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10. Publication 

 
If the results of the study are published, your name will not be used. No 
identifying information will be linked to the data. If you would like to receive a 
copy of the study results, please contact the student researcher, Kristina 
Kokorelias phone number, email: email or please provide your name and contact 
number on a piece of paper separate from the Consent Form.  
 

 
 

 
11. Consent 

 
If you choose to participate, you will be asked to sign a written consent form 
indicating this.  

 
 
 
 

This letter is yours to keep for future reference.  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

Page 5 of 6 Version Date: 10/17/2015 Participant Initials___ 
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Moving on, I’d like to ask some questions specific to the palliative care needs of 

someone with dementia. 

4.  What is your experience of palliative care as it relates to caregiving for someone 

with dementia who also has a terminal illness? 

Probe: Are there any special issues that need to be considered in providing 
palliative care to someone with dementia? Are there any services that you wish 
were available to you that you currently don’t have? What do you like most about 

the services and supports available to you? What do you like least? 

5. How does the experience of providing palliative care for someone with dementia 

change your needs? 

 

Probe: In your opinion, how does having dementia affect the palliative care needs 
of someone who is terminally ill? How does caring for someone with both 
dementia and a terminal illness change your caregiver support needs? Do you 
perceive your experience with caring for someone with dementia to be different 
from  caring for someone who is terminally ill without a cognitive impairment? 

Thank you very much for sharing. Now to conclude, I’d like to ask some questions 

about your general perceptions about community-based palliative care. 

6. Can you help me understand how you or the person you are caring for decided to 

choose home-based palliative care?  

Probe: How important is it for you or the person you are caring for to remain at 
home? Why is it important? Have your views about home-based palliative care  
changed? If so, why? Is anything different  than you thought it would be? 

7.  Considering your current experience with community palliative care so far, are 

there any additional services or help of any kind that would be useful to you? 

 

8. Is there anything else you would like to share regarding your experiences as a 

caregiver for someone with dementia requiring palliative care?  Anything that 

stands out for you about receiving care in the community? Anything you liked? 

Anything you wish had been done differently?  

 

 

THANK YOU. 
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Appendix H: Socio-Demographic Questionnaire 

 

 

           
 

Please answer the questions below. All information will be kept confidential and 

participation is strictly voluntary. You may choose not to answer certain questions. You 

may also withdraw from the entire study at any time. If you have any questions or 

concerns, please contact the primary investigator, Dr. Marita Kloseck.  

 
Telephone:  _______________________________________________ 

 
1. Are you:  ________ male    ________  female 

 
2. Is your family member one:  ________ male    ________  female 

 
3. Age groups (check one): 

  ________ <26                     ________ 46-65 
  ________ 26-35  ________ 66-75 
  ________ 36-45  ________ >75 
 

4. Are you the sole informal care provider for your family member: 
  ________ Yes             

 ________No (If so, please state who else is involved:  
   ___________________________) 

   
 

5. How long have you been providing care for your family member (check 
one): 

  ________ <2 years             ________ >7 years 
  ________ 2-4 years   
  ________ 5-6 years   

The Lived Palliative Care Experiences for 
Community-Dwelling Older Adults with Dementia in 

South Western Ontario 

 
Demographic Questionnaire 
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6. What is your employment status (check one): 

  ________ employed full-time ________ employed part-time 
  ________ volunteer work  ________ unemployed 
  ________ retired   ________ other 
 
 
Version Date: 10/17/2015 
 

7. What is the highest level of education you have completed? 
  ________ less than high school 
  ________ high school (9-12 years) 
  ________ college (diploma) or university (Bachelor’s degree) 
  ________ university with advanced degree (Master’s, PhD, or MD) 
  ________ other education (please 
specify:________________________) 
 

8. Do you currently live (check one): 
  ________ by yourself 
  ________ with your spouse or partner 
  ________ with another member of your family (e.g. child, 
grandchild) 
  ________ with a friend or roommate 
  ________ or with someone other than mentioned above 
  (please specify:  
___________________________________________) 
 

