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A diagnosis of a dementing illness affects the entire family unit and the 
person with the diagnosis.  

There is a paucity of studies on the impact that dementia has on the 
family of the person with the diagnosis.

Single-person (i.e., caregiver) perspective not able to capture full 
breadth of how the “family” is affected by living with a person with 

dementia.

Family quality of life is defined as a dynamic sense of well-being of the 
family, collectively and subjectively defined and informed by its members, 

in which individual and family-level needs interact.

Service-delivery models for persons with dementia need to be more 
family-centered.

Families experience a high quality of life when their needs are met, they 
enjoy their time together, and they are able to do things that are important 

to them.



PURPOSE

The purpose of this 
study is to develop 
and to pilot-test an 

instrument to 
measure Family 
Quality Of Life in 

Dementia (FQOL-D). 

Four domains have been 
found to encompass family 
quality of life among 
families with children with 
physical disabilities:

• Daily family life

• Family interaction

• Financial well-being

• Parenting

The FQOL-D instrument 
will be useful for healthcare 
providers and community-
based providers of services 
for persons with dementia 
or Alzheimer’s disease 

• Develop interventions 
and provide services to 
increase FQOL-D



1. Describe the 
development process 

of an instrument to 
measure family 
quality of life in 

dementia (FQOL-D).

2. Discuss the 
feasibility of the 
instrument using 

focus group interview 
data to further refine 

the instrument.

3. Discuss the 
adaptability of using 
this instrument with 
families of persons 
with dementia in 
clinical and non-
clinical settings.



Developing the FQoL Assessment Tool

 An instrument to measure family quality of life in dementia 

was pilot tested.  

 The test provided new insights into the content and 

psychometric properties of an instrument to measure family 

quality of life specifically related to the care of a person with 

dementia.

 Questions asked included:

1) What do healthcare professionals with expertise in the fields of dementia 
and caregiving and community-based service providers view as important 
aspects to capture in a family quality of life in dementia instrument? 

2) What are the experiences of the persons with mild-moderate stage 
dementia and their family members regarding their family quality of life?  

3) What are the psychometric properties of a family quality of life in dementia 
(FQOL-D) instrument?



Phase 1- Consensus Panel

 Convened to reach consensus on the items to be 

addressed in a FQOL-D instrument

 SelectSurvey.net™, an electronic survey platform, 

was used to communicate with all of the consensus 

panel members, eliminating the need for hosting a 

meeting of the panel in person.

SAMPLE

13 healthcare providers with 
expertise in dementia care and 
in caregiving and providers of 
services for persons with AD 
and their families from across 

the nation. 

Representing experts in 
medicine, neuropsychology, 
nursing, recreational therapy, 

counseling, and service 
provision in dementia care from 

across the US. 

http://selectsurvey.net/


• Answer questionnaires in 2 or more rounds
Expert 
panel

• Provides an anonymous summary of the 
experts’ responses from previous round as well 
as the reasons for their judgments

• Experts are encouraged to revise their earlier 
answers in light of the replies of other members

Facilitator

• A pre-defined criterion is set 

• The Mean scores of the final rounds determine 
results

Process is 
Stopped

Delphi Technique



 5 domains remained as relevant categories among 

families who care for persons with dementia:

Family 
interaction

Emotional 
well-being

Physical/ 
material 

well-being

Dementia-
related 
support

Indirect and 
direct care 
support for 
activities of 
daily living



 Family group interviews

◦ Persons with mild-moderate stage dementia and their 
respective family members participated in a family group 
interview.  

◦ The interviews were based upon the principles of 
conducting a qualitative descriptive study.  

◦ The participants described the phenomena of how living 
with dementia and/or having a family member with a 
diagnosis of dementia and how this diagnosis impacts their 
family’s quality of life (Sandelowski, 2000).



IN
T

E
R

V
IE

W
 R

E
S

U
L
T

S

Interviewed 5 families in 
central Virginia

Results suggested 
editing some wording on 

the items

No items were deleted 
from the initial 42 items 

Positive feedback from all 
families about usefulness

Limited Sample

Limited amount of time 
for recruitment

Lack of diversity

Only 1 family was African 
American, all others were 

White American

Rural/urban diversity 



 Is there a need/benefit to include family members 

after they are no longer providing care for their loved 

one (institutionalization)?

 Why?

Please type your response by using the “Questions” 

tab of your control panel on the right side of your 

screen.



 Mailed surveys

◦ Local agencies and associations that cater to the 

target population of the study were contacted and 

asked to distribute surveys.  

◦ Participants returned the surveys directly to the 

study by mail.  All surveys were de-identified. 

 Prepaid return envelopes, but no incentive included



 Demographics (N=110)
◦ 74% Women

◦ 97% high school  education or greater

◦ Majority were married (84%)

◦ 33% working full or part-time

◦ 96% were White American

◦ 39% said they lived in a small rural town, rural area, or on a 

farm/ranch

 Relationship to Person with memory loss
◦ 49% were spouses; 28% adult children

◦ 56% live with the person with memory loss



 42 item questionnaire developed to measure Family 

Quality of Life when one family member has 

dementia (FQOL-D) 

 Total of 50 responses (42 items)
◦ Two items had multiple responses

 Item 31 (a, b, c, d)

 Item 33 (a, b, c, d, e, f)



 Some items did not reflect situations experienced by 
numerous families, and thus were dropped. For 
example:

◦ Item 10, “Changes in behavior and mood of family 
member with dementia impacts our family.” Some 
caregivers reported that person with dementia 
no longer had changes in mood or behavior. 

◦ Item 23, “As a caregiver I have uninterrupted time 
at work.” Many caregivers did not have outside 
work.



Individual & Family Function

Item Loading

Family talks openly about 

difficult issues

.764

Family supports each other 

to accomplish goals

.748

Family able to accept 

differences of opinion

.638

Family appreciates my 

contributions as caregiver

.425

Meeting Needs for 

Persons with AD

Item Loading

Family has time to care for 

needs of person with 

dementia

.786

Family helps person with 

dementia make good 

decisions

.727

Family helps person with 

dementia with ADLs

.647

Person with dementia has 

support to thrive in 

environment

.498



 Individual & Family Function
◦ Cronbach’s alpha =  .937

 Meeting Needs for Persons with AD
◦ Cronbach’s alpha =  .895

 Total Scale Score
◦ Cronbach’s alpha =  .944



 Lack of diversity in survey sample

 Small number of participants to date
◦ More data is needed 

 Next steps
◦ Validate the FQOL measure with two instruments known 

to correlate with Family function and physical and 

material well-being



 Do you believe that our results will change based 
upon adding (recruiting) a more diverse sample?

 If so, how so?

 If not, why not?

Please type your response by using the “Questions” 
tab of your control panel on the right side of your 
screen.



 Data obtained from this study may benefit study 
participants as well as society in general, as these 
data will lead researchers and clinicians to a better 
understanding of what constitutes family quality of 
life in dementia.  

 Results from this study will be used to plan programs 
to enhance family quality of life for persons with 
dementia and will also be used to revise a clinical 
instrument to be used to measure this construct.

 Editorial: Rose, K.; Williams, I. (2011). Family matters: Family 
quality of life in dementia. Journal of Gerontological Nursing, 
36(6), 3-4. 

http://www.healio.com/nursing/journals/JGN/{B738D621-CB28-45CF-BB94-42C83CC0C637}/Family-Matters-Family-Quality-of-Life-in-Dementia
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