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Thus, in 2004, a Housing Survey was 
conducted with the objective of finding out 
from parents what their current and future 
needs would be for their son(s) or 
daughter(s).  The results illustrated that very 
few families had any type of plan in place and 
that they were not aware of current 
resources, or thought them inadequate.  The 
results also confirmed that the population 
was indeed an aging one.   

The goal of the 2007 Housing Survey was to 
update the November 2004 efforts, and to 
add two new groups, Resource Providers 
(individual(s) in the community taking people 
into their homes) and clients themselves 
(self-advocates), asking them the same 
questions (see Appendix A) as the parents, 
and further developing a plan based on 
needs identified in the updated survey. 

1.2 Community Inclusions 

Community Inclusions is a Non 
Governmental Organization that provides 
supports and services to adults with 
intellectual disabilities.  Services range from 
residential supports and vocational day-
programs to employment and recreational 
opportunities.  Services cover the 
geographical areas from North Cape to 
Northam. 

The organization is governed by a volunteer 
Board of Directors, and has a staff 
complement of 18, including relief and part-
time staff. 

1.3 Objectives 

The objectives of this research and planning 
process were identified as follows: 

1. To re-interview original interviewees 
of the 2004 Survey to see if their 
situation has changed. 

2. To add two new target groups: 
Respite\Resource Providers and 
some selected, existing clients of 
Community Inclusions asking them 
the same questions. 

3. To create awareness concerning 
residential options for adults with 
intellectual disabilities in PEI. 

4. Based on the results, make 
recommendations to the 
Department of Social Services and 
Seniors. 

5. To garner financial support from the 
province to further develop 
residential options in Western PEI. 

 

“I want my 48 year old 
son who is legally blind 
to live where he is not 

lonely.” 

~ Parent of a Client 

  



 Comm

 

 

1.4 R

All origin
survey w
stated ab
interview
this: cont
one inter
majority 
survey pa
groups ad
person. I
from the

As well s
research\
reviewed

• A
w
o
th
o
2

• V
A
ad
C
th
d
p
ag

• L
Is
ch
co
re

munity Inclusi

Research E

nal interview
were also re-
bove, two ne
wed. Two tec
tacts made b
rviews cond
 of the interv
articipated b
dded were m
n total, 50 p
 three above

some of the 
\information

d, this includ

Aging Parent
with Develop

n PEI - This
hrough the P
f Health and
003. 

Various corre
Association o
dvocacy org

Charlottetow
hroughout th
ata they hav
articularly ar
ging parents
ost Connec

slanders with
hallenge livin
ommunity ca
eport was co

ions 

Efforts 

wees from th
interviewed

ew target gro
chniques we
by phone, an
ucted in-per
viewees from
by phone, wh
mainly interv
people were 
e-mentioned

 existing 
n on the sub
ed:  

ts Caring fo
pmental Di
s report was
PEI Centre f
d Aging in N

espondence 
of Communit
ganization ba
wn (umbrella
he province)
ve collected 
round the n
 in the prov

ctions - A re
h an intellect
ng in long-te
are facilities.
ompleted in 

e 2004 
 and, as 
oups were 
ere used for 
nd one-on-
rson.  The 
m the 2004 
hile the two
viewed in 
 interviewed
d groups. 

ject was 

or Children 
isabilities 
s carried out
for the Study
ovember, 

 with the PE
ty Living, an

ased out of 
a for groups 
), regarding 
in the past, 
umber of 
ince. 
eport about 
tual 

erm care and
.  This 
 May, 2006. 

 

 

d 

 

t 
y 

EI 
 

 

 

d 

  

•

 

 Various in
including 
Intellectu
the Britis
Olympics
used by t
Organizat

Lisa Chai
at Maple 

nternet relat
 the definitio

ual Disability 
sh Columbia 
s website.  T
the World H
tion. 

sson at wor
House Cent

 P

ted research
on of an 
 obtained fro
 Special 

This definitio
Health 

 

rk in the bak
tre in O’Lea

age 5 

h, 

om 

on is 

kery        
ary, PE 



 

 Page 6 

 

1.5 S

After inte
found tha
what the
no plann
regards t
daughter
resource
manors o
respite.  
unable to
resource
and feelin
situations

Olive 

 

Summary 

erviewing th
at the issues

ey were in 20
ing being do
to future ho
r(s)/relative(s
es, families ar
or communit
In many cas

o get a break
es, families ar
ng discourag
s.   