9. Where does your family member currently live (check one): 
  ________ alone 
  ________ with spouse or partner 

________ with you (caregiver) 
________ with another member of your family (e.g. child, 

grandchild) 
  ________ with a friend or roommate 
  ________ or with someone other than mentioned above 
  (please specify:  
___________________________________________) 
 
 

10. Please list the conditions that your family member has been diagnosed 
with. 

 
 

11.  How long ago was your family member diagnosed with dementia? 
________ <1 year             ________ > 4 years 

  ________ 1-2 years   
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 ________ 3-4 years  
 
 
 
 
 
 

Version Date: 10/17/2015 

 
 

12.  How long ago did you/your family member begin seeking support from 
the CCAC? 

________ <1 year             ________ > 4 years 
  ________ 1-2 years   

 ________ 3-4 year 
 

13. If you receive any other support besides from the CCAC, please list 
them below. If not, please skip to 13. 

 
 
 
 
 
 
 

 
 

14. Are you satisfied with the services you receive to assist you in providing 
care to your family member? 

 
1 _____________ 2 _____________ 3 _____________ 4 _____________ 5  
extremely       satisfied                somewhat               dissatisfied            

extremely 
satisfied                  satisfied                  

dissatisfied 
 
 

15.  How satisfied with your own health are you? 
 

1 _____________ 2 _____________ 3 _____________ 4 _____________ 5  
extremely       satisfied                somewhat               dissatisfied            

extremely 
satisfied                  satisfied                  

dissatisfied 
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Appendix I: Interpretive Summaries of the Participants  

 
 Older Adult Participant Caregiver Participant 

1 Male. Interview took place in caregiver’s home. 

Lives in a bungalow alone. Never been married. No 

children. Distance from majority of family, asides 

from his two cousins and their mother and spouses. 

Has not told any other family members about his 

conditions.  Youngest participant, at sixty-five. 

Severe troubles breathing, many instances of 

coughing during the interview. Carries around an 

oxygen tank, but relies on no other assistive devices. 

Has not been able to work in the past ten years due to 

his condition and spends his day with his dogs. Still 

drives. Very independent, prefers to do everything 

alone. Receives care from a Personal Support 

Worker twice a week and a nurse when needed. Has 

been receiving care from the CCAC for a year. Was 

diagnosed with a mild form of dementia a year ago 

and has one additional chronic condition. 

Male. Interview took place in participant’s home. 

Married with two children in their twenties who no 

longer live at home, but whom he visits twice a month. 

Did not share too much, was brief with answers. Owns 

his own business, works long hours, very few days off.  

Changes his work schedule to care for his cousin when 

need be. Smoker and does not take much time for self, 

yet rated himself as healthy despite this. Has a large 

extended family, but only receives some assistance 

from his brother in terms of caring for his cousin. 

Provides some care to his aging mother as well.  Has to 

travel far to visit mother and his care dependent. 

Strong social circle – family and friends. Very strong 

connections with family. Resilient, good coping skills. 

Satisfied with the services provided by the CCAC. 

2 Female. Interview took place in her home that she 

shares with her daughter and her children. Widowed. 

Only employed part time prior to retirement after her 

children went to high school, was a stay at home 

mom prior. Two adult children. Six grandchildren, 

two grandchildren with whom she lives with. 

Diagnosed with breast cancer years ago, prior to her 

dementia diagnosis. Long history of being engaged 

in the church community. Very strong social 

connections with both immediate and distant family, 

lots of familial support, if needed. Described by 

caregiver as not being accepted of palliative care 

treatment route.  Receives care from a Personal 

Support Worker or a nurse once a week. She has 

been receiving care from the CCAC for three years. 

Was diagnosed with a mild form of frontal temporal 

dementia three years ago and has two other chronic 

conditions. 

