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Experiences of people with progressive memory disorders participating in 1 

non-pharmacological interventions: a qualitative systematic review  2 

Abstract  3 

Objective: This review aims to identify, critically appraise, and synthesize the available evidence on 4 

the experiences of people with progressive memory disorders who are involved in non-5 

pharmacological interventions. 6 

Introduction: Non-pharmacological interventions are widely used to improve the quality of life and 7 

general well-being of people with progressive memory disorders. While an array of intervention 8 

effects have been studied, a systematic review of experiences remains wanting. First-hand 9 

knowledge of experience provides insight into noteworthy aspects of the use and timing of non-10 

pharmacological interventions both in the community and institutionalized care. 11 

Inclusion criteria: The review included studies of people of all ages with progressive memory disorders 12 

that described their experiences of non-pharmacological interventions. 13 

Methods: The search strategy used a three-step approach and sought to locate both published and 14 

unpublished studies. Key databases included Pubmed (MEDLINE), CINAHL (EBSCO), Medic, Scopus 15 

(Elsevier), and PsycARTICLES (ProQuest). MedNar was used to search for unpublished studies. The 16 

databases were searched from the date of inception of the database to May 2020, and a mix of 17 

controlled vocabulary (i.e., MeSH, CINAHL headings) and keywords were used to capture all existing 18 

qualitative studies related to the experiences of people of all ages with progressive memory 19 

disorders participating in non-pharmacological interventions. Only English, Swedish and Finnish were 20 

included during the screening of the study titles and abstracts. The recommended JBI approach was 21 

used to study selection, critical appraisal, data extraction, and data synthesis. 22 

 23 

Results: Forty-six studies were included in the review. The study designs included qualitative 24 

descriptions (n = 31), mixed methods (n = 8), grounded theory (n = 5), and ethnography (n = 2). The 25 

total number of participants was 444. The overall quality of the studies was rated as low or very low 26 

on the ConQual score, with dependability rated as low or moderate and credibility as moderate. 27 

Altogether, 190 findings were aggregated into eight categories and three synthesized findings. The 28 

synthesized findings describing the experiences of people with progressive memory disorders 29 
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participating in a non-pharmacological intervention were as follows: 1) It strengthened the sense of 30 

personhood; 2) it lightened up my life; and 3) what I find meaningful is that it was meant for us. 31 

Conclusions: People with progressive memory disorders welcome non-pharmacological 32 

interventions. It is noteworthy that regardless of what the interventions entailed, the participants 33 

experienced strengthened self-esteem and positive alterations to their daily life. To achieve the 34 

desired benefits, intervention development should embody communication-based on equality and 35 

respect with those who suffer from memory disorders. However, the level of evidence of the review 36 

findings was evaluated as low or very low, which needs to be considered when applying the results 37 

in clinical practice. 38 

Keywords: life experiences; dementia; non-pharmacological intervention; qualitative research; 39 

systematic review  40 

Abstract word count: 484 41 

 42 

The final authenticated version is available online at https://doi.org/10.11124/JBISRIR-D-19-00314. 43 
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 52 

Summary of Findings 53 

Title: Experiences of people with progressive memory disorders participating in non-pharmacological interventions: a 
qualitative systematic review  
Participants: People of all ages with progressive memory disorders  
Phenomena of Interest: The experience of participating in non-pharmacological interventions, for example, exercise 
interventions and music or art therapy, delivered by healthcare or other similar professionals.  
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Context: All settings (e.g., community, nursing home). 

Synthesized finding Type of 
research 

Dependability Credibility ConQual 
score 

Comments 

It strengthened the sense of 
personhood. 

Qualitative Low (downgrade 
two levels) 

Moderate 
(downgrade 
one level) 

Very low Dependability: Two 
studies out of 34 scored 
1 for the questions 
relating to the 
appropriateness of the 
conduct of the research. 
 