Ramsay 

of Finding

he three gro
s are very sim
004.  There 

one by familie
using for the
s). Because o
re being forc
ty care facili
es, however
k. Because o
re suffering f
ged in their p

gs 

ups it was 
milar to 
 is little to 
es with 
eir son(s)/ 
of the lack o
ced to use 
ities for 
r, families are
of the lack of
from fatigue
present 

of 

e 
f 
e 

Reso
be m
indiv
Some
Disab
asses
and r
the n
supp
and a
out i
want
age-a

2.0 
The 
show
paren
adult
prob
in the
older
deve
deca
& Ric

In 20
Asso
data 
there
PEI a
aged 
disab
total 
repre
throu

ource Provid
more incentiv

idual with d
e made refe
bility Suppor
ssments are 
resulting dol
needs.  Clien
ort as far as
also assistan
nto the com
t to live in th
appropriate 

Introdu
1996 Canad

wed that the
nts aged 65 
t children wi
blems, and an
e 45-64 age 
r adults, cari
lopmental d
des. (Weeks
chards, 2003

004\05 the P
ociation for C
 from across
e were close
at that time s
 son or daug

bility.  For th
 of 50 interv
esenting the
ughout Wes

 Comm

ders feel that
ves for peop
isabilities int
rence to the
rt Program, 
 done throug
llars allotted
nts are seeki
 budgeting, t
ce with opp

mmunity to s
heir commun
settings.  

uction 
ian General 
re are appro
or more car
ith long-term
n additional 
 group.  Unl
ing for a chil
isability can 
s, Bryanton, 
3) 

Prince Edwar
Community 
s PEI that ind
e to 400 agin
still caring fo
ghter with a
he purpose o
views were c
 three ident

st Prince – 2

munity Inclu

t there need
ple to take an
to their hom
e Provincial 
pointing out
gh that prog

d are not me
ng more 
transportati
ortunities to

socialize.  Cl
nities and liv

 Social Surve
oximately 20
ring for their
m health 
40,000 pare
ike caring fo
ld with a 
 span 4 or 5 
 Nilsson, Ko

rd Island 
 Living collec
dicated that 
ng parents ac
or their adul
n intellectua
of this study,
conducted 
tified groups 
2004 

usions 

ds to 
n 

me.  

t that 
gram 
eeting 

on 
o get 
ients 

ve in 

ey 
0,000 
r 

nts 
or 

 
ozma, 

cted 
 
cross 
t 

al 
, a 

 



 Community Inclusions 

 

 Page 7 

 

interviewees, Respite/Resource Providers 
and selected Community Inclusions clients. 

It is important to first clarify what is meant 
by the term intellectual disability.  According 
to the World Health Organization, an 
intellectual disability is defined as 
(www.bcso.bc.ca, 2007): 

“An intellectual disability is a condition of 
arrested or incomplete development of the 
mind characterized by impairment of skills 
and overall intelligence in areas such as 
cognition, language, and motor and social 
abilities. 

An intellectual disability can occur with or 
without any other physical or mental 
disorders. 

Although reduced level of intellectual 
functioning is the characteristic feature of this 
disorder, the diagnosis is made only if it is 
associated with a diminished ability to adapt 
to the daily demands of the normal social 
environment.” 

3.0 Primary Research  
In February and March of 2007, a survey was 
conducted to determine the extent of the 
housing needs for individuals with 
intellectual disabilities currently living in the 
West Prince region.  Accepting that there 
currently exists a chronic shortage of 
housing options for this population, it was 
deemed important to update this 
information and determine if it had changed 

since the November 2004 survey.  The focus 
of the study was on individuals with 
intellectual disabilities, parents who have a 
son(s) or daughter(s) with an intellectual 
disability, siblings of these individuals and 
resource providers.  The research consisted 
mainly of telephone and one-on-one 
interviews, along with literature review.  

3.1 Methodology 

The focus of the study was to identify 
individuals with intellectual disabilities 
through their families in order to determine 
the current and future housing needs of this 
population.  Areas for investigation included: 

• Age of person with intellectual 
disability; 

• Range of ability of the person with 
the intellectual disability; 

• Current living arrangement; 
• Age of care-giver; 
• Relationship of care-giver to person 

with intellectual disability; 
• External supports currently in place; 
• Awareness of services in the area; 
• Future housing plans in place; 
• Additional supports and or services 

required. 

