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ABSTRACT:  

Background: People living with Alzheimer’s disease often require support from their relatives, 

who may face emotional and physical challenges in their role. Up to 90% of people living with 

cognitive impairment experience unmet needs such as wandering.  

Objective: The aim of the study was to analyse the narrative of relatives of people living with 

Alzheimer’s disease experiencing unsatisfied behavioural needs and whether this has a 

relationship with levels of burden.  

Methods: Relatives who cared for a family member with Alzheimer's disease at home 

participated in a structured interview with a psychologist and completed the Zarit Burden 

Interview (ZBI) to assess caregiver burden. An analysis was conducted of the frequency of 

words used in the relatives' responses to the question "What is your experience of your loved 

one's wandering?".  

Results: A total of 15 relatives participated in the study. Relatives with higher levels of burden 

related to their role as caregivers were more likely to use words such as "disorder" (on average 

once per interview), "problem" (on average three times per interview), and "difficulty" (on 

average twice per interview), than people with low levels of burden. For people with low levels 

of burden, the word "need" appeared as a significant expression (on average four times per 

interview).  

Conclusions: Relatives who experience less burden are more likely to understand the reasons 

behind their loved ones' need or desire to wander. They are less likely to perceive this behavior 

as a problem and restrict the person's freedom of movement for their own safety.  

Keywords: Dementia, Alzheimer's Disease, Caregiving, Behavioral and psychological 

symptoms of dementia, Wandering, Caregiver Burnout, Narrative Analysis 



4 

 

INTRODUCTION 

In 2024 in Poland, over 366,000 people have been diagnosed with Alzheimer’s disease (AD) 

or other forms of dementia, which represents an increase of approximately 8% compared to 

2014 data.1 These numbers are expected to continue to grow, in line with global predictions. 

Similar trends are also being observed in other countries (e.g. China, USA), requiring a 

comprehensive response at the individual, national and international levels.2 Many people 

living with dementia have the support of family members - most often spouses and children. 1 

In Poland, supporters of persons living with dementia  are mainly spouses (over 60%) — more 

often wives, children (around 20%) and siblings (around 10%).3-5 Family members have to 

transform their role and address a range of issues- architectural barriers, administrative matters, 

transportation to activities and medical care, responding to unmet needs of loved ones, 

managing finances, managing personal and work life. 3-5  What's more there is absence of a 

unified framework to support the family system and family members have to contact multiple 

places in synchronous interaction - both statutory and non-profit organisations. It may be both 

- challenging and partly empowering. Although this study did not focus mainly on the protective 

factors,  it is crucial to note - it is possible for family members to strengthen their resilience in 

situations of providing support. However there are also protective factors such as high levels of 

self-efficacy, personal mastery and use of positive coping styles 6 focus on positive aspects of 

caregiving, having social support and spirituality to rely on. 7 Without those self-resources and 

support for themselves, caregivers are at risk of “caregiver burnout”- a situation in which a 

person uses their resources (mental and physical) to such an extent that they are no longer able 

to effectively support a family member.8 As a result, many people experience chronic stress, 

which can significantly affect the quality of life and relationships of both parties. 9  Relatives of 

people with dementia are at a high risk of burnout, mainly due to the highly emotional nature 
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of the relationship and the desire to meet their unmet needs - e.g. the need to move and walk.10-

11  

Some behavioural changes, such as wandering, may occur in people with dementia. While 

clinically they can be classified among the behavioural and psychological symptoms of 

dementia (BPSD), 12 they may also reflect attempts to express or meet certain unmet needs — 

for instance, the need for movement or social interaction. Understanding these underlying needs 

is crucial for improving care and the quality of life of both individuals with cognitive 

impairment and their family members. People with cognitive impairment who benefit from 

family support have on average three unmet needs. 13 The most commonly identified unmet 

needs were boredom or sensory deprivation, loneliness or the need for social interaction, and 

the need for meaningful activity.13 Loved ones and other supporting people can help recognise 

these needs. 14 One of the needs that is common and crucial to address is the desire for 

movement.  

