in a number of child care initiatives 
including: 

1) extended-hour care pilot programs in Edmonton, Winnipeg, London, and 
Montreal; 2) fee subsidization of four child care spaces in non-profit centres 
for one local; 3) a child care video; 4) an emergency child care pilot project; 5) 
a school age pilot project, including summer camp; and 6) a study of the 
additional barriers to full workforce participation experienced by parents of 
young children with special needs. 

This document is a summary report of the research study on parents of 
children with special needs. In it, we outline the key findings of the study, 
particularly as they apply to parents who are members of CUPW. Our recom
mendations include some specific initiatives that might facilitate these 
members' access to services that can promote their children's development 
through the Child Care Fund, and other activities that would support these 
parents and others in their efforts to balance work and family obligations. 
The latter include better access to special leave; activities that would pro
mote greater awareness of the issues faced by parents of children with 
special needs by supervisors, eo-workers, and union leaders; and innovative 
use of new technologies to allow these parents to communicate with each 
other and with others in the community who can provide information and 
support. 

rs Rationale and Plan of the Study 

In total, this study consists of four elements: A) a literature review; B) a 

content analysis of 40 briefs submitted to the Standing Committee on Hu

man Resources Development by parents of young children with special needs 
about their challenges in balancing work and child care, along with an 
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analysis of ten extensive interviews with CUPW and non
CUPW parents of young children with special needs to 
uncover further issues; C) a survey of 151 parents (38 
fathers/113 mothers), including 63 CUPW parents (32 

fathers/31 mothers), about the child care challenges of 
parenting a child with special needs while being em

ployed; and D) this report to CUPW, based on an analysis 
of the survey data. We hope that the findings of the study 
will be used to assist the union in developing appropriate 
strategies to help CUPW parents of children with special 
needs deal with the additional child care and related 
tasks they face on an ongoing basis. 

fll Goals &Objectives 

Goals 

Our primary goals for undertaking this project were both 
descriptive and pragmatic. 

1. 	 The study provides the researchers and CUPW with 
the opportunity to contribute to the very limited 
research knowledge that exists world-wide on this 
important topic. 

2. 	 The study provides an opportunity for CUPW to 
develop a greater understanding of a portion of their 
members who face particular challenges in combining 
work and family responsibilities, especially as those 
challenges relate to the care and well-being of chil
dren and to members' health, morale, and job perfor
mance. It also provides information on supports 
already negotiated by CUPW, particularly agreements 
related to special leave for members, to determine 
where they might be improved further. 

The ultimate goal of this project is to use the results of 
this study to develop concrete recommendations to guide 
CUPW in its use of its Child Care Fund (Appendix L of 
the Collective Agreement), and in its negotiations of 
future Collective Agreements in ways that provide addi

• 

• 
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tional support to parents of children with special needs- and by extension, 
to many other union members. 

IIJ Literature Review 

Some Preliminary Comments 

This literature review examines what published documents reveal about 
child care issues related to workforce participation by parents of young 
children with special needs. An attempt has been made to use Canadian 
sources as fully as possible, and to include reports as well as published 
documents. While it is not possible to fully separate "child care issues related 
to parenting a child with special needs" from "child care issues related to 
parenting any child," an attempt has been made to ascertain the added 
responsibilities and challenges faced by parents of children with special 
needs, as they relate to disproportionate under-representation in the 
workforce, disproportionate lack of appropriate child care, and additional 
requirements for flexibility in conditions of employment. Current workplace 
practices concerning dependent care issues will also be reviewed as enabling 
or limiting factors for parents of young children with special needs. 

The major areas of research surveyed were "work & family literature" as it 
focuses on child care as an employment support; "child care literature" as it 
focuses on child care as an employment support; and "support service litera
ture" as it focuses on emotional support, information, and family-centred 
planning for families with children with special needs. 

Definition and Incidence of "Children with Special Needs" 

Who are the "children with special needs"? In this paper "special needs" 
refers to disabilities, delays, or health disorders that significantly increase 
the difficulty of obtaining and keeping adequate child care and/or child care
related services. The definition is "functional" rather than "diagnostic"
i.e., the emphasis is on the "difficulty in obtaining care," not on the underly

ing condition. Obviously "diagnostic labels" underlie the functional category 
of "special needs," but they are not the primary focus of this paper. 

There are many other issues involved in defining "special needs," with 
definitions varying from the narrowest to the most broad. On the narrow 
side, there is Revenue Canada's (Revenue Canada, 1995). It defines "disabil
ity" as "a severe and prolonged mental or physical impairment which mark
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edly restricts ability to perform basic activities of daily 
living." Obviously, since "disability" triggers tax benefits, 
Revenue Canada has an interest in keeping the category 
as narrow as possible. Within the Child Care Acts and 
Regulations of the provinces, the definitions of "disability" 
or "special needs" for the purpose of qualifying for extra 
supports vary widely as well. And then there is the noted 
U.S. academic, Dale Fink (Fink, 1992), who says, "special 
needs children are those whose development or health is 
seen by parents and professionals as atypical." 

Just as the definitions of"special needs" vary greatly, so 
do the incidence figures. A narrow definition of "special 
needs" will yield a low incidence figure (say, 5%); a broad Ill
definition of"special needs" will yield a high incidence In summary; for the 
figure (say, 20%). There is even disagreement as to purposes of this study 
whether the incidence of special needs has increased or "special needs" refers to 
decreased over time. "disabilities, delays, or 

health disorders thatTetreault and Weiss-Lambrou (1995) suggest that the 
significantly increase theincidence of childhood disability has increased over the 
difficulty of obtaining andlast number of years because technological advances in • 
keeping adequate child carethe field of rehabilitative medicine have allowed more 
and/or child care-relatedchildren with disabilities to survive and thrive. In addi
setvices "and is estimatedtion to technological advances which have made it pos
to refer to between 5% andsible for more children with disabilities to survive, society 
20% of the population. Illno longer finds it acceptable to "warehouse" its citizens 

who have special requirements. Thus, fewer children are 
institutionalized, and more children with disabilities now 
live with their families and participate in the community. 
The incidence of disabling conditions also may have 
increased because of such factors as increased poverty 
among lone parents and their children, the spread of 
AIDS/HIV and other STDs, and higher rates of substance • 
and alcohol abuse. Other authorities point to decreases in 
the incidence of childhood disability through vaccines, 
genetic counseling, and public health advances. The 
question of whether the increase cancels out the decrease 
is currently unanswered. 

In summary, for the purposes of this study "special needs" 
refers to "disabilities, delays, or health disorders that 
significantly increase the difficulty of obtaining and 
keeping adequate child care and/or child care-related 
services" and is estimated to refer to between 5% and 20% 
of the population. 
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Political correctness in language, although often frustrating and easy to 
criticize, must be considered here as well. Labels, however well-meaning, 
have not served persons with disabilities well. Stereotyping and name
calling are part of the personal histories of all too many people with disabili
ties. Therefore, it is extremely important that the majority culture pay very 
careful attention to what the disability communities say about language. 
Currently, most major disability organizations say that word order is an 
important element in how we "label, not libel." Thus, we are to speak about a 
child with special needs, not about a special needs child - putting the child 
first. The words themselves are important too. "Challenged," as in physically 
challenged, seems to be the current choice of phrase to replace "disabled" or 
"handicapped" or "impaired." 

Introduction 

In the 1950s, 70 per cent of all families were comprised of a working father, a 
homemaker mother, and one or more children (Lee, Duxbury & Higgins, 
1994). By 1994, 14 per cent of Canadian families were headed by women, 
and 63 per cent of all Canadian women with children under 16 were em
ployed (K.hosla, 1993). In that year, almost 64% of mothers of children under 
six years of age were employed, as were 62% of mothers of children under 
three (Statistics Canada, 1995). The dramatic change in mothers' workforce 
participation in Canada over the last 30 years has been one of the most 
profound factors affecting workforce characteristics, the economy, and family 
life. 

The same mix of opportunities and financial pressures that has brought 
mothers of typical children into the workforce in such great proportions has 
operated on mothers of children with special needs. However, limited suit
able child care options and concerns about their children appear to more 
strongly affect mothers of children with special needs than mothers of typi
cally developing children- precluding some women's entry or continued 
involvement in the paid workforce entirely, or acting to restrict their partici
pation in full-time work. When parents of children with special needs do 
work for pay on a regular basis, the challenges they face in balancing work 
and family responsibilities are likely to be more formidable- however, this 
topic has received little attention to date. 

What does the literature say about workforce participation/ 
non-participation of parents of children with special needs? 

The bulk ofthe literature reflects traditional gender biases that characterize 
mothers as primary caregivers and fathers primarily as breadwinners. 
Maintaining that gender bias obscures the fact that, more and more, moth

·~------------------====~~~--~~~~ IN OUR WAY: Child Care Barriers to Full Workforce Participation 



ers and fathers are sharing both the caregiving and wage- • • 
earning roles. While our primary research will reflect the : 
reality of shared parenting and wage-earning, this litera- : 
ture review will necessarily reflect the biases inherent in ••
the literature. 

Recent Canadian publications on the challenges of bal
ancing work and family emphasize the primary problem 
of child care (Alvi, 1994; Johnson, 1994; Lero et a!, 1992). 
The lack of "accessible, affordable, high quality" child care 
(Friendly, 1994) impacts on employee performance, 11
absenteeism, and workforce attachment (Alvi). Unfortu Thus, we are to speak 
nately, recent major studies on the effects of work on about a child with special 
Canadian family life have failed to even consider the needs, not about a special 
impact of having a child with special needs on the needs child- putting the 
workforce participation of the parents, or the care of these child first. 
children when their families are in the workforce (Alvi, 11 
1994; Johnson, 1994; Lee, Duxbury & Higgins, 1994; Lero 
et a!, 1992; Mayfield, 1990). Yet, the reality is that if 5 per • 
cent to 20 per cent of children have special needs, then it 
can safely be assumed that either the same percentage or 
a similar percentage of the workforce or potential 
workforce is affected by not having access to accessible, 
affordable, high quality child care for their children with 11
special needs. According to data collected in the 1988 The bulk of the literature 
National Child Care Survey, about 241,000 families with reflects traditional gender 
at least one child under 13 years of age (roughly 8.8%) biases that characterize 
have a child with a long-term disability or health prob- mothers as primary 
lem. In more than one quarter of those families, parents caregivers and fathers 
reported that their child's condition or health problem primarily as breadwinners. 
limited the kind of work they were able to do or the hours Maintaining that gender 
they could work (Lero, 1993). bias obscures the fact that, 

more and more, mothers•We were able to locate very few studies dealing specifi
and fathers are sharing

cally with the impact of a child's special needs on 
both the caregiving and 

workforce participation. But if society agrees that chil
wage-earning roles. 

dren with special needs should have as normal a life as 11 
possible, then, as Bagnato, Kontos and Neisworth assert 
(1987), "normalization for families of handicapped young 
children must include access to the labour market and 
child care services as major priorities." Parents of chil
dren with special needs work for the same reasons that 
other parents work, primarily to contribute to family 
income. As Bagnato, Kontos & Neisworth note, "There is 
no reason to believe that women with handicapped 
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children have less need to work than other women." In fact, the reality is 
that the financial strain of having such a child often makes it a necessity for 
both parents to work outside the home (Breslau, Salkever & Staruch, 1992). 
The costs of ongoing therapeutic care, special food, transportation to appoint
ments, etc., often place an extra financial burden on the family (Doherty et 
a!, 1995). 

Even studies that carefully examine issues of parenting children with dis
abilities, such as Dr. Barbara Bloom's (1996) Parent Survey: The Experience 

ofParenting a Child with a Disability, minimize issues of workforce partici
pation. Only one of her 81 questions addresses workforce participation in 
anyway. 

Primary caregiving parents of children with special needs do not have the 
same level ofworkforce participation as do parents of typically developing 
children (Breslau, Salkever & Staruch, 1992; Irwin, 1994; Mauldon, 1992; 
Salkever, 1982). A 1982 American study presented an analysis which pro
vided evidence that "caring for a disabled child in the home exerts a negative 
impact on the labour market behaviour of married mothers" (Breslau, 
Salkever & Staruch, 1982). Mauldon's 1992 research indicates that the effect 
of having a child with special needs is a statistically significant factor in 
determining maternal employment (Mauldon, 1992). Mauldon's research 
shows that having a disabled child has a similar deterrent effect on maternal 
employment as, " ... reducing the age of the youngest child by two years 
(averaged across ages 0 to 17); or of reducing maternal education by two 
years, or of increasing husband's earnings (therefore [household] earnings) 
by two years" (Mauldon, 1992). 

Parents say that outside employment is not only a financial necessity, but is 
often an emotional one as well (Bloom, p.156). 

"I went back to work part-time. I had to, I had to get back in contact with 
the adult world." 

"It wasn't until I said, 'I can't do this any more' that I got in-home 

support so that I could work outside the home. I carry a cell phone, 

not because I'm a yuppie, but because I must always be reachable by 

the support worker. My daughter's high needs require highly 

trained care, but also respite for me. Working outside the home is 

the respite that allows me to continue to be a good parent for Terry, 

a wife to my husband, and a person to myself." (Presentation to 

Standing Committee on Human Resources Development.) 
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What does the literature say about lack of child 
care as a barrier to employment for mothers of 
children with special needs? 

When mothers of young children are asked, ''What is the 
most important determinant in staying in (or getting 
into) the workforce?" they answer, "Child care, child care, 
child care." There is no obvious reason why the child care 
issue should loom less heavy for mothers ofyoung chil
dren with special needs than for other parents. There are 
many reasons why it should be a bigger issue. 

Until recently, many children with special needs were 
cared for by the state in institutions, but Canadian 
society has moved to de-institutionalize and de-segregate 
those needing specialized care. However, the costs, both 
monetary and emotional, of this policy change have often 
been off-loaded onto the families of persons with disabili
ties without off-setting community supports. This off
loading onto families typically means that women's 
unpaid workload and caring responsibilities increase, 
sometimes to the point of precluding paid employment. 

A recent Canadian study (Walker et al, 1995) on the 
provision of home care services for medically and psycho
logically fragile children determined that factors which 
led parents to seek out-of-home placement for their 
children were lack of training of home care providers and 
the relative cost of providing in-home trained professional 
relief(i.e., nurses). Because of the costs associated with 
private specialized care, and because their children are 
often not accepted into regular community child care 
centres which may be more affordable, the parents of 
children with special needs frequently take on the burden 
of not only the primary, but the sole caregiving of their 
children with special needs. 

A mother cited in Adams' (1987) research of parents of 
children with special needs expressed the emotional 
impact of the life restrictions thusly: 

"People who don't have a handicapped child 

don't know what being tied down is all about.... 

Because our daughter has special needs it's 

impossible to get anyone to look after her; so one 
of us [meaning herselfor her husband] has to be 
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with her all the time ... we can't go out anywhere together unless we 

take her with us ... we have to plan whose turn it is to look after 

Gina ahead of time... it's been that way for years." 

The mother cited above and mothers of children with special needs in similar 

situations do not seek outside employment because it simply isn't practical. 
Often those who are available for in-home assistance and non-parental care 

for ch~ldren with special needs are untrained, or if the care is provided by a 

trained individual, it is often too costly to be born by the individual family 
(Frankel, Vinci & Mumm, 1993; Galloway, 1992). The same is true for the 

unlicensed family daycare which many families of typically developing 
children rely on. As Frankel, Vinci & Mumm note, "special needs services are 

rarely offered in family daycare homes" (Frankel, Vinci & Mumm, 1993). 

One reason why family daycare providers rarely offer services for children 

with special needs is that these children often require more individualized 
attention and programming than do typically developing children of the 
same age (Hartley, White & Yogman, 1989). The specialized training and 
infrastructure required to offer appropriate developmental services to chil

dren with special needs are often too particularized and expensive for indi
viduals who offer family daycare. As well, many family daycare providers 
cannot afford to take in children with special needs because the individual
ized care required may mean that they are not able to adequately care for as 
many children as they would otherwise, which affects their own family's 
income. Those family daycare providers who do provide this service are few 

and far between. However, even the best intentioned and experienced family 
daycare provider can do only so much without appropriate training, on-going 
support, and appropriate respite and back-up arrangement. 

If in-home care is too expensive and family daycare is not available, centre

based child care might seem to be an affordable service alternative for 
children with special needs. The benefits of inclusive centre-based care for 

children with special needs are well documented (Fink, 1992; Guidry, van 
den Pool & Walmby, 1994; Hartley, White & Yogman, 1989; Irwin, 1993), and 

the social and ethical reasons why young children with special needs should 
be able to participate in their communities are generally accepted (Bagnato, 

Kontos & Neisworth, 1987; Irwin, 1993). Yet there still exists an enormous 

disparity in access to centre-based child care for children with special needs 
in Canada (Doherty et al, 1995). 

" ... The reality is that few child care centres actually do include 

children with special needs. Barriers to their integration include 

lack ofwheelchair access to the building, lack of sufficient staff to 

give the children the extra attention they need, and lack ofon-site 

provisions for therapy." (Doherty et al, p. 52) 
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The Doherty study notes that the Health and Activity 

Limitation Survey conducted by Statistics Canada in 
1991 shows that 49,316 children ages 0-4 years were in 
need of extra support, while 72,551 children ages 5-9 
years also required additional support. Although all 
Canadian provinces and territories encourage the inte
gration of children with special needs into regular child 
care settings, and all jurisdictions may provide funding to 
assist child care providers to include children with special 
needs, this funding is not mandated (Doherty et a!, 1995). 
The result is that most regular child care centres cannot 
afford to offer the additional services or training required 
to support children with special needs and their families. 
Child care centres that do attempt to be inclusive without 
adequate funding, staff training, and resources run the 
risk of teacher burnout and difficult experiences that can 
ultimately reduce even these centres' willingness to 
include children with special needs. 

Unpublished findings from the 1988 Canadian National 
Child Care Survey indicate that children's special needs 
limited the care options that would otherwise have been 
available to parents in more than 77,000 families and 
affected the child care options that parents could consider 
for other children in the family in almost 38,000 families. 
A number of organizations (e.g., Canadian Association for 
Community Living, 1996; SpeciaLink, 1994) have argued 
that 10% of child care spaces should be accessible for 
children with special needs, since roughly 10% of children 
have special needs that require significant on-going 
supports in child care settings. "Accessible to children 
with special needs" means that extra supports, such as 
funding, consultation, and training are available to meet 
more complex requirements. No province makes any
where near 10% of its child care spaces accessible to 
children with special needs (Friendly, 1994; Irwin, 1995). 
And even where "inclusion" is supported, limitations of 
access for children with complex and multiple needs are 
usually present. 

In summary, when families with children with special 
needs seek care for their children, they often find that 
they do not fit most child care services available to other 
families. Therefore, the family with a child with special 
needs has to cope within the structure they are best able 
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to devise, or forego employment (Adams, Wilgosh & Sobsey, 1990; Breslau, 
Salkever & Strauch, 1982). Given that, according to a recent American 

study, 80 per cent of mothers worried about the quality of child care they 
receive (Breslau, Salkever & Strauch, 1982), one can only surmise the level 

of distress experienced by parents with children who need specialized 
attention. 

Stress is a documented outcome of such a situation (Adams, Wilgosh & 

Sobsey, 1990; Glass, 1982). A recent Canadian study on children with special 
needs determined that "stress is two or three times more prevalent in moth
ers of children with disabilities than in mothers of non-disabled children" 
(Walker et a!, 1995). In another Canadian study of parents of children with 
severe disabilities, the child was seen as being the " ... predominant influence 
on the 'life-world' of the mother" (Adams, Wilgosh & Sobsey, 1990). Of the 
eighteen individuals interviewed for their project, Adams, Wilgosh & Sobsey 
noted that only two mothers worked full-time. So-called "life restrictions" 
place an inordinate amount of stress on the parents of children with special 
needs, whether they are able to participate in the workforce or not. One 
parent in that study reflected the typical frustration of mothers of children 
with special needs who, because of lack of services, were unable to work 
outside the home: 

"I haven't been able to work since we left [town] .... If we hadn't had 

D. I'm sure I would have pursued my career. ... It's really a shame 
that I've wasted all my education and never worked for very long 

as I planned to do .... It's like having a baby who gets bigger, but 
he never grows up .... Sometimes it feels like I'm spending my whole 
life in this house looking after him." (Adams, Wilgosh & Sobsey, 

1990, p. 53) 

Another mother cited in the Adams study echoes the restrictions having a 
child with special needs has placed on the family: "people who don't have a 
handicapped child don't know what being tied down is all about... " (Adams et 
a!, p. 73). A Canadian study which examined how mothers of children with 
special needs can reduce stress pointed to the need for professionals to avoid 
putting the mother in a situation where she alone is responsible for perform
ing caregiving tasks (Tetreault & Weiss-Lambrou, 1995). One mother of two 
visually impaired children, who herself is blind, has developed her own circle 
of social support. She explains how important social contact is for parents of 
children with special needs. "I notice that when people are under a great 
deal of stress or going through periods of grief, what they do is isolate. I too 
feel like doing that, but instead I keep inviting people" (MacAulay, 1995). 

In 1994, the Government of Canada engaged in a lengthy public consultation 

process to reform its Social Programs (The Social Security Review). The 

Standing Committee on Human Resources Development was struck, which 
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held Hearings in sixteen cities across Canada and also 
solicited written briefs. Its concerns were many- includ
ing UI reform, shared cost programs, etc. But to the 
surprise of the MPs holding Hearings, forty parents of 
young children with disabilities requested time to appear 
before the Committee. Parents spoke in all cities where 
Hearings were held. They provided graphic testimony 
about their eagerness to work and about how caring for a 
child with special needs without adequate supports 
makes it extremely difficult or even impossible to become 
or remain employed. 

"I am a mother who wants to work. I am on 
social assistance. But my child has special 

needs. The daycare centres in my area are 

staffed by good people, but they don't have the 
money to hire an extra person to help with my 

child. So I can't work. My child loses out on the 
experiences ofgood child care, and I am unem
ployed." 

"I love my child. His disability isn't my prob

lem; our poverty is. And lack ofchild care for 
children with disabilities keeps me from work
ing. Something's terribly wrong here." 

"I'm a single mother in White horse who had to 

leave a training program that would have 
brought me economic self-sufficiency, because 

the local daycare program was not equipped to 
deal with catheterization." 

The Committee heard from many other parents across the 
country who do not have dependable, affordable child care 
for their children with a variety of special needs, and who 
therefore could not participate in the workforce. They 
heard of a northern community that lost its only doctor 
because the community could not offer child care service 
that met the special needs of his child. But the Committee 

heard, too, of challenges met. They heard the pride of the 
single mother of twins with cerebral palsy who managed 
to find child care for her children, who manages to hold a 
job, but who worries that her fragile and costly child care 
arrangement will abruptly end. They heard about a 
family in Yellow knife that overcame tremendous obstacles 
to continue working, while patching together a care 
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system for their child with multiple disabilities. Over and over, they were 
told about the struggles of parents to become or to remain independent, who 
are often kept out or pushed out of the workforce because of the lack of child 
care for their children with disabilities, and of children who have been 
isolated from their peers and severely limited in their developmental oppor

tunities. 

The Standing Committee's 53 recommendations to Parliament included one 
that recognized this issue: 

"The Committee recommends that a further portion of federal child 

care financing be allocated for the needs ofchildren with disabili

ties, so that they may take advantage ofopportunities for full 

participation in the community." 

What does the literature say about employment supports that 
parents of children with special needs require in order to participate 
in the workforce? 

Both the work & family literature and the child care literature include many 
studies of"family support" as it relates to balancing work and family respon
sibilities. Employment supports such as family leave, extended maternity 
and parental leave, flex-time, job-sharing, and benefit plans, particularly for 
part-time workers, have been seen as ways to encourage healthy families as 
well as to decrease absenteeism, retain employees, and increase worker 
productivity. In addition, the support service literature has focused on 
information, emotional support, and family-centred planning for families of 
children with special needs. 

A recent Canadian Centre for Management Development paper on employed 
mothers determined that most parents, in particular the primary caregivers, 
report that sometimes the demands of work and family are too much, and 
they often feel like quitting work (Lee, Duxbury & Higgins, 1994). 

Hochschild, 1992, in The Second Shift: Working Parents and the Revolution 

at Home quotes a mother who is pressured by the conflicts between work and 
family: 

"I told my husband, 'But I can't tell my boss my child's sick. 'The 

worst thing I could possibly do is to acknowledge that my children 

have an impact on my life. Isn't it ironic: I'm on the verge ofquitting 

the company but I can't even tell my boss I don't want to go on this 

trip because my child's sick?" 

Employed parents of children with special needs feel this same anxiety, 
which is often further exacerbated by the fact that they frequently have to 
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cope with specialized medical care and therapies for the 
child while trying to balance typical work and family 
responsibilities. Although there is research on the finan
cial, emotional, and social stresses experienced by parents 
of children with special needs (Adams, 1987; Bloom, 1996; 
McLinden, 1990; Tetreault, Weiss-Lambrou & Vezine, 

1995; Willoughby, Glidden, 1995), there is little research 
on how families cope with family and employment de
mands when there is a child with special needs in the 
household. 

In terms of the specialized care required for many chil
dren with special needs, the challenges facing this group 
might be likened to the challenges facing those who 
provide care for elderly family members. As a recent • 
Conference Board of Canada report on eldercare noted, 
" ... with most children, there is a predictable progression 
from high dependence to independence. With eldercare, 
however, the level of dependence is very unpredictable 
and critically tied to the elderly person's health" (Aivi, 
1994). Many children with special needs are often heavily 
involved with the health care system and require both 
scheduled and unpredictable care to a much greater 
extent than typically developing children. Often, like the 
elderly, they do not show a predictable progression from 
high dependence to independence. 

McLinden's research on fathers with a child with special 
needs does not address the consequences on workplace 
productivity, but the study does indicate that over 30 per 
cent of fathers reported that scheduling around the • 
special needs of the child dominated family life 
(McLinden, 1990). 

While aware that the composition of their workforce has 
changed dramatically in the last twenty years, Canadian 
employers for the most part have not been proactive in 
meeting the challenges that these changes have brought. 
The result is that not only do employees suffer while 
trying to function within an outmoded structure which 
separates family and work issues, but the workplace 
suffers as well. 

Absenteeism has become a significant problem for em
ployers (Aivi, 1994; Employee Child Care Assistance 
Project, 1991). According to Statistics Canada, as cited by 
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Julie White, absenteeism from work for personal and family responsibilities 
increased 100 per cent between 1977 and 1987 (Employee Child Care Assis
tance Project, 1991). Although nothing in the literature specifically identified 
parents of children with special needs as requiring any more personal time 
than any other segment of the working population, one could surmise that 
those who are parents of children with special needs would fall into the 
group which Alvi identifies as the "high work-family conflict" group, since 
children with special needs tend to require more medical and therapeutic 
attention and have more tenuous child care arrangements than do other 
children. According to the Conference Board of Canada report, persons 
employed in "career" positions in the high work-family conflict group lost an 
average of 4.1 days per employee per year. According to the same study, 
those identified as being in "earner" positions lost, on average, 8.3 days per 
employee (Alvi, 1994). Although the statistics on absenteeism are startling 
according to Alvi, they have not provoked employers enough to examine the 
cause of such absenteeism and work towards effectively allaying the underly
ing problems. 

Along with absenteeism, the issue and cost of staff turnover has to be exam
ined by looking at the causes of staff turnover, not solely at the resulting 
costs (Alvi, 1994). White reported that in 1990 Levi Strauss & Co. Canada 
lost 122 employees because of family and work stress, costing the company 
more than $600,000 in training costs alone (Employee Child Care Assistance 
Project, 1991). 

Again, no empirical evidence was found that suggests that parents of chil
dren with special needs are more prone to leave their jobs than are other em
ployees, but given that stress resulting from trying to juggle work and family 
responsibilities is stated as a leading cause of employee turnover and em
ployee dissatisfaction (Alvi, 1994), one can assume that parents of children 
with special needs who are limited in their child care options in an already 
limited marketplace may indeed be among the most stressed employees. 

According to A!vi's synopsis, Canadian employers have been slow to change 
policies and respond to the challenges of dependent care issues, even when 
these issues have a direct impact on their companies' productivity. Not only 
are policies on absenteeism outdated, and measures to mitigate staff turn
over virtually nonexistent, Canadian employers have not been proactive in 
introducing even modest measures which might alleviate the burden of 
dependent care. The fact is that fewer than ten per cent of Canadian employ
ers provide any type of assistance to employees who have relatives with 
disabilities (Alvi, 1994). 

In identifying present and future needs of work-related child care, Mayfield 
specifically pinpoints the need for more extended-hours child care, after
school care, emergency care, contingency care, affordability, and quality care 

mr---------------------~~----~--~~~~-/N OUR WAY: Child Care Barriers to Full Workforce Participation 



(Mayfield, 1990). These are all important characteristics 
of good child care for all children regardless of special 
needs. In a report as exhaustive as Mayfield's, prepared 
for Labour Canada as an examination of work-related 
child care in Canada, omission of a discussion of services 
for children with special needs is indicative of both the 
problem and of the state of the research- it is as though 
employment issues affecting parents of children with • 
special needs, who comprise approximately 10% of all 
children, are to remain outside of the workforce, ignored 
by employers, policymakers, and researchers. 

As reported in a recent review for Health Canada (Gallop, 
McKeever, Mohide, & Wells, 1995), "Caregiving demands 
also restrict the ability of caregivers to pursue paid 
employment, friendships and hobbies. It is clear from the 
literature that caregiving is a financial burden to most 
families. Little research has examined the specific finan
cial and less tangible costs to family caregivers." 

It is time that the issue of supports for parents of children 
with special needs be framed in research and policy • 
forums as one that specifically includes the question, 
"What supports will you need in order to resume employ
ment while parenting your child with special needs, if you 
wish or need to do so?'' Unless our society is prepared to 
offset the lost opportunity costs that parents face when 
they leave the paid workforce because of a child's disabil
ity, it is incumbent upon governments and employers to 
provide the supports these parents need to balance work 
and parenting. 

What does the literature say about current 
•workp/ace practices concerning dependent care 

issues as enabling or limiting factors for parents of 
young children with special needs? 