39 telephone surveys were conducted with 
families and resource providers and 11 face-
to-face interviews were completed (see 
Appendix A). 
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3.2 Summary of Findings 

From interviews conducted and comments 
collected a number of themes emerged.  
Please refer to Appendix B to see a more 
complete listing of comments from the three 
target groups. 

Aging Families 

There is a dire need for housing options for 
people with intellectual disabilities, especially 
those from aging families who are caring for 
their aging sons, daughters, and siblings.  As 
captured in the interviews there are many 
parents in their seventies and eighties who 
are caring for their sons and daughters 
whom have a variety of needs and levels of 
care. There are cases where both parent 
and family member are at risk. 

Most of the population requires a supervised 
setting, where the individual will not be 
alone and will receive support such as 
personal care, daily life skills, transportation 
and meal preparation. Parents are tired and 
frustrated and don’t know where to turn for 
help.  They worry about what will happen to 
their loved ones when they are no longer 
able to provide care, for example will they 
be treated well, will they be comfortable, 
have companionship and have their basic 
needs met? One family feels that their senior 
family member is discriminated against 
because of her disability and not being 
accepted in Community Care. 

 

Lack of Resources in the Community 

The number of residential resource 
providers in the community has diminished 
over the past few years mainly due to a 
sentiment that they are not compensated 
adequately for what is expected of them - in 
terms of room and board, supervision, 
transportation and respite care, especially 
with the increased cost of living.  Existing 
resource providers feel that the financial 
compensation is not equal across the 
province. There is the question of how to 
recruit more placements and the associated 
challenges of screening, accountability and 
responsibility. There is a lack of financial 
support to make associate resource homes 
accessible in the areas of ramps, doors and 
grab bars. 

“I want to live in 
Alberton, probably share 
a place because I need 
help with budgeting, 
transportation and 

company so I won’t be 
lonely.” 

~ Client 

Clients 

Clients who were interviewed want to live 
in the community where their families and 
friends are, where they are familiar with the 
area and close to their day programs/work. 
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It may be with associate families, 
independent or semi-independent living, 
apartment with supports, or living with their 
families without losing eligibility for supports. 
People in their early 50's are asking to move 
to community care facilities because they 
feel they do not have other options to 
explore. They do not realize that this is not 
an appropriate environment given their age 
and abilities. 

Overall the research continues to point 
toward the need for more appropriate 
options to suit individual needs.  There is 
currently just one group home in Tignish 
that provides support to four full-time 
individuals.  More help for families to assist 
with future planning is needed as most do 
not have any type of plan in place.  

The research calls for the revitalization of 
the Residential Resource Committee, a 
committee fronted by the former West 
Prince Health that advertised and screened 
potential Resource Providers for the region. 
Finally, there needs to be a local housing 
plan put in place going forward.  This could 
fit into a larger provincial plan as housing is a 
concern right across Prince Edward Island.   

4.0 SWOT Analysis 
A SWOT analysis provides an assessment of 
the relative strengths, weaknesses, 
opportunities and threats of an organization 
or entity.  In this case we are analyzing the 
availability of housing for persons with 

intellectual disabilities and the ability of the 
West Prince Community to provide the 
needed housing for this segment of our 
population. 

4.1 Strengths 

• Community Inclusions is the 
recognized leader in the area of 
professional services for adults with 
intellectual disabilities in Western 
PEI. 

• Community Inclusions Board of 
Directors has set the pursuit of 
additional housing to meet the needs 
of their client population as a 
priority. 

• Existing infrastructure of the 
organization can support further 
housing units.  The necessary 
expertise has been gained from 
operating a residence in the Tignish 
area for the past 20 years. 

4.2 Weaknesses 

• Individuals requiring appropriate, 
alternate housing options are often 
represented by aging parents and 
care-givers who are not well 
organized and unable to lobby 
government effectively to put the 
necessary funding in place. 

• Community Inclusions is seen as self-
serving when lobbying for more 
dollars for new services. 
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• Community Inclusions costs continue 
to rise (wages, etc.), however the 
current funding process does not 
reflect this. 

4.3 Opportunities 

• The current appropriate housing 
stock for this population is centered 
with family, resource providers and 
one group home located in Tignish.  
The opportunity exists to increase 
capacity for this much needed 
service. 

• A very small percentage of parents 
have plans for their son’s and 
daughter’s after they can no longer 
provide care. There is an opportunity 
for Community Inclusions to aid in 
that planning process. 