Female. Interview took place in participant’s home as 

mother was sleeping. Lives with her husband and two 

small children. Was an elementary school teacher, but 

has not worked since her children were born. Was 

mother’s caregiver during her previous bought with 

cancer as well. Very engaged within the community-

volunteers at children’s school. Strong connections 

with immediate and extended family, yet is the only 

caregiver for her mother. Kept referring to the fact that 

she wasn’t a health care professional, but wishes she 

was to provide better care. Struggles to find a balance 

between caring for her mother and caring for her 

children. Identifies as home bound. Satisfied with the 

services provided by the CCAC and her own health, 

but believes she now takes on more of the caregiving 

role compared to when her mother was not palliative. 
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3 Male. Interview took place in the participant’s home 

which he shares with his wife and children. Has two 

children in their early twenties. Is being tested for 

schizophrenia in the upcoming weeks following our 

interview. No longer able to drive. Strong 

connections with immediate family. Social 

connectedness is desired, feelings of loneliness when 

home alone and hence, enjoys the visits from 

Personal Service Workers and Nurses. Is home 

during the day alone, while wife works. No longer is 

able to leave home unless accompanied by someone. 

Avant watcher of various news channels on TV and 

frequently discussed world events during our 

interactions. Two dogs. Described by wife as a ‘very 

sweet man’. Is aware he is passing away. Receives 

care from a Personal Support Worker once a week 

and a nurse only visits every 3-4 weeks. He has been 

receiving care from the CCAC for one-two years. 

Was diagnosed with a mild form of frontal temporal 

dementia one year ago and has two other chronic 

conditions.  

Female. Interview took place in a coffee shop. Lives 

with her husband and two children. Youngest caregiver 

participant. Described having a very close relationship 

with her immediate family, but is the sole caregiver to 

her husband. Mentioned reaching out to various 

community health resources like the Alzheimer’s 

Society to get as much information and education as 

possible, but feels she doesn’t receive a lot of support 

from the palliative care home services.  Volunteers 

with the Diabetes foundation. Works part time as an 

administrative assistant. Has many hobbies. Also 

referred to the fact that she wasn’t a health care 

professional. Requests support groups. Very friendly. 

Struggles with the emotional aspects of caregiving. 

Satisfied with the services provided by the CCAC and 

her own health. 

4 Female. Interview took place via Face-time 

telephone call. Widowed. Lives with her daughter 

and two young grandchildren and has been for many 

years. Has a long history of depression beginning in 

adolescence. Originally from Nicaragua and traveled 

there frequently prior to her illnesses. Was educated 

in France. Only immediate family is in Canada and 

thus, has a strong relationship with her only child, 

grandchildren and her husband. Still very active in 

the community and goes to church with her daughter 

each week. Unlike the other participants, she 

indicated that she would like to receive her care at 

home, but is afraid of actually dying at home because 

of the impact it would have on her child and 

grandchildren. Lived in a retirement home for 6 

months prior to terminal prognosis, when she moved 

back in with her daughter. Has a cleaning service that 

comes in biweekly, but no other receives no 

community support. Receives care from a Personal 

Support Worker once a week. She has been receiving 

care from the CCAC for 8 months. Was diagnosed 

with a mild form of Lewy Body dementia a year ago 

and has three other chronic conditions. 

Female. Interview took place in participant’s home. 

Mother to young children. Very active social life. Very 

physically active. Some familial support.  

Was very emotional during interview- says it’s very 

difficult to watch her mother be so ill. Claims she is 

grieving her mother.  Describes having a very close 

relationship with mother.  Admits to not using many of 

the available services due to personal choice. Struggles 

to find work-life balance and had to quit her job to 

provide care. Quit job to be home more often, only 

works occasional shifts as a receptionist. Mentioned 

the home being accessible to her mother. Requests 

support groups. Satisfied with the services provided by 

the CCAC and her own health. 

5 Male. Interview took place via telephone. Lives in an 

apartment building with wife. Has a daughter and 

Female. Interview took place via telephone. Lives only 

with husband. Has two adult children but does not see 
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son. Quite healthy, uses minimal health services 

asides from the community care services provided by 

the CCAC. Limited independence due to mobility 

issues, unable to dress himself. Was a carpenter 

during his employment and still finds enjoyment in 

activities that use his hands. Uses a ‘LifeLine’. 