Because this often requires the company of other people (e.g. during hikes), family members 

are often more involved in satisfying this need, and ensuring the safety of walks. Sometimes 

the pressure family members put on themselves (of satisfying unmet needs of loved ones, 

guaranteeing safety (e.g. fall prevention), changes in spending time together, building 

relationships), may lead to increased stress levels, burden and over a longer period, burnout. 

15,16 While 'caregiver burden' and 'caregiver burnout' are often used interchangeably, it is 

thought that they describe different stages of the caregiving experiences. Caregiver burden 

reflects the natural weight of the physical, emotional, and social demands that come with 

supporting a loved one. When these demands remain high for a long time without enough 

support or respite, it can lead to caregiver burnout. This is a state of deep exhaustion where a 

person may feel emotionally drained or disconnected—not due to a lack of compassion, but 

because their personal reserves have been fully depleted by the relentless nature of the role.15,16 



6 

 

In this article, wandering refers to the unmet need to move and engage that relatives support. 

The need for movement in the absence of adequate support, can cause confusion and increase 

risk of falls.17 Relatives may offer support through adaptations to the environment, reshaping 

the relationship with their loved one and predicting situations that may be risky (e.g. removing 

carpets or glueing them to the floor).18 Without support, knowledge, and tools to take care of 

their own emotions and needs, family members may experience burden and in longer 

perspective burnout. 19-20  

According to previous studies, the main factors that can affect the level of burden and burnout 

in family members are the gender of the caregiver, the number of hours spent helping and the 

lack of free time for themselves, the caregivers self-esteem and the severity of their (both the 

family member and person with cognitive impairment) medical conditions.21 Furthermore, 

reshaping relationships and seeking strategies to satisfy needs may be more stressful for spouses 

that feel responsible for their loved one with cognitive impairment. 22 This is in line with 

evidence around the need to adapt the whole family system to any change - both positive and 

threatening to the system, the length of stressful situations and support. 23,24 The way relatives 

describe and perceive people with cognitive impairment needs in the home environment may 

reflect their own levels of stress, burden and burnout. 25 Individuals with higher levels of burden 

and burnout tend to perceive "wandering" more often as problematic and disruptive to daily 

life. Schulz and Martire 25 found that family members with higher levels of burden and potential 

burnout were more likely to use negative language to describe their experiences. Family 

members with a lower level of burden are more likely to approach these behaviours with 

understanding, perceiving them as an expression of unmet needs. 10 They are more likely to try 

to understand the causes of the behaviour and find meaning in it.9 Therefore, the narratives 

shared by relatives may be indicative of their current experiences and could help to tailor 

support interventions for them. Recent research highlights that when families have a deeper 
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understanding of the challenges associated with Alzheimer’s, it can significantly improve their 

overall well-being and quality of life.26 When it comes to the experience of wandering, we 

believe that knowing a person’s life history is a vital part of this understanding. 26 By connecting 

a loved one's movements to their past experiences, stories and habits, caregivers can reframe 

what might seem like a 'purposeless symptom' into a meaningful expression of the person’s 

identity. This shift in perspective can help lighten the emotional weight of caregiving and foster 

a deeper sense of connection.26 

This study aimed to understand the wandering narratives from the perspective of relatives 

caring for a person with dementia, in the context of their experience of burden in the caregiving 

role. It also analysed the context of supporting the need to wander and the ability of family 

members to do so in context of burden levels, to answer the following questions:  

- does the degree of caregiver burden influence the narrative about wandering? 

- does the degree of caregiver burden influence the view and nature of implemented strategies 

for wandering in home-based circumstances?"  
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METHODS 

Design 

Mixed-methods design utilising semi-structured interviews, based on an interview topic guide 

by Griffiths et al.,27 and a survey. This qualitative narrative approach allowed more detailed 

exploration of how family members construct meaning around wandering. The behaviour that 

is closely linked to personal history, relationships, and unmet needs. The study followed 

O'Brien et al. 28 Standards for Reporting Qualitative Research.  