EthicScan, Working Woman Magazine, and a number of 
other organizations and publications rate corporations in 
terms of ethical standards toward employees, including 
"family friendliness"- such as child care, dependent 
care, flex-time, etc. There don't seem to be any visible, 
conscious efforts to publicize policies which take into 
consideration the special issues facing parents of young 
children with special needs. 
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Work & Family describes the elements of flex-time, part-time, cafeteria 
benefits, family leave, child care support, health benefits, etc., that an 
enlightened employer might offer. It should be noted, however, that the fury 
elicited by the idea of a "mommy track" in the workplace, described by Felice 
Schwartz in 1989, suggests that there are threats to women's equality in 
policies that seem to support women in their roles as primary caregivers, 
rather than policies that support families, but are gender neutral. The very 
meager unpaid maternity leave provisions (medical and family leave) 
adopted only recently by the United States government over strong dissent 
by business interests and the Republican party, suggests that the "free 
market" of global competition and competitiveness will be a strong force 
against better family leave provisions by governments and by business in 
Canada. 

Publications such as Flexible Child Care in Canada (Friendly, Cleveland, & 

Willis) and Work-Related Child Care in Context (Beach, Friendly & Schmidt, 
1993) remind us of the actual limitations of even the best adaptations in the 
absence of solid child care policy and public support. "The cutting edge" of 
innovative child care in the literature, despite its acknowledgment of the 
changing workforce needs around shiftwork, seasonal employment, casual 
employment, sick children, and other issues, tends to ignore the additional 
issue of children with special needs. It is as if pushing the edge on work 
patterns makes it impossible to add another important and often expensive 
variable- special needs. 

Summary 

• 	The literature is scant on issues relating to employment while parenting 
a child with special needs. 

• The work-and-family literature focuses on typically developing children, 
often concluding that even these families face nearly insurmountable 
obstacles of time deficits, energy deficits, financial deficits, and of needs 
for more family-friendly employment policies and workplace practices. 
Families with children with disabilities are mentioned only marginally , if 
mentioned at all. 

• 	 The child care literature, as it focuses on child care as an employment 
support, focuses on the needs of families with typically developing chil

dren, and the challenges that changing work patterns create for child care 
centres, staff, and parents. The needs of families with children with 
special needs is considered only peripherally. 

• 	 The support service literature tends to ignore the basic reality that most 
mothers of children with special needs are in the workforce, or need to get 
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into the workforce. This literature focuses on the 
undeniably important issues of emotional support, 
information, and child-centred planning. The question 

is never, or almost never, "What can this agency do to 
help you return to (or maintain) your job?" 

Conclusion 

Since the literature is very scant regarding employment 
while parenting a child with special needs, this report 
asks the questions seemingly ignored in the literature. 
The primary research we have undertaken provides a 
contemporary Canadian portrait of child care and work
place barriers to full workforce participation experienced 

•by parents ofyoung children with special needs, leading 
us to suggest some potential remedies that public policy, 
employers, unions, and community organizations might 
provide. 

ID Parents' voices regarding employment 
issues faced when parenting children 
with special needs 

From the briefs to The Standing Committee, emerged a 
•set of overriding issues and concerns facing parents of 

young children with special needs who are juggling work 
and family responsibilities. The most frequently men
tioned problem affecting the ability of parents of children 
with special needs to work is lack of child care spaces and 
difficulty finding daycares that will accept children with 
special needs (63%). Another frequently mentioned 
problem affecting parents of children with special needs 
is the high expense of child care (55%). Many parents do 
not receive extra funding for the assistive devices, dia
pers, and special foods that their children require, and 
thus find that "needs-tested" child care fees are punitive 
and unaffordable. Sometimes parents are even expected 
to pay for the extra staff person the centre requires! 
Forty-seven per cent of parents of children with special 
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needs reported high levels of stress while at work; 18% report that many 
meetings, appointments and crises increased their time off work. Other 
parents reported problems of transportation to child care; low-quality, incon
sistent child care; being better off financially on social assistance than 
working; being unable to work overtime or accept promotions; and being 
expected to be on-call to the daycare centre for regular health procedures 
required by their child (such as catheterization, tube-feeding, administering 
medications). 

Several parents mentioned the irony of seemingly endless amounts of money 
being available for institutionalization of children, but almost nothing 
available to enable a child to live at home. Parents said that government 
should invest in the natural family instead of in institutions, and that 
families need to be supported as an alternative to long-term, expensive care. 
Finally, some parents mentioned being forced to constantly beg for money 
from various groups and not being told about sources of funding. 

Using those broad themes as a base, the study team then conducted open
ended interviews with four CUPW members (2 mothers and 2 fathers) and 
six non-CUPW members (6 mothers) about their situations. In interviews of 
approximately one hour in length, parents were asked about whether having 
a child with a disability had made it more difficult to balance work and 
family; about how unions, employers, community agencies, and government 
might assist; and about supports within the family. 

Although CUPW members shared many of the same issues as the other 
parents, issues such as shiftwork, seniority, and special leave appeared more 
often because of the nature of their work and the conditions of their Collec
tive Agreement. 

For example, regarding shiftwork: 

"It is really hard because they always want to change your shifts. I 
have to beg and plead with management. They always try to move 

me to night shift. My old superintendent would yell at me in front of 

everyone and tell me I had to take the night shift. Now I have a new 

superintendent. When I had my old superintendent I had tu take 
two weeks holidays so I could get rid ofmy stress. When did he 

expect me to sleep ifI had to take care of my kids all day and work 

all night?" 

"Yes, it is really hard to handle. My husband works days. We al· 

ways switch shifts so that one of us is always home to take care of 

my son. Soon I'll be working from 3-11 and my husband works from 

9-5:30. I am hoping to get a special permit from the union to start 

an hour later. I had to take this job vacancy." 
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And, about medical and therapeutic 
appointments: 

"It is more difficult at times. My wife is away a 

lot because she has to take Billy away for opera

tions and medical appointments. She worked 

until she had Billy; then she had to take a leave 

ofabsence for six months. Finally, she returned 
part-time for six months, but she found it too 

difficult and she had to quit." 

"It is hard because we might have to leave at 

any time. The Shriners treat my son in Montreal 
and he also has regular physio and checkups. I 

have to take him to Montreal sometimes for two 

weeks. I use up all my vacation and sick days. 

Then there was the issue ofseniority: 

Seniority as the primary determiner of shift assignment 
was frequently mentioned. Most parents of young chil
dren are low in seniority and thus do not usually have 
daytime shifts. In Western Europe, the trade union 
movement has agreed that mothers ofyoung children will 
get daytime shifts. As two documents by the European 
Commission Network on Child Care and Other Measures 
to Reconcile Employment and Family Responsibilities 
suggest (1993; 1994), strict seniority rules must be ad
justed if the needs of young children are to be met. The 
trade union movement in Canada has not seen the needs 
of parents of young children as a reason to modify senior
ity rules for shift assignment. 

"Only seniority matters. They don't care about 
anything else. They aren't open and under

standing." 

"Junior people wouldn't be able to do anything. 

Management is always changing shifts on us. 

They just come in for a one-week consult and one 

month later everything is different. This is too 

hard on us. It is too hard to find a babysitter. It 

should be made easier for us to switch shifts. We 

have a special condition and things should be 

made easier for us." 

Dfi It is really hard 

because they always 

want to change your• 
shifts. I have to beg and 
plead with manage

ment. They always try 

to move me to night 
shift. My old superin
tendent would yell at 

me in front ofeveryone 
and tell me I had to 
take the night shift. 

Now I have a new 
superintendent. When 
I had my old superin
tendent I had to take 

two weeks holidays so 
I could get rid ofmy 
stress. When did he 

expect me to sleep if 
I had to take care of 
my kids all day 

and work all night? ~ 
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On the other hand, another parent says, "My husband and I have a lot of 
seniority, so I just hassle them and they usually let us work opposite hours." 

As to what the union or the Employer might do, members said: 

"They need to make new regulations that make exceptions for us so 

we can always be at home when our child needs us." 

"They should make it easier to get time off for appointments. I have 

had lots ofproblems. The union can't step in because there is noth

ing in the contract about this. I haven't even bothered since then. I 

just use my vacation. I have to take him about six times a year." 

"They need to put in a clause in the union contract for special leave. 
They should just give it to you. It costs a lot for me to take all the 

time offand travel. I don't need to be given a hard time." 

The intensity of members' comments as well as the frequency of certain 
issues helped shape the survey instrument and sensitized the researchers to 
their concerns. 
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CHAPTER2 
SURVEY DESCRIPTION 
AND METHODOLOGY 

Overall goals: 

• 	 To understand the impact 
of ayoung child's•fJI Planning and Development 	 disability on parents' 
employment and the 
factors that help such 
parents better manage

Based on the proposal approved for the study, the re
work and family respon·searchers consulted with the coordinator of the CUPW 
sibilities, and

Child Care Fund and other individuals to ensure that 
appropriate methods would be used to survey CUPW • To determine if supports 
members with children who have special needs. Four negotiated by CUPW are•CUPW members who participated in an earlier stage to helpful in this regard, and 
provide insights on the matters they felt were important where they might be 
for parents of children with special needs assisted in a improved further. 
pretest of the survey instrument. Sampling procedures 

were considered and decided upon. 

The two major goals for the survey were confirmed as 

well, and four specific objectives were identified: 


Overall goals: 

• 	 To understand the impact of a young child's disability 


on parents' employment and the factors that help such 

parents better manage work and family responsibili


ties, and 
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• To determine if supports negotiated by CUPW are helpful in this regard, 
and where they might be improved further. 

Other objectives 

1. 	 To help develop a profile or description of employed parents of children 
with disabilities, 

2. 	 To better understand some of the specific needs and concerns of employed 
parents of children with disabilities, 

3. 	 To determine what specific child care, family and employment-related 
supports help parents in these circumstances, and what other changes 
might be made in workplace practices and benefits to help support a 
healthy balance of work and family responsibilities, and 

4. 	 To gather some preliminary information that might help CUPW evaluate 
its supportive policies in this area. 

In order to survey a broad sample of parents of children with special needs, 
including members of CUPW and other families, CUPW locals were con
tacted and asked to publicize the study. Specifically, by means of a communi
que posted on the bulletin board in each local, CUPW members with children 
who have special needs were invited to identify themselves for the purposes 
of this study as a means of helping their union better understand their needs 
and concerns, and for the purpose of contributing to a broader understanding 
of the work, family, and child care issues that pertain to this particular 
population. By "CUPW member," we mean a person who is employed by 
Canada Post, working in the post office on a full-time, part-time, or tempo
rary basis; as an inside worker, an external worker, or an admail worker. 
Other families were recruited through a variety of sources including child 
care programs, local Associations for Community Living, and referrals from 
community-based early intervention services. In these cases, efforts were 
made to find parents of children with special needs who were known to be 
employed at the time of the interview. While no effort was made to ensure 
exact matching across CUPW and Comparison families, we endeavoured to 
sample approximately equal numbers of both groups from each province and 
territory. 

The inclusion ofnon-CUPW families in the study (the Comparison group) 
was important for several reasons: 1) There is no baseline study on this 

issue, and thus no baseline against which to determine whether barriers 
experienced by CUPW members with children who have special needs are 
unique or disproportionate in magnitude; 2) A study that includes a broader 
range of parents employed in other occupations and under other auspices 
might perform a "canary in the mines" function for CUPW, highlighting 
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additional barriers CUPW members with children with 
special needs might face under other circumstances, and 
providing opportunities to examine the effects of supports 
not included in the current Collective Agreement; 3) The 
non-CUPW sample includes families with an intention
ally broad range of disabilities, delays, and health disor
ders- conditions not necessarily existing in the present 
CUPW sample, but potentially existing among families 
we did not reach and in future CUPW members' families. 

Readers should note that this is not a nationally repre
sentative sample offamilies of children with special needs 
(none exists); nor do we know the number of CUPW 
members with children with special needs who did not 
participate in the survey. Nonetheless, this study is one of 
the very few in Canada to address issues related to work, • 
family, and child care in families with children who have 
special needs; and it is certainly an important initiative 
for CUPW and its members. 

DJ TheSample 

The results presented in this report are based on a total 
of 151 families (38 fathers/113 mothers), including 63 
families (32 fathers/31 mothers) in which one or both 
parents is a CUPW member and 88 Comparison families 

•(6 fathers/82 mothers). Information was obtained from 
eight other CUPW employees whose child was older than 
18 years of age. These members have relevant concerns 
- especially around issues such as special leave and the 
lack ofrespite services, but because most definitions of 
children and all child care services pertain to younger 
children, we thought it best not to include them in this 
report in order to avoid confusion. In two of the four 
CUPW families in which both parents are union mem
bers, both the mother and father were interviewed, as 
they requested. Having the perspective of both parents 
was very helpful, and provided additional insights into 
how each mother and father is affected in a family, differ
ences related to gender, and how parents manage to

11 
This study is one of the vel}' 
few in Canada to address 
issues related to work, 
family, and child care in 
families with children who 
have special needs; and it is 
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members. 
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gether as a couple. We have incorporated the additional information we 
gained from these couples into our report, but included only one parent's 
answers in the survey data in order to avoid double-counting in statistical 
analyses. 

Ofthe 151 parent interviews, 113 (75%) were conducted with the mother in 
the family, while 38 interviews were conducted with fathers. Significantly, 32 
of the 38 fathers who participated are members of CUPW. Mothers were 
interviewed in 49% ofCUPW families, but in 93% of the Comparison fami
lies. The stronger involvement of fathers in the CUPW group was main
tained to a significant degree as a result of our desire to speak with the 
parent who is a member of the union. Without that external criterion operat
ing in the comparison group, mothers were far more likely to be interviewed, 
even in dual-earner families, because they maintain a much greater part of 
the child care responsibilities and are seen by themselves and their partners 
as "knowing more" about the child. 

The CUPW and Comparison families, in fact, were quite different from each 
other in some important ways. In brief, we note that more CUPW families 
are two-parent families; more CUPW families include a parent who is not in 
the paid workforce; and Comparison families were more likely to have 
younger children with special needs, while CUPW families in our sample 
were more likely to have children who are school age or older. There are 
differences, as well, in the distribution of the two groups according to house
hold income, and differences in the work schedules of employed parents. 
These will be discussed in greater detail later in this report. What should be 
noted is that the inclusion of the CUPW and Comparison groups together 
provides a fuller, more complete picture of families of children with special 
needs- an important benefit when one considers the possibility of using the 
results in order to make recommendations related to broader public policy 
issues. On the other hand, interpretation of the study findings for the spe
cific purpose of recommending how best to support CUPW members' needs 
requires pulling the two groups apart and being aware of the factors that 
most affect each group. As a result, many of the tables and charts in this 
report include findings for the total sample and for subgroups, so that read
ers can make full use of the findings. 

It was intended that the respondent (the parent who was interviewed) would 
be employed (and be the CUPW member in those families in the CUPW 

group), since many questions pertained to child care used while the parent is 
working, stresses in balancing work and family responsibilities, time off 
work when a child is ill, the extent of supervisor support available, etc. 
However, in six families, parents preferred that the non-employed parent be 
interviewed, and in another seven families, the parent who was interviewed 
was not the CUPW member, but her/his spouse or partner, in accordance 
with their wishes. As a result, some questions pertain to fewer than all151 
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families (38 fathers/113 mothers), or fewer than all 63 
CUPW families (32 fathers/31 mothers). 

fiJ The Survey Interview 

Once potential families were identified and the study 
explained, appointments were made for telephone inter
views. Eight trained interviewers, all of whom have a 

•background in early intervention, conducted the inter
views between September 1995 and February 1996. 
Interviews ranged from 14 to 73 minutes, with the aver
age interview lasting about 35 minutes. A copy of the 
questionnaire is included as Appendix A to this report. 
(See Appendix A.) 

The interviews included a mix of open-ended and closed
ended questions that spanned several major areas: 

• 	 Child/family and employment characteristics, 

• 	 Child care used while the parent is working, 

• 	 Stresses and supports related to balancing work and 
family responsibilities, 

• Needs for time off work when children are sick or have • 
medical or other appointments and the availability of 
special leave provisions for that purpose, 

and 

• 	 Recommendations and suggestions parents have for 
their union, their employer or others in the community 
that could be supportive of parents of children with 
special needs. 

All interviews were confidential. When quotes are used in 
this report, we have respected parents' privacy and not 
identified the families by name or in any other way that 

might make them feel uncomfortable. 

•Eight trained interviewers, 
all of whom have a 
background in early 
intervention, conducted the 
interviews between 
September 1995 and 
February 1996. 

• 
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fJI A Guide to Reading This Survey 

This survey report is divided into 4 main sections. 

The first section (Chapter 3) provides a general description of the families 
who form the basis of the study. It includes a demographic profile of the 
families and their children, and also profiles parents' employment character
istics. Major differences between CUPW families and the Comparison fami
lies are noted. 

The second section (Chapter 4) focuses particularly on how work and 
family responsibilities are combined in these families. It includes subsections 
on the following topics: 

• 	 Barriers to parents' workforce participation, 

• 	 Child care- how children are cared for, and difficulties related to ongoing 
child care needs, 

• Additional challenges- what parents do when children are ill or have 
medical appointments, 

• 	 Difficulties reconciling work and family responsibilities; work-family 
conflict; trade-offs parents must make to provide adequate care and 
support for their children, and 

• Working opposite shifts as a means of coping- both a blessing and a 
curse. 

The third section (Chapter 5) pertains specifically to the availability of 
workplace supports and what parents say would be helpful changes to 
provide more flexibility and support under difficult circumstances. It in
cludes information on: 

• 	 The extent of supervisor support and the availability of flexible, support
ive options, 

• 	 Parents' experiences with the special leave provision in the Collective 
Agreement, 

• 	 Parents' experiences and suggestions related to community-based sup
ports, and 

• Specific initiatives parents would like to see their union undertake in 
order to provide more support to its members who have children with 
special needs. 

The final section (Chapter 6) provides a summary of the findings under 
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the headings: 

• Barriers to parents' full workforce participation, 

• Child care challenges, and 

• Supporting working parents and children's well-being. 

We conclude with some specific recommendations for 
CUPW that pertain to advocating for more supportive 
public policies; changes to workplace and union practices; 
some innovative approaches for use of the CUPW Child 
Care Fund; and initiatives that could provide additional 
opportunities for parents to share information and to 

•educate eo-workers about their concerns. 

• 
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CHAPTER3 
WHAT DO THE FAMILIES 
AND CHILDREN 
LOOK LIKE? 

~~ Families of Children with Special Needs 

The 151 families (38 fathers/113 mothers) that make up 
the study sample are homogeneous to the extent that all 
of them include at least one child who has chronic health 
problems, a disability, or some other special need, and at 
least one parent in the workforce. Beyond that, they vary 
considerably, as most families do. In the material that 
follows, we describe the study sample as a whole, and also 
note where there are differences between CUPW families 
(those in which at least one parent is a CUPW member) 
and Comparison families. 

Family Composition and Resources 

The majority of families in this sample (87%) are two
parent families, in which one parent lives with a spouse 
or common-law partner. Seventeen of the 20 single-parent 

••••••••••• 
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Table 1 
A Profile Of Families With Children Who Have Special Needs, 

Including Those In Which One Or Both Parents Is A CUPW Member, 1995 
Total Sample CUPW Families Comparison 

(n=151) (n=63) (n=88) 

Family Structure 

Two parents 87% 95% 81% 
One parent 13% 5% 19% 

EmRloyment Profile 
Dual-earner couple 68% 68% 68% 
Father-earner couple 13% 21% 8% 
Mother-earner couple 7% 6% 5% 
Single parent earner 13% 5% 19% 

Number of Children< 18 in Fam:ly 
1 child 35% 33% 36% 
2 children 39% 40% 39% 
3 or more children 26% 27% 25% 

Witb Children !8 or Older 15% 21% 10% 

Age of Youngest Child 
Under 3 years 20% 8% 28% 
3-5 years 41% 29% 49% 
6-9 years 20% 31% 11% 
10-12 years 10% ll% 9% 
13-17 years ll% 22% 2% 

Gross Family Income, 1994 
$20,000 or less 5% 2% 7% 
$20,00 l - $30,000 10% 8% 11% 
$30,00 l - $50,000 42% 59% 29% 
$50,001 - $75,000 30% 26% 33% 
$75,001- $100,000 ll% 5% 15% 
>$100,000 3% 0% 6% 

PrQvincefferritm:~ 

Newfoundland 5% 8% 2% 
Prince Edward Island 1% - 1% 
Nova Scotia 4% 5% 3% 
New Brunswick 3% 3% 3% 
Quebec 17% 18% 16% 
Ontario 32% 32% 32% 
Manitoba 4% - 7% 
Saskatchewan 7% 8% 7% 
Alberta 13% 13% 13% 
British Columbia 12% 14% 10% 
Yukon/Northwest Territories 3% - 6% 

Liv~s in Non-Metropolitan Area 62% 65% 60% 
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families are headed by a single mother. Parents range in 

age from 23 to 54 years old, with an average in the total 

sample of37.6 years. About 35% of parents are younger 

than 35 years of age, 50% are between 35 and 44 years 

old, and 14% are 45 years or older. 

Most families (74%) have one or two children under 18 

years old, but about a quarter have three or more chil

dren, and 15% have one or more children older than 18 

years at home (see table 1). The youngest child in the 
family (not necessarily the child with special needs) is a 

preschooler, 5 years old or younger, in 61% of sample 

families. • 
The CUPW and Comparison families differ quite signifi


cantly in terms of these background characteristics. 

Single-parent families are much rarer in the CUPW 


sample, with 95% of the CUPW families classified as two- 11 

Approximately 58% of the 

parent families at the time of the interview. Parents in 
sample families had an

the CUPW sample tend to be older, and also tend to have 
annual gross income of

older children. While almost half of the Comparison 
$50,000 or less, including

group parents are younger than 35 years of age, the same 
69% of CUPW families and

applies to only 18% of the CUPW parents, almost one 
47% of the non-CUPW 

quarter of whom are 45 years or older. CUPW families are 
families. As gross income

also less likely to have very young children at home: 37% 
figures, these dollar

of the CUPW families have a preschooler 5 years of age or • 
amounts do not adequately

younger at home, compared to 77% of the Comparison 
reflect the families'

group. Similarly, the children with special needs, who are 
standard of living, which

the focus of this study, also tend to be older in CUPW 
must stretch to include not

families: 72% are 6 years of age or older, including 29% 
only housing, family

who are 13-17 years old. In contrast, only one third of the 
expenses and child care

children in the Comparison families are 6 years or older, 
costs, but also other

with only 3% in the 13-17 years category. 
additional expenses for 

Parents were asked about their family income in 1994. children with special needs 
The amount they reported reflects incomes from both (such as special clothing, 
parents in dual-earner families, which comprised 68% of medications, equipment, 
sample families at the time of the interview. Roughly one transportation, etc.). 
in seven families (15%) reported having an annual, gross 11 
family income of $30,000 or less. More commonly, families 

had incomes of $30,000-$50,000 (42% of families) or 


$50,000-$75,000 (30% of families). Approximately 58% of 


the sample families had an annual gross income of 


$50,000 or less, including 69% of CUPW families and 47% 


of the non-CUPW families. As gross income figures, these 


dollar amounts do not adequately reflect the families' 
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standard ofliving, which must stretch to include not only housing, family 
expenses and child care costs, but also other additional expenses for children 
with special needs (such as special clothing, medications, equipment, trans
portation, etc.). 

It is interesting to note that CUPW families are more homogeneous with 
respect to income level, while more of the Comparison families fall at either 
end of the income scale. Among the Comparison group, there were almost 
twice as many families with incomes of $30,000 or less, but also four times as 
many families with incomes of $75,000 or more. These differences reflect 
many things, including the larger percentage of single parents in the Com
parison group, the larger proportion of one-earner couples in the CUPW 
group, and different rates of remuneration in different occupations. 

Location 

Sample families were drawn from every province and territory, however, the 
largest proportions of both CUPW and Comparison families are from Ontario 
and Quebec (32% and 17%, respectively). Table 1 provides more complete in
formation and indicates that there were some differences among CUPW and 
Comparison families. Interestingly, similar proportions in both groups (60
65%) live outside of their province's/territory's largest cities and immediate 
surrounding areas (what Statistics Canada refers to as "census metropolitan 
areas"). This is an important point to note, since it suggests that appoint
ments with various specialists for children with special needs are likely to 
require travel. It also appears that most of the families with children who 
have special needs are living in communities where specialized services, 
including inclusive child care programs and trained intervention and respite 
workers, may be in very short supply, if they exist in the community at all. 

Within the CUPW sample, no more than two families in our survey lived in 
the same city, and that was a rarity. This finding suggests that policies or 
initiatives that might be launched to support these parents and their chil
dren must be broadly based, and cannot adequately address these families' 
needs by focussing on particular plants or communities. 

FIJ AProfile of the Children 

How Old Are the Children? 

We note at the outset that 10 families in our sample (7%) have more than 
one child with special needs, including six CUPW families. In order to make 
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Table 2 
A Profile of Children With Special Needs In Sample Families, 1995 

Total Sample 
(n=151) 

CUPW Families 
(n=63) 

Comparison 
(n=88) 

A~e of Child With Special Needs 

Under 3 years 10% 6% 13% 

3-5 years 41% 22% 55% 

6-9 years 20% 25% 16% 

10-12 years 15% 18% 14% 

13-17 years 14% 29% 3% 

Limita!iQDS Rela!~d !o !:;hild's 
S~cial Needs/Disability 

Prevents or limits his/her 
participation in school or child care 

64% 75% 56% 

Limits child care options 73% 61% 81% 

Limits child's participation at 
play or other activities 

80% 76% 82% 

Requires special transportation 41% 43% 40% 

Child's Health and Medical!!!!;~s in 
Past Twelve Months 

Child was ill, unable to participate 
in nonnal activities for 3 or more 
days at least 3 times 

43% 45% 50% 

Child was in hospital at least once 45% 37% 51% 

Child has regular appointments 
with physician/therapist *: 

- at least once a month 46% 35% 53% 

-at least semi-annually 73% 62% 

* Most often, children had appointments with 2 or 3 specialists on a regular basis 

81% 
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data collection and the survey interview more manageable, questions fa
cussed on the youngest child with special needs in the family, as will this 
description. In approximately half of the survey families, the (youngest) child 
with special needs is a preschooler, most commonly 3-5 years of age (Table 2). 
In part, this reflects sampling procedures for the comparison group, which 
included recruitment through daycare centres and early childhood programs. 
In the CUPW sample, only 28% of the children with special needs are 5 years 
old or younger, while 43% are school-age (6-12 years old), and 29% are older 
children, 13-17 years. While programs for school-age children are in short 
supply nationwide, older children with special needs are even more poorly 
served by formal programs and recreational activities. 

Children's Special Needs 

The specific nature of the health conditions and special needs these children 
have is highly variable, ranging from health problems such as asthma and 
diabetes to learning disabilities and attention deficit disorder, to complex 
multi-faceted conditions (autism, cerebral palsy, various genetic disorders, 
brain injuries, and profound developmental delay) that can affect a child's 
physical capacities, speech and language skills, cognitive development, and 
social relationships. Rather than focussing on clinical attributes, however, 
our concern is with the functional limitations that children and their parents 
experience. 

AB shown in Table 2, in the majority of cases, the children's needs, combined 
with a lack of appropriate community resources, results in significant limita
tions in the opportunities available to these children to interact with their 
peers and with other adults in ways that would promote their development: 

• 	 80% of parents reported that their child's health problems or disabilities 
limited his/her participation at play or other activities, 

• 	 73% of parents described their child care options as limited, 

• 64% said their child's condition prevents or limits his/her participation in 
school or child care, and 

• 41% indicated that their child requires special transportation in order to 
participate with other children. 

Indeed, for 61% of the sample, parents indicated that three or all four of 
these statements applied. Most of the limitations were as common among the 
younger children as for those in their teens. CUPW parents were somewhat 
less likely to indicate that their child's circumstances prevented or limited 
child care options, but were more likely to say that their child's situation 
prevented or limited participation in school or child care- although the vast 
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majority indicated that both constraints applied. We 
suspect that these numbers reflect the fact that the 
majority of the children with special needs in the CUPW 
group are already school age or older, and may not re
quire full-day child care, at least during the school year. 
While not asked directly, it would seem logical that the 
summer months would be a particularly problematic time 
for these parents, especially if they continue to work once 
the school year ends. 

In summary, readers should realize that those circum
stances that limit children's participation in school, child • Illcare, or recreational programs and isolate them from • 80% of parents reported 
others act not only as barriers to children's development. that their child's health 
They also function as part of the context that potentially problems or disabilffies 
can compromise parents' participation in the workforce, limited his/her 
affect their productivity at work, and contribute to con participation at play or 
tinuing, high levels of stress at home. other activities, 

• 73% of parents described 
their child care options asChildren's Health, and Appointments with 
limited,

Physicians, Specialists, and Others 
• 64% said their child's 

While concerns about having time off when children are • condition prevents or 
ill or have special appointments is a problem shared by limits his/her participation 
most working parents, these issues are far more signifi in school or child care, 
cant for parents of children with a disability or chronic and 
health condition. Almost half of the children with special 

• 41% indicated that theirneeds (48%) were ill and unable to participate in normal 
child requires specialactivities for three or more days at least 3 times in the 
transportation in order to year preceding the interview (Table 2). About 45% of the 
participate with otherchildren were hospitalized at least once (37% of the 
children.children in the CUPW families, 51% of those in the Ill

Comparison group)- sometimes for operations or correc
tive procedures performed in communities some distance 
from home. • 
Children with special needs (and their parents) often 
have regular appointments with physicians and special
ists, in addition to at least one period in which many 
appointments may revolve around initial assessment, 
diagnosis and case planning. Some children require 
surgical procedures at various points of time; others must 
be fitted for braces, prostheses, etc. The vast majority are 
monitored on a regular basis to check on their develop-
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ment and assess whether additional interventions are required, or for advis
ing school personnel or assessing alternative placements. Many have regular 
appointments with, or visits from occupational or physiotherapists, speech 
and language specialists, or specialized nursing or home care workers. We 
note that 73% of the children have appointments at least semi-annually, and 
46% of the children have a regular appointment for assessment, consulta
tion, or therapy at least once a month. Among the CUPW sample, 62% of the 
children have appointments at least semi-annually, while 35% have regular 
appointments at least once a month. 