Strong social connections with family and friends 

who visit him often. Described numerous times by 

wife and nurse as ‘very gentle’, however can get 

aggressive when he is not familiar with the Personal 

Support Worker providing his care. Receives care 

from a Personal Support Worker once a week and a 

nurse once a week. He goes to an Adult Day 

Program when his caregiver needs respite care every 

three months. He has been receiving care from the 

CCAC for 3-4 years. Was diagnosed with 

Alzheimer’s Disease almost two years ago and has 

three other chronic conditions.  

them often. Identifies as home bound. Cared for her 

own mother prior to her death. Very involved and 

integrated in community and with friends, but wishes 

she was able to go out more- most of her socializing is 

via telephone or visits to her home. Identifies as home 

bound. Recently had two surgeries, but still rated her 

health as high. Is caring for her spouse as she recovers 

from her surgeries. Strong familial connections, lots of 

familial support from daughter, if needed. Uses 

external respite care every three months, but cut down 

on it due to the cost. Wishes she was able to get more 

care. Satisfied with the services provided by the CCAC 

and her own health. 

6 Female. Interview took place in the participant’s 

home. Lives with spouse and oldest son. Three adult 

children and four grandchildren. Has been living 

with a rare condition for the majority of her life. 

Spouse does the majority of the caregiver and assists 

with all activities of daily living. Very limited 

independence, is able to be mobile, but only with 

help. Uses a walker or relies on spouse for help. 

Spouse and children accompany all doctors visits due 

to language barriers at times. Does not engage within 

the community and hasn’t in the past four years. 

Very strong connections with family, all 

grandchildren and children visit almost weekly. 

Family is extremely important to her. Very positive 

person. Has to visit the hospital for oxygen every 3-6 

weeks. Was very reluctant to receive home care. 

Receives care from a nurse once a week. She has 

been receiving care from the CCAC for 1-2 years. 

Was diagnosed with Vascular dementia less than a 

year ago and has two other chronic conditions.  

Male. Interview took place in a building where he was 

having a business meeting. Lives with father and 

mother. Single. Never left home to care for his mother, 

despite having properties. In his early-fifties. Claims to 

have a high-stress, high-demand job. Travels 

frequently for work and thus relies on his father to 

provide care to his mother. Stressed the emotional 

aspect to caregiving as being the most difficult. 

Focused highly on the governmental costs associated 

with caring for someone terminally ill both at the 

institutional level and with home-care. Very active 

lifestyle. Has many hobbies. Has strong connections 

with family. Very large circle of friends with whom he 

socializes with often.  Provides all transportation for 

his parents and accompanies them to all medical visits. 

Is very organized, records and files all notes he takes at 

medical appointments. Very busy individual and thus 

did not have much time to be discuss experiences. 

Extremely satisfied with the services provided by the 

CCAC and his own health. 

7 Female. Interview took place over the telephone. 

Lives with son, daughter-in law and their children, as 

well as her spouse. Very little familial support 

outside of those she lives with. Not many visitors to 

the home. No longer mobile, but described by self 

and caregiver as healthy. Has been home bound for 

the past three years and thus, does not engage in the 

community. Was very active in volunteering in a 

Female. Interview took place via telephone. Lives with 

her husband’s two parents, husband and two adolescent 

children.  Also cares for father-in-law. Identifies as 

home bound. Wishes she was able to engage with the 

community more-specifically volunteer and take her 

children out. Quit her job three years ago to care for 

mother-in-law. Receives the most community health 

care services- three visits a day from a Personal 
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church and hospital prior to illness. Wishes she could 

still go to church. Religion is a big part of her life. 

Lived in a retirement home complex prior to terminal 

prognosis for three years. Receives care from a 

Personal Support Worker for a short period three 

times a day and a nurse once every 2-4 weeks. Once 

a week a Personal Support Worker visits for three 

hours to provide respite care to the caregiver and she 

goes to an Adult Day Program for a night when her 

caregiver every three months. She has been receiving 

care from the CCAC for 2 years. Was diagnosed with 

a mild form of dementia 1-2 years ago and has one 

additional chronic condition.  