Eligibility criteria 

Inclusion criteria : 

- over 18 years old, 

- family member of person diagnosed with Alzheimer’s disease, 

- providing informal support - meaning an unpaid family member, partner, who provides 

vital, often daily, support to a person living with dementia and not being hired or formal 

volunteer e.g. as professional staff to provide care),  

- providing home-based, support to a person diagnosed with Alzheimer’s disease, 

- having experience of supporting a person with dementia who experiences wandering, 

- willingness to participate, 

- providing informed consent. 

Exclusion criteria:  

- being a professional caregiver,  

- being a family member of an individual living in institutional care settings.  

Sample acquisition  
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Recruitment was carried out using flyers distributed in  local healthcare centres, care partner 

support groups, and community centres in Kraków and Katowice. Flyers were freely accessible 

at the reception desk and at the doctors office. Digital versions of the flyers were also 

disseminated through social media platforms and online forums dedicated to dementia family 

members. Both versions of flyers had phone numbers printed on them. Family members who 

were interested in participation or wanted to gain more information could call and schedule a 

longer interview with researchers. This sampling strategy ensured the total cohort remained 

within the predefined parameters. To enhance thematic saturation and perspectival diversity, 

the inclusion criteria were designed to accommodate additional family members if necessary. 

Following the principle of information power, 29 we determined that the high specificity of our 

clinical sample and the intensive nature of the intervention provided sufficient depth to address 

our pilot research questions despite the modest sample size. 

Procedure 

The study consisted of an online survey and an interview via telephone.  

Interviews lasted between 30 and 60 minutes, were conducted by trained psychologists 

experienced in qualitative interviewing, and were audio-recorded with participants’ consent 

using built-in recording functions. Telephone version was preferred instead of in-person 

interviews due to distance between cities, preferences of family members.  

After the telephone interview, participants received a link to the anonymous online survey, 

which served as a follow-up to gather additional information. The survey was administered 

online using the Google Forms platform.  

Participation was voluntary, and no financial or material compensation was offered. The study 

was conducted in accordance with the guidelines of the Declaration of Helsinki and approved 
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by the Ethics Committee. Audio recordings were transcribed verbatim using automated speech 

recognition tools (speech-to-text in Microsoft Word) by the researcher (x), followed by manual 

verification and correction by the researcher (x) to ensure accuracy and understanding of Polish 

language. Two researchers independently coded the transcripts to enhance validity in addition 

to the manual verification. Discrepancies were resolved through discussion between three 

researchers responsible for coding until consensus was reached, ensuring transparency and 

rigour in the coding process. 

Sample 

The study group consisted of 15 family members (6 men, 9 women) of individuals diagnosed 

with Alzheimer’s disease living in Poland. The sample size was considered sufficient based on 

the concept of information power, as participants shared rich, experience-based narratives 

closely aligned with the study aim and analytic framework. 

Participants’ ages ranged from 40 to 79 years (M = 60.3). The mean age in family members 

diagnosed with AD was 75.5 years with an average time of 4.7 years since diagnosis (min:1 

year, max.:10 years). The mean score obtained on the Zarit Burden Interview (ZBI) was 15.3 

(range: 6–32), indicating variation in levels of caregiver burden and potential burnout across 

the sample. 

Materials 

Qualitative interviews were guided by the topic guide by Griffiths et al..27 The tool was 

originally developed for residential care settings and adapted for home situations in this study.  

This incorporated demographics and background, knowledge of wandering among people with 

dementia, experience in supporting people with dementia to wander, understanding of any 

initiatives taken at home, and education and training that were individually given to people who 
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support. In Poland there is no formal psychoeducation and medical training available for family 

members. They have to search for information on their own (e.g. from various unstructured 

support groups, courses and webinars). The questions based on the topic guide were translated 

first into Polish and back-translated into English for verification. The topic guide was indicative 

and was refined during the course of conducting interviews. Cultural differences (e.g. 

environmental and family) were taken into account to ensure that the guide was appropriate for 

the target population.  