In a later section, we examine how the employed parents in our sample cover 
such circumstances, but note here that the majority of employed parents will 
require leave days on more than one occasion- either to care for their sick 
child, accompany the child to appointments, or participate in assessments 
and consultations. Other related situations may include providing care for a 
sibling while their spouse/partner is caring for a sick child or at appoint
ments, or spelling off their spouse/partner when he/she is ill, or to provide 
some respite and relief when no other source is available or appropriate. Ob
viously, single parents are even more disadvantaged in these circumstances. 

As we shall see, parents who take time off from work for these reasons often 
use their own sick days or vacation time, despite the fact that they need to 
look after their own health and require opportunities to rest and recharge. 
Alternatively, they may take unpaid time off if no paid leave is available- a 
circumstance that directly affects the family budget. 

Comments on Family and Child Characteristics 

The profile of the families and children we have provided thus far begins the 
process of making workers' family life visible and helping others appreciate 
some of the particular challenges these families have. While all families face 
significant issues in managing paid work and family responsibilities, this 
beginning section already indicates that parents of children with special 
needs are not on a common, level playing field with others. These parents 
face many additional challenges, often with few appropriate, ongoing sup
ports. To date, their needs have not been recognized- let alone addressed. 

The parents we spoke to frequently noted that one of their needs is simply to 
be understood. As one parent said: 

"We just want to be understood and have people around to be 

flexible and understanding of the situation." 

We have noted in this section some particular differences between CUPW 
families and those in the Comparison group, and will continue to do so. For 
now, we simply ask readers to note that while general issues, such as the 
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need for sensitivity and support, flexibility, and appropri
ate community resources, are common to all families, the 
specific needs parents have and the ways they attempt to 
manage their situation will differ for one- and two-parent 
families, those with very young children not yet in school, 
and those with older children or teenagers, etc. Because 

the CUPW families in our sample are more likely to be 
two-parent families and to have older children, we can 
expect that the ways families manage in the two groups 
and the difficulties they face will, at times, be similar, 
and at other times, different. 

IJ Parents' Employment 

By design, the survey sample for this study includes only 
families in which at least one parent is working in the 
paid workforce. Before going further, we should at least 
note that the definition of work- and who is working
is, itself, politicized. Traditional definitions of work 
always define it as activity that is remunerated. As such, 
those who provide unpaid care for children or are full
time home-makers (mostly women) are excluded from 
counts of those who are "working," even though the 
unpaid work they do is critical for their families, their 
communities, and the economy. In this particular study, it 
is relatively obvious that parents who leave the paid 
workforce to provide the full-time care and monitoring of 
their child's needs trade one form of work (paid work) for 
another. It is also evident that couples who "off-shift" 
(work opposite shifts) their paid work are doing so to "off
shift" the unpaid work they do in caring for their 
child(ren). Having one parent at home in a two-parent 
family enables the other parent to continue his/her paid 
employment with fewer days off for child-related reasons. 
However, if a single parent cannot obtain significant and 
suitable assistance to help meet her/his child's needs, it 
will be very unlikely that she/he can continue in the paid 
workforce, since, in effect, that parent already has a full
time and quite demanding job- even if it is not recog
nized as such. 

• 

tifi We just want to be 

understood and have 

people around to 
be flexible and 

understanding 
of the situation. ~ 

1111 
Parents who leave the paid ·
workforce to provide the 
full-time care and 
monitoring of their child's 
needs trade one form of 
work (paid work) for 
another. 

Ill 
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Having said that, this study is focussed on barriers to parents' participation 
in the paid workforce, and in order to make reading the report less onerous, 
we will use the words "employed," "work," and "working" in their conven
tional context to refer to paid work activities. We do so consciously, however, 
with no intent to denigrate the critically important work parents do at home 
-especially when there are children with special needs, whose develop
ment, health, and comfort depend on stable, responsive, and loving care. 

Participation in the Paid Workforce 

Partly by design, then, of the 282 parents in the 151 families we surveyed, a 
large percentage (90%) were employed at the time of our interview. All of the 
parents who were not employed have a spouse or partner who works full
time; 20 of the 28 parents not employed are women. A few of the parents who 
were at home had an illness or disability themselves; three had been laid off 
or taken early retirement; at least two of the parents who were not employed 
have regular seasonal work (e.g., farming) in which they were not engaged at 
the time of the interview. Notwithstanding those situations, the majority of 
parents who were not employed (at least 75%) indicated that their child's 
needs were such as to make continuing paid employment impractical and/or 
that their child's needs required their active participation, care, or monitor
ing during what would have been their paid work hours. 

Parents' Employment Characteristics 

A profile of all employed parents of children with special needs in the study 
(including both parents in dual-earner couples) indicates that the vast 
majority (78%) are employed full-time in a continuing position- most often 
in the private sector. Less than 7% of parents are self-employed; about 6% 
are government employees. While Canada Post is the dominant employer in 
this survey, parents are involved in a wide variety of industries and occupa
tions, including farming, construction, personal and financial services, and 
wholesale and retail trade. Almost 9% of parents are employed in education, 
with about the same proportion in the health sector, including several moth
ers who are nurses. Of particular interest are the four parents directly 
involved in child care or early intervention services, including one parent 
who provides family daycare in her home so she can be with her child, and 
another who is the director of an infant intervention program in his commu

nity. 

An unusually large proportion of the parents in this survey (56%) are mem

bers of a union. While CUPW membership is the major factor here, 40% of 
employed parents who are not members of CUPW belong to another union, 
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which may, in part, reflect the higher rate of union mem

bership in the health and education sectors. By contrast, 

the rate of union membership in the general workforce is 
estimated to be about 29%. 

Comparing CUPW Members and Other Employed 
Parents of Children with Special Needs 

There are 67 parents who are CUPW members in the 

survey sample, including the four couples in which both 

parents are CUPW members. The remaining 187 parents 
who are employed, but not CUPW members, include 

members' spouses, as well as employed parents in fami
lies in the Comparison group. Inspection of Table 3 

reveals some interesting contrasts between CUPW mem
bers and other employed parents. 

• 
In this sample, 20% of 
CUPW members work a 
regular evening or regular 
night shift, and 9% work 
irregular shifts. Regular 
evening and night work is 
much rarer among other 

While the vast majority of both groups are employed full employed parents, only 6% 
time, none of the CUPW members we surveyed are of whom regularly work 
temporary workers, while 11% of non-CUPW members evenings or nights. By 
are classified as temporary, contract-limited, or casual comparison, however, other 
workers. On average, CUPW members have much more employed parents, as a 
seniority in their jobs: 73% of CUPW members have been group, are three times more 
employed in the same job for 10 or more years, with half likely than CUPW members 
having more than 15 years on the job. In contrast, less to work irregular shifts, and 
than a quarter of other employed parents had been in the may also, unlike CUPW 
same job for more than 10 years, with most having been members, have either 
at their present job for 5 years or less. 

Of particular interest is how the work schedules of CUPW 
• extended hours or a 

rotating schedule. 

members and other employed parents compare. In this 

sample, 20% of CUPW members work a regular evening 
or regular night shift, and 9% work irregular shifts. 

Regular evening and night work is much rarer among 

other employed parents, only 6% of whom regularly work 
evenings or nights. By comparison, however, other em

ployed parents, as a group, are three times more likely 

than CUPW members to work irregular shifts, and may 

also, unlike CUPW members, have either extended hours 

or a rotating schedule. Moreover, parents employed 

outside the post office are far more likely to work on the 
weekends (42%, compared to 16% of CUPW workers); and 

9% of parents in this group said their jobs involve travel 

as part of their work (e.g. business travel, truck drivers, 
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Table 3 

Employment Characteristics Among Parents of Children 

With Special Needs, 1994 


ALL EMPLOYED CUPW MEMBERS OTHER EMPLOYED 
PARENTS PARENTS * 
(N=254) (N=67) (N=187) 

Employment Characteristics 

Full-time 78% 82% 77% 
Part-time 22% 18% 23% 

Permanent 92% 100% 89% 
Temporary 8% 0% 11% 

Unionized 
Yes 56% 100% 40% 
No 44% 0% 60% 

Job Tenure 
5 years or less 35% 15% 42% 
6-10years 24% 10% 29% 
11 - 15 years 15% 22% 13% 
> 15 years 20% 51% 9% 

Work Shift 
Regular daytime 69% 70% 68% 
Regular evening 6% 10% 4% 
Regular night 4% 10% 2% 
Rotating/irregular/extended 22% 9% 27% 

Includes Weekends 
Yes 35% 16% 42% 
No 65% 84% 58% 

Includes Travel 
Yes 7% 0% 9% 
No 93% 100% 91% 

* Includes employed spouses/partners of CUPW members and employed parents in other Comparison families. 
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construction workers who might be at a distant site for 
several weeks at a time), while travel was not noted as a 
factor in CUPW members' jobs. 

In our interviews, we asked parents whether working 
evenings, nights, or on the weekend created additional 
problems in caring for their child with special needs -as 
well as whether their spouse's schedule created problems 
for them. Twenty-one percent of respondents said their 
own schedule was problematic or difficult for them (15% 
of respondents who are CUPW members and 26% of 
respondents who are not CUPW members). About 36% of 
respondents said their spouse's/partner's work schedule 
created problems, with the percentages roughly similar 
(33% and 36%) among those whose partner is a CUPW 
member and those whose partner works elsewhere. 
Further analyses revealed that while night shifts are very 
problematic for most families, irregular work schedules 
and weekend work are also difficult to deal with, either 
because external child care supports are hard to find and 
maintain, or because of the stresses that accumulate 
when one parent is not available to share child care and 
other responsibilities. 

Employment Viewed From a Gender Perspective 

Analyses based on the data collected in this survey can be 
used to make explicit comparisons between mothers and 
fathers, some of which are noted in the various sections in 
this chapter and others. 

The first comparison is the extent to which mothers and 
fathers in this sample participate in the paid workforce at 
all. As has already been noted, 28 parents in the total 
sample were not employed at the time interviews were 

completed, and 20 of these 28 parents (71%) were women. 
In effect, 94% of the fathers in this study were employed, 
compared to 87% of the mothers. 1 

As described later, in at least three quarters of these 
cases, when a parent (most often a mother) was not 

employed, parents reported that their child's disability or 
the difficulty of managing work, family, and caregiving 
responsibilities in these circumstances were the primary 
reasons for not pursuing or maintaining paid employ-

In at least three quarters of 
these cases, when aparent 
(most often a mother) was 
not employed, parents 
reported that their child's 
disability or the difficulty of 
managing work, family, and 
caregiving responsibilities 

• 	 in these circumstances 
were the primary reasons 
for not pursuing or 
maintaining paid 
employment. • 

• 

'A very high proportion of mothers 
were employed in these families, 
much more so than we would expect 
in a representative sample. This is 
due to the way in which the sample 
was recruited ... purposefully to obtain 
a sample of employed parents of 
children with disabilities. 
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ment. The "choice" as to whether staying at home would be the mother's or 
father's role reflects a combination of variables- personal preference, the 
child's and parent's comfort, employment options or the lack thereof, which 
parent has higher earnings, and, of course, societal gender role expectations 
and practices all play a part. It is not surprising, therefore, to find that in 
most cases when one parent leaves the workforce entirely, it is the mother. 

The same factors likely also explain the different proportions of mothers and 
fathers employed on a part-time basis, both in this sample and among the 
general population of families with children. Of the 126 employed fathers in 
our survey sample, all but five (96%) were employed full-time. By contrast, 
79 of the 129 employed mothers in our sample (or 61%) were employed on a 
part-time basis. This compares with a general rate of about 30% among 
employed women in the Canadian population. 

A third point of comparison is parents' work schedules. Interestingly, with 
regard to this variable, mothers and fathers were roughly similar. About the 
same proportion of mothers and fathers work a regular daytime shift, a 
regular evening or night shift, or rotating, irregular, or extended work shifts. 
The difference is that more of the mothers who work evenings, nights, or 
irregular hours do so on a part-time basis. 

In summary then, more mothers than fathers are outside of the paid 
workforce and more mothers than fathers work part-time only. These points 
alone confirm that there are significant gender differences in the extent to 
which men and women experience family and child-related barriers to 
workforce participation. Moreover, when respondents were asked specifically 
if their work status, occupation, and work schedule had been directly af
fected by their child's disability or health problem, there were substantial 
differences in how mothers and fathers responded. Specifically, 11% of 
employed fathers said their job status (full or part-time) or occupation had 
been affected and only 14% said their work shedule had been affected. By 
contrast, 46% of employed mothers said their work status had been affected, 
26% said their choice of occupation had been constrained, and 53% said their 
work schedule reflected "choices made or constraints imposed in order to 
meet the needs of their child." Indeed, finer grained analysis revealed that 
mothers who work part-time and evening or irregular hours are the ones 
most likely to say that their work lives have been strongly affected in these 

ways. 

Taken together then, our survey results clearly show how having a child with 
a disability or health problem affects mothers and fathers differently. While 
the particulars of how gender roles, work roles, and caregiving roles play out 
in individual families vary, across this population women's work roles are 
clearly more directly affected than men's- most often in ways that either 
preclude mothers from paid work or diminish their work involvement and 
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earnings, or place them in situations in which family and 
caregiving displace a "regular" job with daytime involve
ment in the paid workforce. While these adaptations may 
be what appears to be in the best interests in the short 
term, the longer-term implications can, and often do have 
serious repercussions for these women's economic security 
in later life- and for their adult children. 

• 

Employment Viewed From a Family Perspective 

As we reported earlier in our description of study fami
lies, more than two thirds of the families in our study 
(68% of both the CUPW and Comparison families) are 
comprised of dual-earner couples, 19% are one-earner 
couples, and 13% are headed by employed single parents. 11 
Both parents work full-time in 58% of the dual-earner 
families (63% in the CUPW group and 55% among Com
parison families). In almost all other instances, dual
earner couples consist of a father who works full-time and 
a mother who works part-time. Only one couple in the 
study both had part-time positions. 

• 
We also considered parents' work schedules in dual
earner families. In just under half of the dual-earner 
couples, both parents work a regular daytime schedule. In 
39% of dual-earner families, one parent works days, while 
the other works evenings or nights, or has irregular hours 
or a rotating shift. In almost one of every 8 dual-earner 
couples, neither parent has a regular daytime schedule. 
CUPW families were a bit less likely to have both parents 
working regular daytime shifts ( 42% compared to 52% 
among other families). 

These findings suggest that the practice of "off-shifting" 
work schedules (working opposite shifts) in dual-earner • 
families with children who have special needs is fairly 
common. In some cases, this pattern is the best tool 
parents have available to them to ensure that the family 
has an adequate income and that their child's needs are 
being met. In other cases, parents must adapt to or 
contend with schedules that frustrate their efforts to 
ensure stable, supportive care for their child, and add 
considerable stress to their lives. In still other families, it 
is impossible not to have one parent at home on a full-

These findings suggest 
that the practice of "off
shifting" work schedules 
(working opposite shifts) in 
dual-earner families with 
children who have special 
needs is fairly common. 

11 
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time basis- a "solution" that may be best under the circumstances, but has 
its own costs: 

• 	 reduced income for a household with extra expenses and lower lifetime 
pension earnings for the stay-at-home parent, 

• 	 social isolation and additional physical and emotional stress for the parent 
at home, and 

• ironically, possibly less interaction for children with special needs with 
their peers in community-based programs. 

The various ways parents and families "adapt to" the complexities of balanc
ing work, children's needs, and other family responsibilities are discussed in 
greater detail in the next section of this report. 
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CHAPTER FOUR 
HOW PARENTS COMBINE WORK, 
CHILD CARE, AND FAMILY 

•
RESPONSIBILITIES 

This part of our report focuses in greater detail on the 
specific adaptations parents of children with special 
needs make as they struggle to maintain economic secu
rity in uncertain times and raise their children in increas
ingly less supportive circumstances. We include quotes Ill 
from the parents we interviewed and a few descriptions of 
the families in order to illustrate the realities behind the 
numbers and tell more of the story of these families' lives. 

Readers should be aware that this study focuses on 
barriers to parents' workforce participation and the 
stresses parents experience in combining work, child • care, and family responsibilities- and with good reason. 
However, readers should also know there are families 
whose strengths include a strong marriage with a shared, 
deep commitment to their children, and parents who have 
considerable support from relatives, friends, a church 
and/or community-based child care or family support 
programs. Contextual factors, such as provincial policies 
that directly support parents of children with special 
needs by providing subsidized child care and respite 
services, are crucial features in the background that have 
significant effects on the quality of the children's and 
parents' lives on a daily basis. 

(Although) this study 
focuses on barriers...and 
stresses... there are 
families whose strengths 
include a strong marriage 
with a shared deep 
commitment to their 
children, and parents who 
have considerable support 
from relatives, friends, a 
church and/or community
based child care or family 
support programs. 

Ill 
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In this part of the report we explore five points: 1) first, how having a child 
with special needs affects parents' participation in the paid workforce and 
the accommodations parents make to reduce work-family conflicts; 2) second, 
considerable detail on child care arrangements follows: what methods par
ents use, and what difficulties they have finding and/or maintaining suitable 
care; 3) a third section explains how parents cope when their child is sick or 
has medical appointments; 4) the fourth section includes additional informa
tion on how parents reconcile work and family responsibilities, and how 
much work-family stress they experience despite the trade-offs and adjust
ments they have made; 5) finally, we also provide more detail on how work
ing opposite shifts plays out as a means of coping in dual-earner families. 
Taken together, this part of the report provides a fairly full picture of the 
issues involved in, and strategies used by, study parents to combine work, 
child care, and family responsibilities. It also indicates how important 
flexibility and support in the workplace and appropriate community re
sources are for the health and well-being of the parents and their children. 

How Children with Special Needs Affect Parents' 
Employment: Barriers to Parents' Workforce 
Participation 

There are many ways that raising children affects parents' employment. 
What a particular parent does, or couple do, reflects several things: their 
values and preferences, the opportunities available in the community in 
which they live, and the personal, familial, and community factors that 
constrain or limit their options. In addition, changes in the labour market 
overall and the economy generally, and changes in other areas, such as social 
assistance and child care policies, have been shown to affect parents' options 
and capacities to work. 

This survey's focus is on potential barriers to parents' workforce participa
tion as they relate to the unique circumstances of having a child with special 
needs. In order to study this issue, the notion of barriers must be under
stood, as well as the ways in which such barriers may affect parents' employ
ment. Barriers refer to those circumstances that preclude or limit parents' 
participation in the paid workforce. A child's particular illness, condition or 

disability may not constitute a barrier as such, but may translate into one if 
there are no other people (a spouse/partner or other relatives) or services 
(child care programs, schools in the community) that can reliably provide 
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care and supervision of the kind and quality needed when 

a parent would otherwise be at work. From this perspec

tive, it is the fit or lack of fit between a child's needs and 
the resources that are available that eo-determine 

whether that child's situation will act as a barrier to his/ 

her parents' paid employment. Since both a child's needs 

and the resources available are likely to change over 

time, parents' opportunities will be affected accordingly. 

Barriers occur, as well, when conditions of employment 
(the number and scheduling of work hours) and the lack 

of flexibility to accommodate children's needs are such as 

to make a job incompatible with caring for a family- or 

create so much stress that a parent concludes that the 
additional income, or the costs of remaining in that 

particular job are "not worth it." Barriers to workforce 
participation, at the most extreme end of a continuum, 

preclude parents from working entirely. Not quite so 
extreme are situations that result in parents limiting 
themselves to part-time or casual work, lowering their 

career aspirations, and/or restricting themselves only to 
jobs that make few demands on them that can be sched
uled conveniently. More common, perhaps, are situations 
in which parents continue to work full-time, but forego 

overtime, business trips, promotions, etc., and just 
muddle through on a daily basis- often still feeling 
quite stressed and unsupported. In these cases, the 

barriers to full participation are largely invisible to most 
people, but appear in study after study of working par

ents and, most recently, in studies of employees with 
significant elder care responsibilities. 

Opting Out Of, or Leaving, the Workforce 

We have already noted that only 10% of the parents in 
our study are not employed and remind readers once 

again that the full range of families with children who 

have special needs includes a considerable number 

(proportion unknown) in which parents are entirely 

precluded from the paid workforce. In lone-parent fami

lies, this typically means that the family lives on social 

assistance which, in the present context in particular, 
often entails other difficulties such as cuts to basic ben

efits, reduced health-related supports, and more limited 

•Achild's particular illness, 
condition or disability may 
not constitute a barrier as 
such, but may translate into 
one if there are no other 
people (a spouse/partner or 
other relatives) or services 
(child care programs, 
schools in the community) 

• 	 that can reliably provide care 
and supervision of the kind 
and quality needed when a 
parent would othervvise be 
at work. 
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access to community services. In addition to these difficulties, parents also 
experience the stigma of being on welfare with no recognition of the unpaid 
work involved in raising children- particularly children with a disability or 
chronic health problem. 

While in some two-parent families, one parent (most usually the mother) 
may "choose" to remain home in accordance with her/his values and prefer
ences, that choice is most easily supported when the income earned by the 
other parent is more than adequate to cover the family's immediate needs 
and provides additional security. In today's economy, the message that most 
parents of young children get is that a single earner's income is too precari
ous a base to rely on - despite the stresses and costs involved when both 
parents work outside the home and must pay for child care. Changes in the 
workforce that are resulting in more short-term, part-time, and casual jobs 
may provide flexibility for some, but for most families, result in additional 
insecurity about having stable employment and an adequate income, and 
uncertainty about whether a job will be available later on if a parent is out of 
the workforce for some time. 

Among the 28 parents in our study who were not employed, at least 17 (61% 
at a minimum) were not working for pay because of their child's disability or 
health condition.' In fact, many had been employed before their child was 
born or up until the time of an accident or injury. Some attempted to work 
afterwards, but gave up when they found that problems with child care, 
inflexible work schedules, and the need to take many days off, combined with 
their child's needs for comfort and attention and their own stress, proved 
insurmountable. In these cases and others, it is difficult to say that a parent 
has willingly made a choice to be at home rather than in the paid workforce. 

"We found it impossible to find appropriate care outside the home 
for our son and impossible to find a regular baby sitter to provide 
relief." 

According to our interviews, a few parents who left their main job continued 
to work occasionally from home - selling Tupperware, conducting telephone 
interviews, etc., but most work at caring for their child on a full-time basis. 
In some instances, being at home has allowed these parents (most often 
mothers) to be more directly involved as a volunteer in organizations that 
provide services and support for children with special needs. One parent in a 
family with five children, including two with special needs, is a full-time 
foster parent. Another parent volunteers at her child's school as a lunch-time 
supervisor and is available when or if her child, who falls easily due to 
problems maintaining balance, should injure himself. Still another parent 
finds she must be "on call" to assist with catheterization and help with other 
activities in order for her child to attend a local child care program. 

As mentioned earlier, having one parent at home does not necessarily result 
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in "the problem" being solved. Children may still need 
and benefit from child care and intervention programs, 
and the parent at home requires some respite and sup
port, especially when children have complex medical 
conditions or behavioural problems. Nor does one parent 
shouldering all or most of the load work well for couples. 
Many employed parents with an at-home partner are 
sensitive to the need to provide relief, respite, and back
up support to their partner at home. One CUPW parent, 
the father of a severely asthmatic child, explained that 
while his wife's being at home to care for their two chil
dren was "the only possible option," that he is concerned 
about her health, especially when their child has been ill 
and his wife has been up at night and "on duty" con
stantly. Other parents in families in which there is only 
one earner commented on the limited financial resources 
they have. "It's impossible to save any money," said one 
parent. Another commented particularly on the need for 
tax breaks for families like his, as well as the need for 
special leave. 

Certainly, while having one parent at home does free the 
employed parent from having to take as many days off for 
child-related illnesses and appointments as would be 
required otherwise, the employed parent in these families 
still needs to take some time off when a child is ill, and 
for consultations, hospital procedures, etc. One at-home 
parent married to a CUPW member referred to the 
difficulty of finding a sitter for their older child or leaving 
that child alone when the younger child with special 
needs has to go to the hospital. Because her husband 
cannot use special leave very often she says, "I often feel 
alone in dealing with emergency situations." Twenty
seven percent ofCUPW families in our sample and 13% 
in the Comparison group are one-earner couples. In 71% 
of these families, the wife is the parent at home. 

Other Effects on Parents' Employment: Part-time 
Work, Underemployment, and Modified Work 
Schedules 

If employment is maintained, parents may use one or 
several strategies to reduce work-related demands on 
their time and energy, to give themselves more flexibility 

fili 	We found it impossible 

to find appropriate 

care outside the 
home for our son and 

impossible to find a 
regular babysitter 
to provide relief ~ 

• Still another parent finds 
she must be "on call" to 
assist with catheterization 
and help with other 
activities in order for her 
child to attend a local child 
care program. • 

2 Respondents who were not em~ 
played were not asked directly if their 
reason for not working was to care 
for their child. The question was 
asked when a spouse or partner was 
not employed. 
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and to reduce some of the stress they would experience otherwise. These 
options include at least one parent 

• limiting their involvement to part-time work, 

• lowering their career aspirations, 

• 	 restricting their work to occupations that are less demanding and do not 
require taking major responsibility for projects or supervising other 
people, 

and 

• modifying their work schedule to more comfortably fit around children's 
needs. 

In such circumstances a parent may only seek or accept a job that provides 
considerable flexibility, especially around work scheduling, and forego jobs 
that would provide a better salary and more opportunities for advancement. 
Frequently, two or three of these strategies are combined, e.g., part-time 
work as a cashier in the evenings or on weekends. 

Part-time work has often been seen as one of the main ways mothers with 
young children more easily juggle work and family responsibilities - and 
one of the major reasons why they accept lower paying jobs, often with few 

Table 4 
Parents' Report Of How Their Own And Their Spouse's Employment 


Has Been Affected By Having A Child With Special Needs 


Total 	 CUPW Comparison 

Own employment status is affected* 39% 	 31% 44% 
(e.g. full versus part-time) 


Choice of occupation constrained* 26% 27% 24% 


Work schedule is affected by child's 46% 44% 48% 

needs* 


Spouse's unemployment is affected 64% 73% 43% 

by child's needs** 


* 	 Based on responses from 145 employed respondents, 74% of whom are mothers. Readers should note that 
44% of CUPW respondents are mothers, compared to 92% of respondents who are not members of CUPW. 

** Based on responses from 22 employed respondents with a spouse who is not employed; 
14 of the 22 non-employed partners (64%) are women. 
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benefits. AB mentioned earlier, about 22% of employed 
parents in our sample work part-time, including 18% of 
CUPW employees and 23% of other employed parents. 
Fifty of the 55 parents in our sample who work part-time 
(91%) are women. 

"I work part-time, so theoretically I have 2 days 

per week 'off' However, those days are spent on 

doctor and therapy appointments, phone calls 

related to my daughter, coordinating services, 

etc. I would consider full-time work (which we 

really need the income from) if I had access to 
appropriate daycare and I could find the time to 

do what I usually do on my days off (which is 

virtually impossible)." 

•In order to determine whether having a child with special 
needs had affected their parents' employment, we asked 
respondents directly whether their current employment 
status, occupation, or work schedule reflect choices made 
or constraints imposed in order to meet the needs of their 
child with disabilities or health problems. We also asked 
whether a spouse's/partner's non-employment was related 
to their child's needs. The results were that 39% of re
spondents (mostly mothers) said their own employment 
status has been affected, 26% said their choice of occupa
tion has been restricted, and 46% report that their work 
schedule changed or has been constrained in order to 
meet their children's needs (see Table 4). Results were • 
similar in most cases fvr respondents who are members of 
CUPW and other employed parents. Parents who are 
most likely to say that their employment status has been 
affected are women and those who work part-time. 
Whether a parent reported constrained occupational 
choices appears to be unrelated to gender, CUPW employ
ment or full-time/part-time status. Most likely it reflects 
other factors- perhaps more closely related to a parent's 
education and skills, as well as the availability ofjob 
opportunities in the local area. Having a restricted work 
schedule was, again, more common among mothers, and 
among parents employed part-time. Respondents who 
work regular evening or night shifts or irregular hours 
were the most likely to say that their schedule had been 
affected by their child's needs. 
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virtually impossible). !'I!J 
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Finally, harkening back to our earlier discussion of parents now at home and 
out of the workforce, Table 4 shows 64% of respondents said their spouse's 
unemployment directly reflects efforts to meet their child's needs. Not only 
are CUPW members more likely to have a spouse/partner who is out of the 
paid workforce, they are also more likely to report that the reason why is 
directly related to efforts to meet their child's needs. 

IIJ Child Care for Children with Special Needs 

Describing the child care experiences of parents of children with special 
needs is a complex task. The factors that "explain" what arrangements are 
being used for a particular child at a particular time include all of the 
following: 

• Child-related factors 

A child's age is one factor here, as well as whether the child attends a 
publicly funded kindergarten program or is in school or in a special pro
gram part of the time. Most important are the specific needs for assistance 
that a child has as a result of his/her disability or health problem. Chil
dren with complex medical conditions, for example, are least likely to 
attend an organized child care program or be cared for by a family home 
daycare provider outside the child's home. 

• Parent and family-related factors 

These include how available parents are to provide care themselves, 
parents' previous experiences with alternative care arrangements, and 
their personal values and preferences. Other family-related factors include 
whether other children in the family also require care, family income, and 
whether other extended family members are available and able to provide 
care. 

• Child care and community-related factors 

Whether or not there are child care programs or specialized services in the 
community that can accommodate a particular child certainly affects what 
form of child care is used for that child. The cost of such care, its location, 
and whether transportation is a problem are also factors. 
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• 	Provincial policies and funding mechanisms 
also affect child care use 

Parents may only be able to use certain services if 
there is a subsidy. In other situations, provincial 
policies allow for the provision of certain services, such 
as respite care in the child's home, but only for a 
limited number of hours or under certain conditions. In 
such cases, parents may need two or more arrange
ments to cover the time when care is needed. 