Credibility: Downgraded 
one level due to a mix of 
unequivocal (U) and 
credible (C) findings. 
U=46, C=12 

It lightened up my life.  Qualitative Low (downgrade 
two levels) 

Moderate 
(downgrade 
one level) 

Very low Dependability: Two 
studies out of 33 scored 
1 for the questions 
relating to the 
appropriateness of the 
conduct of the research. 
 
Credibility: Downgraded 
one level due to a mix of 
unequivocal (U) and 
credible (C) findings. 
U=62 C=19 

What I find meaningful is that it 
was meant for us. 

Qualitative Moderate 
(downgrade one 
level) 

Moderate 
(downgrade 
one level) 

Low Dependability: Five 
studies out of 22 scored 
2 for the questions 
relating to the 
appropriateness of the 
conduct of the research. 
 
Credibility: Downgraded 
one level due to a mix of 
unequivocal (U) and 
credible (C) findings. 
U=43, C=7 

U: unequivocal; C: credible 

 54 

  55 
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Introduction 56 

With the aging global population, the prevalence of memory disorders is expected to double every 57 

20 years. Over 50 million people will be living with memory disorders in 2020, and 9.9 million new 58 

cases are diagnosed every year.1 Memory disorders result from damage to the neurological 59 

structures in the brain, inhibiting the storage, retention, and recollection of memories.1  Memory 60 

disorders cause considerable burdens on caregivers and families and imply enormous challenges on 61 

the social- and healthcare systems.2  62 

Many of the illnesses that cause progressive degeneration in the cognitive system are called 63 

progressive memory disorders1, the most common of which is Alzheimer's disease, which affects 50–64 

60% of people with dementia. Other types of dementia are vascular dementia, Lewy body dementia, 65 

frontotemporal dementia, or dementia associated with Parkinson's disease.1  66 

While progressive memory disorders are terminal, several prescription drugs have been approved to 67 

treat people who have been diagnosed with them3. A report by the Lancet Commission highlights 68 

that people can live well with a memory disorder and that their families can feel supported with 69 

individual holistic care, including both pharmacological and non-pharmacological care approaches3. 70 

Likewise, non-pharmacological interventions aimed at supporting people with memory disorders can 71 

considerably affect their well-being. These interventions can also make a reasonable contribution to 72 

the improvement and diversification of care for people with progressive memory disorders. 4 73 

Various kinds of non-pharmacological interventions have been explored in the treatment of 74 

progressive memory disorders. The primary therapies include exercise and physical activity, 75 

cognitive rehabilitation, behavioral and psychological symptoms, occupational therapy, 76 

psychological therapy, complementary and alternative medicine, and new technologies, including 77 

information and communication technologies, assistive technology and robotics, virtual reality, 78 

gaming, and telemedicine. These non-pharmacological interventions aim to achieve a wide range of 79 

outcomes, such as improving patients' symptoms and the environment and reducing caregiver 80 

stress. The aim is also to maintain function, independence, and participation as long as possible as 81 

the disease progresses, thus reducing disability and improving the patient's and caregiver's quality of 82 

life. Non-pharmacological interventions are considered non-invasive, safe, and with few side 83 

effects.5 84 
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Variations in the implementation and duration of interventions and measured outcomes have been 85 

evaluated 6. For example, multi-component interventions conducted in long-term care settings—86 

which use a comprehensive, integrated multidisciplinary approach that combines medical, 87 

psychiatric, and nursing interventions—have been shown to reduce severe behavioral problems in 88 

nursing home patients.7 There is no evidence that interventions are more likely to be effective if 89 

based on a specific theoretical model rather than another.6 The majority of the evaluated 90 

interventions have been carried out by specialized staff outside of long-term care. Further 91 

evaluations are needed to show how these interventions could be part of routine care practices in 92 

real-world, long-term care settings.8 93 

A qualitative review evaluating the implementation, effect and processes of non-pharmacological 94 

interventions found a more comprehensive range of positive benefits than with effectiveness 95 

evaluations alone.9 The review concluded that beneficial interventions enabled people with 96 

dementia to connect with others, make meaningful contributions, and reminisce. Successful 97 

implementation was considered dependent on staff and family engagement, flexibility, 98 

individualized care provision, and sufficient staff time allocation 9. Residents in long-term care have 99 

also reported boredom and the feeling of being restricted.10 In a focus group study, older people 100 

with dementia expressed a lack of meaningful activity, noting that the meaningfulness of activities 101 

was interwoven. Preferred meaningful activities addressed their psychological and social needs.10 102 