In addition, relatives completed the Zarit Burden Interview Scale (ZBI) Questionnaire for 

assessing caregiver burden. The Polish version of the Zarit Burden Interview (ZBI) consists of 

12 questions that assess the level of burden and was obtained from Mapi Research Trust.30,31 

Responses are given on a 5-point Likert scale, where questions 1-11 are answered on a scale 

from 0 - "never" to 4 - "almost always." The final score is a sum of points ranging from 0 to 48, 

where higher scores indicate a higher sense of care burden. Validation studies of the short 

version of the Zarit Burden Interview (ZBI) have demonstrated high reliability, and  good 

internal consistency.32 Analysis revealed significant correlations between ZBI scores and other 

scales assessing care partner stress and burden, confirming its adequacy in measuring the 

intended construct. 32 Furthermore, analysis of the short version among family members of 

people living with dementia indicated good correlation with the 22-item version and was 

deemed to be sufficient and effective to assess burden and burnout in caregiver roles.33  

For analytical purposes, caregiver burden was operationalised using a cut-off score of over 19 

on the 12-item Zarit Burden Interview, consistent with previous research distinguishing lower 

and higher levels of burden.33 This threshold enabled comparative analysis of narratives in 

relation to burden intensity. Narratives were examined not only for thematic content but also 

for linguistic framing, particularly the use of problem-oriented versus need-oriented language. 
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This approach allowed exploration of how burden and burnout levels may shape both 

interpretation of wandering and the strategies used to support or restrict it. 

 

Phenomenological content analysis of the responses allowed the researchers to capture the 

subjective experiences of Polish family members' verbal narratives to wandering in relation to 

the degree of burden. Phenomenological Content Analysis is a research method used in social 

sciences to explore the subjective experiences of study participants. It assumes that language 

and narrative reflect the way individuals construct and experience their reality. This analysis 

involves identifying recurring patterns in participants' statements and exploring the meanings 

they assign to their experiences.34 Reflective thematic analysis (RTA)35 was used as a 

complementary measure to maintain sensitivity to the need for wandering. This hybrid approach 

allowed us to remain close to the essence of the experiences lived, while recognizing the 

interpretive role of analysis. 

Moreover the analysis of family members’ perspectives was conducted using a combined 

deductive–inductive approach. Initially, a deductive framework was applied, based on themes 

identified in existing literature and theoretical models related to caregiving and dementia. This 

allowed for systematic exploration of established constructs such as role strain, emotional 

support, and family dynamics. 36,37 However, during the coding process, it became evident that 

participants’ narratives often diverged from the predefined categories. In particular, expressions 

of certain themes were characterised by varying affective tones—either optimistic or 

pessimistic—that were not fully captured by the original framework. To address this, the 

analysis was extended inductively, enabling the identification of new subthemes and tone-

specific variations grounded in the data itself. The iterative process of shifting between 

deductive coding to obtain theoretical coverage and inductive coding to obtain nuances allowed 
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for a more comprehensive and authentic representation of participants’ relationships. As noted 

in recent methodological literature, such integration of approaches enhances both the breadth 

and depth of qualitative analysis.36,38 

The verbal transcription obtained in response to the questionnaire-based interview was analysed 

for the frequency of words used by relatives in response to the question "How do you perceive 

your loved one's wandering?" This allowed the researchers to find words that, based on their 

frequency of occurrence, would indicate changes related to their perception of wandering 

through the prism of burden and potential burnout. Our goal was also to identify patterns related 

to the strategies chosen to reduce burden. 

Reflexivity statement. 

The analysis was conducted by psychologists with clinical and research experience in working 

with family members of people with dementia. As researchers familiar with the challenges of 

caregiving, the team adopted a reflexive stance to remain attentive to how their professional 

background and prior assumptions could shape data interpretation. Reflexive discussions were 

held throughout the analytic process to ensure that interpretations remained grounded in 

participants’ narratives rather than researchers’ expectations. 
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RESULTS 

The mean score obtained on the 12-item Zarit Burden Interview (ZBI) was 15.3 (range: 6–32), 

indicating a mild level of caregiver burden according to established cut-off values. For 

comparative purposes, participants were grouped into lower-burden (ZBI < 20) and higher-

burden (ZBI ≥ 20) categories, and this distinction was used to examine differences in thematic 

framing and word use across narratives. 