All of these factors interact in exceedingly complex ways 
and change over time. For example, the beginning and 
end of the school year may mark a change in child care 
needs and circumstances, as would a change in parents' 
employment, a family move, or more drastic changes, 
such as a parent's death, divorce or remarriage. 
Children's needs change as well. A child's condition may 
improve or worsen over time; a child may "outgrow" a 
particular care arrangement- even one that had been a 
very good one. 

Finally, we note that some child care arrangements are 
almost inherently unstable. Individual caregivers may 
quit or decide to take another job; some burn out because 
providing child care for children with special needs is 
challenging and demanding work. Caregivers who are 
poorly paid, who work part-time or irregular hours, and • 
who are subject to funding cutbacks are not a stable 
foundation for families to rely on. Later in this section, 
parents' concerns about the longevity and stability of 
their non-parental arrangements are revealed to be one of 
the most significant worries they have about child care. 
Not infrequently, one or two experiences with care that 
had been relied upon breaking down is sufficient to 
"prove" that relinquishing employment and staying home 
to provide care or working opposite shifts with a spouse/ 
partner are the only options parents can trust, even 
though they require significant financial sacrifice. 

In this section we describe the child care arrangements 
parents were using at the time they were interviewed. 
We note here that the survey focused on care arrange
ments normally used while the interviewed parent is at 
work. As a result, we do not include in this section child 
care used for children whose parent is at home, even 

Not infrequently, one or two 
experiences with care that 
had been relied upon 
breaking down is sufficient 
to "prove' that relinquishing 
employment and staying 
home to provide care or 
working opposite shifts with 
aspouse/partner are the 
only options parents can 
trust, even though they 
require significant financial 
sacrifice. 
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though some of those children participate in child care programs, receive 
respite care, etc. 

The Number and Nature of Care Arrangements 

When employed respondents were asked what child care arrangements they 
normally use while at work, most (55%) indicated that they use a combina
tion of two or more arrangements- often a combination that includes their 
spouse or partner.' Eighty percent of all children in the survey sample re
ceive some non-parental care while the interviewed parent is at work; a third 
are involved in two or more non-parental care arrangements. Almost three
quarters of the children are cared for by an unrelated caregiver and/or in a 
child care program at least part of the time while their parent is at work. 

There are quite significant differences between the child care arrangements 
used for children in CUPW families, and children in the Comparison group. 
However, many of these differences are accounted for by differences in the 
age of the children in the two groups and differences in the proportion of one
earner couples and single-parent families in the CUPW and Comparison 
samples.' As a result, we note that while 37% ofCUPW children are cared 
for only by their parents (perhaps with some time alone), only 7% of the 
children in the Comparison group are cared for exclusively by their parents: 
93% require some non-parental care. Similarly, children in the Comparison 
group are far more likely to spend part of their week in a child care centre or 
specialized child care program (55%), compared to only 12% of children in 
CUPW families. 

The Primary Child Care Arrangement 

While many, if not most, children are cared for in more than one arrange
ment, it is customary in child care studies to focus on the primary or main 
care arrangement- the one used for the largest number of hours per week. 
Chart A shows the primary care arrangement used for all children with 
special needs while their parent is at work and for children in CUPW fami
lies. The obvious fact is that care by a spouse/partner is relied on very 
heavily. It is the primary care arrangement for 38% of children in the total 
sample and for 61% of children in the CUPW group. Care in a community
based child care centre or specialized centre is the second most widely used 
arrangement (24% of children in the total sample; 8% of children in CUPW 
families) and is followed next by time when children are alone in self (latch
key) care (9% of all children, 12% of CUPW children). 

When children's primary care arrangements are considered for different age 
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groups, the patterns underlying these broader statistics 

become clearer. Among children 5 years of age or younger, 

care in a child care program, including specialized cen

tres, plays a leading role, accounting for 35% of the 

primary care arrangements for children of that age. Care 

by a spouse/partner is the next most common arrange

ment (24%), followed by care in the child's home by a 
babysitter (10%) and care by a relative (9%). Among 

children 6-12 years old, almost half ( 49%) are cared for by 
a spouse/partner, while 18% are cared for in centre-based 

programs. Another 24% of children are distributed 

equally in unlicensed family daycare, care by a relative, 
and self(or latch-key) care arrangements. Finally, the 13

17 year olds, who are almost entirely children from 

CUPW families, are cared for predominantly by a parent 
(65%) or spend time alone (30%) until a parent gets home. 

3 ln some cases, care by a spouse 
includes both those situations in 
which care is provided by a spouse 
who is not employed, as well as care 
provided by an employed spouse 
when that parent is at home. 

Chart A: Primary Child Care Arrangement Used While Parent Is At Work 

Licensed family day care 

Unlicensed family day care 
b---P'" 

Care in child's home 

Relative 

Child on his/her own 

0 5 10 15 20 25 30 35 40 45 50 55 60 65 

0% All Families ISl% CUPW Families 

Care by a spouse/partner is possible, of course, only in 
• 

two-parent families and only when work schedules permit •
•it. For some children, care by a spouse/partner may be a 	 • 
•"choice" that parents make, given the nature of their : 

child's needs. In other cases, however, care by a parent • 

'71% of children in CUPW families 
are 6-17 years old, compared to 32% 
of the children in the Comparison 
group; 20% of children in the 
Comparison group are in single
parent families, compared to only 5% 
of the children in the CUPW group. 
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results from having few or no other options that are available, affordable, or 

suitable to accommodate their child when care is needed. 


Specifically, care by a spouse/partner is used almost exclusively when the 

interviewed parent works a regular evening or night shift. 


It is known that many parents of typically developing children have diffi

culty finding child care that is affordable, accessible, and suitable - and 

these problems are certainly compounded for parents of children with special 

needs. We asked parents whether having a child with special needs had 

made it more difficult for them to find child care. The results, shown in 

Chart B speak for themselves: 


• 	 71% of parents said it was difficult to find appropriate care for their child 
with special needs, 

• 	 54% of parents said it was very expensive to maintain the care their child 
requues, 

• 53% of parents reported difficulty find a centre or a before-and-after school 
program that could accommodate their child, 

• 	 69% had difficulty finding a caregiver with the training and special com
mitment needed to care for their child, and 

• 	 73% said it was difficult to find back-up arrangements when a caregiver is 
unavailable or their child is ill. 

Chart 8: Difficulties Parents Have Faced Finding Child Care For A 
Child With Special Needs 

Finding appropriate care 

Expensive to maintain 

Programs could not 
accommodate child 

.Lacking trained/committed 
caregivers 

Hard to find back·ups if 
needed 

0 5 10 15 20 25 30 35 40 45 50 55 60 65 70 75 

C% All Families IS% CUPW Families 
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One parent who works part-time as a consultant to an 
infant development program summarized both the nature 
of child care difficulties she has experienced and the 
"Catch 22" situation many parents find themselves in: 

"I have had a very difficult time finding appro

priate daycare. My daughter is non-verbal and 

in diapers and needs to be supervised because of 

her gross motor challenges and her inability to 

recognize dangerous situations. When you 

consider that I need part-time care, someone to 

drive her to her preschool and someone to also 

provide after-school care for my son, there are 
too many strikes against us. My children have 

rarely been able to have the same caregiver, 
which they dislike and doesn't promote family 

unity. It also means extra pick-up times and 
coordinating for me. Child care has been a huge 

issue for our family." 

Interestingly, despite the differences between the CUPW 
and Comparison families in children's ages, family struc
ture, and work schedules, the answers provided by the 
two groups about child care difficulties were remarkably 
similar. Moreover, difficulties in finding child care were 
not confined to the youngest children. More than half the 
parents of children 13-17 years old reported having 
difficulties in each of the areas listed above, with more 
than 70% indicating they have had difficulty finding care 
that is appropriate for their child. 

"There is a desperate need for good home child 

care for children with special needs. It takes a 
special person to look after our kids. I would 

stay home ifI could afford it, but I have to work 

for our family to be financially secure." 

Child Care Costs 

Parents' reports of how much money they spend on non
parental care per week for their child who has special 
needs are illustrated in Chart C. Thirty-eight percent of 
all families said they incur no direct cost; about a quarter 
of parents pay $50 per week or less; 23% pay between $50 
and $100 per week; and 15% of parents (6% ofCUPW 

: 

• 

• 

• 

• 
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parents and 21% of Comparison parents) pay more than $100 per week. 
When asked about the cost of care for all children in the family, the propor
tion in each category shifted upwards to a small degree. When care for all 
children is considered, 19% of the families reportedly pay more than $100 
per week, including one in every nine CUPW families ( 11%) and close to one 
in four families in the Comparison group. 

Chart C: How Much Do Parents Pay Per Week For Child Care For Their 
Child With Special Needs? 

None 

$25 or less 

$26-$50 

$51-$100 

>$100 

0 5 10 15 20 25 30 35 40 45 50 55 60 

Cl % All Families 10.'1 % CUPW Families 

Since our question about child care costs referred only to non-parental care, 
the high proportion of parents who reported no direct costs was puzzling, 
especially because care by a relative is not a widely used alternative to 
parental care in this population. One explanation for this finding is the 
extent to which certain types of care- particularly specialized centre or 
home care, respite and nursing care, and care in formal (regulated) services 
-might be subsidized by provincial health or social services departments 
for this sample. While we did not initially ask parents whether their care 
was subsidized, one quarter of our respondents spontaneously mentioned 
receiving subsidized care at the time that questions about child care costs 
were raised. 

Readers should be aware by now that direct out-of-pocket costs for child care 
while parents are at work account for only a portion of the costs most fami
lies bear. In addition to foregone earnings when one parent is at home or 
works part-time, many families incur expenses on a regular basis for medica

~--------------------------------------J~N-0-U~R-W-A~Y-:_C_h-ild-C~a-r_e_B-ar-,-.e-rs_t_o~F-ui-IW--or_k_w_rc-e~P-a-rtl-.c,-p-at--ion 



tions, transportation, special foods, and other items. •• 
Other parents must find the money less regularly for •• 
braces, equipment, and additional costs that may result • 
when their child is hospitalized or has appointments for 
assessments or consultations in a city that is distant from 
their home. Costs related to the stress some parents 
endure are incalculable. 

Parents' Satisfaction with Their Current 
Arrangements, and Their Worries about Child Care 

When parents were asked how satisfied they are with 
their current non-parental care arrangements, three 
quarters (75%) answered that they were very pleased, 
17% said their arrangement is "OK," and 8% indicated 
that they were somewhat concerned about the child care 11 

Among all parents who 
they were using, including one parent who said she was • used some form of non
unhappy with it. These results are fairly consistent with parental care for their child 
those obtained in other research studies that pose a with special needs while 
general satisfaction question to parents about their care they are at work, only 15% 
arrangements. Typically, however, even parents who are have no worries at all. The 
reasonably satisfied with their present arrangements can majority said they have one 
indicate areas where improvements could be made, and or more worries or concerns 
some still worry about how well the care arrangement is about the child care they 
meeting their child's needs and/or how long the arrange rely on- 43% said 
ment will last. That was true in this study, as well. they had worries in three 

or more of the five areas weAmong all parents who used some form of non-parental 
care for their child with special needs while they are at asked about. 

work, only 15% have no worries at all. The majority said • 11 
they have one or more worries or concerns about the child 
care they rely on- 43% said they had worries in three or 
more of the five areas we asked about. 

Two worries stand out as particularly common among 
these families: worry about having few or no backups if 
the caregiver is unavailable or the arrangement breaks 
down, and worry about how long the arrangement will 
last. (See Chart D.) Worry about lack of backup care was 
expressed by 71% of all parents who use non-parental 
care (66% of parents of children in CUPW families). Wor
ry about how long the arrangement will last was express
ed by 55% of all parents and 56% ofCUPW parents. 
Other significant worries included concerns about 
whether the prograrnlcaregiver could be flexible when 
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needed (37%), the cost of care (35%), and whether the care is best for the 
child (34%). Roughly 20-26% of CUPW parents who relied on non-parental 
care expressed these concerns. 

The slightly lower percentage of CUPW parents who expressed specific 
worries compared to parents in the Comparison group, in part reflects the 
fact that many of the CUPW parents have older children and, consequently, 
are not relying on full-day, full-week care, or on combinations of non-parental 
care arrangements. 

Chart D: Parents' Worries About Current Child Care Arrangements 


Cost of child care 

Flexible when needed 

Few or no back·ups 

0 5 10 15 20 25 30 35 40 45 50 55 60 65 70 75 

le% All Families 1:1% CUPW Famiies \ 

"My current caregiver has an immune system problem and I am 

concerned that when my child is sick, the caregiver's condition may 
worsen." 

"I can only use daycare for one more year (because ofchild's age). 

Then I don't know what I will do." 

"I'm afraid that the daycare centre may lose extra support staffdue 

to cutbacks and what that could mean for my child." 

The fact that worries about how long current arrangements will last and 
what parents will do if the arrangement breaks down are so pervasive 
speaks to the tension parents feel about these critical sources of support in 
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their lives. On the one hand, these care arrangements 
provide respite and support for parents and are a critical 
resource to enable them to work, as well as serving as an 
important source of stimulation and responsive care for 
their children. On the other, they are difficult to find and 
can be precarious to rely on for lengthy periods. Under 
these circumstances, it is reasonable to expect parents to 
have considerable, unresolved worries about their 
children's care, and to know from experience that if care 
arrangements do break down, they will again have the 
full burden of caring for their child(ren) while looking for 
other care arrangements- all at the same time they are 
expected to be at work with few or no interruptions or 
distractions emanating from their family responsibilities. 

Nor are parents' concerns and worries limited to situa
tions in which they rely on non-parental care. One par
ent, married to a CUPW member, decided to become a 
family home daycare provider as a way to combine being 
home with her own child and still contribute to her 
family's income. She explained, 

"I opened my own daycare to meet my child's 
needs. There is a serious lack ofsupport from 
trained personnel. There are no activities for 

handicapped children. We must do it ourselves. 
There is nowhere to go, no services close to home 
for parents and children over 6 years old in this 

region. I had to quit my job to meet my child's 
needs: there were too many requests, too many 

appointments." 

This same parent noted that she must close her home 
daycare in order to care for her daughter when she is 
sick. While this mother has the flexibility of being at 
home, she loses income at those times. Ironically, closing 
her home daycare on those days, while helpful for her 
own child, results in less stable care for the other children 
for whom she provides care, and for those children's 
working parents. 

Other parents who work opposite shifts or have a spouse/ 
partner at home noted worries about stress and caregiver 
burnout- both for their partner and for themselves. 

• 

• 

titi My current caregiver 

has an immune system 
problem and I am 
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my child is sick, 
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• 
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1!1 How Parents Cope When Their Child Is Sick or Has 
Medical Appointments 

The issue of how working parents cope when their children are ill has re
ceived a fair amount of attention in the work-and-family literature. Gener
ally, it is recognized that a considerable number of parents' sick days and 
vacation days are used not only when they are sick, but also when their 
children are ill or child care arrangements break down. Children with special 
needs are typically far more vulnerable to sickness, especially if their condi
tion originates from a serious or chronic health problem. As a result, they are 
more likely to be hospitalized, both when they are sick and also for treat
ments and other procedures related to their condition. In addition, children 
with special needs regularly have appointments with physicians, therapists, 
and other specialists, at which times a parent's presence is generally re
quired. 

In an earlier part of this report, we documented that 43% of the children 
with special needs in this study had been ill and unable to participate in 
normal activities for three or more days at least 3 times in the year preced
ing the interview; that 45% had been hospitalized at least once, and that 
46% of children had regular appointments with a physician or therapist at 
least once per month. Consequently, we can assume that the majority of 
employed parents in this study face the dilemma of having a child who is ill 
or has a medical appointment on a day when they are expected to be at work 
-and must deal with this circumstance several times a year. More serious 
situations arise if a child suffers a traumatic injury or requires surgery. 

Employed parents typically use a combination of paid (sick/vacation leave) 
and unpaid leave days in these situations. Some non-CUPW parents are able 
to adjust their work schedules to give themselves a bit more flexibility, either 
by making up the time they miss, or by switching shifts with a eo-worker. 
Some non-CUPW parents are also able to take paid leave in lieu of overtime 
and/or are able to make up full or part days off work for situations like 
medical appointments by working longer days or doing extra work. CUPW 
parents usually have far less flexibility to make such informal arrange
ments. 

CUPW parents have only two options to get paid time offwhen their children 
are ill: taking vacation leave and, in emergency circumstances, applying for 
special leave. Some non-CUPW parents have access to paid and/or unpaid 
personal or family responsibility leave days, 5 in addition to their own sick 
days and vacation entitlement. Other non-CUPW parents, especially those 
who are employed part-time or on a temporary basis, may not have any 
benefits, such as sick leave and/or vacation days. 
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What Parents Usually Do When Their Child Is Sick 

When parents were asked directly what they do if their 
child is sick, most indicated that what happens depends 
on the type and degree of illness, as expected. Those who 
have a spouse at home indicate that their spouse or 
partner cares for the child. Of the remainder, employed 
respondents, as a group, are most likely to take paid 
leave (45%) or take unpaid time off(43%). Less common 
options are for the respondent to take paid time off and 
make up the time by working longer days, an extra shift, 
or doing extra work at home (33%), or for a relative or 
caregiver to take care of the child (31 %). About one 
quarter of respondents said their employed spouse/ 
partner takes unpaid leave from work. 

There are some interesting differences between CUPW 
members and other employed parents in how they an
swered this question. Chart E compares CUPW members 
to the total sample of employed respondents' 

The fact that employed parents in the Comparison group 
take unpaid time off more often when their child is sick 
(52% compared to 30% of CUPW members), but also are 
more likely to take time off and make it up at a later 
point (10% of CUPW members compared to 46% of other 
employed parents) shows the two most common ways 
parents cope with sick children and medical appoint
ments when paid leave is either not available or when 
they are making an effort to avoid using sick days or 
vacation leave. Taking unpaid days off, of course, directly 
impacts on family income. Being able to rearrange work 
schedules to make up for time off for these reasons or 
having the capacity to shift schedules or take leave in lieu 
of overtime, as needed, allows working parents more 
flexibility. It is recognized, however, that the latter op
tions are not possible in all occupations- and depend to 
a considerable degree on how supportive and flexible (i.e., 
"family-friendly") an employer is willing to be. Certainly, 
the research in the work-and-family area indicates that 
having flexibility and support is very important in these 
kinds of situations to reduce stress and maintain employ
ees' morale and commitment to their work. 

5 ln Canada, family responsibility leave 
is more common among public sector 

• 	 workers and employees in large 
companies. Generally it includes 
situations such as a child being sick, 
child care breakdowns, and appoint
ments with doctors and others. In 
addition, it covers other situations 
related to dependent family members 
(a spouse or partner, older parents), 
and may also include time to meet 
with a teacher or attend a school 
function. In such cases, employees 
may take up to a maximum number 
of family responsibility leave days on 
an as~needed basis, without having 

• 	 to furnish any written documentation. 
Family responsibility leave may be 
provided on a paid or unpaid basis, 
but in this survey we defined it as 
paid family responsibility leave. By 
contrast, special leave is a specific 
leave option that is provided to 
CUPW members under the terms 
and conditions of the existing 
collective agreement. Speciallec.we 
is normally applied for in advance 
and requires documentation. lt is 
granted at the discretion of the 
supervisor but may not be unreason· 
ably withheld. (Article 21.03) 

'Questions about what parents do 
when their child is ill or has medical 
appointments were asked only of 
employed respondents. Data pertains 
to 55 CUPW members and 90 other 
employed parents. 
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Chart E: What Parents Do When Their Child Is Sick 
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How Parents Usually Deal with Medical Appointments 

Parents answered in a fairly similar fashion when asked what usually 
happens when their child has a medical appointment, an appointment with a 
therapist, or when it is important for a parent to meet with a caregiver or 
teacher. When it is possible, parents try to schedule such appointments to 
avoid conflicts with work. Indeed, several respondents who work evening or 
night shifts or on a part-time basis mentioned that this was done to enable 
them to be available for these activities. 

More complex circumstances, such as appointments with specialists in a 
distant location, may require several days off, however. In these circum
stances CUPW members are most likely to prefer to use special leave, when 
they can get it (55%). Alternatively, their primary recourse is to take paid 
leave in the form of their own sick days or vacation leave (45%). Employed 
parents in the Comparison group were most likely to take unpaid time off 
(42%), or to take paid time off, but make up the time later on (40%). Only 
27% of employed parents in the Comparison group said they used paid 
family leave for this purpose. 
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• • 

•What Parents Did in the Last Year: Paid and Unpaid •
•

Leave for Child-Related Reasons • 
In order to estimate what percentage of parents of chil ••dren with special needs took paid and unpaid days off • 
work for child-related reasons, and how many days were 
involved, respondents were asked a series of detailed 
questions about time off in the year preceding the inter
view. First, we asked parents how many days they took off 
with pay and without pay a) when their child was ill or 
hospitalized, and b) to accompany their child to appoint
ments with doctors or therapists.' We then asked whether 
any of the days respondents took off with pay were their 
own sick days or annual leave, as well as whether any of 

•their paid days were provided as special leave (for CUPW 
members), or paid family responsibility leave for other 
respondents.' 

In interpreting the data to follow, readers should keep in 
mind that use of unpaid and/or paid leave days depends 
not only on the needs of the child, but on the availability 
of a spouse, partner, or other relative to provide care for a 
sick child or go to an appointment instead of the employed 
parent, and on the alternatives available to that parent 
(e.g., Can the parent switch days or schedules with a eo
worker? Does the employer provide paid special or family 
responsibility leave for these purposes?). Paid and unpaid •
leave for child-related purposes traditionally has been 
taken more often by mothers than by fathers. 

Unpaid Leave Days 

According to our data, one third of employed respondents 
(20% of those in CUPW families and 43% of those in 
Comparison families) took unpaid leave at least once in 
the last year when their child was ill or to attend an 
appointment with a physician or therapist. (See Chart F.) 
Almost 15% of respondents had at least one period when 
they were home for three or more days on an unpaid 
basis. Two parents had extended time off, with more than 
100 days of unpaid leave each. More commonly, parents 
reported taking 5 days or less of unpaid leave in the year 
preceding the interview. In total, 67% took no unpaid days 
for child-related reasons, 16% took 5 days or less, 6% took 

'We note here that parents may also 
take paid or unpaid leave in situa· 

tions when a care arrangement 

breaks down unexpectedly. Parents 
were not asked about days off for this 
purpose, but some parents probably 
did take leave for this reason as well. 

'These questions were asked of 
employed respondents only; 142 of 
145 responded, including 55 CUPW 
members, 5 spouse/partners of 
CUPW members, and 82 employed 
parents in the comparison group. 
75% of the 142 respondents are 
women. 
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off6-10 unpaid days, 8% took 11-30 days, and 4% reported taking more than 
30 days of unpaid leave. 

Chart F: Percentage Of Parents Who Have Taken Time Off When Child 
Was Sick Or For Special Appointments In The Previous Year 
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Overall, the average number of unpaid days across all families (including 
those who took no unpaid leave) was 5.8 days. To put this in economic terms, 
if one assumes that a parent has an annual salary of $30,000 (gross), the 
family would be sacrificing about $700.00 in foregone wages to enable the 
employed parent 6 days off to care for a sick child or attend necessary ap
pointments. Parents who earn $50,000 annually would sacrifice $1,154 for 
the same 6 days. Since families with children who have special needs gener
ally have additional expenses for medications, special foods, equipment, and 
transportation, as well as child care, taking unpaid days is an option that 
most parents try to avoid whenever possible. 

We noted that a larger proportion of parents in the Comparison group took 

unpaid days off work than CUPW members did. It would seem logical that 
the reason for this difference is that parents in the Comparison families are 
employed in a wider range of occupations, and some may not have any paid 
sick days or vacation leave entitlements. The average number of unpaid days 
taken in the last year was 7.9 days for Comparison group parents and 2.7 
days for CUPW members.' 
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Paid Leave Days 

Clearly, when it is possible, parents prefer to take paid 
leave days if they must care for a sick child or take time 
off work for other child-related reasons. According to our 
data, 54% of employed respondents (58% of those in 
CUPW families and 51% of those in Comparison families) 
took at least one day of paid leave in the previous year for 
these purposes. The majority of parents used 5 days or 
less of paid leave for these purposes. Of all employed 
respondents, 46% took no paid leave for child-related 
reasons, 23% took 5 days or less, 12% took off6-10 days, 
15% took 11-30 days, and 4% reported taking more than 
30 days of paid leave. 

Overall, the average number of paid days across all 
families (including those who took no paid leave) was 7.7 
days. The mean number of paid days used for child
related reasons was 7.1 days for Comparison group 
families, 8.5 days for parents in CUPW families, and 7.9 
days for CUPW members, themselves. 

Parents' Use of Sick Leave and Vacation Days for 
Child-Related Reasons 

The previous section described parents' use of paid leave 
days when their child with special needs is ill, hospital
ized, or when there are appointments with a physician or 
specialist. Some of these paid leave days, perhaps most, 
are "borrowed" from parents' own sick days and annual 
leave entitlements. In other cases, parents may use other 
types of paid leave, such as special leave, as negotiated in 
the CUPW Collective Agreement, or paid personal days or 
family responsibility leave for non-CUPW employees who 
have that benefit. 

We asked parents whether any of the days they took off 
with pay for child-related reasons were part of their own 
sick days or vacation days, and if so, how many days fit 
that description. Fully 75% of employed parents who took 
paid leave days off for child-related purposes used their 
own sick days or annual leave, in whole or in part. That 
figure works out to 48% of all employed respondents. 
Similar proportions were evident among parents in 

• 

Since families with 
children who have special 
needs generally have 
additional expenses for 
medications, special 
foods, equipment, and 
transportation, as well as 
child care, taking unpaid 
days is an option that most 
parents try to avoid 
whenever possible. 

Ill 
• 

9These averages include a value of 0 
for those who took no unpaid leave. 
Note: contrasts between CUPW 
members and other employed 
parents mask gender differences. A 
greater proportion of CUPW parents, 
in contrast with the Comparison 
group, are male. 
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CUPW families and Comparison group families. For example, 77% of CUPW 
members who used paid leave relied on sick days (even though they were not 

supposed to do so) or vacation leave in whole or in part, as did 71% of par

ents in Comparison group families. 

The average number of sick and annual leave days used for child-related 

purposes among all employed respondents was 3.7 days, with a range ofO

34 days. Almost 51% of respondents used no sick days or annual leave days10 
; 

28% of respondents used 1-5 days of their annual sick leave/vacation days; 

10% used 6-10 days; 8% used 11-20 days; and 3% used 20 or more days of 

their own sick leave or annual vacation time. 

Parents' use of their own sick days or vacation leave when their child is sick 

or for necessary appointments is a rational strategy, given that most cannot 
afford to take unpaid time off work, and many have no or few other options. 

Indeed, taking sick days or vacation days was the most common method used 
by parents who have taken time off when a child is sick or has a special 
appointment. This practice is well-documented in the work-and-family 
literature. A serious problem with it is that it tends to undermine the 

employee's health, since he/she tends to save sick days for these child-related 
emergencies and comes in to work on days when he/she should be at home. 
These parents, perhaps more than many other employees, definitely need to 
maintain their own health and to have some vacation time to rest and 
recharge. In addition, using their own sick days for these child-related 
reasons could potentially put these members at higher risk of being repri

manded or penalized if the employer is monitoring the use of sick leave and 
absenteeism. 

Despite these drawbacks, most parents rely on using some of their own sick 
days and vacation leave as an essential tool to help them maintain their 
family's economic security while providing care and comfort when their child 

needs it most. Viewed from this perspective, it is one ofthe main ways 
parents have any flexibility as workers, especially if they have little recourse 
to special leave or paid family responsibility leave. However, that flexibility 

is potentially quite expensive for these parents- and again places them at a 

significant disadvantage compared to other employees who do not have the 
same pressures for leave. 

CUPW Members' Use of Special Leave 

Our earlier discussion of how parents cope when their child is ill, hospital

ized, or has special appointments with a physician or therapist indicated 

that for CUPW members, having access to paid special leave is certainly 

seen as an important resource in these circumstances. 
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For CUPW members, access to special leave is provided 
under the current Collective Agreement, which states: 
"Where conditions warrant it, special leave with pay may 
be granted when circumstances not directly attributable 

to the employee, including but not limited to illness in the 
immediate family, ... prevent his or her reporting for duty. 
Such leave shall not be unreasonably withheld." (Section 
21.03.) • 
The wording of this clause in the Collective Agreement 
would seem to be particularly helpful for parents of 
children with special needs on those occasions when 
children are sick or there is an emergency, or when the 
usual caregiver cannot provide care, or there are appoint
ments for medical procedures or consultations for which 
the parent's presence is most important. Our data indi
cate that 51% of CUPW parents with children who have 
special needs did not take any special leave in the year 
previous to our interview; and another 31% took only one 
or two days of special leave. Only 18% of CUPW members 
took 3 or more days of special leave to cover those situa • 
tions we have identified above. The reason for using so 
few days of special leave does not seem to be because 
there is little need to do so, however. Readers are re
minded that 59% of CUPW members used their own sick 
leave or vacation days when their child was ill or for 
medical appointments- in fact, 22% used 5 or more days 
of their sick leave or vacation days for these purposes, 
even though they are not supposed to do so. 

According to our respondents, the fact is that most par
ents have had considerable difficulty accessing special 
leave for these purposes. Some have had their request • 
denied outright- some repeatedly! Others have had 
difficulty establishing appropriate documentation. The 

issue of special leave, in fact, evoked more frustration 
than any other part of the interview. Parents' accounts of 
their experiences with efforts to access special leave 
include the following: 

"I asked for special leave and it was refused. 

Supervisor said that I knew in advance about 
appointments, so they weren't emergencies. He 

(the supervisor) is fed up with special leave and 

said, 'File a grievance.' But there is no guarantee 

i(i I asked for special leave 

and it was refused. 

Supervisor said that I 

knew in advance about 

appointments, so they 

weren't emergencies. He 
(the supervisor) is fed 

up with special leave 
and said, 'File a griev

ance.' But there is no 

guarantee that I will 
win, and thus I may 

very well end up with
out pay. It's easier to 

take a vacation day. 