Besides the finding of positive outcomes, there is a dearth of synthesized literature on the authentic 103 

experiences of people with progressive memory disorders participating in non-pharmacological 104 

interventions. A synthesis of qualitative studies would increase understanding of the life experience 105 

of people with progressive memory disorders. Therefore, this review contributes to synthetize the 106 

available evidence and alludes to implications for healthcare. It aims to identify, critically appraise, 107 

and synthesize the best available literature on the experiences of people with progressive memory 108 

disorders participating in non-pharmacological interventions. A preliminary search to PROSPERO, 109 

MEDLINE, the Cochrane Database of Systematic Reviews and JBI Evidence Synthesis was conducted 110 

and yielded no current or in-progress systematic reviews on the topic. 111 

Review question 112 

What are the experiences of people with progressive memory disorders participating in non-113 

pharmacological interventions?  114 
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Inclusion criteria 115 

Participants 116 

The review included studies conducted with people of all ages diagnosed with progressive memory 117 

disorders (including Alzheimer's disease, cerebrovascular disease, Lewy Body disease, and 118 

frontotemporal lobar degenerations) of all levels of severity. Specific exclusion criteria included the 119 

people who have Parkinson's disease, alcohol delirium, cranioencephalic traumas and/or surgeries, 120 

brain cancer, and similar problems with consequent memory loss. No restrictions were made based 121 

on the participants' pharmacological remedies. 122 

Phenomena of interest 123 

This review included studies on the personal lived experiences (positive, negative and/or neutral) of 124 

people with progressive memory disorders participating in professionally delivered non-125 

pharmacological interventions. These interventions are, for example, exercise interventions and music 126 

or art therapy, delivered by healthcare or other similar professionals (e.g., music therapist, social 127 

worker, psychologist, long-term institution's managers, owners or employees of services offering non-128 

pharmacological interventions) aiming at positively support the well-being of the people with 129 

progressive memory disorders. Interventions delivered by family members, informal caregivers, or 130 

peers were excluded. There were no restrictions related to the number of sessions or session 131 

durations or related to the people who collected the data. Experiences expressed by e.g. relatives or 132 

staff members were not included.     133 

Context 134 

All settings (e.g., community, nursing home) where these interventions were carried out were 135 

included.  136 

Types of studies 137 

The studies included in this review utilized qualitative data, including (but not limited to) designs 138 

such as phenomenology, grounded theory, ethnography, action research, and feminist research. 139 

Studies that used mixed (qualitative and quantitative) research methods were included if the 140 

qualitative results were presented separately.  141 
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Methods 142 

The systematic review followed the JBI methodology for systematic reviews of qualitative evidence11 143 

It was conducted in accordance with an a priori published protocol.12 This systematic review was 144 

registered with PROSPERO (CRD42020175993), and the process adhered to the Preferred Reporting 145 

Items for Systematic Reviews and Meta-Analyses (PRISMA).13 146 

Search strategy 147 

An initial limited search was carried out on the PubMed and CINAHL databases using the initial 148 

keywords. The titles and abstracts of the studies were screened for keywords, and the index terms 149 

used to describe the article were also identified. As such, the final search strategy used both initial 150 

search terms and specific index terms (e.g., MeSH terms in Pubmed) where appropriate. The search 151 

results were inspected to ensure the identification of relevant articles. Phenomenology, grounded 152 

theory, ethnography, and qualitative descriptive studies were explored using "qualitative research" 153 

in the search strategy (see Appendix I for the full search strategies developed for Pubmed and then 154 

adapted for other databases in consultation with an information specialist/librarian). 155 