Themes were initially organised according to the thematic guide developed by Griffiths et al..27 

Translated and adapted to Polish conditions and the home environment, the tool served as a 

deductive framework for the initial stages of the analysis. Finally themes were organised using 

a combined deductive–inductive framework, allowing identification of both predefined and 

emergent patterns in family members’ narratives. This approach facilitated the identification of 

predetermined themes related to support for wandering behaviours and family experiences. 

However, as mentioned in the methodology, the authors decided to use an inductive approach 

to identify the unique relations and experiences of people of Polish nationality. This combined 

approach enabled a structured yet flexible analysis that took into account both theoretical 

significance and participants’ insight. 

More positive mentions of themes appeared in narratives of less burdened family 

members. But importantly, more positive and less often negative descriptions were present 

across people's narratives. The theme “impact of dementia” had the most negative mentions 

despite the level of burden. Most Polish family members had positive narrations among most 

themes. They felt connected with their loved ones. Eleven out of fifteen family members 

(73,33%) had only positive and supportive mentions across strategies, help and relationships. 

Positive narrations across themes had been more common for family members than negative 

ones. Out of all mentioned themes, positive perspective was reported in all of them at least 4 
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times, whereas maximum mention of negative theme was 3. The exception was the topic “the 

impact of dementia”, which had more negative mentions (8 negative, 5 positive). Seven themes 

had all positive mentions. Three themes had all positive mentions except for one. The detailed 

presence and analysis of its positive or negative aspect is shown on Fig 1. 

Fig. 1 Thematic analysis. 

  

 

green box- positive mention, red box - negative mention, null box - not mentioned, NM sum- 

sum of negative mentions among themes, PM sum - sum of positive mentions among themes 

Individuals with scores below 20 on the ZBI questionnaire — a cut-off commonly used in 

previous research to distinguish between lower and higher levels of caregiver burden 30,32 —

showed more numerous, proactive, non-pharmacological, need-driven strategies to support 

wandering tendencies and according to wordcount use more need-driven words to describe the 
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behaviour of their family member. In the present study, this threshold was therefore applied to 

split the sample into “lower-burden” (< 20) and “higher-burden” (≥ 20) groups for comparative 

purposes. 
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Table 1 Description of need-driven strategies used by family members  

number Strategy Family member narration 

1. "preventive" introduction 

of physical activity - 

walking, hiking, 

rehabilitation, dancing,  

"We go for walks, we often go out. If we sit at 

home we try to play something, play games." 

 

 "We go to the mountains together, but this is also 

sometimes a problem. Sometimes I follow her, I 

try to somehow calm it down. When we are at 

home I explain that it is better to sit." 

  

"Intuitively, he feels that he should walk. That's 

why he and Tatiana do the walks together. I also 

join in. I also try to remind him of other activities 

he used to enjoy, for example, we play checkers." 

 

 "We do something all the time! Some paper toys, 

what I remember from my childhood, games, 

movies, books read aloud. Mom is also sometimes 

interested in my childhood doll. In addition, we 

get a lot of exercise, walks, outings with sticks, 

sometimes we even go to the water once in a 

while." 

 

 "I take him to the allotment to walk around. We 

watch the birds there, observe the life. At home it's 

more difficult, but I bought books about animals 

and we listen to the sounds of birds. I try to make 

him feel at ease." 
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2. monitoring with watches, "I bought a watch so that I could possibly see if 

my wife was moving away somewhere. At home, I 

removed the rugs to make it safe. She watches 

when she walks most often, I try to have a special 

activity for her then." 

  

"A lot has changed since mum started wearing a 

smartwatch, we know where Mom is." 