I gave up asking for 
special leave except in 

extreme emergencies. It 
is too difficult to get. I 
use vacation for all 
appointments (5 hours 

away). I have never had 
a vacation with my wife 

since our child was 
born, because of this. ~ 

10 Some parents may not have these 
benefits. 
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that I will win, and thus I may very well end up without pay. It's 

easier to take a vacation day." 

"I gave up asking for special leave except in extreme emergencies. It 

is too difficult to get. I use vacation for all appointments (5 hours 

away). I have never had a vacation with my wife since our child 

was born, because of this." 

"Special leave is too difficult to get. You need to track down the 

documentation and medical signatures. I suggest that once they 

know you have a special needs child, they should not hassle for 

documentation. Easier to take a sick day." 

"Once an appointment with my child ran late and I missed several 
hours of work. I asked the supervisor ifI could get leave with pay. 

Supervisor made it very uncomfortable." 

"It's hard enough having a child with disabilities, without having 

to beg for special leave. Ifa grievance is filed regarding special 

leave, the supervisor becomes more inflexible, allows no breaks at 

all." 

"Getting permission to take special leave requires a letter from 
God." 

These quotes reveal three main aspects of the way special leave is currently 
defined and/or administered that are very problematic. First, there is little 
clarity or consensus about what the criteria are for granting (or denying) 
special leave. Some supervisors appear to equate special leave with an 
emergency only, and have refused it if they felt that the parent could have 
known about the situation in advance. In a few instances, the Supervisor has 
suggested that the parents are at fault if they don't have a string of back-up 
arrangements lined up that can be called upon in order to avoid missing 
work. In the case of children with special needs, that suggestion is even more 
insensitive for two reasons: A) Finding caregivers for these children is far 
more difficult than is the case for typically developing children. One cannot 
simply call on a neighbour in a pinch and feel comfortable about it for many 
of these children. B) This suggestion reveals a fundamental lack of apprecia
tion for circumstances related to these children's needs. Often this requires a 
parent- the person who knows this child best, who knows the child's his
tory and how he/she responds to situations- and the person who should 
legitimately be available for receiving information, making decisions, and 
being there when serious and significant medical intervention or consulta
tion is provided. 

"In the past year, the supervisor denied special leave because he said 

I do not need to be present at my daughter's surgery." 

m~------------------~~~~~~--~~~~~IY IN OUR WAY: Child Care Barriers to Full Workforce Partic(oation 



A second point these quotes reveal is that the granting of 
special leave as a discretionary decision leaves much to be 
desired. Without clarity about ground rules (what uses 
are to be served, what documentation is appropriate, 
etc.), there is room for abuse on both sides. Moreover, it 
appears that rather than working to resolve these issues 
to mutual advantage, there is a tendency to take to 
adversarial positions and the member must file griev • 
ances- what would appear to be a costly and time
consuming process for all concerned, as well as one that 
only engenders more hostility. 

A third point evident in these quotes is that if special 
leave is not granted, parents will continue to use their 
own sick leave and vacation days. This practice has 
already been discussed. While it may serve the immediate 
need for these employees and their families, in the long 
run, it is detrimental to their health and well-being. Since 
there is an obvious need for special leave, and a mecha
nism that should provide it, the use of sick leave and 
vacation days should not continue to serve as alternate 
means of accommodating this legitimate purpose- even 
more so, because taking sick leave for these purposes 
could jeopardize the member's job. 

IIJ Difficulties in Reconciling Work, Family, 
and Child Care Responsibilities • 

Earlier sections of this report included discussion of some 
of the strategies parents use in their efforts to reconcile 
work, family, and child care responsibilities. In some 
families in our sample, one parent has left the paid 
workforce to provide full-time care and supervision for 
the child. In other families, a parent has opted for part
time work or switched to a less demanding job that can be 
scheduled around children's school hours. In still other 
dual-earner families, parents work opposite shifts so that 
one parent is usually available to meet their child's needs. 
We have also discussed other strategies parents use, such 
as the efforts they make to seek and retain appropriate 

Getting permission 

to take special leave 
requires a letter 
fromGod. ~ 
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child care so that they can be at work with peace of mind. A final set of 
strategies we have looked at include the various ways employed parents deal 
with situations such as a child's illness, medical and other appointments, etc. 
-including paid and unpaid leave, the use of parents' own sick days and 
vacation leave, CUPW members' attempts to use special leave, and other 
options such as switching shifts with a eo-worker, or making up the time a 
parent takes off for child-related reasons by working extra hours later on. 

Opportunity Costs 

In addition to these strategies, employed parents in other studies have been 
observed to experience a number of"opportunity costs" in order to meet their 
family obligations. These situations include circumstances in which parents 
turn down promotions and assignments that could lead to their advancement 
and to better pay. They also include having to refuse or to limit overtime 
work (even though it is attractive, financially), and having to miss meetings, 
business trips, and other opportunities. The latter are important because 
they help maintain the employee's value in the workplace, give the parent a 
say in decisions that affect him/her, and help ensure that the parent can 
participate in on-the-job training and skill development opportunities. The 
term, "opportunity costs" captures the fact that not being able to participate 
in these activities reduces or limits a parent's opportunities for advancement 
and better pay, and precludes or limits the opportunity to be involved in 
decision making and problem solving on a collegial basis with eo-workers. 
Given the current economic climate, these opportunity costs seem to be 
getting higher, in that they can marginalize workers and contribute to job 
insecurity at the very time when solidarity and involvement with eo-workers 
seems to be ever more important. In essence, we argue that these opportu
nity costs, when they occur for parents of children with special needs and 
other workers with dependent care responsibilities, act as barriers to full 
participation in the workforce. 

One of the areas in the survey asked parents whether their efforts to balance 
work and family responsibilities, including the needs of their child, had 
required some sacrifices at work. The results are shown in Chart G. 

Clearly, parents of children with special needs and their partners are having 
to make sacrifices, such as foregoing overtime and refusing assignments, as 
well as missing meetings and other activities, including union functions, 
especially if no child care is available. Differences in the percentage of 
parents in CUPW families and in Comparison families who experience 
particular opportunity costs are readily explainable by differences in job 
settings. CUPW members are offered special assignments strictly on the 
basis of seniority. Non-CUPW parents in some occupations are likely to feel 
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that their inability to accept special assignments or to 
attend business meetings because of child care responsi
bilities is a barrier to promotions. In contrast, CUPW 
members are more likely to say they are unable to attend 
union meetings. 

An additional point worth noting is that the prevalence of 
these various opportunity costs did not vary greatly among 
parents whose child with special needs was 5 years or 
younger, 6-12 years old, or 13-17 years old. There are 
significant differences, however, based on family struc
ture. Single parents are more likely to experience each of 
the opportunity costs than parents who have a spouse or 
partner. This group of parents of children with special 
needs truly faces many more barriers to being full mem
bers of the paid workforce while raising their children. 

Chart G: Balancing Work and Family Responsibilities For Parents Of Children 
With Special Needs Can Result In: 
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Tension and Stress 
The last two items in Chart G refer to some of the emo

tional costs involved in balancing work obligations and 
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the particularly strong family responsibilities affecting this population of 
working parents. The high percentage of parents of children with special 
needs who describe themselves as feeling tired and overloaded (88%) and 
stressed about balancing work and family obligations (90%) suggests that 

efforts must be undertaken to provide additional support and some flexibility 
for these parents, both to preserve an effective workplace and to address 
serious effects on employees' health and morale. 

We also asked parents to assess how much tension they feel on a daily basis 
juggling work, family, and child care responsibilities. On a scale of 1-10, the 
vast majority of employed respondents in this study rated their daily tension 
as high. Fully 93% of parents rated their general tension level as moderate 
(4, 5 or 6) or severe (a rating of 7 or higher). 

Chart H: Overall Tension Felt By Parents Juggling Work, Family And 
Child Care Responsibilities 
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Almost 72% of CUPW members rated their tension as 
severe, compared to 63% of respondents in Comparison 
families. However, more parents in CUPW families also 
rated themselves as having minimum tension (ratings of 
1-3). The greater variability among respondents who are 
CUPW members may be explained by the fact that a 
larger proportion of CUPW respondents are married, and 
more also have a spouse or partner at home- a situation 
that may relieve some of the tension they would experi
ence otherwise. 

Very high levels of physical and emotional fatigue, very 
high stress, and much tension balancing work and 
family responsibilities together paint a very troubling, 
but probably accurate, picture of this group of employed 
parents of children with special needs. Left on their own 
with continuing pressure, limited flexibility, and limited 
support, they are a population at high risk of ill health, 
marital stress, and burnout. Many make every reason
able effort to protect their job and do good work 
but the costs can be very high, and certainly are 
inequitable. 

IIJ Working Opposite Shifts in Dual-Earner 
Families: Both a Blessing and a Curse 

One of the strategies some parents use to juggle work and 

family responsibilities is for parents in dual-earner 

couples to "off-shift" (work opposite shifts), in whole or in 

part. Working opposite shifts can be done in several ways. 

Parents can "off-shift" days, for example, if one parent 

works weekdays and the other works only on the week

end. More often, one parent will work an early or day 

shift, while the other works a late day, evening, or night 

shift. Arrangements are more complicated when parents 

work irregular hours or rotating shifts, or when a parent 

travels out of town on a regular basis. Seasonal variations 

in parents' work patterns and the beginning and end of 

the school year also can profoundly affect how parents 

share child care and family roles. 

• Left on their own with 
continuing pressure, limited 
flexibility, and limited 
support, they are a 
population at high risk of ill 
health, marital stress, and 
burnout. 

• 

• 

• 
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The study of parents' working opposite shifts is relatively new. In Canada, 
analyses of data obtained in the National Child Care Study revealed that full 
or partial working opposite shifts among dual-earner couples with at least 
one child under 13 years was quite common in 1988. One in six dual-earner 
couples who work opposite shifts did so specifically to avoid or reduce their 
reliance on non-parental child care arrangements - either because they 
thought it was best for their child, because they wanted to share child
rearing, or to reduce costs (Lero et a!, 1992). 

Since 1988, there has been an increase in what has been called "non-stan
dard" jobs: those that are part-time or contractually limited, or involve non
standard (i.e., non-daytime) hours. Some occupations have traditionally had 
a substantial number of members who work evenings or nights: post office 
workers, waitresses, taxi and bus drivers, police officers, nurses, and enter
tainers fit this category. In the last 15 years, however, retail positions in 
malls and shopping centres, and 24 hour services, including telephone 
operators and data clerks, have proliferated. Self-employed individuals, 
including those who operate small businesses, often also put long hours into 
their businesses, including evenings and weekends, especially during eco
nomic downturns. As a result, traditional notions of working a standard 
work day or a standard work week (Mondays - Fridays only, roughly from 
9 am - 5 pm) seem to describe a smaller percentage of the workforce than 
previously imagined. 

Parents ofyoung children have found that working opposite shifts has some 
advantages and some disadvantages. On the one hand, it avoids extensive 
reliance on non-parental child care arrangements which can be hard to find, 
ofvariable quality, inflexible with regard to hours of operation, and expen
sive. On the other, working opposite shifts adds some additional stresses to 
family life and to couple's interactions, especially when parents feel that 
their lives more closely resemble "serial single parenting'' and they are often 
rushed and harried. The feeling of being rushed is partly a result of the fact 
that children's involvement in child care, schools, and after-school activities 
are tightly time bound. As a result, many parents are pressed to get their 
children off in the mornings and get themselves to work on time, to pick up 
their child from the daycare centre or after-school activity at a certain time, 
and to juggle all this with their other time-bound routines and family tasks 
(preparing and serving meals, etc.). 

In this particular study, two additional elements to be juggled are time 
commitments involving appointments with physicians, therapists, and 
service providers (and the coordination of those child-related appointments 
with work shifts), and the time involved in caring for and interacting with a 
child with special needs. The latter may involve everything from personal 
care (bathing, dressing, feeding, help with toileting, administering medica
tions), to doing daily physical exercises and/or helping with lessons and 
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tutoring. These additional elements occur on top of and 
along side the time involved in normal parenting and 
parent-child interactions- both for the child with 
special needs, and in many cases with one or more sib
lings as well. 

The Nature and Prevalence of Working 
Opposite Shifts 

As noted earlier, 103 of the 151 families (38 fathers/113 
mothers) in this study (68%) consist of dual-earner 
couples, including 4 families in which both parents are 
CUPW members, 39 families in which one parent is a 
member of CUPW and the other is employed elsewhere, 
and 60 families in which neither parent in a dual-earner 
couple is a CUPW member. Both parents work full-time 
in 58% of these dual-earner families; in another 41%, one 
parent works full-time and the other works part-time.' In 
only one couple do both parents work part-time. 

In only 50 of these 103 dual-earner couples (49%) do both 
parents work a regular daytime schedule. In most other 
instances, one parent works a daytime schedule, while 
the other parent works a regular evening or night shift or 
has a rotating schedule or irregular hours. In one in eight 
dual-earner couples in this study, both parents had non
daytime or irregular work hours. Having one parent work 
a regular evening or night shift was far more common 
among CUPW families (12 of the 18 families in which one 
or both parents worked a regular evening or night shift 
were CUPW families). In total, while having one (or both 
parents) work evenings or nights occurred among 18% of 
dual-earner couples, the incidence was 28% in CUPW 
families, but only 10% in dual-earner couples in the 
Comparison group. 

The Experience of Working Opposite Shifts 

Parents were quite eloquent in their descriptions of how 
working opposite shifts works and doesn't work in their 
daily lives. It is obvious that many tradeoffs are being 
made in these circumstances. 

• 

Ill 
... Two additional elements 
to be juggled are time 
commitments involving 
appointments with 

• physicians, therapists, and 
service providers (and the 
coordination of those child
related appointments with 
work shifts), and the time 
involved in caring for and 
interacting with a child with 
special needs. 

Ill 

• 

"In 40 of the 42 couples in which one 
parent works full-time and the other 
is employed part-time, the father has 
full-time paid employment. 
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"I worry that I might burn out. I work the night shift, come home, 

and take (the child) to school. I go to bed from 9 am-2:00pm, go 

back to pick her up, and spend the afternoon doing physiotherapy 

and other stimulating activities. It is very difficult to get someone 

trained to provide a stimulating program for after school, and it's 

expensive - I can't afford it." 

Another mother described her situation. She is a nurse who works full-time 
on a rotating shift which includes weekends. Her husband, a CUPW mem
ber, works a full-time, regular evening shift. Child care for their seven-year
old son, who is autistic, revolves primarily around school and working oppo
site shifts among the parents, but also involves care by a babysitter in the 
home and a relative providing care in the home in order to cover all times. 
This mother found she still needs to juggle her schedule, since working 
nights was too difficult for her and their child when her husband does the 
same. Based on their values .and personal experience, this parent commented 
that "We would not give our child to anyone who isn't family." This family 
found that what can work out to a manageable degree during the school year 
does not work during the summer. The reason is that while the father could 
sleep during the day while his son was in school, in the summer, the child 
needs care and attention and "doesn't allow him (the husband) to sleep 
during the day," even when other caregivers are in the home. This family 
benefited from the father being given permission to switch his shift during 
the summer months. However, one can surmise that weekends and school 
breaks are probably still difficult. The mother comments: 

"It's high time that we give children with special needs some consid
eration. My husband was granted a shift in schedule in the summer 
because our son wouldn't let him sleep .... We (husband and wife) 
never see each other." 

Another mother, a CUPW member who works a regular overnight shift, has 
a husband who has full-time employment, but whose work is susceptible to 
seasonal work stoppages and to occasions when he must work out of the 
province. In addition to a 12-year-old child with special needs, there are two 
other children, age 6 and 15, at home. This mother comments that it is 
difficult for her to provide transportation for her children before or after 
school and be involved in activities with, or on behalf of her child with 
special needs when she needs to sleep during the day. In chatting informally 
with the interviewer, this mother commented that she chose to work nights 

to better accommodate her daughter, but now feels locked into this situation. 

Another couple, however, has found that working opposite shifts is working 
reasonably well, given the other supports available to them. Both partners 
are CUPW members: one works a permanent day shift, the other works a 
permanent overnight shift. Their only child, a 3-year old, attends a daycare 
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centre that they are pleased with, and they supplement 
centre care with working opposite shifts. They try to 
make the most of their time together as a family. 

Finally, we include a quote from a father who is a CUPW 
member. His words speak directly to the fact that work
scheduling is part of a complex pattern that includes 
parenting, marital roles, and personal health and well
being: 

"It's not just a matter of working opposite shifts. 

It's a matter of my daughter's needs. So I work 

nights, and then get my daughter ready for 
school after my wife has left for work. It takes a 

long time to feed her and dress her because of 
her cerebral palsy. Then, after school which ends 

at 2:30, she really requires a lot of tutoring and 
extra help from me, if she's going to keep up at 

all. I never get enough sleep." 

Working Opposite Shifts: ABlessing and a Curse 

These parents' descriptions clearly evidence both the 
upside and downside of using "off-shifting" (working 
opposite shifts) work schedules as a primary tool for 
addressing work, family, and child care responsibilities. A 
major advantage for many of these parents is that they 
are there to care for their child in ways that require the 
special skills they have developed, the extra concern and 
time it takes to meet their child's needs and facilitate the 
child's involvement with others, and the love and per
sonal commitment they feel for their children. At the 
same time, some of these parents are trapped in their 
caregiving roles with little external support or backup 
from anyone else (including their spouse or partner if the 
other parent is at work when they are home). 

Other disadvantages evident in these parents' responses 
pertain to the costs that working opposite shifts exacts on 
physical and emotional health. Of particular concern are 
the many comments from parents who work a regular 
night shift about their lack of sleep. When one adds to 
this awareness the fact that during the day, many of them 
are supervising a child who may be vulnerable to an 
accident or injury, concerns abound. By the time these 

• 

• 

• 

08 I worry that I might 

burn out. I work the 

night shift, come home, 
and take (the child) to 

school. I go to bed from 

9 am-2:00pm, go back 

to pick her up, and 
spend the afternoon 

doing physiotherapy 

and other stimulating 
activities. It is very 

difficult to get someone 
trained to provide a 
stimulating program 

for after school, and 
it's expensive -
I can't afford it. ~ 

08 It takes a long time to 

feed her and dress her 

because ofher cerebral 
palsy. Then, after school 

which ends at 2:30, 
she really requires a lot 

of tutoring and extra 
help from me, if she's 

going to keep up at all. I 

never get enough sleep. ~ 
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parents get to work, they may be relieved to have some respite from home
based demands, but are expected to be fresh, productive, and accurate in the 
tasks they perform. Some may be operating machinery or driving a car or 
truck while on the job, despite their fatigue. Clearly, the issues are not just 
personal. They affect workplace safety, performance, and health. 

An additional disadvantage to working opposite shifts that is evident to a 
subtle degree in the quotes in this section pertain to how this pattern relates 
to marital roles. On the one hand, some couples find that working opposite 
shifts allows them to share parenting roles and the division of household 
work in ways that they value, creating a strong bond between them. On the 
other, however, working opposite shifts, especially if it occurs without other 
external supports, such as good child care and a supportive network of 
friends and family, can add a great deal of stress to each parent and to their 
relationship. Intimacy suffers, downtime vanishes, and opportunities to 
recharge together are few and far between, if they occur at all. Parents in 
these circumstances may settle into a merry-go-round of paid work, house
work, and child care tasks that just carries them through day after day with 
little pleasure, much stress, and no respite. The stress in these parents' 
voices are often transmitted through stoic or bitter tones that convey how 
unhappy they are. 

The Need to Think Further About Working Opposite Shifts 

It is evident that working opposite shifts, especially in families with children 
who have special needs, can be a blessing or a curse. While the research on 
this topic is still new, it appears that working opposite shifts works best 
when there are plenty of external supports to parents and to children to 
support it, and when parents can have some flexibility and some choice 
about their work shifts. It may be the case, for example, that for some par
ents, what seemed to be a good choice at one time, turns out to have been a 
bad one. In other families, adjustments to work shifts, for example starting 
an hour or two earlier, or having one parent work 6-hour days rather than 8
hour days, would make the pattern work better for all concerned. The conclu
sion that seems to be emerging, however, is that working opposite shifts is a 
complicated matter that is not helped along when there is a lack of flexibility 
in work hours, or lack of support from a supervisor or employer. Further 
study of how to support parents who need or wish to continue to work oppo
site shifts, and how to enable others to stop doing so, would be helpful. 
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CHAPTERS 
CURRENT WORKPLACE 	 • 

AND COMMUNITY-BASED 
SUPPORTS FOR PARENTS 

Indications that some• 
OF CHILDREN WITH 	 important setvices and 

supports are eroding for 

SPECIAL NEEDS 	 parents of children wiith 
special needs heighten our 
concern for these families 
and underscore the 
importance of workplace

• supports.
In this section of our report, we will describe what par

ents say their employers do to enable them to balance 
 •
work and family responsibilities, and the degree to which 

they feel supported by supervisors, eo-workers, and fellow 

union members. We also include parents' suggestions 

about what employers could do that would be helpful for 

parents of children with special needs, as well as their 

specific suggestions for what unions, particularly CUPW, 

could do to ease their situation. This section concludes 

with some pulse-taking about the resources that have 

been and are currently available from government, 

community groups and charitable organizations. Indica

tions that some important services and supports are 

eroding for parents of children with special needs 

heighten our concern for these families and underscore 

the importance of workplace supports. 


~------------------~----------------------~~ Experienced by Parents of Children with Special Needs- and Potential Remedies 	 W 



IJ Formal Workplace Benefits and Supports 

Employed respondents were asked to identify the specific benefits or options 
their employer or contract provides that help them balance work and family 
responsibilities. Readers should know that in some cases these benefits are 
built into Collective Agreements or formal policies. In other cases, they 
reflect specific practices or forms of support that are far more discretionary 
and depend on the parent's immediate supervisor, employer, or unique 
workplace. 

The types of benefits and supports we asked about can be broken down into 
four main categories. The first is represented by our query about existing 
medical/health plans available at work; the second category pertains to leave 
-both paid and unpaid- that can be used when children are ill or have 
appointments with specialists. These first two categories are similar to those 
found in most studies ofworkplace benefits and human resource policies. A 
third category we inquired about has to do with flexibility, including flextime 
and the option to change shifts when that would be helpful. Finally we asked 
about direct assistance with child care, including information and referrals 
related to child care or children's special services. Parents' responses to our 
list are shown in Table 5, which also compares employed respondents in 
CUPW families and those in Comparison families. 

The majority of parents of children with special needs in this particular 
sample (70%) indicated that they had access to adequate medical or health 
plans at the time the survey was undertaken. It is interesting to note that a 
higher proportion of parents in CUPW families answered affirmatively to 
this item (80%, compared to 62% of parents in the Comparison group). At the 
present time, both employers and governments are beginning to reduce 
certain forms of health coverage. This is a benefit that is important for all 
employees, but is particularly important for parents of children with special 
needs who have many health-related expenses- including some that are 
not covered now. Health care benefits are a critical support that should not 
be taken for granted. We would add, in addition, that "adequate" or standard 
benefits may still require families to pay a significant percentage of medical 
expenses- and that for families with children who have special needs, 
especially those relying on a single income, those expenses can take a sub
stantial chunk out of the family budget. 

"Alberta pays for leg braces only once a year, but my six-year-old 

needs new ones every six months (at a cost ofabout $2,000 a pair). 

He also requires inserts for his shoes, at about $400 per pair, and 
that's not covered either." 
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"My child's special enemas cost $80.00 per 
month and that's not covered." 

"The health plan covers only $300 ofa $1200 

hearing aid, and that's only part of the hearing 
system." 

"Our child has severe asthma and is on steroids; 

these are covered. But he also requires a special 

diet, and the high extra costs of these foods is 

not covered." 

A second area to which the majority of parents have 
access pertains to leave from work- either for one day or 
for an extended period. More than three quarters of 
employed respondents said they could have time off when 
it is needed. We infer that this means time off when 
children are ill and in situations such as a child having a 
medical appointment, or when parents need personal 
time. While we did not ask about it specifically, another 
piece related to leaves that is likely to be important is the 
ease or difficulty parents have scheduling vacation days 
-either in order to match a spouse's time off to enable 
whole family time, or to coincide with school holidays, 
such as March break.l' Eighty percent of parents indi
cated that they could take unpaid time off work; just 
under 60% had access to paid special leave ( CUPW 
members only) or family responsibility leave. 

It is fair to point out that leave that is granted in such 
situations affords flexibility to parents, as well as some 
support. The data indicate there is somewhat less access 
to leave on an as-needed basis for parents in CUPW 
families; however parents in CUPW families certainly 
have greater access to special leave than Comparison 
group parents- at least theoretically. We again note the 
high proportion of parents in the Comparison group and 
among spouses/partners of CUPW members who are 
members of a union and surmise that in a nationally 
representative sample of parents, a much smaller per
centage would have workplace provisions that include 
special leave or family leave as an employee benefit. 

Items that directly assess how much flexibility parents 
have in the scheduling of their work hours indicate that a 
smaller percentage of parents have this kind ofworkplace 
support- especially in families in which the parent is a 

iifi Alberta pays for leg 

braces only once a year, 
but my six-year-old 

needs new ones every six 
months (at a cost of 

about $2,000 a pair). 

He also requires 
inserts for his shoes, 
at about $400 per 

pair, and that's 
not covered either. ~ 

iifi The health plan covers 

only $300 ofa $1200 

hearing aid, and that's 
only part of the hearing 
system. ~ 

12 ln some dual~earner families, it 
might be more important for parents 
to schedule vacation time to work 
opposite shifts, or to have it occur 
when a relative is available who can 
spell the parents off. 
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Table 5 

Parents' Current Access To Formal Workplace Benefits And Supports 
ALL PARENTS * PARENTS IN CUPW PARENTS IN 

FAMILIES ** COMPARISON 
FAMILIES 

Health Benefits 

Provides adequate extended 

medical plan/health care 70% 80% 62% 


Leave options 

Allows time off when needed 76% 62% 86% 

Allows unpaid time off 80% 73% 85% 

Provides special leave or 59% 74% 45% 
family leave days 

Flexibility In Work Hours 
Or WorkLoad 

Allows some flexibility in 50% 28% 67% 
work hours (e.g. flextime) 

Allows a shorter work week 25% 4% 40% 
(e.g. 4-day work week) 

Allows regular part-time work 47% 32% 58% 
or job sharing 

Makes it easier to switch 45% 29% 67% 
shifts when needed 

Child Care-related 

Provides direct assistance with 6% 5% 6% 

child care (e.g. on-site child care 

or purchase of a space) 


Provides information/referrals lO% 3% 15% 

about child care programs or 

children's special services 


* Based on 139 employed respondents ** Includes 55 CUPW members and 5 employed spouse/partner 
members 
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CUPW member. Parents employed in other occupations •• 
seem to have much more flexibility in the scheduling of 
their work, their opportunity to have a reduced 
workload, and their capacity to switch shifts with a eo ••worker when it is helpful for them to do so. Less than a • 
third of parents in CUPW families indicated that they 
had this kind of flexibility in their work lives. 

Clearly, work shifts have been a sensitive issue for 
CUPW. Access to day shifts is heavily related to seniority 
rights and may require a wait of twenty years. According 
to a spokesperson on the union executive, switching of 
shifts is not normally permitted. Instead, employees are 
expected to request special leave. Some members have •been able to request that their schedule begin one hour 
later (for example to accommodate young children com

•ing home from school or to be sure that their spouse/ 
partner is home to care for the children before the mem
her has to leave for work). In these cases, the changed 
shift should be posted according to Collective Agreement : 
requirements. As a general rule, however, the informa • 
tion obtained from officers within CUPW and from 
parents themselves indicate that members have few, if 
any, options with regard to work schedules or the oppor
tunity to switch shifts. 

While too much flexibility undoubtedly can be disruptive 
to organizations that rely on having workers on specific 
schedules, the need for some flexibility for working 
parents -especially those with children who have 
special needs - is certainly evident in our data. Indeed, 
based on parents' comments, inflexibility around work 
scheduling is one of the strongest predictors of work

•family stress. 

"The lack of flexibility is a huge problem. I don't 

want to work midnights for fifteen years. I 
think I'll be working midnights until[ retire." 

"Working nights is the only option right now 

to be home in the evening with (the child). 

Night working is stressful for me." 

Finally, we note that this sample of parents reports that 
they have extremely limited access through their work
places to assistance with finding appropriate child care 

ee The lack of flexibility is 
a huge problem. I don't 

want to work midnights 
for fifteen years. I think 

I'll be working mid
nights until[ retire. ~ 

ee Working nights is the 

only option right now
to be home in the 
evening with (the child). 

Night working is 
stressful for me. ~ 
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services or even information about child care, let alone on-site child care 
services or assistance with paying for care. Some of the larger companies in 
Canada and the U.S. have purchased the services of child and elder care 
referral services for their employees, which can direct people to tap better 
quality options available in their communities. A few do provide on-site care 
or purchase or reserve spaces in a local centre or through a licensed family 
daycare agency, when that is available. The CUPW Child Care Fund cer
tainly provides an opportunity to make such services more readily available 
to its members. Several pilot projects sponsored by the Fund are currently 
under way to provide greater access to a range of child care services in 
particular locations, including extended hours care, after school and summer 
care, and short-term and emergency child care. Nonetheless, at present, the 
vast majority of parents of children with special needs in this sample- who 
certainly have difficulty obtaining both information about, and access to, 
child services- do not receive any additional assistance from their em
ployer/workplace. 

Informal or Personal Support from Employers/ 
Supervisors and Go-Workers 

In addition to the four categories of workplace benefits and supports we have 
discussed thus far, there is a fifth dimension that is critically important to 
parents of children with special needs. That dimension is the personal one 
consisting of the extent to which an employer/supervisor and eo-workers 
demonstrate sympathy and understanding for parents, as opposed to igno
rance and/or antipathy to individuals' family responsibilities. 