• Parents are aging and soon will no 
longer be able to care for their adult 
sons and daughters.  Community 
Inclusions can be a partner in offering 
solutions to finding and or providing 
appropriate care. 

• The Coordinator position created in 
2006 for Disability and Social 
Programs is currently a new 
dedicated position within 
government for this target 
population.  This should allow the 
issue of appropriate housing for this 
population to be higher on the list of 
priorities for the Province. 

4.4 Threats 

• The acute side of Health spending 
still dominates as a budgetary item as 
compared to Social Services and 
Seniors where funding for 
appropriate housing would come 
from.  Although creating two 
separate departments in 2005 is a 
step in the right direction. 

• This organization is funded mainly 
through the Provincial Government 
and with only so many funding dollars 
to go around, housing for people 
with intellectual disabilities has not 
been a priority until this point. 

• Because there is currently a severe 
lack of housing, clients of this 
population are being housed in 
inappropriate facilities such as 
Community Care facilities and 
manors (PEI Citizen Advocacy, 2006). 

“What will happen to my 
son goes through my mind 
all the time, but I have no 

answers.” 

~ Parent 
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Additional housing supports/planning needs 
to occur to further enhance existing housing 
options in the region.  Some immediate 
recommendations in this respect are 
included under the Immediate Improved 
Housing Options recommendation section 
on this page. 

“I spent a few nights in a 
seniors’ home which is a 
good place to visit but not 
to stay.  The people there 

were older than my 
parents and every day 
there was somebody 

dying.  It was a 
depressing place for me.” 

~ Client 

Communications and Liaison Officer 

Community Inclusions recommends the 
immediate creation of a Communications 
and Liaison Officer within their staff 
complement to address the following needs 
within the western region: 

• To broker/share information and act 
as a liaison between clients and their 
parents or families, resource 
providers, government and 
government representatives, etc.; 

• To provide residential supports; 
• To assist in planning such as 

housing/respite options and estate 

planning – issues of concern and 
relevance for clients and families, as 
well as resource providers; 

• To communicate with resource 
providers regarding government and 
community services; 

• To facilitate training such as First 
Aid/CPR and peer networking; 

• To work with the revitalized 
Residential Resource Committee. 

Immediate Improved Housing 
Options 

While the proposed Western Housing 
Strategy will begin to address the medium 
term needs of the community and some of 
the larger issues uncovered by the research 
such as the aging parent population, it is 
clear that the following immediate needs 
should be addressed: 

• It is recommended that a new 
residence/group home be pursued. 

• It is recommended that additional 
supports be established for clients to 
live at home such as financial 
incentives to address inequalities in 
the funding to families versus 
resource providers. 

• It is recommended that additional 
monitoring be put in place to assist 
those who live independently or 
semi-independently such as meal 
preparation, budgeting and cleaning. 
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Appendix A 
Interview Questionnaire 

 

 

 

 

  



Interview Questions 
 

1. Family_________________________  Age Range__________________ 

Address________________________  

2. Family Member __________________  Age________________________ 
 

3. Current environment_________________________________________________ 
 

4. Range of abilities, needs, supervision required, etc. 

_________________________________________________________________ 

5. What plans do you have in place for the future? 

_________________________________________________________________ 

6. What supports to you have in place? ie. family, extended family 

_________________________________________________________________ 

7. What services are you aware of in the West Prince area? 

_________________________________________________________________ 

8. What residential supports would you like to see for your family member in the future? 

_________________________________________________________________ 

9. Would you be willing to participate in a future focus session? 

_________________________________________________________________ 

 

Additional:_________________________________________________________ 

_________________________________________________________________ 
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Appendix B 
Target Population Comments 

 

 

  



Comments from Parents 
• “We try not to burden family so we 

get no help from them.” 
• “We lack respite care and we have 

no family on PEI.” 
• “I only have my 76 year old mother 

to help with my son who is 
hemophiliac, hepatitis C and has an 
intellectual disability. I can’t get 
anyone to do respite care with him. 
I’m discouraged.” 

• “I want my 48 year old son who is 
legally blind to live where is not 
lonely.” 

• Eighty-six year old mom says, “My 
son has always lived with me and will 
continue to live with me for as long 
as possible. Since my heart attack six 
months ago he worries about me but 
soon will need to live in a place 
where he is supported i.e. Group 
Home or supported apt.” 