3. introducing the structure 

of the day, 

"I try to make sure he doesn't get bored. He is also 

helped, I think, by a physical therapist who comes 

twice a week. I play him calming recordings. 

When he has a better moment I gently encourage 

him to dance. I also like it myself." 

4. all prevention (in the form 

of removing moving parts 

on the floor), 

"I  have adjusted the room so that she doesn't trip 

over anything and so that it resembles our first 

home." 

"The furniture is secured." 

  

5. aiming the space - 

introducing clear signage 

and familiar 

photos/images. 

"I try to remind her of what she likes. I'm 

introducing a lot of activities, kind of going back 

to the old days." 

  

"I would like to make it safe and nice for her at 

home. I hung pictures from the old days to remind 

her. I pasted the names of the rooms on the doors." 
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Table 2. Excerpts from interviews on wandering and burden level 

Burden 

level 

Current description of wandering activities 

6 "Not even a glance and Mom is already out the door. Not sure where, but she's 

running all the time. She has the need to move." 

6 "Now the wife is just waiting for us to leave. She is already ahead of me in the 

stairwell. She doesn't set a goal, it seems her need is to go." 

6 "Mommy doesn't like it when nothing is going on. She circles all the time, will 

present a cloth, look for dust on the floor.Then she walks again, already rather 

aimlessly. Sometimes she goes outside the house and walks along the fence." 

6 "In the evening she turns into a walker. He goes out into the garden and circles. 

Sometimes it also happens in the morning, when she gets up earlier. (...) 

Sometimes I feel that this is her basic need." 

8 "Only when I manage to get him there (to the plot) he somehow walks more 

8 "The wife looks lost. She walks a lot, with small steps. From door to door." 

10 "Now we can't go there. But when he walks around the apartment I'll 

sometimes turn on the view from there on the TV from my son. I have the 

impression that he mellows out then. " 

12 "Dad gets up before everyone else, wakes up the sitter and starts his morning 

rounds. Sometimes he tries to explain to Tatiana what he means, where he 

wants to go, but he rarely succeeds. He reacts animatedly when she starts 

walking behind him." 

15 "Mom left the apartment twice without our knowledge. Once she was found 

by the police, once by friends. She walks around the house a lot, unfortunately 

she doesn't always look where." 

20 "I have the impression that Mom is moving faster than me. She walks restlessly 

around the house, as if she is looking for an activity. That's why now we go to 

the mountains, there it's still hard to determine her destination, but I have the 

impression that she is less restless." 
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22 "Notoriously tries to leave the apartment, the problem intensifies especially at 

night. When I ask what he is looking for, he gets angry." 

24 "Mom starts walking around in the evening, looking for the house, telling us 

to come back because the last train is about to leave. Then sometimes she 

quiets down, but continues to roam around the apartment." 

24 "He walks all the time. With a small break to sleep, mostly during the day. We 

are not able to stop him." 

30 "You can see that he is looking for an occupation. It's as if there's a patient 

waiting in the ever-new room you visit." 

32 "What is going on in this house! When I arrive and stay the night it observes 

that Dad is constantly roaming. He goes down and up the stairs, bounces on 

the door. He asks Mom-"M, when can we leave here?"" 

 

Fig. 2 Distinction of used words according to the level of burden 
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All respondents perceived a correlation between environmental conditions and ‘wandering’. 

More burned-out relatives saw the environment as a potential trigger for wandering and 

generally described it as challenging. Although despite them being over cutoff point for 

potential burnout they sought help e.g. among medical professionals. In contrast less burned-

out saw the potential of wandering in shaping their relation with significant others. 

Less burned-out relatives were more likely to use their knowledge about the history and life 

story of family members, their preferences regarding spending time, places, etc., and used it for 

a range of activities. Also evident among this group is a shift from preventing wandering and 

its associated risks to joint activities that build relationships and positive attitudes toward the 

relative. In addition, among less burned-out relatives, a focus on the person and supporting 

them, rather than on the "problem" or difficulties to be eliminated, is evident. 