Parents in our survey sample were asked directly whether their employer or 
supervisor had done anything that had been helpful or supportive. In total, 
44% of employed respondents answered affirmatively, including 57% of 
employed parents in Comparison group families, but only 27% of employed 
respondents in CUPW families. Included in their answers are circumstances 
in which employers or supervisors immediately granted paid time off in 
emergency situations, helped a parent have more flexible work hours or a 
more flexible work shift, and/or were personally reassuring and supportive 
when it was needed most. In a few cases, supervisors have served as advo
cates for the family. 

"Extremely helpful. Had emergency leave for 30 days and vacation 

granted quickly when first diagnosed." 
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"Female supervisor located me on my route, 

drove to the daycare to pick up my child, accom


panied me to the hospital." 


"Advocated on my behalf in requests to the 

executive director." 

''Very supportive, developed campaign to raise 


money- union and employer together." 


''Able to leave when needed. No questions 

asked." 


''Allowed me to take time offwork and make it 


up. Encourages balancing work and family.... 

My coordinator's philosophy is 'family first.'" 
 • 
"Direct supervisor helped with juggling hours, 


for time offas needed." 


"Allowed me to shift hours." 

"Allowed father to work back shift so we could 

work opposite shifts to care for our child." 


1!1''Allowed me to come in late, made arrange it is clear that the 
ments for someone to cover part ofroute." personality of the particular 

supervisor, rather than"Compassionate and understanding of time 
more general workplaceaway due to child's needs .... Kind to me emotion
ethics, is what can make aally." 
huge difference for parents 

In some cases, parents indicated that while a more of children with special 
immediate supervisor was helpful, others in different needs. 
departments have not been. "Local station supervisors 1!1 
have been supportive, but central staffing hasn't." In 
these cases, it is clear that the personality of the particu
lar supervisor, rather than more general workplace • 
ethics, is what can make a huge difference for parents of 
children with special needs. 

One of the particular points some parents made in their 
comments was that the supervisor or employer trusted 
the parent to do the best he/she could and had confidence 
that the employee would not abuse the flexibility and 
support being provided. These included situations in 
which parents did not have to ask in advance every time 
they needed time off for appointments or if a child was 
sick. Such support and respect is strongly appreciated by 
parents of children with special needs. 
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Unfortunately, there were other instances in which parents clearly had a 
different kind of experience. The latter include situations in which employers 
or supervisors were described as insensitive to parents' circumstances and 
real worries about their child. In many cases, these comments followed from 
other answers about supervisors denying CUPW members access to special 
leave: 

"When our child was hit by a car and in a coma, my husband was 

asked why he wasn't back to work after one week. He was told to 'get 

his ass back to work."' 

Another parent described her shock when her supervisor asked her "Do you 
have to be there?" when she requested special leave while her child was in 
the hospital. Still other parents were asked, "Can't your wife deal with this?" 
- a question that both maintains a gender distinction in who should take off 
work and has primary responsibility for caregiving, as well as denying fath
ers' feelings and commitment to be involved when their children need them. 

When respondents were asked if an employer or supervisor had been helpful 
or supportive, several parents answered, "Not helpful at all. Nobody cared." 
Others commented about not only feeling unsupported, but actually feeling 
hassled and harassed. One CUPW member, in making suggestions for how 
requests for special leave should be handled, included, "Don't take dignity 
away from the worker." 

Parents generally did not comment directly about their eo-workers, since 
none of the survey questions addressed that issue directly. Based on com
ments, one senses a similar range of experiences however- from those 
where eo-workers extend themselves to be as supportive as possible, to those 
who were and are indifferent to anything these parents are going through. A 
few parents commented specifically that they wished employers and eo
workers were more aware of their unique situations and more understand
ing, and that the general public was also uninformed and unaware of what 
they were going through. 

IJ What Would Help Parents Better Manage Work 
and Family Responsibilities 

Respondents were asked the question, "In an ideal world, what would help 
you better manage your work and family responsibilities?" Parents had 
many suggestions. 
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In keeping with our earlier discussion, these suggestions 
can be classified into four or five major categories, as 
shown in Table 6. 

With respect to formal benefits and human resource 
policies, there was strong support for adequate, extended 
medical plans/health coverage (87%), extended maternal 
and/or parental leave policies (79%), and benefits for part
time work (69%). • 
Leave policies, especially those providing paid leave, are 
desired more than anything else. Ninety-five per cent of 
parents strongly support initiatives to provide time off 
with pay when it is needed, including the provision (or 
increased availability) of paid special leave for CUPW 
families and/or paid family responsibility leave. Unpaid 
leave was also suggested, though it was not as popularly 
sought as paid leave options. 

Several options related to increased flexibility in work 
hours or a reduced work load were supported. About 79% 
of employed respondents favour some flexibility in work •
hours, while 68% would like to see it be easier for parents 
to switch shifts to better meet their family responsibili
ties. In addition, there is some interest in either a com
pressed or reduced 4-day work week, and in having the 
option of regular part-time work or job-sharing (64% and 
58% of parents, respectively). Parents also commented on 
the need to avoid instability in work shifts. Despite the 
desire and need for flexibility, parents of children with 
special needs, who have to coordinate so much in their 
Jives, also need stability to manage effectively and ar
range for child care. More than half of parents said they 
would prefer to have fewer changes in their shift sched
ules and know about shift changes well in advance. This •
issue seems to be particularly important for parents in 
CUPW families, among whom 59% said that having fewer 
changes in shift schedules would be helpful; 74% said 
that having shift schedules posted well in advance would 
be appreciated. 

Parents in this sample would also appreciate some assis
tance with child care. About 70% of parents support direct 
assistance for either on-site child care or the purchase of 
a child care space, while 60% said that information and 
referral services related to child care and/or children's 
special services would be helpful. 

• Still other parents were 
asked, "Can't your wife 
deal with this?"- a 
question that both 
maintains agender 
distinction in who should 
take off work and has 
primary responsibility for 
caregiving, as well as 
denying fathers' feelings 
and commitment to be 
involved when their 
children need them. • 
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Table 6 

What Would Help Parents Better Manage Work And Family Responsibilities 
ALL EMPLOYED * PARENTS IN CUPW PARENTS IN 

PARENTS FAMILIES ** COMPARISON 
FAMILIES 

Formal Benefits 

Extended medical plan/health 87% 83% 90% 
coverage 

Extended maternity/parental leave 79% 75% 81% 

Benefits for part-time work 69% 55% 80% 

Irnpmved Leav~ PQlicies 

Time off with pay when needed 95% 97% 94% 

special leave/family 95% 97% 93% 
responsibility leave (increased) 

Unpaid time off 54% 54% 55% 

Flexible Work Hours/Reduced Work Load 
Some flexibility in work hours 79% 72% 85% 

Easier to switch shifts 68% 74% 60% 

A shorter work week (4 days) 64% 61% 66% 

More Stable W Qrk Hours 

Fewer changes in work schedules 51% 59% 42% 

Shift schedules posted well in advance 63% 74% 46% 

Child Care 
Direct assistance with child care 70% 70% 69% 
provision/child care expenses 

Information/referrals re: child care, 60% 64% 56% 
children's services 

Educate Others About Disabilitx 70% 77% 65% 

(employer. union members. eo-workers) 

* Based on responses from 139 employed respondents, 74% of whom arc mothers. Parents in CUPW families 
include respondents who are CUPW members as well as spouses/partners of members 
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Finally, there was quite strong support given to the idea 
of disseminating educational materials on disability to 
employers, eo-workers, the union, and the public at large. 

"Make the public more aware of the daily chal

lenges ofraising a child with disabilities." 

"Educate the public about the situation of 

having two working parents and the difficulties 

involved in managing family responsibilities 

with a child who has special needs." 

"Sensitivity training for employees and employ
ers is needed.'' 

Parents also mentioned that anything that would de
crease the "red tape" involved in accessing special ser
vices and dealing with the number of professionals 
involved in the provision of services would be helpful, as 
would a decrease in the hassles involved in establishing 
documentation in requests for special leave for CUPW 
members. A few parents also mentioned another sugges
tion: that there be some forum or means by which they, as 
parents of children with special needs, could have input 
into workplace policies and have a voice in matters that 
affect them. To date, most of these parents have felt 
invisible and marginalized. They certainly have not felt 
that their particular needs for flexibility and support 
have been addressed. 

In most respects, the answers provided by respondents in 
CUPW families and those in the Comparison group were 
fairly similar (see Table 6). Parents in CUPW families 
were somewhat less likely to mention benefits for part
time work or interest in regular part-time work or job 
sharing. Probably, these differences reflect the fact that 
most CUPW members work full-time, and that a larger 
percentage of respondents in CUPW families are men, 
20% of whom are the sole earners in their family. Parents 
in Comparison group families were more interested in 
increased flexibility in work hours including, but not 
limited to, part-time options; they were also less con
cerned about changes in shift schedules. Of interest is 
that roughly similar percentages were strongly support
ive of paid leave options, and that both groups were 
interested in assistance with the direct provision of child 
care, help with child care expenses, and additional infor

• efi Make the public more 
aware of the daily 

challenges ofraising a 
child with disabilities. ~ 

efi Educate the public 

about the situation of 
having two working 

parents and the difficul
ties involved in manag
ing family responsibili

ties with a child who• 
has special needs. ~ 
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mation and referral services related to child care and children's special 
services. Both groups were also highly supportive of efforts to increase 
awareness about disability among employers and the public. 

IJ How Unions Can Help 

Employed respondents were asked whether there were things their union 
could do to ease their situation as parents of children with special needs. It 
was recognized that unions can act in several ways that could be helpful to 
parents- in addition to ongoing efforts to ensure job security, good wages, 
fair and equitable treatment, and an environment that allows workers to 
have a voice in matters that affect them directly. 

Both CUPW members and other parents who belong to a union answered 
this question, and provided extremely similar responses. All eight alterna
tives presented in our interviews were endorsed by at least 70% of parents in 
unionized positions. The only significant difference between CUPW members 
and other employed parents was that a larger proportion ofnon-CUPW 
members would like their union to work to improve part-time benefits. The 
responses ofCUPW members are shown in Chart J. 

CUPW members' responses to this question were consistent with what they 
had told us throughout the interviews. CUPW members with children who 
have special needs recommended specifically that CUPW improve special 
leave (93%) by bargaining clearer and broader interpretations of special 
leave and/or assisting those parents who wish to grieve instances where it is 
denied (82%). Several respondents commented on the fact that they could not 
afford to lose the pay involved in filing a grievance. 

Members also would like the union to assist in improving child care provi
sions (80%), educating members about their situation (79%), working to 
improve health benefits (78%) and facilitating child care so that they can 
attend union meetings. 

By and large, these recommendations are in keeping with what most mem
bers expect from their union: advocating effectively on their behalf for im
proved working conditions, humanizing the workplace, and providing them 
with an opportunity to be heard and/or have a voice in issues that affect 
them as workers and as family members. In some cases, our interviews 
revealed members who had lost faith that either their employer or their 
union cared about them at all. Yet their desire to be supported, appreciated, 
and involved still came through in their answers to our survey: 
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" ... It is difficult at the best of times to juggle 
and balance the two needs (work and family) 

when often your employer and union don't 

understand what it means to have a child with 

special needs." 

"The union is structured so that it is difficult for 

single parents, especially meetings on weekends, 
•on Halloween .... " 

"Both management and the union need to 
understand the special needs ofparents with 

children with special needs." 

"The union should have a person that has 

training in family problems to assist workers, 
decide on options or grievances, and consider 

what would help." 

Chart J: What Parents Would Like CUPW to Do 
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We note that many of these suggestions, while pertinent, do not challenge 
existing practices or policies about seniority as the basis for assigning shifts, 
or the lack of flexibility many parents commented on in other parts of the 
survey. Yet it is clear that support and flexibility are crucial tools for support
ing workers with family responsibilities. 

E!J The Status of Community-Based Supports for 
Parents of Children with Special Needs 

The Role of Service Clubs, Voluntary Associations, 

and Charitable Organizations 


In order to provide a broader context to our study, we asked parents whether 
there were any ways that service clubs, voluntary associations, churches, or 
community groups could be of assistance or had provided assistance. The 
majority of parents in this study did not feel that voluntary organizations, 
community groups or charities could or did play a major role in providing 
support to them personally. The two major functions that parents suggested 
could be served by community groups were: A) providing financial assistance 
to help pay for equipment, such as computers and other expensive materials 
-either to individual families (e.g. for braces or other equipment for a child) 
or to schools, daycare centres, recreation programs, classes for developmen
tally handicapped children, etc., and B) education of the community at large 
and provision of support groups for parents of children with special needs. 
One parent also suggested financial assistance that could be used for recre
ational activities for children with special needs. Parents' responses to this 
question occasionally indicated some reticence about being treated as charity 
cases, rather than as parents who deserved public support through tax 
breaks and recognition of the financial and social contribution they were 
making. One parent in particular commented that she had once applied for 
help in affording equipment for her child through a well-known charity that 
supports handicapped children, but found the process very humiliating. As a 
result, she has been reluctant to approach other organizations. 
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The Importance of Community-Based Services and 
Broader Government Supports 

In contrast to parents' views of the limited role charitable 
organizations play, respondents were far more aware of 
and concerned about community-based and publicly 
provided supports and services that they depend on to a 
greater extent. These include subsidized child care, access 
to specialized medical and consultative services, school
based supports, and dental and drug plan coverage. 
Parents particularly commented on the fact that those 
fragile community-based resources that assist them and 
help their children all are being eroded or are vulnerable 
to cutbacks as a result of federal, provincial, and munici
pal cuts to public services and social programs. In these 
situations, parents' fears and insecurities are multiplied, 
especially because these cuts threaten their children's 
access to therapy and assessments, and even their access 
to medications and assistive devices. It is not just a 
matter of additional financial costs that these parents are 
concerned about. Many of them spoke about these cuts as 
serious threats to their children's health and education. 

In response to our query about whether parents had 
noticed any cutbacks or changes recently that make it 
more difficult for them to obtain special services for their 
child with special needs, parents responded eloquently: 

"There are waiting lists for everything. Claims 
through the at-home program are thoroughly 
scrutinized (which is ok), but delays in payment 
result.'' 

"Our Rotary Clinic may be eliminated." 

"The employer-provided benefit plan has been 

eroding and no longer covers orthotics. The drug 
plan is now reduced to 80% coverage. There are 

cutbacks to the assistive devices program ap

proval process - it takes longer and funding is 

more difficult to access." 

"I am worried about cuts to subsidized child 
care for special needs children and for funding 

and programming and support in school .... 

funding to schools is being cut.. .. So every need 

• 

• 

••••••••••• 

tie I am worried about cuts 

to subsidized child care 
for special needs chil
dren and for funding 
and programming and 

support in school ... 
funding to schools is 

being cut.... So every 
need (programming, 
educational assistants) 

must be fought for 
by the parent and in 

some cases paid for 
by the parent. ~ 
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(programming, educational assistants) must be fought for by the 
parent and in some cases paid for by the parent." 

"In our province (Ontario), funding has been cut off for respite care, 
both in home and out. Funding has also been cut for recreation, 
specialized equipment, dental care, and aides in school." 

"Special services workers are stretched. Respite dollars are being 
reduced. Services at community living are reduced." 

Other specific services mentioned by parents as showing the effects of cut
backs or being vulnerable included: special education, especially in indepen
dent schools, early intervention programs, speech and language services, 
occupational therapy, transportation, and health services including the 
closure ofhospital beds, reductions in the use or availability oflab tests, etc. 
Within our survey period (September 1995 to February 1996), 65% of respon
dents said they had already noticed changes that were making it more 
difficult for them to obtain special services for their child. 

Given the current economic and political climate in this particular context 
related to services in the broader community, parents cannot feel confident 
that even hard-won services and supports, where they exist, are safe. AB a 
result, parents of children with special needs are likely to feel even more 
insecure and more stressed about protecting their family's financial security 
and their jobs, while at the same time, more anxious about meeting their 
child's needs. Consequently, any initiatives that employers and unions make 
that provide additional flexibility and support for these workers and their 
families can be expected to be favourably received and stand as an important 
example in the broader community. 
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CHAPTER6 
SUMMARY AND CONCLUSIONS 

•BASED ON SURVEY RESULTS 

While this survey was not based on a large or nationally 
representative sample, it provided a great deal of infor
mation and insight into the complex and somewhat 
painful realities involved in juggling work and family •responsibilities by parents of children with special needs. 
Much of the most meaningful information came from 
parents' candid comments to open-ended questions and • 
their willingness to share their own experiences and 
frustrations with the interviewers. 

It is believed that between 6 - 10% of children in Canada 
have a chronic health problem or special need. Their 
parents face additional challenges that extend far beyond 
the worries and frustrations of working parents that have 
been so well documented in the last 10 years. Generally, 
the experiences and concerns of employed parents of 
children with special needs have gone largely unnoticed 
by researchers, policy makers, unions, employers and eo
workers. However, the difficulties these parents face in 
such areas as maintaining their families' financial secu
rity, finding and maintaining supportive child care, 
accessing services, and maintaining their own health and 
well-being in the face of ongoing stresses - all have 
significant and potentially long-term consequences for 
themselves, their children, and the economy. The invis-

Between 6 - 10% of 
children in Canada have a 
chronic health problem or 
special need. Their parents 
face additional challenges 
that extend far beyond the 
worries and frustrations of 
working parents that have 
been so well documented 
in the last 10 years. • 
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ibility of their situation and our heretofore lack of concern not only perpetu
ate the difficulties these parents and their children experience; they also 
diminish us collectively in our efforts to be productive and compassionate 
citizens who share involvement in communities, workplaces, and the build

ing and maintaining of a civil society in Canada. 

~~ Barriers to Full Workforce Participation 

In this study we have conceptualized barriers to workforce participation as 
circumstances that preclude or limit parents' full participation in the paid 
workforce. In the context of the present study, barriers do not result from a 
child's disability per se, but from the lack of fit between a child's needs and 
the non-parental resources that are available to enable his/her parents to 
sustain full-time employment in a chosen field. Moreover, we recognize that 
barriers occur, as well, when conditions of employment (the number and 
scheduling of work hours, and the lack of flexibility and support available at 
work) create so much stress that full-time employment and full participation 
in the workplace are no longer feasible, even when it is desired and finan
cially necessary. 

Barriers to paid workforce participation can result in parents being entirely 
precluded from the workforce or being restricted to part-time work. In other 
cases, parents lower their career aspirations and "choose" less demanding 
jobs that require less responsibility, time and energy; but also provide less 
pay, few opportunities for advancement, and possibly less job security. Some 
parents modify their work schedules, often in conjunction with part-time 
work, in order to more comfortably accommodate their child's school atten
dance or to work opposite shifts with a spouse or partner so that one of them 
is usually home to provide child care while the other is at work. 

In this sample of 151 families (38 fathers/113 mothers), all but 28 parents 
were employed: 68% of the families were dual-earner couples, 20% were one
earner couples, and 13% were single parents who were their child's sole 
source of support. At least 17 of the 28 parents who were not employed (61% 
at a minimum) were not working for pay because of their child's disability or 
health condition. More than one in five employed parents in our sample 
(22%) worked part-time- the vast majority of whom are mothers. Some

times this was done by choice, but more often, it appeared to be because full
time care was too exhausting and too difficult to maintain and/or because of 
the lack of appropriate child care. In total, 39% of employed parents said 
their employment status had been affected by having a child with special 
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needs; 26% reported that their occupation has been 
constrained; and 46% described their work schedule as 
having been affected by their child's needs. As noted 
earlier, these percentages were quite different for moth
ers and fathers. Mothers' employment status, occupa
tions, and work schedules were far more likely to be 
affected in this sample by their child's needs for care and 
support and the extra logistics involved in balancing work 
and family responsibilities. Within this study, as in many 
others, mothers were more likely to work part-time or 
otherwise modify their work involvement for the sake of 
their child(ren). 

11111 
Mothers' employment 
status, occupations, and 
work schedules were far 
more likely to be affected in 
this sample by their child's 

While unemployment, part-time work and underemploy needs for care and support 
ment represent visible and direct measures of barriers to and the extra logistics 
workforce participation, there are other consequences involved in balancing work 
that are less visible on a daily basis. These include the and family responsibilities. 
opportunity costs that are paid when parents forego 11111 

opportunities for promotion and advancement, turn down • 
overtime, and are unable to attend meetings or union 
functions. Such hidden costs were made by 42%, 68%, and 
47% of employed respondents, respectively. Given the 
current economic climate, such opportunity costs are 
getting even higher. Not being able to work longer in 
downsized companies and taking even unpaid absences 
because of children's special needs may actually jeopar
dize a worker's job. This is especially true ifworkplace 
policies, Collective Agreements, and workplace cultures 
fail to recognize the rights and responsibilities of workers 
with added family obligations. 

11111 There are other 
consequences that are less 
visible on a daily basis. 
These include the 
opportunity costs that are 
paid when parents forego 
opportunities for promotion 
and advancement, turn 

Barriers to full participation among the parents in our down overtime, and are 

sample were noted in two other areas that, once again, unable to attend meetings 

are extensions of what parents of typically developing or union functions. 

children experience. Those two areas are 1) the extent to 11111 

which parents routinely use their own sick days and 
vacation leave as a tool for dealing with situations when 
their child is ill or has medical appointments, and 2) the 
general level of stress, tension and fatigue that these 
parents are experiencing as a result of their efforts to 
balance their paid work and family responsibilities. In 
this particular study, parents used a combination of paid 
and unpaid leave to deal with these situations. One third 
of employed respondents took at least one day of unpaid 
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leave in the past year, 54% took at least one day of paid leave, with an 
average of 8 days of paid leave used for child-related purposes. More often 
than not, these paid days were part of the parent's own sick days or vacation 
leave. Parents used an average of 3.7 paid sick days/vacation days in the 
previous year when their child was ill or had appointments with a physician, 
therapist, or other specialist. CUPW members theoretically have access to 
special leave in keeping with their Collective Agreement, which can be used 
when family illness or other circumstances not directly attributable to the 
employee prevent his or her reporting for work. While the rationale for 
special leave seems ideal for parents of children with special needs, in prac
tice it is often not granted to parents who need it. Parents then fall back on 
their own sick days (a situation which may put them at a risk for reprimand 
or penalty) or their vacation leave (which leaves them without a much 
needed break). 

Parents in our study are clearly under considerable stress. Fully 88% de
scribe themselves as feeling tired and overloaded and 90% describe them
selves as stressed about balancing work and family obligations. Feeling tired 
and stressed, and being worried about both one's job performance and one's 
children can be considered barriers to full workforce participation as well. 
These less visible barriers can exert a heavy toll on workers' health, produc
tivity, and relationships. Clearly, workers with family responsibilities, 
especially those in more demanding circumstances, such as parents of chil
dren with special needs, are disadvantaged in the workplace and are not 
competing on a level playing field with other workers. 

rfJ Child Care Challenges 

Another major facet in this study involved parents' access to appropriate 
child care to support children's health and development and enable their 
parents to be employed. Regardless of the child's age, the majority of parents 
said their child's special needs prevented or limited his/her participation in 
school or child care, limited child care options, and/or limited the child's 
participation in play and social activities. Many children (41 %) also required 

special transportation. 

While care by a spouse or partner was an important element in child care 

arrangements, especially for older children, 80% of the children received 
some form of non-parental care while their parent was at work and a third 
were involved in two or more arrangements. Most children in this sample 
were not cared for in "regulated" child care programs or by licensed family 
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daycare providers. Formal child care programs were used 
mostly for children under 6 years of age, 35% of whom 
attended a child care centre as their primary care ar
rangement, while 18% of children 6-12 years old also 
attended centre care. More commonly, children were 
cared for by a parent or caregiver in their own home, 
including caregivers who are support workers and some 
who provide respite care. A significant portion of the older 
children, aged 13-17 years old (30%) spent at least some 
time alone as a latch-key child. 

The vast majority of parents (71%) said that it was 
difficult for them to find care for their child with special 
needs. Parents had difficulty finding caregivers with the 
training and commitment needed to care for their child, 
difficulty finding programs that could accommodate their • Parents in our study are• 
child, and difficulty affording such care. When parents do clearly under considerable 

find a caregiver, they are likely to be very worried about stress. Fully 88% describe 
how long the arrangement will last and generally have no themselves as feeling tired 

or few backups if the arrangement should cease or if and overloaded and 90% 

there is a temporary breakdown. describe themselves as 
stressed about balancing

Nor are parents' concerns limited to situations in which 
work and family obligations.

they rely on non-parental care. Parents who work oppo
site shifts or who are home and out of the workforce • 
frequently feel stressed and tired from providing full-time 
care and often need respite to attend to their personal 

The vast majority of•needs or to the needs of another child in the family. 
parents (71 %) said that it 

One of the ways parents juggle work and family responsi was difficult for them to find 
bilities is by working opposite shifts in dual-earner care for their child with 
couples. In this sample, about half of the dual-earner special needs. 
couples work opposite shifts, with one parent working a 
regular day time shift, and the other working evenings or • 
nights, or irregular or extended hours. While in many 
families, working opposite shifts appears to be the most 
feasible means to provide economic stability and ensure 
that a child's special needs for care and nurturing are 
being met, it is "both a blessing and a curse." Often, 
couples who work opposite shifts experience considerable 
stress on an on-going basis and have little time to be 
together as a couple to cement their relationship and 
discuss their concerns. Too often, parents in these situa
tions experience life at home as if each were a single 
parent with most of the responsibility for maintaining 
paid work along with particularly challenging child care 
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responsibilities. In this study, parents who work regular night shifts (often 
CUPW members) appear to be particularly disadvantaged, since their days 
usually include extensive child care, often complemented by visits to physi
cians and therapists. These parents are also often physically exhausted since 
they generally do not get adequate sleep because of their care giving respon
sibilities. 

Clearly, child care challenges contribute as barriers to parents' full workforce 
participation. In addition, lack of appropriate supportive child care affects 
children's development and well-being and adds additional strains to family 
relationships. The current economic and political climate is having addi
tional effects on children's care and education. Parents described many 
instances in which existing services, including subsidized child care, respite 
services, supports to daycare centres, and educational assistants in schools 
are being cut back- along with reductions in financial supports for assistive 
devices, provincial health coverage, and even community-based assessment 
and treatment services. These cuts and eroding services are likely to have 
even more significant effects on children with special needs and their fami
lies in the future. 

IJ Supporting Working Parents and 
Children's Well-Being 

Parents were asked quite specifically about the variety of supports they had 
in their workplace that helped them balance work and family responsibili
ties, what would help them that is not available now, and what their union 
could do to ease their situation. We also inquired about parents' perceptions 
of what supports are available in their communities, both those provided 
through service clubs, churches, and voluntary associations and those that 
are more service-based, often connected to health, educational or social 
services. 

It is evident that what enables parents of children with special needs to meet 
their paid work and family obligations is a mix of flexibility, services, support 
and respect for them as individuals faced with very challenging circum
stances. Some forms ofworkplace support derive from formal policies and 
benefits provisions that may be provided by an employer or negotiated 
through Collective Agreements. Parents in our study clearly indicated that 
extended health plans are particularly important for themselves and their 
children. Even "adequate" or standard health plans do not include full 
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coverage of the many additional expenses most of these 
families have: additional costs related to special foods, 
medications, equipment, transportation, child care, and 
-ofcourse- days off work when children are ill or have 
special medical appointments. 

Parents certainly require adequate support and flexibility 
at work in order to meet their particular family obliga
tions. Paid leave policies are particularly important, 
especially paid special leave (primarily emergency leave 
as defined in the CUPW Collective Agreement) and paid 
family responsibility leave (usually five paid days per 

year not currently included in the CUPW Collective • 
Agreement) so that parents don't utilize their own sick 
days or vacation leave (or have to take many unpaid days 
ofD in order to be responsible parents. Flexibility is much 
appreciated, including the opportunity to have some 
flexibility in work schedules or work load. While some 
parents are reasonably well served by working regular 
evening or night shifts or irregular hours, for other 
parents, such schedules present many hardships. In 
addition to being able to switch shifts or have a preferred 
shift, parents also require some stability in work schedul
ing. Those who have temporary or casual jobs, in particu
lar, would prefer to know their schedules in advance so •
they can plan accordingly. 

In addition to flexibility, access to leave, and appropriate 
benefits packages, many parents of children with special 
needs would benefit from assistance provided at their 
workplace or through their union that explicitly recog
nizes their role as parents. Direct assistance with child 
care provision and/or assistance with the cost of care is 
certainly desired, as is information and referral services 
that can help parents find good quality child care and 
help them access other supportive services. 

Finally, parents of children with special needs commented 
on the importance of having employers, their union, eo • 
workers, and the general public be more aware of and 
sensitive to the issues they face on a daily basis; and to 
being involved in the development or implementation of 
policies that affect them. While some parents in our study 
have benefitted from having supportive and compassion
ate supervisors and eo-workers, many others have felt 
invisible and marginalized. Some have experienced 
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harassment for taking time off when they are needed at home, which cer
tainly adds to the tension they are already under. 

CUPW, as a progressive union, appears to have many opportunities to better 
support members who are parents of children with special needs. In particu
lar, parents have identified changes that are necessary to make special leave 
a much more supportive tool. Parents indicated that the criteria for granting 
special leave were vague and that supervisors were inconsistent in deciding 
when and whether to grant leave. Because special leave could be a very 
supportive benefit for parents of children with special needs, and most 
members wish to use it for situations that are certainly special and appear to 
meet the language of the provision in the Collective Agreement, the extent to 
which they are rebuffed is puzzling to them at the least, and on another 
level, very disturbing. These circumstances are further exacerbated when 
accompanied by comments from a supervisor that conveys no recognition of 
the parent's situation and certainly no sympathy. CUPW parents clearly 
want the union to address this issue. 

Another area that CUPW can address is help in accessing information about 
child care and the development of child care supports, where they are inad
equate. Indeed, some of the initiatives already launched as pilot projects by 
CUPW through use of its Child Care Fund are directed to helping parents 
find care for shift workers and those who work extended hours, developing 
before and after school and summer time programs, and piloting initiatives 
in developing family home child care and emergency and short term care 
options. This particular study leads us to recommend that CUPW use its 
Child Care Fund in ways that can be supportive of parents of children with 
special needs that are responsive to their particular concerns. 