• Seventy-eight year old mom, “I 
wouldn’t mind if my daughter found a 
good supervised home now, but she 
is reluctant to go since she feels that 
she has to look out for me since I 
broke my hip.” 

• Seventy nine year old sibling, “Not 
able to do this forever, talked to 
politicians, community care will not 
accept my 76 year old sister, feel 
discriminated against, don’t know 
what to do next, 86 year old husband 
needs a rest now, my sister deserves 
to have a good home where she is 
safe and well taken care of like 
everyone else.” 

• Mother of two mentally and 
physically disabled adult daughters, 
“Our family is stressed out, we 
worry every day, stress resulted in 
me getting chicken pox, respite 
workers come in to our home 
because there is no accessible place 
in the community to go.” 

• Parents of 47 year old daughter, “She 
will not sleep any where but home 
but she will have no choice but to go 
somewhere when we are gone.” 

• Parents ages 83 and 86, “We take 
one day at a time, don’t want to 
think about what will happen to our 
daughter when we go, her 
Parkinson’s Disease is getting worst, 
wants to be home, can’t travel 
anymore, home care comes in to do 
her baths, but like her to go to 
Community Care but she is not old 
enough.” 

• Mother of 39 year old son who has 
an intellectual disability and has no 
mobility, “We have no extra care at 
home, he goes to the manor for 
respite when I have to go out of 
province, only positive thing in his life 
his going to the workshop twenty 
hours a week, risk of going to a 
nursing home or an institution.” 

• Mother of three daughters in their 
forties, “I want the girls to live in the 
community where they grew up, all 
need supervision (day & night), would 
like to see one of them move now.” 

• “What’s going to happen to my son 
goes through my mind all the time 
but I have no answers.” 
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Comments from Clients  
• “I spent a few nights in a seniors 

home which is a good place to visit 
but not to stay. The people there 
were older than my parents and 
every day there was somebody dying. 
It was a depressing place for me.” 

• “I want to live in Alberton, probably 
share a place because I need help 
with budgeting, transportation and 
company so that I won’t be lonely.” 

• “I like living with my sister and they 
are good to me but I feel that I am in 
the way. I called Minister Gail Shea to 
find me a place to live.” 

• “I’d be sad, lonely, and miss my 
friends if I had to leave my 
community but I’ll soon have to 
move because my two sisters (also 
with intellectual disabilities) get on 
my nerves.” 

• “I can’t stay alone because of my 
nerves and I don’t feel comfortable 
living where there are men because 
of the past.” 
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Appendix C 
Profile of Survey Respondents 
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Situation #2 

Parents ages are 79 and 86.  They are 
providing care to their 76 year old sister 
who requires 24 hour supervision and does 
not fit the criteria for community care.  

Situation #3 

An 86 year old parent is caring for her 60 
year old son who requires 24 hour care and 
supervision. In this, case they are both at 
risk given the health and disability situation. 

Parents/Guardians Aged 60 to 69 

There are 8 families where the parents 
range from age 60 to 69 years of age who 
care for their family members who range in 
age from 21 to 45. 

The average age in this sub-population is 63 
for Fathers and 63 for Mothers. 

A closer look at this age category reveals: 

Situation #4 

One of those families have two daughters, 
ages 31 and 36 who have intellectual 
disabilities and have no mobility. The 31 year 
old daughter has a profound disability and 
they both require 24 hour care and 
supervision. 

Parents/Guardians Aged 50 to 59 

The average age of this sub-population is 55 
for Fathers and 55 for Mothers. 

A closer look at this age category reveals: 

Situation #5 

There are 12 families where the parents 
range from 50 to 59 years of age who care 
for their family members with an intellectual 
disability who range in age from 21 to 36. 

Resource Providers 

A closer look at the resource providers sub-
population reveals: 

Situation #6 

Resource Providers who provide room, 
board and supervision to people with 
intellectual disabilities range in age from 36 
to 60. Some resources provide care in their 
homes to two or more individuals who 
range in age from 37 to 67. 

Clients 

A closer look at the 12 clients interviewed 
directly (representing a fifth sub-population) 
reveals: 

Situation #7 

The 12 individuals with intellectual 
disabilities that were interviewed range in 
age from 24 to 54 with an average age of 35 
and live at home, with a sibling, or with a 
resource provider.  Six of those individuals 
are requesting appropriate housing as soon 
as possible to suit their needs which range 
from 24 hour supervision, accessibility, or 
semi-independent.
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Appendix E 
Organizational Overview 
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