Those with scores around 20 (increased burden) tended to use less proactive supporting 

strategies. They focused mainly on the challenges they perceived to be around wandering (see 

Table 1&2). They did not follow the person when they were wandering, and their main 

strategies were attempts to establish routines and distractions, often unrelated to the need itself 

(such as trying to distract themselves with food). In addition, more burdened relatives 

emphasised their own negative emotional reactions - anger, raising their voices or helplessness 

in the face of the situation. 

Only among relatives with higher levels of burden (over cut off for burnout - a specific threshold 

on a questionnaire used to categorize participants' results into distinct levels of severity, 

effectively acting as a "diagnostic line" that distinguishes between a manageable level and a 

clinically significant degree of burden that may require professional intervention.)  did a 

strategy emerge involving attempts to use pharmacological support to solve the problem of 

increased mobility needs.  
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DISCUSSION 

The study provided information on the relationship between the level of burden among family 

members of people with AD and their perception of their loved ones’ need to wander and how 

they support it. Relatives with lower levels of burden were more likely to use need driven 

terminology instead of negative terms such as "problem," "difficulty" or "disorder." They were 

more likely to show greater understanding of the need or desire to wander, seeing it as an 

expression of the needs of a person with cognitive impairment. They were also more prone to 

actively support wandering as a part of their loved ones' nature, personality  and often main life 

element. Previous research has shown that family members' professional and emotional burnout 

is strongly related to their ability to cope with new situations.39,40 Care partners experiencing 

lower levels of stress and less burden are more likely to perceive their loved ones' behaviours 

as normal, need driven and support it, preventing rapid negative emotional reactions and less 

patience in relationships. 25 The results of the present study are consistent with these 

observations, suggesting that family members with lower levels of burden are more likely to 

use the language of needs and understanding. Furthermore, participants with lower burden 

tended to mention more protective factors related with resilience and positive adaptation 

strategies as congruent with previous observations.41,42 

Family members who reported low burden levels were those who supported wandering in the 

most flexible and positive manner. This approach is consistent with research showing that 

reducing stress, burden and burnout among care partners leads to an improvement in their 

ability to cope with new life situations, which directly translates into improved quality of care.43 

The results indicate that low or high reported burden and burnout among family members may 

not only be a reaction to the intensity of care, their own psychological and medical conditions, 

but also a factor in how they interpret and support the unmet needs. This means that 
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interventions to support families should take into account both reducing burden and burnout 

levels and providing tools and ideas of how to support unmet needs of loved ones.44 Current 

research on family members support programs indicates that holistic care partner support 

programs such as Empowerment 45 has been able to reduce the burden and increase the health 

functioning outcomes of older adults with AD.  

The levels of burden identified in this study reflect a global phenomenon documented in recent 

literature. For instance, Rahman et al. 41 utilized the Zarit Burden Interview to demonstrate that 

the psychological impact of supporting a loved one with AD is a universal experience across 

diverse cultural contexts, emphasizing the urgent need for inclusive behavioral support 

strategies. Furthermore, our findings regarding the tension between ensuring a loved ones safety 

during wandering and the family members own well-being mirror the observations of Shi et 

al..42  They noted that many family members find it  uneasy to balance keeping their relative 

safe with taking care of themselves 

The practical implications of the findings focus on the need to support family members and 

facilitate the implementation of existing good practices. This can be achieved through 

educational programs and by sharing positive experiences of family members as speakers.46,47  

It has been proven to be successful in the context of supporting family members diagnosed with 

dementia, knowledge about the diagnosis, the use of health and community resources and 

support groups. 46,47 The educational component should include workshops focusing on 

techniques for stimulating and ensuring safety during wandering and on providing a safe, 

adapted space for people with cognitive disability. In addition, it would be valuable to offer 

emotional support to entire families to prevent burnout. 45-47 Combining support and 

empowerment of care giving partners could improve the quality of relationships and extend the 

time during which family members are able to effectively connect with their loved ones. 48 
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The results of the study support the need for further research to better understand the dynamics 

of family support and its impact on quality of relationships and the health of family members.. 

