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We all need privacy, our own space to rest and 
regroup ourselves, or just have some quiet 
time, maybe even a little snooze. As families 
who have a family member with a disability 
we are often in a ‘catch 22’ situation. I want to 
share some of my feelings about this dilemma 
that we !nd ourselves in and I welcome any 
comments from other members of the Family 
Network. I decided to take a risk and whine a 
little on paper for all of us parents who have 
shared these confusing emotions on the 
subject of privacy. Privacy for us is a nebulous 

moving target. Sometimes we get it but that 
‘bull’s eye’ is extremely hard to hit and we don’t 
get it as often as we would like.
Every day when a worker shows up at my door 
step and rings the door bell and walks in the 
door, I experience this mixed bag of feelings; 
anxiety, relief and intrusion simultaneously. My 

stomach tightens up and I usually sit up a little 
straighter. Some days I run to get dressed at 
that “DING” and other days I just want to hide 

under the covers. Have you ever had one of 
those days when you simply want to slouch 
like a rag on the couch or stay in bed or think I 
want to leave my hair a mess, wear absolutely 
no make-up, dress like a slob and not move 
o" that couch or get out of bed for anyone? 
Have you ever felt those simultaneous pangs 
of guilt and breaths of happiness? I am glad to 
see the respite worker but truly don’t want to 
see anyone at all! There are days when I have 
wanted to stay that slob. Days when I thought I 
just wanted to disappear.

Privacy is such a 
precious commod-
ity. Most people 
take it for granted. I 
have really learned 
to appreciate and 

savour the moments when it is just Dave and 
me. I have had members of my own family; sis-
ters and brothers say “Doesn’t it bother you to 
have someone in your house to help with Da-
vid all the time?” I want to say “YES”. But I must 
say “No”! It is a strange feeling when I have to 
answer that way and cover up my true feelings. 

I would love not to 
have that intrusion 
each time the res-
pite worker comes. 

However, as a parent whose son needs sig-
ni!cant care every moment of the day, I have 
had to live with these incompatible emotions. 

privacy, how does that feel?
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“‘Doesn’t it bother you to have someone in your house to help with 
David all the time?’ I want to say ‘YES’. But I must say ‘No’! “

“I can tell by the way Dave hangs his head that he is sad and depressed 
when they leave for another job.”

I have to say “No it doesn’t bother me; all the 
while my stomach is turning inside. If I were to 
be totally honest someone may think that our 
family doesn’t 
need the 
support. How 
could I do that 
when we des-
perately need 
the help? How 
does that feel?

Yes we are very grateful for the support and 
the sight of Dave’s support worker walking 
up the driveway. Some days I absolutely can’t 
cope another minute without them. We ad-
mire and love these people who provide David 
with the excellent care and support his needs. 
Meanwhile we try not to get too attached 
because they 
come and go 
so often. It 
hurts when a 
worker leaves. 
I can tell by 
the way Dave hangs his head that he is sad 
and depressed when they leave for another 
job. There have been moments when I have 
anxiously looked out the window and wished 
it was one hour later since that’s the time she is 
scheduled to arrive. But when that time arrives, 
our family undergoes the undeniable interrup-
tion in our family privacy.
David’s brother and sister always ask, “How 
come it always 
turns out that 
the worker is 
arriving just 
when you are 
yelling at us? Mom I feel so stupid when that 
happens.” I know my other children felt uneasy 
whenever there was a new worker. They loved 
some helpers like a family member and oth-
ers would not even give them the time of day 
because they were only working with Dave.

Some of David’s workers have shared with me 
their own twinges of uneasiness when they 
walk into our house. They know and appreciate 

the fact that our personal privacy is intruded 
upon every time they come through that front 
door. They try not to intrude but their very 
presence makes it impossible to ignore. They 
always respect our privacy but they need to 
appear now and then as Dave wheels from 
room to room in the house.
With a mixed feelings and a deep sigh I have 
learned to manage with the dinner and the 

bed time schedules that workers appear to 
support our family and Dave. We have learned 
to treasure the time when we do have our fam-
ily privacy. The private time to yell and scream 
at will or to dance around the house if I’m in 
that funny mood. We love the privacy of snooz-
ing on the couch with no-one interrupting to 
ask a question.
It is very di#cult to live with these con$icting 

emotions but believe me they are real and 
normal for our family situations. What I have 
learned is the power of connecting with other 
families and sharing these feelings is very help-
ful. These connections can never be underesti-
mated.

“I want to leave my hair a mess, wear absolutely no make-up, 
dress like a slob and not move o" that couch or get out of 
bed for anyone?”

“Privacy is such a precious commodity. Most people take it 
for granted.”

“They try not to intrude but their very presence makes it impossible to 
ignore.”