Service Worker and once a week from a nurse. All 

socializing is via telephone. Lack of familial support 

and thus relies on the community health services. 

Receives some help from her eldest son. Uses respite 

care every three months not provided by CCAC and 

stresses the importance of doing so, but feels guilty 

about it. Son may have surgery soon and she is unsure 

of how she will cope. Extremely positive and happy 

with her caregiving experience. Wishes she was able to 

care for more older adults. Satisfied with the services 

provided by the CCAC with her own health. 

8 Male. Interview took place at his apartment unit 

which he shares with his wife. Was residing in long 

term care prior to a terminal diagnosis for three 

months, due to his dementia diagnosis. Does not 

believe he is ill. No familial support outside of wife 

in terms of caregiving, but two daughters visit often. 

Has a son, who does not visit often as he does not 

live in the country. Very little familial support, but 

has many friends who visit often. Described by 

family caregiver as being aggressive. Receives care 

from a Personal Support Worker or a Nurse once a 

week.  He has been receiving care from the CCAC 

for 1-2 years. Was diagnosed with Alzheimer’s 

Disease less than a year ago and has one other 

chronic condition.  

Female. Interview took place at the local community 

centre. Lives with her spouse. Newly retired. Still has 

an active social life and is able to visit her friends 

often. Claims to not know anything about home care 

services, and thus put her husband in a long term care 

facility for three months prior to his terminal diagnosis. 

Is very afraid of her husband’s Alzheimer’s Disease 

progressing. Considered private home care service and 

will still use a private nurse when needed. Describes 

the financial strain of caring for her husband at home. 

Requests a support group and more education on 

Alzheimer’s Disease. Does not believe that the 

Personal Support Workers she receives assistance from 

know about dementia. Extremely satisfied with the 

services provided by the CCAC and is somewhat 

satisfied with her own health. 

9 Female. Interview took place at her home that she 

shares with her sister and her brother-in-law. No 

children. Never married. Has one elder sister who 

visits every few months. Oldest of all the participants 

and has the most number of conditions. Suffers from 

blindness and has recently become wheel-chair 

bound but relies on no other assistive devices. 

Considers herself to be healthy, despite her illnesses. 

Relies on her informal family caregiver for 

assistance with all activities of daily living. Is unable 

to be left alone. Was very active in the church 

community prior to illness and wishes she could 

return to church. Strong reliance on faith. Receives 

some additional care from a neighbor when needed. 

Receives care from a Personal Support Worker once 

a day and twice a week for an over-night-stay and a 

nurse once a week. Has been receiving care from the 

Female. Interview took place via telephone. Lives with 

her husband and sister. Eldest of all the caregivers. 

Worked as a Personal Support Worker in a long term 

care home prior to retirement and has previous 

experience caring for her mother and mother-in-law 

prior to their deaths. Also provides some support to her 

father-in-law. Has no familial support and thus, 

requires on a neighbour and husband for help when 

needed. Visits church regularly and has strong 

religious beliefs. Besides, weekly visits to church, she 

identifies as home bound. Extremely positive and 

happy with her caregiving experience. Strong religious 

faith. Feels guilty for the assistance she receives from 

the CCAC and wishes they would come less during the 

day. Extremely grateful for now receiving them at 

night, in order to help her rest and would like to have 

them come at night more often, but would never 



 137 

CCAC for two years. Was diagnosed with a mild 

form of dementia a year ago and has four other 

chronic conditions.  

request it. Satisfied with the services provided by the 

CCAC and with her own health. 

10 Female. Interview took place at her home that she 

shares with her daughter. Recently widowed. Has 

adult four children and five grandchildren. Has been 

battling an incurable chronic condition for eight 

years, but recently was deemed palliative. Given a 

prognosis of less than a year. Has no other familial 

support outside from her daughter who is her primary 

caregiver. Receives care from a Personal Support 

Worker twice a day for a needle and a nurse once 

every two weeks. Has been receiving care from the 

CCAC for less than a year. Was diagnosed with a 

mild form of dementia a year ago and has one other 

chronic condition. 