In particular, future research should focus on long-term monitoring of changes in the dynamic 

of support to meet individual needs (both of family members and people with cognitive 

impairment). 

We propose creating an intervention that will fully include a person’s Life History into the 

management of wandering offers more than just a safety protocol; it provides 'cognitive relief' 

by transforming a challenging behavior into a meaningful narrative.49 This person-centered 

approach honors the individual’s identity and past, potentially fostering a more sustainable 

balance for the caregiver by reducing the subjective weight of the role.  

Apart from in-depth interview with family members and people with dementia themselves, 

undertaken actions should focus on both - person’s life  history and key values. Meaningful 

non-pharmacological approaches support meeting the needs one has, e.g. wandering by 

engaging individuals in activities that foster purpose and dignity. 50,51 Dimitriou et al. 52 

emphasize that effective management requires a collaborative, multidisciplinary framework not 

limited to just one speciality. Recent person-centered methods, such as Montessori-based 

interventions, focus on an individual’s remaining abilities and interests to promote positive 

outcomes. 53 Crucially, clinical educators must train family members’ in specialized 

communication techniques and the recognition of wandering signals. This professional support 

of family members not only improves the quality of life for the individual but also serves as a 

critical buffer against the progression of caregiver burden into clinical burnout.54 

Recommendations for family members: While supporting your family member, pay attention 

to needs one may have. Don’t stop on symptoms. Remember to incorporate one's life history 

into the whole process. It enables to engage loved ones in a meaningful manner in both everyday 

and “artistic” engagement. Those activities should be built into a structure, which gives more 
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safety. Remember about environmental adaptations like visual cues, GPS and more. Engage as 

many senses as possible - do not focus solely on one. Do not hesitate to ask for professional 

support e.g. from psychologists, physiotherapists. 

 

Recommendations for professionals working with family members (psychologists, 

physiotherapists, doctors, nurses, professional caregivers, occupational therapists): During 

supporting of family members, focus on teaching effective strategies, show inspirations and 

how to search for valuable strategies on their own. Focus on relation rather than on illness and 

symptoms. Try to manage unmet needs of both parties (family member and person diagnosed 

with dementia). Use psychoeducation and adaptive coping strategies. Focus on strengthening 

self-efficacy of family members. 
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 LIMITATIONS 

All participants were care partners of people diagnosed with AD and living in home settings, 

which may limit the generalizability of the results to relatives of people with other forms of 

cognitive impairment or to caregiving contexts outside of home-based family care (e.g., 

institutional or community-based settings). 

The use of structured interviews and the Zarit Burden Interview may not capture the full 

complexity of families’ emotional and psychological experiences. A more comprehensive 

approach, including observational data or psychological assessments, could provide a richer 

understanding of the multifaceted nature of care partners’ burden and burnout and should be 

taken into account whilst planning future research. 

Implications for social care practice 

From a social care perspective, the findings highlight the importance of supporting family 

members not only through practical guidance but also through interventions aimed at reducing 

burden. Lower levels of caregiver burden were associated with greater use of person-centred, 

need-driven strategies that supported wandering as a meaningful activity rather than a 

behavioural problem. 
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CONCLUSIONS 

The results of the present study confirm the impact of family members' burden levels on their 

perceptions and support of behaviours related to wandering by their loved one. Relatives with 

lower levels of burden more often analysed the reasons for their loved ones' need to move and 

tried to understand them, perceiving them as an expression of basic needs, and tried to support 

them rather than restrain them. In contrast, relatives with higher levels of burden were more 

likely to identify wandering as a problem that needed to be addressed. These findings highlight 

the need for a comprehensive approach to support family members, taking into account both 

the practical and emotional aspects of caring for people with cognitive impairment. Further 

research is warranted, particularly in the area of educating caregivers about strategies for 

supporting individuals who wander and implementing regular, structured interventions aimed 

at improving their health. 
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