The search spanned a range of sources for both published and unpublished studies, with no date 156 

limitations. The following databases were searched until 1 May 2020: Pubmed (MEDLINE), CINAHL 157 

(EBSCO), Medic, Scopus (Elsevier), and PsycARTICLES (ProQuest). MedNar was searched for 158 

unpublished studies. The reference lists of all the studies selected for inclusion in the review were 159 

screened for additional studies. Studies published in English, Finnish, and Swedish were considered 160 

for inclusion. 161 

Study selection 162 

Following the search, all identified citations were collated and uploaded to RefWorks (ProQuest LLC, 163 

Ann Arbor, USA), after which duplicate citations were removed. Titles and abstracts were screened 164 

for eligibility by two independent reviewers using the pre-determined inclusion criteria. Studies 165 

identified as potentially eligible, or those without an abstract, were retrieved as full texts, and their 166 

details were imported into the JBI System for the Unified Management, Assessment and Review of 167 

Information (JBI SUMARI; JBI, Adelaide, Australia). The full texts of the studies were assessed against 168 

the inclusion criteria by two independent reviewers. Full-text studies that did not meet the inclusion 169 

criteria were excluded, and the reasons for exclusion were reported. Furthermore, disagreements 170 

arising between the reviewers were resolved through discussion or with a third reviewer. The search 171 
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results were reported in full in the final systematic review and presented in a PRISMA flow 172 

diagram.13 173 

Assessment of methodological quality 174 

The studies selected for inclusion in the review were critically assessed by two independent JBI-175 

certified reviewers using the standardized critical appraisal tool for qualitative research incorporated 176 

within JBI SUMARI.11 This tool uses a series of criteria that can be scored as being met, not met, 177 

unclear, or not applicable to a particular study. Two independent reviewers went through and 178 

commented on each criterion. All disagreements arising between the reviewers were resolved 179 

through discussion or with a third reviewer. The critical appraisal results are presented in tabular 180 

form (Table 1). All studies, regardless of the results of their methodological quality, underwent data 181 

extraction and synthesis. A cut-off score was not used to include or exclude studies in this systematic 182 

review.11  183 

Data extraction 184 

Data were extracted from the papers included in the review by two independent reviewers (AMT, 185 

HP, SL, TV) using the standardized data extraction tool incorporated within JBI SUMARI. All 186 

disagreements arising between the reviewers were resolved through discussion or by involving a 187 

third reviewer. In the first phase of the data extraction, study characteristics were extracted: the 188 

participant characteristics, sample size, disease severity, context, culture, geographical location, 189 

study methods (data collection and analysis), phenomena of interest relevant to the review 190 

objective, and main results. In the second phase of the data extraction, specific study findings were 191 

extracted: the experiences of people with progressive memory disorders participating in non-192 

pharmacological interventions. In addition, illustrations from the text that supported these findings 193 

were extracted (one illustration per finding). The findings and illustrations were the actual verbatim 194 

words of the study participants and authors. The credibility of each finding was assessed as 195 

unequivocal (the finding was accompanied by an illustration that was beyond a reasonable doubt 196 

and was not open to challenge), credible (the finding was accompanied by an illustration lacking a 197 

clear association with it and open to challenge), or not supported (when neither unequivocal nor 198 

credible could be applied and when the data did not support the most notable findings or when 199 

there were no illustrations to support the finding).11 200 
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Data synthesis 201 

The study findings from the qualitative studies were pooled by two independent reviewers (AMT, 202 