Finally, we note that an important support that can be provided in the 
workplace, whether through a union's initiative or with the assistance of eo
workers, is developing a changed workplace culture: one that recognizes 
that most employees have personal and family responsibilities and supports 
their efforts to have a healthy life that includes being both a worker and 
parent. 

AFinal Note 

Progressive unions are putting issues of work and family on the bargaining 
table. Providing workplace support to employees with family responsibilities 
has become part of a larger workplace culture that recognizes that employees 
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who can successfully balance work and family life (as well 
as work and other aspects such as community involve
ment and/or personal development) are likely to be 

healthier, more productive employees. In these compa
nies, the focus on productivity and consumer service/ 
satisfaction is accompanied by a parallel concern with 
employees' health and well-being. From this perspective, 
enabling employees to have some flexibility and au
tonomy, as well as access to information they can use to 
make decisions about family matters, is seen as providing 
appropriate tools so that employees can enhance their •
individual and collective productivity, as well as their 
personal and family lives. 

This approach goes far beyond removing barriers to 
workforce participation or changing discriminatory 
practices that disadvantage workers with family respon
sibilities. Instead, it views supportive relationships at 
work and the appropriate use ofworkplace flexibility and 
benefits not just as tools to influence the corporate bottom 
line, but as critical for the quality oflife for employees, 
communities, and the country as a whole. While some of 
the thinking in this area has evolved from a corporate 
perspective among large companies, progressive small 
businesses have also recognized the importance of flex
ibility and support for the same reasons. Finally, such 
thinking is consonant with the perspective of progressive •
trade unionists and the international labour movement. 
In addition to concerns about decent wages and job 
security, the labour movement has voiced strong concerns 
about the rights ofworkers, including those with family 
responsibilities, and has long supported issues related to 
health and progressive social policies. 

This study provides CUPW, other unions, employers, and 
many others who are interested in work-family issues 
and children's well-being with a window on the realities 
ofjuggling paid work, family life, and caring for children 
among families who have children with special needs. 
Ironically, it is one of the very few studies that have been 
conducted world-wide on this very important subject. We 
hope that while this research report has raised many 
issues about supporting a particular population of work
ers and families, that looking through this window also 
provides a clearer perspective on all workers and families, 
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and on ourselves- and helps bridge the distance and remove the barriers to 
working collectively to support children and families in a productive and civil 
society. 
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CHAPTER 7 
RECOMMENDATIONS 

Based on the research findings and the parents' sugges
tions, our recommendations to CUPW are as follows: 

That CUPW continue its role as a leading advocate for 
progressive public policies that support children and 
families and honour ILO commitments to social and 
economic equality, and strengthen its role as a leading 
force in the labour movement by negotiating strong 
family-supportive policies for its members. 

• 

fll Public Policy 

1. We recommend that CUPW continue to promote, 
support and advocate for a comprehensive national 
child care program, for policies that promote employ
ment and pay equity, and for policies that honour 
ILO conventions respecting the rights of workers 
with family responsibilities to equitable treatment in 
the workplace, and which encourage equitable treat
ment of persons with disabilities. 

• Members are well aware that the Child Care Fund 

cannot solve the basic child care issues that they 

• 
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face, and they support measures that help build strong publicly sup

ported child care programs at the community level. 

FlJ Membership Services and Education 

CUPW, in concert with its members, should review existing workplace 
practices and policies prior to re-negotiating the Collective Agreement in 
order to promote greater flexibility and support to its members with family 
responsibilities- particularly parents of children with special needs. 

FIJ Special Leave 

2. We recommend that CUPW review the language in the Collective Agree
ment related to special leave and other leave provisions, and note the 
numerous complaints and confusions by members. Special leave is by far 
the largest area of complaint from members with children who have 
special needs. 

• 	 Many members with children who have special needs have stopped 
requesting special leave, feeling that they may be hassled by their 

supervisors or can't wait until a grievance is settled before receiving 
pay, knowing that they cannot afford to absorb the loss ofpay, if they 

lose a grievance. 

• 	 Other members find that decisions made about eligibility for special 

leave are arbitrary. Is it only available for "family emergencies" or is 

its implication broader? One member mentions receiving special leave 

while a child was in a coma, but being denied it while the child re

mained in a "between life and death situation" in the Intensive Care 

Unit. 

Many members expressed a wish that the union would play a more 

active role in taking their grievances forward and in counseling them as 
to the likelihood that their grievances would be won. 

• 	A "library" or "catalog" ofCUPW grievances, sorted by topic and 

outcome, that could help members make informed decisions about 
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whether to grieve a particular decision would be 
useful. 

3. 	We also recommend that CUPW develop an ongoing 
mechanism to monitor and improve members' under
standing of the special leave provision and other 
types of leave to which they are entitled. 

• 

fll Other Membership Issues 

4. 	We recommend that CUPW, in concert with the 
membership, review other policies that can provide 
additional flexibility to workers who have children 
and, by extension, to other workers with dependent 
care responsibilities, related to the assignment of 
evening, night, and rotating shifts. It is suggested 
that policies be reviewed to exempt certain members 
from shift assignments that create undue hardship or 
greater inequities, and consequently have negative 
effects on workers' morale and effectiveness and/or 

•compromise their health and well-being. Further, we 
suggest that workplace practices and union policies 
allow members options to switch shifts with eo
workers under mutually agreeable circumstances, 
and minimize arbitrary changes to shift assignments 
with little advance notice. 

5. 	We recommend that CUPW review current union 
practices that might inadvertently preclude the 
active participation of certain members- particu
larly parents of children with special needs and other 
members with family responsibilities. Particularly, 
we suggest that union locals and the National Execu
tive Board be sensitive to the scheduling of meetings, 
consultations, conference calls, etc., to ensure that 
parents of children with special needs can partici
pate. All union activities that encourage members' 
participation probably require services or resources 
for child care. 

6. 	We recommend that educational materials be de
signed and disseminated to eo-workers about disabil-
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ity and about its impact on families. Parents of children with special 
needs indicate that an important concern for them is the lack of aware
ness and understanding of their circumstances, and appreciation for the 
fact that caring for a child with special needs is often expensive, time 
consuming, emotionally draining and physically exhausting. While they 
love their children- and often go to extreme lengths to continue to 
function as their primary caregivers- they cope with limited and 
diminishing supports from all levels of government; health, social ser
vice, and education authorities; insurance programs; and even the 
voluntary agencies that may have been helpful in the past. Ifdisability
related issues were better understood by their eo-workers, they feel that 
they would get the support they need. 

7. 	 We recommend that CUPW develop an outreach initiative to members 
with children who have special needs, exploring ways to get them in
volved in union activities. Parents of children with special needs seem to 
require effective, inexpensive and (when needed) anonymous or confi
dential communication and input on matters that affect them. The use 
of an 800 telephone number and electronic mail and/or bulletin board 
could serve this purpose, provided that all members have access to these 
numbers. A regular section of the newsletter, focusing on issues relating 
to special needs, might be useful as well. 

F&Jtn Negotiating the Next Collective Agreement 

8. 	 We recommend that CUPW, in its upcoming negotiations, bargain to 
improve provisions for health-related benefits to members and their 
families and recognize that such benefits are vitally important to the 
health and well-being of all members- and most particularly for par
ents of children with special needs and others who care for dependent 
family members. 

• 	Many members mention the increasing financial burden ofprosthetic 

devices, therapies, and uninsured health-related supplies that they face 

as provinces cut back on health care. For example, one member re

ported that her province pays for leg braces once a year, but that a six

year-old needs new ones every six months (at a bi-yearly cost of 

$2,000). Non-CUPW informants provide a futuristic picture on this 

issue, since they are more likely to have already been hurt by cuts to 

their employer-supported extended health policies as well. 
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9. We recommend that CUPW take whatever steps are 
necessary to ensure that such policies as special leave 
are administered fairly and equitably, and in ways 
that meet the needs of its members. To that end, we 
recommend that CUPW highlight this as an urgent 
issue for CPC, and urge the Corporation to ensure 
that supervisors understand the intent ofleave 
provisions and receive information and training on 
how to minimize additional problems related to 
documentation and communication with members at 
a time when support and compassion are most 
needed. 

10. 	Further, parents of children with special needs feel 
that supervisors and other management people often 
show little sensitivity to their situations. We recom
mend that CUPW share the educational materials it 
develops, as well as the results of this study with its • 
Employer, and participate with them in developing 
plans to ensure that supervisors receive training to 
better support members with children who have 
special needs. 

11. 	 We recommend that CUPW consider negotiating an 
expansion in the Collective Agreement to provide 
more flexibility for members to attend to medical and 
therapeutic appointments of their children, as well as 
to the more frequent emergencies that these children 
experience, because of the nature of disabilities/ 
health impairments. (Quebec labour legislation as 

•well as many Collective Agreements contains a 
provision for 5 days of family leave. This leave is in 
addition to special leave, which seems to generally be 
seen as leave for emergencies.) 

FZJ The Child Care Fund 

12. 	 We strongly support CUPW's efforts to develop 
innovative policies and programs to extend the use of 
the Child Care Fund to better serve the needs of its 
members. To that end, we endorse efforts to be as 

~~~~~~~~~~~~-----------------~ Experienced by Parents of Children with Special Needs - and Potential Remedies 	 11&1 



inclusive as possible in the design of pilot projects and longer term 
undertakings, and to recognize the specific needs and inequitable access 
to community-based resources of certain populations within its member
ship- particularly parents of children with special needs. 

13. 	We recommend that CUPW, through its Child Care Fund, embark on a 
pilot program specifically to address the unmet and diverse needs of 
members who have children with a disability or long-term health condi
tion. In particular, we endorse efforts to provide flexible, individualized 
supports, especially over the summer months, to allow children to 
maintain their involvements with peers and to promote children's 
continuing learning and development after the school year ends. A 
flexible program should enable parents to purchase equipment and 
services that are important for their child's health, development, and 
social integration, and to provide additional respite and relief, and 
support to caregivers and community-based programs that provide care 
for members' children with special needs. This pilot program should 
include the development of principles and policies for other initiatives 
designed to support members with children who have special needs and 
include a well-designed evaluation component to determine how well 
objectives are met. 

14. We further recommend that CUPW bargain for a larger Child Care 
Fund, in order to better address issues that affect its membership with 
children, including children who are beyond the ordinary ages for "child 
care." In the case of children with special needs, dependent status is 
often life-long, and members' "children" are often adults living at home 
and requiring a variety of care supports. Emergency care and respite 
access would seem to be family support areas that all members need. 
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APPENDIX A 
TELEPHONE INTERVIEW QUESTIONNAIRE: 
STUDY ON WORKFORCE PARTICIPATION 
OF PARENTS OF YOUNG CHILDREN WITH 
DISABILITIES 
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Study on Workforce Participation of 

Parents of Young Children with Disabilities 


Telephone Interview Questionnaire 
(rev. 30 May 96) 

Interviewer: 

Date of interview: 

Time of interview: Start: Finish:--------

Name of respondent: 

Job classification/position 
of respondent: 

Telephone number: 

Number of contact calls 
made prior to interview: 

Contact History: 
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Interview Questions 


(Note to interoiewers: 'The opinion questions are to be treated as open-ended queries, but try to use 
;/checkmarks as much as possible.) 

Part 1: Demographics and child/family characteristics 

1. Please give me some background information about (all) your children: 

Name(s) Age Gender Disability 	 Severity Level 
(mild, moderate, severe) 

2. If two children have special needs or health problems, interview only about the youngest 
one. Does your child's health problem or disability: 
2a. prevent or limit his/her participation In school or child care? Yes I I No I I 
2b. limit the child care options that you can use for him/her? Yes I I No I I 
2c. limit your child's participation at play or in other activities 

appropriate for a child his/her age? Yes I I No I I 
2d. require special transportation? Yes I I No I I 

3. Please tell me about yourself and your family: 

3a. Your age ____ 

3b. Community you live in 

3c. Community you work in 


Your marital status. Are you currently? (Note: some will answer yes to more than one question.) 
3d. married and living with spouse Yes I I No I I 
3e. living common-law or with a partner Yes I I No I I 
3f. single (never married) Yes I I No I I 
3g. separated Yes I I No I I 
3h. divorced Yes I I No I I 
31. widowed 	 Yes I I No I I 

3j. Does anyone other than your spouse/partner (if appropriate) and your children usually 
reside in your household? (Grandparent, relative, boarder, au pair, etc.) 

Approximate annual gross (before deductions) FAMILY income in 1994 (this includes 
wages, self-employment, interest, alimony & child support, social assistance, etc.): 
3k. under $10,000 Yes I I No I I 
31. $10,000- 20,000 Yes I I No I I 
3m. $20,000 - 30,000 Yes I I No I I 
3n. $30,000 - 50,000 Yes I I No I I 
3o. $50,000- 75,000 Yes I I No I I 
3p. $75,000 100.000 Yes I I No I I 
3q. Over $100,000 Yes I I No I I 
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4. Please tell me about your employment situation: 
4a. Are you employed? If "Yes," ask: 
4b. Place of employment: ---------:-:----;:---,--:--;------------
4c. Position: 4d. Years at job:-----------
4e. (Select one): Full-time: __ Part-time: ___ 
4f. (Select one): Permanent: Temporary: __ 
4g. Work shifts or schedule: 

4g I. regular daytime shift Yes I I No I I 
4g2. regular evening shift Yes I I No I I 
4g3. regular overnight shift Yes I I No I I 
4g4. rotating shift Yes I I No I I 
4g5. irregular schedule or on call Yes I I No I I 
4g6. other (please specifY) -,---.,---.,-,----c--~--,.,--,-,---------

4h. Do you usually work on weekends at this job? Yes I I No I) 
4i. Does weekend/evening/overnight work create additional problem for you in caring for 

your child with special needs? Yes I I No I I 
If ·yes," (please describe) ____________-:-:--o-:--=--=-=---------

4j. Is your job unionized? Yes I I No [) 
4k. lf"yes," which union?-------------------------

5. Does your employment status (e.g., part-time vs. full-time; choice of occupation, work 
schedule) reflect choices made or constraints imposed in order to meet needs of child with 
disability or health problem? (Probe for these separately:) 

5a. Status Yes I I No I) ______________________ 
5b.Occupation Yes[) No[) ______________________ 
5c. Schedule Yes I I No I] _____________________ 

6. Employment status of spouse/partner 
6a. Is your spouse or partner employed? Yes [) No I )If 'Yes," ask: 
6b. Place of employment---------------,-----------
6c. Position: -..,..----:::-:::------=:--cc-6d. Years at job:----------
6e. (Select one): Full-time: Part-time: ___ 

6f. (Select one): Permanent: Temporary: ___ 

6g. Work shifts or schedule: 


6gl. regular daytime shift Yes I I No I I 

6g2. regular evening shift Yes I I No I I 

6g3. regular overnight shift Yes I I No 11 

6g4. rotating shift Yes I I No I I 

6g5. irregular schedule/on call Yes I I No I I 

6g6. other (please specifY)-----------,------------

6h. Does spouse usually work on weekends at this job? Yes I) No [) 
6i. Does weekend/evening/overnight work create additional problems for you in caring for 

your child with special needs? Yes I ) No [ ) 
If ·yes," (please describe), __________________________ 

6j. Is spouse's job unionized? Yes[) No[)
6k. If "yes," which union?___________________________ 
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7. If spouse/partner is~ employed, ask: 
"Did your spouse/partner work at a job or business in the last year?" Yes [I No I I 


(If "yes," probe reason for no longer working) 

7a. own illness or disability Yes I I No I I 

7b. seasonal work Yes I I No I I 

7c. laid off or took early retirement (unplanned for initially) Yes[) No[) 

7d. difficulty managing work and family Yes I I No I I 

7e. other ___________________________________________________________________ 

(If "no," probe with) 

"Is your child's disability a factor in your spouse's not working." Yes I I No I I 

Spouse does not work because 


Spouse worked until this child was born --------------------------------------------

8. Have you considered leaving your job or switching to part-time? Yes(] No(] 
Have you ever done so? Yes [) No [) 

Part n: Your child care situation 

"Balancing work and family responsibilities can be a challenge under the best of 
circumstances. We'd like to understand a bit more about your situation, the issues you face, 
and the ways in which your employer and union might be more responsive to you." 

9. Other than time spent at school (for school-aged children only), what child care 

arrangements do you normally use while you are at work? 

(Capture combinations where possible). 


9a. spouse takes care of child Yes [I No I I 

9b. centre-based child care Yes [I No [I 

9c. specialized centre-based child care Yes [I No I I 

9d. specialized home-based child care Yes [I No I I 

9e. licensed family day home Yes [I No [I 

9f. unlicensed care in another's home Yes [I No I I 

9g. baby-sitter in my home Yes [I No I I 

9h. care by relative in my home Yes [I No I I 

9i. care by relative In her/his home Yes [I No I I 

9j. working opposite shifts with spouse/partner Yes [I No I I 

9k. other (be specific) --------------------------------------------------------

10. Which arrangement is used for the most number of hours per week? 

11. (If other than spouse care) How satisfied are you with the arrangement? 

lla. very pleased [ I 

llb. arrangementis O.K. [I 

llc. somewhat concerned [I 

lid. unhappy [I 
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12. Do you have any reservations or worries about this arrangement? 
Specifically, are you concerned about: 

12a. how long the arrangement will last/be available to you? Yes [I No [I 
12b. whether it is the best one for your child? Yes [I No [I 
12c. the cost of care? Yes [I No I I 
12d. extent to which arrangement can accommodate your 

work hours or be flexible when you need it? Yes[] No[] 
12e. concerns that there are few or no backups when this 

arrangement breaks down? Yes[] No[] 
12f. other------------------ Yes[] No[] 

13. In total, approximately how much do you spend on non-parental child care for your child 
with disabilities per week? 13a. $.____ 

For all children in your family per week? 13b. $____ 

14. Can you tell me whether having a child with special needs or health problems has: 
14a. made it difficult for you to fmd appropriate care? Yes [ I No [ I 
14b. made it vel)' expensive for you to maintain the care 

your child needs? Yes [I No [ J 
14c. made it difficult for you to fmd a centre/before or after 

school program that could accommodate your child? Yes [ I No [ I 
14d. made it difficult for you to find a caregiver with the 

training and special commitment needed to care for 
your child? Yes [I No [I 

14e. made it difficult for you to find back-up arrangement 
when a caregiver is unavailable or your child is ill? Yes [ I No [ I 

15. With reference to your child with special needs or health problems, 
in the last 12 months, 

15a. How many times was your child sick (unable to attend school/child care 
or participate in normal activities for 3 or more days in a row? 
15b. How many times was your child in hospital? 
15c. For how long each time? 
15d. Approximately how often does your child have regular medical appointments or 

appointments with a therapist (e.g .. speech, physio, occupational therapy)? 

16. What happens if your child is sick? 
16a. I take unpaid time off work Yes[] No[] 
16b. My spouse/partner takes unpaid time off work Yes[] No[] 
16c. I take paid time off work Yes[] No[] 
16d. I have special leave/family leave provisions Yes[] No[] 
16e. I am allowed to make up the time off 
16f. My motherI other relative takes care of child 

Yes[] 
Yes[] 

No[] 
No[] 

16g. My caregiver/baby-sitter takes care of child Yes[] No[] 
16h. My child care centre allows me to bring child Yes[] No[] 
16i. Depends on type and degree of illness Yes[] No[] 
!~.Other__________________________________________________ 
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17. What usually happens when your chlld has a medical appointment, appointment with 
therapist, or when I must meet with caregiver/teacher? 

17a. I take unpaid time off work 
17b. My spouse/partner takes unpaid time off work 
17c. I take paid time off work 

Yes 11 
Yes 11 
Yes 11 

No 11 
No 11 
No 11 

17d. I have special leave/family leave provisions 
17e. I am allowed to make up the time off 
1 7f. My motherI other relative takes care of child 

Yes 11 
Yes 11 
Yes 11 

No 11 
No 11 
No 11 

17g. My caregiver/baby-sitter takes care of child 
17h. My child care centre allows me to bring child 
17i. Depends on type and degree of illness 

Yes 11 
Yes 11 
Yes 11 

No 11 
No 11 
No 11 

!~.Other____________________________________________________________ 

18. In the past twelve months, (allow half days to be added up to full days): 
18a. Have you taken any days off without pay when your child was ill 

or hospitalized? Yes 11 No 11 
18b. Total Number of days? ___ 
18c. Number of times you took off 3 or more days? ____ 

18d. Have you taken any days off without pay to accompany 
your child to appointments with doctors or therapists? Yes 11 No 11 

18e. Total number of days?-=--=-= 
18f. Number of times you took off 3 or more days? ____ 

18g. Have you taken any days off with pay when your 
child was ill or hospitalized? Yes 11 No 11 

ISh. Total Number of days? __ 
18i. Number of times you took off 3 or more days? _____ 

18j. Have you taken any days off with pay to accompany 
your child to appointments with doctors or therapists? Yes 11 No 11 

18k. Total number of days? ____ 
181. Number of times you took off 3 or more days? ______ 

18m. Were any of the days you took of with pay part of 
your own sick days or vacation leave? Yes 11 No 11 

18n. How many? _______ 

!So. Were any of the days you took of with pay provided under your 
contract as family leave or special leave (for CUPW)? Yes 11 No 11 

18p. How many? _______ 

19a. If you need to, can you take time off with pay, and make up the hours by doing extra 
work, working at home, or lengthening your work days? Yes 11 No 11 

19b. How often have you done this in the last 12 months? _____ 
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__________________________________________________________ ___ 

Part IV: Balancing Work and Family 

20. Sometimes, balancing work and family responsibilities requires some sacrifices at work. 
Has having a child with special needs affected you in any of the following ways? 

20a. Being unable to accept a promotion Yes [I No [I 
20b. Having to refuse an assignment that would 

have required more time & responsibility, 
but provided additional career opportunities Yes I I No [I 

20c. Having to refuse to work overtime when it was 
available or desirable Yes [I No I I 

20d. Being unable to attend business meetings or 
having to miss parts of meetings Yes[] No [I 

20e. Being unable to attend union meetings or 
union functions Yes [I No I I 

20f. Having difficulty because of changing shifts or 
not being able to arrange shift changes in advance Yes I I No I I 

20g. Feeling tired or overloaded because of work and 
family responsibilities 

20h. Feeling stressed about work & family responsibilities
20i.Other 

Yes [I 
Yes [I 

No[] 
No[] 

21. Overall, how much tension do you feel in juggling work, family and child care 
responsibilities? Please provide a number from 1 to 10, with 1 meaning no tension and 
10 a great deal of tension. 

22. Does your contract or employer provide you with any benefits or offer you any options 
that help you balance work and family responsibilities? 

22a. Allow some flexibility in working hours (e.g., flex-time) Yes [I No [I 
22b. Allow for a shorter work week (e.g., 4-day) Yes [I No I I 
22c. Allow regular part-time work or job-shartng Yes [I No I I 
22d. Allow time off when needed Yes [I No[] 
22e. Allow unpaid time off Yes [I No I I 
22f. Provide assistance/referrals for information 

on child care and/or on children's special services Yes I I No I I 
22g. Provide any direct assistance with child care 

(on-site child care or purchase or a child care space) Yes [I No [I 
22h. Provide special/family leave days Yes [I No I I 
22i. Make it easier to switch shifts Yes [I No [I 
22j. Not constantly change shift schedules Yes [I No I I 
22k. Post shift schedules well in advance Yes [I No I I 
221. Provide benefits for part-time work Yes [I No I I 
22m. Provide extended maternal and/or parental leave Yes [I No I I 
22n. Provide adequate extended medical plan/health care Yes [I No I I 
22o.Other _____________________________________________________________ 

23. Has your employer or supervisor done anything else that has been helpful or supportive? 
Yes [I No [I H "yes," what 
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24. Of all the things your employer currently does, what has been most important and 
helpful to you as a parent with a child with special needs? -------------

25. In an ideal world, what would help you better manage your work and family 

25p.Other _______________________________ 

responsibilities? 
25a. Some flexibility in working hours [flex time) Yes I I No I I 
25b. A shorter work week [e.g.,. 4 day) Yes I I No I I 
25c. Regular part-time work or job-sharing Yes I I No I I 
25d. Time off with pay when needed Yes I I No I I 
25e. Unpaid time off Yes I I No I I 
25f. Assistance/referrals for information on child care 

and/or on children's special services Yes[] No[] 
25g. Direct assistance with child care [on-site child care 

or purchase of a child care space) Yes I I No I I 
25h. Special/family leave days [or increased s/0 Yes I I No I I 
251. Easier procedure to switch shifts Yes I I No I I 
25j. Fewer changes in my shift schedules Yes I I No I I 
25k. Shift schedules posted well in advance Yes I I No I I 
251. Benefits for part-time work Yes I I No I I 
25m. Extended maternal and/or parental leave Yes I I No I I 
25n. Adequate extended medical plan/health care Yes I I No I I 
25o. Educational materials on disability to members Yes I I No I I 

26. What could your union do to make things easier for your situation? 
[probe for "informal" as well as "formal") 
26a. Negotiate or improve provisions for child care Yes [ I No [ I 
26b. Negotiate or improve provisions for special leave 

or family leave Yes [I No [I 
26c. Negotiate or Improve benefits for part-time work Yes [I No [I 
26d. Negotiate or improve extended maternityI parental leave Yes [ I No [ I 
26e. Grieve employer interpretations of contract provisions 

such as special leave Yes [I No [I 
26f. Negotiate or improve extended health benefits Yes [I No [I 
26g. Provide educational materials on disability to members Yes [I No [I 
26h. Negotiate or improve child care provisions for 

attendance at union meetings and functions Yes [ I No [ I
26i.Other _______________________________ 

[If this person is a CUPW member. ask about their experience with special leave, and what might 
make it better ["special leave" as defined in the CUPW collective agreement means "where conditions 
warrant it. special leave with pay"). 
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27a. Have you noticed any cutbacks or changes recently that make it more difficult for you 
to obtain special services for your child with special needs (e.g., therapies, specialized 
medical services, handi-trans, assistive devices, drug plans, dental care, respite care, in
home support) ? Yes [ I No [ I 
27b. If "yes," probe for "what'" and "how": 

28. What recommendations would you give to government to make work situations better 
for parents of children with special needs or children with a chronic illness? 

29. Are there any ways that service clubs, voluntary associations, churches, or community 
groups could be of assistance to you? 

30. Is there anything else you want to tell me to help us understand the employment 
problems of parents with children who have special needs? 

Thank the participant, and ask ifs/he is interested in receiving a copy of this report. 
Ifs/he is, please provide a mailing address: 

Name: 
Address: 
City: Postal Code: 

Telephone: Business L(___)___________ Home: ( ) 


Also, if appropriate, ask whether his/her working spouse/partner (or at-home because of 

child's disability spouse/partner) might be willing to be interviewed as well. 

Yes [I No [I (spouse/partner's name and contact info:) 


(Note to interviewer). Take the time to write a summary/comment about the overwhelming theme or 
pliority of the interview. 

~~~~~~~~~~=-~-----------------~ Experienced by Parents of Children with Special Needs- and Potential Remedies Wil 



~~------------------~~==~~~--~~~~--- IN OUR WAY: Child Care Barriers to Full Workforce Participation 



APPENDIXB 
EXECUTIVE SUMMARY: 
BARRIERS TO WORKFORCE PARTICIPATION 
FOR PARENTS OF CHILDREN WITH 
SPECIAL NEEDS AND POTENTIAL REMEDIES 
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Barriers to Workforce Participation 

for Parents of Children with Special Needs 


and Potential Remedies 

(Executive Summary) 


Sharon Hope Irwin, Ed.D., SpeciaLink 


Donna S. Lero, Ph.D., University of Guelph 


CUPW has long recognized that problems related to finding, affording, and 
keeping high quality child care are of great concern to many of its members. 
The CUPW Child Care Fund, originally negotiated in 1991 and controlled by 
the Union since 1995, now provides an unprecedented opportunity to 
address some of these child care problems. While the obvious concerns 
of employed parents of young children are also the concerns of CUPW 
members, the problems of shiftwork. extended hours, and weekend work 
magnifY the problems faced by traditional "9-5" workers. CUPW also recog
nizes that additional problems are faced by members who have children 
with special needs. 

AS A FIRST STEP to assisting its 
members with children who have 
special needs, CUPW decided to have 
SpeciaLink undertake this study of 
barriers to parents' workforce partici
pation in families of children with 
special needs, with particular empha
sis on how CUPW members are af
fected. This study looks at the issue 
from four perspectives: 1) the pub
lished literature; 2) forty briefs to the 
Standing Committee on Hwnan Re
sources Development and twelve exten
sive interviews with CUPW and non
CUPW parents of children with special 
needs; 3) a survey of over 150 parents, 
including 63 CUPW parents; and, 
finally, 4) a report to CUPW, based on 
an analysis of the survey data. 

Definition: 
For the purposes of this paper, "special 
needs" refers to "disabilities, delays, or 
health disorders that significantly 
increase the difficulty of obtaining or 
keeping adequate child care" and is 
estimated to refer to between 6% and 
10% of the population. 

This Executive Summary presents a 
summary of our research results and 
includes specific recommendations 
based on our analyses and on what 
parents told us they would like CUPW 
to do. It outlines the key findings of the 
study, particularly as they apply to 
parents who are members of CUPW. 
Our recommendations include some 
specific initiatives that might facilitate 
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these members' access to services that 
can promote their children's develop
ment through the Child Care Fund, 
and other activities that would support 
these parents and others in their 
efforts to balance work and family 
obligations. The latter include better 
access to Special Leave; activities that 
would promote greater awareness of 
the issues faced by parents of children 
with special needs by supervisors, eo
workers, and union leaders; and inno
vative use of new technologies to allow 
these parents to communicate with 
each other and with others in the 
community who can provide informa
tion and support. 

What do the Families and 
Children Look Like? 

151 FAMILIES MADE UP the study 
sample. They are homogeneous to the 
extent that all of them include at least 
one child who has chronic health 
problems, a disability, or some other 
special need, and at least one parent in 
the workforce. Non-CUPW families 
were included to broaden the range of 
special needs represented, and to 
perform a "canary in the mine" func
tion, highlighting additional barriers 
CUPW members with children with 
special needs potentially face under 
new contractual conditions and as 
provinces cut back on health and 
social services. 