Female. Interview took place at home. Lives with her 

mother. Never married, no children. Has two dogs that 

she considers her only source of companionship. 

Recently relocated to London from an urban city in 

Ontario due to financial issues that arose once she quit 

her job to become her mother’s primary caregiver. 

Estranged relationship with one sibling and receives 

minimal familial support from her other two siblings. 

Is receiving temporary respite care between 11pm-7am 

one night per week to assist with issues of exhaustion 

related to caregiving. Wishes for more respite care and 

emotional support. Satisfied with the services provided 

by the CCAC and with her own health. 
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Appendix J: Socio-Demographic Characteristics of Participants 

Older Adult Participant Characteristics 

Characteristic Study Participants (n=10) 

Older Adult Gender 

                                         Female 

Male  

 

60 % (n=6)  

40% (n=4) 

Older Adult Living 

Arrangements 

Alone 

With Caregiver 

 

 

10%  (n=1) 

90%  (n=9) 

Time of Dementia Diagnosis  

< 1 y year ago 

1-2 years ago 

3-4 years ago 

 

20% (n=2) 

70 % (n=7)  

10% (n=1) 

Number of Chronic Conditions 

Older Adult Participant Has 

(including dementia) 

2 

3 

4 

                                                5+  

 

 

 

40% (n=4) 

40 % (n=4) 

10% (n=1) 

10% (n=1) 

Terminal Conditions of Older 

Adults 

 

Cancer 

Diabetes 

Chronic Obstructive Pulmonary 

Disease (COPD) 

Congestive Heart Failure  

 

 

 

50% (n=5) 

30% (n=3)* 

 

10% (n=1) 

20% (n=2)**  

*Terminal-phase diabetes as identified from CCAC nurses 

**This individual has congestive heart failure and terminal-phase diabetes 

 
Informal Caregiver Participant Characteristics 

Characteristic Study Participants (n=10) 

Caregiver Gender 

Female 

 

80% (n=8) 
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Male 20% (n=2) 

Caregiver Age 

36-45 

46-65 

66-77 

 

20% (n=2) 

50% (n=5) 

30% (n=3) 

Number of Years as Caregiver 

< 2 years 

2-4 years 

5-6 years 

>7 years 

 

20% (n=2) 

40% (n=4) 

30% (n=3) 

10% (n=1) 

Caregiver Relationship to Older 

Adult 

                                         Spouse 

                     Child/Child-in-Law 

                                         Cousin 

                                         Sibling 

 

 

30%  (n=3) 

50%  (n=5) 

10%  (n=1) 

10%  (n=1) 

Caregiver Employment Status 

Employed Full-Time 

Employed Part-Time 

Volunteer Work 

Unemployed 

Retired 

 

20%  (n=2) 

20%  (n=2) 

10%  (n=1) 

30%  (n=3) 

20%  (n=2) 

Caregiver Highest Level of 

Education 

 

High School (9-12 years) 

College (Diploma) or University 

(Bachelor’s degree) 

 

 

 

30%  (n=3) 

70%  (n=7) 

Caregiver Living Arrangements 

 

With Spouse or Partner 

With Another Family Member 

(e.g: child, grandchild)  

 

 

60 % (n=6) 

40%  (n=4) 
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Appendix K: Community-Based Palliative Care Service Use of Participants 

Characteristic Study Participants (n=9) 

Mean Years Using Support 

From the CCAC 

1 year (range: <1-3-4) 

Additional Supports Outside of 

CCAC 

Yes 

No 

 

 

10%  (n=1); Private Nurse 

90%  (n=9) 

Caregiver Satisfaction with 

Services 

Extremely Satisfied 

Satisfied 

Somewhat Satisfied 

Dissatisfied 

Extremely Dissatisfied  

 

 

20% (n=2) 

70% (n=7) 

10% (n=1) 

Caregiver Satisfaction with Own 

Health Status 

Extremely Satisfied 

Satisfied 

Somewhat Satisfied 

Dissatisfied 

Extremely Dissatisfied  

 

 

 

60% (n=6) 

40% (n=4) 
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