HP, SL, TV) using JBI SUMARI along with the meta-aggregation approach.14 This involved the 203 

aggregation or synthesis of the findings in generating a set of statements representing that 204 

aggregation by assembling the findings and categorizing them based on similarity in 205 

meaning.11 These categories were then subjected to synthesis to produce a single comprehensive set 206 

of synthesized findings.11  207 

Assessing confidence in the findings  208 

The final synthesized findings were graded according to the ConQual approach for establishing 209 

confidence in the output of research syntheses and presented in a summary of findings.15 This 210 

summary included the significant elements of the review and details of how the ConQual score was 211 

developed. The table included the title, population, phenomena of interest, and context of the 212 

specific review. Each synthesized finding from the review was then presented along with the type of 213 

research informing it, scores for dependability and credibility, and an overall ConQual score.  214 

215 
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Results 216 

Study inclusion 217 

A comprehensive literature search of the databases returned 9,181 records. After removing 218 

duplicates (n = 4,319), the titles and abstracts of the remaining records (n = 4,862) were assessed. 219 

Based on the title and abstract screening, a further 4,745 records were excluded, alongside the 220 

reasons for the exclusion, leaving 117 reports for the full-text screening. As a result of the full-text 221 

screening, 71 reports were excluded (see Appendix II). No disagreements arose during the screening. 222 

The remaining 46 reports were critically appraised and included in the review 16–61. The full study 223 

selection process is presented in Figure 1. 224 

<insert figure 1 here>  225 
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Methodological quality 226 

The critical appraisal results of the 46 studies included in the review are presented in Table 1 16–61. 227 

The quality scores for most studies were above seven. Only one study16 had the maximum score of 228 

10; three studies.45,52,55 had a score of nine; nine studies20,28,30,32,36,39,40,43,47 had a score of eight; 19 229 

studies 17–19,25,26,31,37,38,44,46,48–50,54,57–61 had a score of seven; three studies 33,35,42 had a score of six; six 230 

studies 27,29,41,51,53,56 had a score of five; two studies 21,22 had a score of four; and one study 34 had a 231 

score of three. The criteria for assessing methodological quality for Q1 was achieved in eight 232 

studies,16,20,21,30,36,49,52,55 for Q6 was achieved in six studies,16,30,32,43,45,52 for Q7 it was achieved in six 233 

studies,16,28,38,39,40,55 and for Q8 it was not achieved in four studies.20,21,22,24 No study was excluded for 234 

reasons of quality.  235 

<insert table 1 here 236 

Characteristics of included studies 237 

The characteristics of the studies included in the review are presented in Appendix III. Two studies 238 

did not report illustrations, prompting their omission from the meta-aggregation analysis.21,23 All the 239 

included studies (n = 44) used qualitative methods to investigate the perspectives of people with 240 

progressive memory disorders and were published in English. Of these studies, eight used mixed 241 

methods,22,33–35,47,51,53,56 five used grounded theory 18,20,27,34,55 and two used ethnography.52,57 The 242 

remaining studies were qualitative descriptions.  243 

Experiences of other participants than people with progressive memory disorders alone, e.g. dyads, 244 

staff members, were presented in 29 of the included studies (n=44). Concerning these studies, only 245 

the findings representing authentic experiences of the people with progressive memory disorders 246 

were extracted and included in the analysis. Experiences of dyads, staff members etc., were not 247 

included. Data regarding people with non-progressive memory disorders were not included in the 248 

illustrations. Data were extracted from the participant group if it was clear the people with memory 249 

disorders themselves expressed it. When someone else interpreted those experiences, that data was 250 

excluded. The sample sizes ranged from two to 54 people with progressive memory disorders per 251 

study. The total number of participants was 444. In 10 studies 24,27,35,38,42,45,46,49,51,60, the participants 252 

comprised people with an early-stage memory disorder; and in eight studies 18,19,40,48,50,56,57,61, the 253 

stage of the participants’ disease was mild to moderate. In the remaining studies, the stage of the 254 

participants' memory disorder was unknown. The participants' age ranged between 52 and 99 years.  255 
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An array of non-pharmacological interventions was used in the studies. Some of them used a single 256 

intervention or combined interventions with other elements. Music and arts were used in different 257 