The CUPW members: 
81 CUPW members with children with 
special needs participated in the sur
vey. Six of these members were in

volved in long, open-ended discussions 
that helped shape the survey instru
ment. Ten members' children were 
outside the age range of the survey or 
were deceased, and both parents 
responded from each of two families. 
Information about 63 families with a 
child with special needs figured in the 
survey data. The researchers want to 
thank these parents for their time, for 
their participation, and for their will
ingness to share sensitive information 
and their unique insights with 
strangers; without their generosity, 
this work would have been impossible. 

Statistical analyses of the data are 
based on interviews with 32 fathers 
and 31 mothers who are members of 
CUPW. 

• 	 18% of the CUPW members with 
children who have special needs are 
younger than 35 years of age; one 
quarter are 45 years or older. 

• Two thirds of the CUPW families with 
a child who has special needs have 
other children at home. 

• 	 In 28% of the CUPW families the 
child with special needs is 5 years of 
age or younger; 72% of the children 
with special needs are 6 years of age 
or older, including 29% who are 13
l 7 years old. 

• 	 69% of CUPW families reported a 
gross annual income of $50,000 or 
less. 

• 	 Sample families for the study were 
drawn from every province and 
territory, with the largest proportions 
from Ontario and Quebec. 
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• 	Within the CUPW sample, no more 
than two families lived in the same 
city, and 65% live outside the largest 
metropolitan and surrounding sub
urban areas in their province 
which suggests that policies or 
initiatives that might be launched to 
support these members and their 
children must be broadly based, and 
cannot adequately address these 
families' needs by focusing on par
ticular plants or communities. 

• None of the CUPW members in the 
survey were temporary workers; 73% 
have been in the same job for more 
than ten years. with half having 
more than 15 years on the job. 

• 	 20% of the CUPW members work 
regular evening or regular night 
shift, 9% work rotating or irregular 
shifts and 16% work on the week
ends. 

• 	 68% of the CUPW families are dual
earner couples; 27% are single
earner couples, most often with the 
mother at home. Only 5% of CUPW 
families with children who have 
special needs are headed by single 
parents. 

• 	The employed spouses/pariners of 
CUPW members were distributed 
among various occupations, includ
ing some in health and education. 
In 63% of the dual-earner couples, 
both parents work full time. In only 
44% of these families do both par
ents work days. Most often, one 
parent works a regular daytime shift. 
while their partner works evenings, 
nights, or irregular hours. In some 
cases, parents in dual-earner 

couples off-shift as a deliberate way 
of ensuring that one of them is 
available to care for their child. In 
other families, parents must adapt to 
or contend with schedules that can 
frustrate their efforts to ensure 
stable, supportive care for their 
child, and add considerable stress 
at home. 

The CUPW children: 
69 children of CUPW members are 
included in the study. The children 
have a variety of special needs includ
ing severe asthma and diabetes, learn
ing disabilities and attention deficit 
disorder, and complex multi-faceted 
conditions such as autism, cerebral 
palsy, various genetic disorders, brain 
injuries, and profound developmental 
delay that can affect a child's physical 
capacities, speech and language skills, 
cognitive development and social rela
tionships. These special needs range 
from mild to severe, and include chil
dren ages 0-18 years. 76% of parents 
reported that their child's special need 
limits his/her participation at play or 
other activities; 61% described their 
child care options as limited; 75% said 
that their child's special needs limit 
participation in school or child care; 
and 43% indicated that their child 
requires special transportation in order 
to participate with other children. 

Not only do these circumstances iso
late these children and act as barriers 
to their development, they also poten
tially compromise parents' participa
tion in the labour force, affect their 
productivity at work, and contribute to 
high levels of stress at home. 
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While concerns about having time off stances, but note here that the major
when children are sick or have special ity of them require leave days on more 
appointments is a problem shared by than one occasion- either to care for 
most working parents, these issues are their sick child, accompany the child to 
far more significant for parents of appointments, or participate in assess
children with special needs. Almost ment and consultations. 
half of the children with special needs 
(45%) were ill and unable to participate • 
in normal activities for three or more 

"When my son was in
Limitations Related To Special Needs jured, I was denied nny

Experienced By Children In CUPW Families (Chart 1) 
leave. I take annual 
leave to pick up and drop 
off my child at the hospi

Limits participation 

in child care/school 
 tal seven hundred kilome

ters away, as the only 
way to get time off" 

Umits child care 

options 
 'The hospital is jive hours 

away. Sometimes I get 
one day ofSpecial Leave, Limits child's play 


& activities 
 but that often isn't 
enough, depending on the 
medical appointments 

Requires special 

transportation 
 schedule." 
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t___________"_o/._o_o,_c_u_Pw_s_u_rv._y_F_a_m_ifie~s-----.J The profile of the families 

days at least 3 times in the year pre
ceding the interview. About 37% of the 
children were hospitalized at least 
once, sometimes for operations or 
corrective procedures performed in 
communities some distance from 
home. In addition, 62% of the children 
have medical appointments at least 
semi-annually, for assessment, consul
tation or therapy, while 35% have 
regular appointments at least once a 
month. In a later section, we examine 
how CUPW parents cover such circum

and children we have provided thus far 
begins the process of making CUPW 
members' family life visible and helping 
others appreciate some of the particu
lar challenges these families have. 
While all families face significant is
sues in managing paid work and family 
responsibilities, this beginning section 
already indicates that parents of chil
dren with special needs are not on a 
common, level playing field with oth
ers. These parents face many addi
tional challenges, often with few or 
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appropliate ongoing supports. To date, 
their needs have not been recognized 
- let alone addressed. 

How Children with Special 
Needs Mfect Parents' 
Employment 

Parents' employment can be affected in 
many ways. In the most extreme 
circumstance, parents may find that 
continuing to work outside the home is 
impossible, given their child's needs 
and the lack of adequate supports. In 
other circumstances, parents reduce 
their involvement and investment in 
their work- reducing to part-time 
work, choosing an occupation that is 
less demanding (and thereby foregoing 
advancement and the salary that goes 
along with it). and modifying or choos
ing work schedules that might better 
suit the family's needs. In 27% of 
CUPW families with a child who has 
special needs, one parent is not em
ployed in the paid labour force. In 3/4 
of those families, parents say that their 
child's disability is the main reason 
why their spouse/partner is no longer 
employed. In some cases, parents 
willingly make a choice that seems like 
the best one for their family- even if it 
entails considerable financial sacrifice. 
In others, the interviews clearly 
indicate that the choice was made for 
these parents - any other option was 
simply impossible, under the 
circumstances. It is false to think, 
however, that having one parent at 
home "resolves" all problems. The 
parent at home may need support and 
respite, especially when children have 
complex medical problems- and 

although having one parent at home 
may enable her/his partner to take 
fewer days off than would otherwise be 
required, there are other occasions
when children are ill, the at-home 
parent is ill, the child has an important 
consultation or assessment- when 
the employed parent is needed for relief 
and assistance. 

Part-time work is rare among CUPW 
families. Among the dual-earner 
couples in which at least one parent is 
a CUPW member, 63% are couples in 
which both parents are working full 
time. When parents were asked directly 
whether having a child with special 
needs has affected their jobs, 31 o/o of 
CUPW respondents (55 members and 8 
partners of a member) said their own 
employment status was affected, 27% 
said their choice of occupation had 
been constrained, and 44% reported 
that their work schedule is affected by 
their child's needs. 

Work scheduling plays a large part in 
the lives of parents of children with 
special needs. Only 15% of respondents 
in CUPW families explicitly said their 
work schedules created problems for 
them in meeting their child's needs. 
However, in other parts of the interview, 
many parents spoke about the limited 
time they had with a partner with whom 
they were off-shifting and, in the most 
practical terms, the difficulty of getting 
adequate sleep when they (or their 
spouse) work at night but have to care 
for their child duling the day. 

• 

"It's not just a matter ofoff-shifting. 
It's a matter ofmy daughter's needs. 
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So I work nighis, and then get my 
daughter ready for school after my 
wife has left for work. It takes a long 
time to feed her and dress her be
cause ofher cerebral palsy. Then, 
after school which ends at 2:30, she 
really requires a lot of tutoring and 
extra help from me, if she's going to 
keep up at all. I never get enough 
sleep." 

What Do Parents Need in 
Order to Successfully 
Combine Paid Work and Care 
of Their Children in 
Challenging Circumstances? 
CLEARLY, PARENTS OF CHILDREN 
with special needs have special needs 
themselves- but those needs are just 
extensions of what working parents of 
typically developing children require in 
order to effectively manage work and 
family obligations. The most important 
issues or impediments to balancing 
work and family (and thereby reducing 
barriers to full labour force participa
tion) revolve around child care, flexibil
ity, and support. 

Child Care 
The particular arrangements parents 
need and the ones they wind up using 
depend on many factors including their 
child's age and condition and, by 
extension, whether there are programs 
or caregivers that can accommodate 
the child. Parents' financial resources, 
work schedules, and personal values 
and preferences, as well as the nature 

and availability of child care services in 
the community, the cost of care, its 
location, etc., plus provincial policies 
and funding mechanisms that preclude 
or enable access to certain kinds of 
care or services, are the basic deter
minants. Survey findings indicated 
that children of CUPW parents 
typically received care by a spouse or 
partner and participated in at least one 
other arrangement to cover the time 
the responding parent was at work. 
Indeed, care by the other parent (either 
a partner who is not in the labour force 
or one who off-shifts) was the primary 
care arrangement used (the one used 
for the largest number of hours) for 
61% of the CUPW children with special 
needs. Relatively few children in CUPW 
families were cared for either in a child 
care centre (8%) or a licensed family 
day care home (7%). principally 
because the CUPW children are older. 
The fact that CUPW parents tended to 
rely on each other mostly, especially 
for children 9 years and older, is not 
necessarily what they would prefer. 
CUPW parents and their counterparts 
reported experiencing significant 
difficulties finding the kinds of care 
that they needed for their child. 

73% said they had difficulties finding 
appropriate care for their child, 70% 
had difficulty finding trained and 
committed caregivers; 68% have or had 
difficulty finding back-up care when an 
existing arrangement breaks down or a 
child or parent is ill. While CUPW 
parents generally said they were fairly 
satisfied with the non-parental care 
arrangements they were using, many 
had significant worries or concerns 
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most especially about how long the 
arrangement would last or be available 
to them, and the fact that they had few 
or no backups if it broke down or 
ceased to be available. 55% of CUPW 
parents expressed concern about the 
continued availability of their arrange
ment; 66% woriied about what they 
would do if they needed backups. 
Between 20 - 26% of CUPW parents 
had other concerns: whether the care 
was best for their child, the cost of 
child care, and whether the caregiver 
or program could be flexible when 
needed. 

Worries CUPW Families Have About 

Their Current Child Care Arrangements (Chart 2) 


How long will 
it last? 

Is it best for 

child? 


Cost of child 
care 

Flexibility 
when needed 

Few or no 

backups ~~:;2~~~~~~~~:;2~~~~;) 
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The ongoing themes of difficulty in 
finding appropliate care for their chil
dren and worry about the stability or 
longevity of existing arrangements, as 
well as the lack of back-up alterna
tives, repeated itself like a haunting 

circumstances referred to above. While 
47% of CUPW members said they have 
used special or family leave when a 
child was sick or for special appoint
ments, most have had difficult experi
ences. Some have had their request 

refrain through many of the interviews. 
These issues play out again in another 
area- the need for Special Leave for a 
variety of situations. 

Flexibility 
As indicated previously, children with 
special needs are likely to expelience 
illness more often than other children. 
Some require hospitalization; the 
majolity have regular appointments for 
therapy, assessments and consulta
tions. Beyond those times, care ar
rangements break down, and a spouse 
or partner who shoulders much of the 

relief or respite to soldier 
on. The majolity of parents 
in CUPW families take a 
combination of paid and 
unpaid leave in these cir
cumstances. When pos
sible, of course, paid leave 
days are preferred, since 
most of the families in the 
CUPW sample must stretch 
their family resources even 
further to accommodate the 
expenses related to raising 
a child with special needs 
- and unpaid days are 
problematic in that regard. 
However, many of the par
ents we interviewed were 
quite upset about how 
difficult it was for them to 
getSpecialLeaveinthe 
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"It's hard enough having a child 
with disabilities, without having to 
begfor Special Leave. if a grievance 
is filed regarding Special Leave, the 
supervisor becomes more inflexible, 
allows no breaks at all." 

Percentage Of CUPW Parents In The Survey 
Who Have Taken Time Off When Their Child Is Sick 

Or For Special Appointments (Chart 3) 

Took unpaid leave 
when child ill 

Took unpaid leave 
child appointments 

Took sick 
days/vacation time 

Took speciaVlamily 
leave 
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Support 
Parents indicated that the criterta for 
granting Special Leave were vague and 
that supervisors were inconsistent in 
deciding whether to grant leave. Be
cause Special Leave could be a very 
supportive benefit for parents of chil
dren with special needs, and most 
members wish to use it for situations 
that are certainly special and appear to 
meet the language of the provision in 
the Collective Agreement, the extent to 
which they are rebuffed is puzzling at 
the least, and at another level, very 

denied outright; others have had diffi
culty establishing approprtate docu
mentation. 

• 

"I askedfor Special Leave and it 
was refused. Supervisor said 
that I knew in advance about 
appointments, so they weren't 
emergencies. He (the supervisor) 
is fed up with Special Leave and 
said, 'File a grievance.' But there 
is no guarantee that I will win, 
and thus I may very well end up 
without pay. It's easier to take a 
vacation day." 

"I gave up askingfor Special 
Leave except in extreme emer
gencies. It is too dijfi.cult to get. I 
use vacationfor all appoint
ments (5 hours away). I have 
never had a vacation with my 
wife since child was born, be
cause of this." 

"Special Leave is too dijfi.cult to get. 
You need to track down the docu
mentation and medical signatures. I 
suggest that once they know you 
have a special needs child, they 
should not hasslefor documentation. 
Easier to take a sick day." 

"Once an appointment with my child 
ran late and I missed several hours 
ofwork. I asked the supervisor if I 
could get leave with pay. Supervisor 
made it very uncomfortable." 
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upsetting. These circumstances are 
further exacerbated when accompanied 
by comments from a supervisor that 
convey no recognition of the parent's 
situation and certainly no sympathy. 
Parents in these circumstances who 
are already upset because of the situa
tion at home become bitter because of 
this experience and. in all probability, 
productivity and morale plummet. 
CUPW parents clearly want 
the Union to address this 
issue. 

"I haven't used Special 
Leave, but would like a 
formal notation that Spe
cial Leave is required, so 

that when I askfor it there 
won't be anyfiackjor 
this." 

In addition to providing 
members some flexibility 
and support, the use of 
Special Leave days is im
portant for another reason. 
Without it, members either 
take unpaid leave. which 
many can ill afford, or more 
commonly, tend to use their 
own vacation days or sick 
leave. Indeed, taking sick 
days or vacation days was 

Balancing Work And Family Responsibilities 

For CUPW Parents Of Children 


With Special Needs Can Result In: (Chart 4) 


Turning down 
promotion 

Refusing 
assignments 

Refusing overtime 

Unable to attend 
meetings 

Unable to attend 
union functions 

Difficulties with 
shifts 

Feeling tired, 
overloaded 

Feeling stressed 

the most common method used by 
parents who have taken time off when 
a child was sick or had a special ap
pointment (It was used at least once 
for these purposes by 56% of CUPW 
parents.) This practice is well-docu
mented in the work and family litera
ture. A serious problem with it is that 
it tends to undermine the employee's 

health, since he/she tends to save sick 
days for these child-related emergen
cies and comes in to work on days 
when he/she should be at home. 
These parents. perhaps more than 
many other employees. definitely need 
to maintain their own health and to 
have some vacation time to rest and 
recharge. In addition, it could put 
these members at higher risk if the 
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employer is monitoring the use of sick 
leave and absenteeism. 

One of the areas in the survey asked 
parents whether their efforts to bal
ance work and family responsibilities, 
including the needs of their child, had 
resulted in serious "opportunity costs." 
The results are shown in CHART N. 
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Clearly CUPW parents of children with assist them to balance work and family 
special needs and their partners are responsibilities. With regard to the 
having to make sacrifices, such as latter, the benefits parents said would 
foregoing overtime and refusing assign be of greatest help to them ideally are: 
ments: actions that indicate impedi time off with pay when needed, includ
ments to full participation. We also ing special or family leave; extended 
note that 56% of parents in the survey medical or health plans to meet their 
said they 
had diffi- What Parents Would Like CUPW To Do (Chart 5) 

culty attend
ing union 

Improve child care provisions functions, 
particularly 

Improve special leave if no child 
care ar

lfll)rove part-time benefits rangements 
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Improve parental leave 
able. The 
high per Bargain belter interpretations 
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parents of 

Improve health benefits children 
with special 
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tired and 151% of CUPW Survey Families 

overloaded 
(85%) and 
stressed about balancing work and family's needs, especially for expenses 
family obligations (83%) in and of itself, that are increasing due to provincial 
suggests that efforts must be made to cutbacks; educating other members 
provide additional support and some about disability and the situations 
flexibility for these parents, both to they are dealing with; extended mater
preserve an effective workplace and to nal or parental leave; and some flexibil
address serious effects on employees' ity to enable them to switch shifts more 
health and morale. easily and to be aware of shift changes 

in advance. As a result, CUPW mem
What Parents Say They Need: bers with children who have special 
Parents were quite specific in their needs recommended specifically that 
recommendations for CUPW and their CUPW improve Special Leave (93%) 
comments about what could be done to and/or assist them to successfully 
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glieve instances where it is denied 
(82%). They also would like the union 
to assist in improving child care provi
sions (80%). educate members about 
their situation (79%). work to improve 
health benefits (78%) and facilitate 
child care so that they can attend 
union meetings (75%). 

The members' own recommendations 
and suggestions speak quite clearly to 
the issues that are of greatest concern 
to them. In a separate part of the 
interview. parents commented on the 
fact that the fragile community-based 
resources that assist them and help 
their children - such as the 
availability of respite care, funding and 
supports for day care that allow their 
child to attend, educational assistants 
in schools, etc. - all are being eroded 
or are vulnerable to cutbacks. In some 
cases, these cuts also affect their 
child's access to therapy and assess
ments, and even their access to medi
cations and assistive devices. 

• 

"In our province(Ontalio)," one mem
ber reported, 'funding was cut offfor 
respite care, both in home and out. 
Funding has also been cut for recre
ation, specialized equipment, dental 
care, and aides in school." 

"Alberta pays for leg braces only 
once a year; but my six-year old 
needs new ones every six months (at 
a cost ofabout $2,000 a pair). He 
also requires inserts for his shoes, at 
about $400 per pair; and that's not 
covered either." 

"My child's special enemas cost 
$80.00 per month and that's not 
covered." 

"My child sees a 'naturopath' which 
costs $35.00 per visit. This is not 
covered." 

"Our blind child requires special 
goggles for swimming and a bike 
adapter so she can go for rides. 
These are not covered." 

"My daughter needs a special televi
sion aid so that she can watch tele
vision with the family. Hearing aid 
batteries are not covered either." 

'The health plan covers only $300 of 
a $1200 hearing system, and that's 
only part of the hearing system." 

"Our child has severe asthma and is 
on steroids; these are covered. But 
he also requires a special diet, and 
the high cost of these foods is not 
covered." 

• 

It is not just a question of the need for 
more services. Even hard-won services 
and supports, where they exist, are 
constantly threatened by cutbacks. In 
this political climate, CUPW's interest 
and sincere concern about its mem
bers both as workers and as parents 
serves as one of the few rays of hope 
and possible support on the holizon. 
Consequently, any initiatives that 
CUPW develops that provide additional 
flexibility and support for union mem
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bers and their families can be expected 
to be favourably received and stand as 
an important example in the broader 
community. And within the union, it is 
important to remember that CUPW 
members with children with special 
needs make an additional contribution 
for everybody. Families that include 
children with special needs have 
worked on and can share strategies 
and techniques used in the face of 
challenges to balancing work and 
family- challenges we all share. 

Recommendations 

BASED ON THE RESEARCH findings 
and the parents' suggestions, our 
recommendations to CUPW are as 
follows: 

That CUPW continue its role as a 
leading advocate for progressive public 
policies that support children and 
families and honour ILO commitments 
to social and economic equality, and 
strengthen its role as a leading force in 
the labour movement by negotiating 
strong family-supportive policies for its 
members. 

Public Policy 
1. 	 We recommend that CUPW con

tinue to promote, support and 
advocate for a comprehensive 
national child care program, for 
policies that promote employment 
and pay equity, and for policies 
that honour ILO conventions 
respecting the rights of workers 
with family responsibilities to 
equitable treatment in the work

place, and which encourage equi
table treatment of persons with 
disabilities. 

Members are weU aware that the Child 
Care Fund cannot solve the basic child 
care issues that they face, and they 
support measures that help build strong 
pubLicLy supported child care programs 
at the commW1ity Levet. 

Membership Services and 
Education 
CUPW, in concert with its members, 
should review existing workplace 
practices and policies prior to re
negotiating collective agreements in 
order to promote greater flexibility and 
support to its members with family 
responsibilities - particularly parents 
of children with special needs. 

Special Leave 
2. 	 We recommend that CUPW review 

the language in the collective 
agreement related to Special Leave 
and other leave provisions, and 
note the numerous complaints 
and confusions of its members. 
Special Leave is by far the largest 
area of complaint from members 
with children who have special 
needs. 

Many members with children who have 
speciaL needs have stopped requesting 
SpeciaL Leave, feeling that they may be 
hassled by their supervisors or can't 
wait W1til a grievance is settled before 
receiving pay, knowing that they can
not afford to absorb the loss ofpay, if 
they Lose a grievance. 

Other members find that decisions 
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made re eligibility for Special Leave are 
arbitrary. Is it only available for jamily 
emergencies'' or is its implication 
broader? One member mentions receiv
ing Special Leave while a child was in 
a coma. but being denied it while the 
child remained in a "between life and 
death situation" in the Intensive Care 
Unit. 

Many members expressed a wish that 
the Union would play a more active 
role in taking their grievances forward 
and in counseling them as to the 
likelihood that their grievances would 
be won. 

A "library" or "catalogue" ofCUPW 
grievances, sorted by topic and out
come, that could help members make in
formed decisions about whether to 
grieve a particular decision would be 
useful. 

3. 	 We also recommend that CUPW 
develop an ongoing mechanism to 
monitor and improve members' 
understanding of the Special Leave 
provision and other types of leave 
to which they are entitled. 

Other Membership Issues 
4. 	 We recommend that CUPW, in 

concert with the membership, 
review other policies that can 
provide additional flexibility to 
workers who have children and, by 
extension, to other workers with 
dependent care responsibilities, 
related to the assignment of 
evening, night, and rotating shifts. 
It is suggested that policies be 
reviewed to exempt certain mem
bers from shift assignments that 

create undue hardship or greater 
inequities, and consequently have 
negative effects on workers' morale 
and effectiveness and/or compro
mise their health and well-being. 
Further, we suggest that work
place practices and union policies 
allow members options to switch 
shifts with eo-workers under 
mutually agreeable circumstances, 
and 	minimize arbitrary changes to 
shift assignments with little ad
vance notice. 

5. 	 We recommend that CUPW review 
current union practices that might 
inadvertently preclude the active 
participation of certain members 
- particularly parents of children 
with special needs and other 
members with family responsibili
ties. Particularly, we suggest that 
union locals and the National 
Executive Board be sensitive to the 
scheduling of meetings, consulta
tions, conference calls, etc., to 
ensure that parents of children 
with special needs can participate. 
All union activities that encourage 
members' participation probably 
require services or resources for 
child care. 

6. 	 We recommend that educational 
materials be designed and dis
seminated to eo-workers about 
disability and about its impact on 
families. Parents of children with 
special needs indicate that an 
important concern for them is the 
lack of awareness and under
standing of their circumstances, 
and appreciation for the fact that 
caring for a child with special 
needs is often expensive, emotion
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ally draining, time consuming, and 
physically exhausting. While they 
love their children - and often go 
to extreme lengths to continue to 
function as their primary 
caregivers - they cope with lim
ited and diminishing supports 
from all levels of government, from 
health, social service, and educa
tion authorities, from insurance 
programs, and even from the 
voluntary agencies that may have 
been helpful in the past. If 
disability-related issues were 
better understood by their eo
workers, they feel that they would 
get the support they need. 

7. 	 We recommend that CUPW develop 
an outreach initiative to members 
with children who have special 
needs, exploring ways to get them 
involved in union activities. Par
ents of children with special needs 
seem to require effective, inexpen
sive and (when needed) anony
mous or confidential communica
tion and input on matters that 
affect them. The use of an 800 
telephone number and electronic 
mail and/or bulletin board could 
serve this purpose. provided that 
all members have access to these 
numbers. A regular section of the 
newsletter, focusing on issues 
relating to special needs, might be 
useful as well. 

In Negotiating the Next Collective 
Agreement 

8. 	 We recommend that CUPW, in its 
upcoming negotiations, bargain to 

improve provisions for health
related benefits to members and 
their families and recognize that 
such benefits are vitally important 
to the health and well-being of all 
members - and most particularly 
for parents of children with spe
cial needs and others who care for 
dependent family members. 

Many members mention the increasing 
fmancial burden ofprosthetic devices, 
therapies, and Wlinsured health-related 
supplies that they face as provinces cut 
back on health care. For example, one 
member reported that her province pays 
for leg braces once a year; but that a 
six-year-old needs new ones every six 
months (at a bi-yearly cost of$2,000.) 
Non-CUPW informants provide a futuris
tic picture on this issue, since they are 
more likely to have already been hurt 
by cuts to their employer-supporter 
extended health policies as well 

9. 	 We recommend that CUPW take 
whatever steps are necessary to 
ensure that such policies as Spe
cial Leave are administered fairly 
and equitably, and in ways that 
meet the needs of its members. To 
that end, we recommend that 
CUPW highlight this as an urgent 
issue for CPC, and urge the Corpo
ration to ensure that supervisors 
understand the intent of leave 
provisions and receive information 
and training on how to minimize 
additional problems related to 
documentation and communica
tion with members at a time when 
support and compassion are most 
needed. 
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10. Further, parents of children with 
special needs feel that supervisors 
and other management people 
often show little sensitivity to their 
situations. We recommend that 
CUPW share the educational 
materials it develops, as well as 
the results of the study on which 
this summary is based with its 
Employer, and participate with 
them in developing plans to en
sure that supervisors receive 
training to better support mem
bers with children who have spe
cial needs. 

11. We recommend that CUPW con
sider negotiating an expansion in 
the Collective Agreement to pro
vide more flexibility for members 
to attend to medical and therapeu
tic appointments of their children, 
as well as to the more frequent 
emergencies that these children 
experience, because of the nature 
of disabilities/health impairments. 
(Quebec labour legislation as well 
as many collective agreements 
contains a provision for 5 days of 
Family Leave. This leave is in 
addition to Special Leave, which 
seems to generally be seen as leave 
for emergencies.) 

The Child Care Fund 
12. We strongly support CUPW's efforts 

to develop innovative policies and 
programs to extend the use of the 
Child Care Fund to better serve 
the needs of its members. To that 
end. we endorse efforts to be as 
inclusive as possible in the design 
of pilot projects and longer term 

undertakings, and to recognize the 
specific needs and inequitable 
access to community-based re
sources of certain populations 
within its membership- particu
larly parents of children with 
special needs. 

13. We recommend that CUPW, 
through its Child Care Fund, 
embark on a pilot program specifi
cally to address the unmet and 
diverse needs of members who 
have children with a disability or 
long-term health condition. In 
particular, we endorse efforts to 
provide flexible, individualized 
supports, especially over the 
summer months to allow children 
to maintain their involvements 
with peers and to promote 
children's continuing learning and 
development after the school year 
ends. A flexible program should 
enable parents to purchase equip
ment and services that are impor
tant for their child's health, devel
opment, and social integration, 
and to provide additional respite 
and relief, and support to 
caregivers and community-based 
programs that provide care for 
members' children with special 
needs. This pilot program should 
include the development of prin
ciples and policies for other initia
tives designed to support members 
with children who have special 
needs and include a well-designed 
evaluation component to deter
mine how well objectives are met. 

14. We further recommend that CUPW 
bargain for a larger Child Care 
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Fund, in order to better address 
issues that affect its membership 
with children, including children 
who are beyond the ordinary ages 
for "child care." In the case of 
children with special needs, de
pendent status is often life-long, 

and members' "children" are often 
adults living at home and requir
ing a variety of care supports. 
Emergency care and respite access 
would seem to be family support 
areas that all members need. 

Additional reading on this topic: 

Beach, J .. Friendly. M. & Schmldt, L. (1993). Work~related child care in context: A study ofwork~ 
related child care tn Canada Toronto: Chlldcare Resource and Research Unit, University of 
Toronto. 

Doherty, G .. Rose, R., Friendly, M., Lero, D. & lrwln, S. (1995). Child Care: Canada can't work without 
it Toronto: Childcare Resource and Research Unit, University of Toronto. 

Friendly, M. (1994). Child Care Policy tn Canada: Putting the Pieces Together. Toronto: Addlson-Wesley 
Publishers Ltd. 

lrwln, S. (1993). Integration of Children with Disabilities into Daycare and Afler~School Care Services. 
Ottawa: National Welfare Grants/Disabled Persons Unit. 

lrwln, S. (1995). Toward a Federal Rolefor the Inclusion ofChildren with Special Needs tn Canadian 
Child Care Programs: Report to the Standing Committee on Human Resources Development. 
Nova Scotia: SpeciaLink. 

Lero, D.S., Goelman. H .. Pence. A.R.. Brockman, L.M., Nuttall, S. (1992). Canadian National Child 
Care Study: Parental work patterns and child care needs. Ottawa: Statistics Canada. 
Catalogue 890529E. 
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by SpeciaLink: The National Child Care Inclusion Network 
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In Our Way, this Executive Summary, and the 2-page 

Fact Sheets are available from either SpeciaLink or the CUPW National Office. 
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