
BACKGROUND:

Frontotemporal dementia (FTD) is a neurodegenerative illness with early onset, 

before the age of 65. Symptoms of FTD include marked behavioral, frontal executive, 

language, and motor changes.  Caregivers at home with the patient often include children 

of school age. There are currently no resources for older children or for parents to know 

how to discuss the illness and its implications to their younger children. 

Because the needs of children of different ages are not intuitively obvious to 

clinicians, researchers and service providers, we held focus groups with children of 

patients with FTD to learn about their experiences and what they needed at various points 

in the patient’s diagnostic process and course of illness.

We intended for analysis of the focus group data to inform the creation of 

webpages, one for adolescent caregivers to patients with FTD and another for parents 

who need to discuss the illness with younger children who would not access the Web 

themselves. 
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WHEN DEMENTIA IS IN THE HOUSE:
Creating Early-Onset Dementia Education for Kids

METHODS:
Caregivers from the US and Canada have identified themselves as parents of 

children affected by FTD and have requested that they be contacted by author 

(TWC) if an opportunity for their children to voice opinions arises. This list 

received an invitation for children aged 8-19 to volunteer their participation in 

one 2-hour focus group that would be held through Skype or regular telephone. 

Participants were able to invite other eligible young FTD caregivers that they 

knew to participate. Any respondents to the invitation contacted the focus group 

leader directly, as Dr. Chow was the treating physician for the parents of some 

subjects.

Inclusion criteria were: self-identification as an 8-19 year old caregiver to 

someone with a frontotemporal dementia (behavioral variant or primary 
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someone with a frontotemporal dementia (behavioral variant or primary 

progressive aphasia or corticobasal syndrome or progressive supranuclear palsy), 

English-speaking, and able to access the internet or teleconference line to 

participate in the focus group.  If under 18, must have co-consent from a parent 

or legal guardian. 

The semi-structured interview with a common list of open ended questions or 

topics given to both groups was administered by a medical journalist (Leader) 

who is herself a parent to two teenagers in a family touched by FTD. The focus 

group interview script is available from PI Dr. Chow.

14 participants contributed to two focus group sessions. They ranged in age from 

11-18.  They had an average of 3 years of living in a household with someone 

identified as a person with FTD. 10/14 were girls. 

Thematic Analysis
The focus groups were digitally captured (audio) and transcribed. 

We used a thematic analysis approach, which allows for the 

identification of themes in qualitative material by means of a 

coding scheme.  A coding scheme was derived in vivo, rather than 

a priori, and a coding dictionary (with definition of and proscribed 

uses for codes) was developed to ensure consistent application of 

the codes. The  qualitative software package Atlas.ti facilitated the 

application of codes and organization of theme groups, as well as 

creating the theme-based query outputs (quotations from the text). 

All data, save for areas where the interviewer was wrapping up 

sessions or explaining the study process, were eventually 

categorized within one or more theme areas, which offers 

confidence that saturation of theme areas was achieved. 

RESULTS:  The analysis revealed six overarching theme areas. 

1. Caregiving

Caregiving challenges included trying to strike a balance between being a 

child and being a caregiver, struggling to exercise with the patient, and 

concern for the patient’s safety. Caregiving took an emotional toll on the 

participants. They described the reward over sharing a sentimental moment 

with the patient but also expressed guilt and self-blame during instances in 

which their patience with the patient wore thin. In a few cases, the 

participants found that their experience brought them closer with family and 

made them better people. There was notable overlap with the areas of 

relationship with the patient and strategies for coping with FTD. 

2. Coping

Spending as much time as possible with the patient and reminiscing about 

old memories helped child-caregivers to cope. Providing support for the 

family and healthy parent was important and could be accomplished by 

taking increased responsibility around the house and sharing household 

chores. They also found it helpful to channel their energy outside the home 

through sport, dance, choir , and even volunteering. 

Participants commented on problem-solving necessitated by difficulties that 

arose with outsiders to the FTD patient and their family. Participants found 

that outsiders had very little knowledge of FTD and often assumed that 

behavioral or personality changes were the result of the patient simply 

being belligerent or unpleasant. Coping strategies ranged from simply 

ignoring outsiders who were judgmental or unsympathetic toward the 

condition to openly sharing information about FTD with those willing to 

listen.

3. Symptoms of FTD

Participants talked about specific symptoms of FTD, their experience with 

these and the impact these symptoms have on their relationship with the 

patient and others. Communication difficulties were highlighted as one of 

the most difficult symptoms to cope with in FTD, precluding meaningful 

interaction with the patient.  In some cases, this was due to the patient’s 

tendency toward social isolation and reticence.
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4.  Diagnosis

Virtually all participants were told of the diagnosis through discussion 

with the healthy parent, and in some cases, the patients themselves 

helped explain. Participants unanimously agreed that sooner was 

better in terms of breaking the news. However, there was some debate 

about disseminating the information in its totality, especially 

concerning the prognosis. Children should have the option of learning 

as much about FTD as they feel comfortable with, and that in some 

cases, details about the progression and overall prognosis should be 

provided in a stepwise manner rather than at once. 

5. Relationships

Although communication was often one-way, some participants found 

that spending quiet time with the patient was still mutually rewarding 

and beneficial. Other caregivers felt that just seeing the patient smile 

or laugh provided its own sense of reward. An important part of the 

new relationship was having compassion and acceptance for the 

patient. Acceptance of the patient was made easier by attributing the 

changes to the disease rather than the patient. Participants recognized 

the immense increase in responsibility falling on the healthy parent 

and the emotional and physical burden that resulted.

6. Support

The majority of participants identified their healthy parent as the 

chief means of family support followed by siblings then extended 

family. Most participants found it useful to talk to friends as an outlet. 

Although most friends had a very limited understanding of FTD, they 

were typically empathetic and willing to listen. Unlike support from 

family members and friends, participants felt somewhat disconnected 

from health professionals. Participants preferred conversations in-

person but accepted that technology was an alternate means of support 

that could be used in specific circumstances. And as a result of the 

interview, some of the participants discovered that speaking about 

their situation was a positive experience. Several expressed interest in 

joining an online forum where they could share their experiences with 

other peers. 

CONCLUSIONS

Focus group participants appreciated the incorporation of their commentary 

into the design of the website. We have received supportive praise for the look 

and feel of the site. Parents and child-caregivers have commented that the 

website has been useful to their discussions and planning. Healthcare 

professionals have seen the website as a useful tool, and sample letters “To 

Whom It May Concern” in the neighborhood or at the airport have been 

downloaded for adaptation in others’ practices. Next steps include an 

interactive colouring book for children too young to access the internet, 

building interactivity to bring child-caregivers together for support, and a 

parallel resource for children whose grandparents have Alzheimer’s disease or 

other late-onset dementias. Scann here to go straight to the 

website! [iPhone app QR Code Reader 

and Scanner by ShopSavvy, Inc. is free]