forms in many interventions. These interventions utilized some form of art 18,19,24,34,54, often primarily 258 

music 22,36,41,43,55 and songwriting 16, but also dance 27. Arts were combined with other non-259 

pharmacological intervention elements: TimeSlips (creative expression program) 25,33,56 and viewing 260 

art on a tablet computer 53. One study combined music and spiritual care 30. Many interventions 261 

could be categorized as multi-component interventions, either outdoors 45 or combining physical 262 

and social activities 49,52 and support groups 35. One study used a logopedic intervention 42, and two 263 

studies used a psychosocial intervention 47,50. Technology was used in several ways: in independent 264 

tablet games, 26 or computer activity programs 51. The exercise was used in a physical activity/high-265 

intensity functional exercise program 32,40,57,59, physiotherapy 28, holistic exercise 31, and indoor 266 

Bochia 44 interventions. Reminiscence was used in the form of life story work 37 and reminiscing 20. 267 

Cognitive stimulation was a common intervention type in different forms 29,38,39,46,58,60, including a 268 

multisensory program 61. Mindfulness focused mainly on psychological aspects 17.  269 

Of the studies included in the review, 20 involved community settings 17,42,45,47,49,50,53,55,57,58 270 

24,28,29,31,34,36,39,43,46,59; four involved a hospital setting 20,22,42,56; 10 involved interventions in residential 271 

care homes 27,30,32,36,39–41,51,52,61; and four were set in dementia care centers.16,37,45,48 272 

 273 
Of the 44 studies, 19 were from the United Kingdom 18–20,22,27–29,31,35–37,41,43,44,46,53,55,57,58, six from the 274 

United States 24,25,51,52,56,61, five from the Netherlands18,27,43,61, four from Australia 16,34,39,47, three from 275 

Canada 21,30,45 and Norway 40,48,49, and one from Sweden 32, Switzerland 33, New Zealand 38, and 276 

Denmark 50. One study was from the United Kingdom and Japan.41 All 44 studies were written in 277 

English.  278 

Review findings 279 

<insert figure 2 here>62 280 

The experiences of people with memory disorders are represented with three synthesized findings. 281 

The synthesized findings were aggregated from eight categories, and 189 study findings were 282 

identified from the 44 studies. The study findings were assessed in terms of credibility as either 283 

unequivocal (n = 151) or credible (n = 38). In addition, 32 unsupported findings without any 284 

illustrations were extracted from 13 studies 17–24,46,48,50,57,61 (Appendix IV). The meta-aggregative table 285 

with the synthesized findings including categories and findings is presented in Appendix V. The 286 
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unsupported findings that did not have any illustrations were not included in the meta-aggregation. 287 

Below, we discuss the synthetized findings along with the included categories. 288 

Synthesized finding 1: It strengthened the sense of personhood 289 

The people with progressive memory disorders noted that their participation in different non-290 

pharmacological interventions strengthened their sense of personhood by increasing their 291 

understanding of themselves with the disease, establishing their dignity, and providing possibilities 292 

to challenge themselves. The first synthesized finding was formed from three categories based on 58 293 

findings from 34 studies. The findings were evaluated as either unequivocal (n = 46) or credible (n = 294 

12). 295 

Category 1.1: Increased understanding of myself with the disease 296 

The people with memory disorders revealed that participation in the intervention made them think 297 

slightly differently about memory disorders and other people with the disease and shaped their 298 

attitudes. They also maintained that their participation supported them in accepting the disease and 299 

being more open about it. 300 

I found it a truly rewarding experience which has changed the way I think about [other] people with 301 

dementia and their caregivers.18,(p.1038) 302 

Category 1.2: Established my dignity 303 

People with memory disorders felt that they were being invested in and valued as individuals and 304 

that their sense of equality was promoted through possibilities to participate in the interventions. 305 

Participation also strengthened their beliefs in their skills and increased their confidence. They also 306 

spoke of positive self-experiences and feelings of pride. 307 

As an old person in nursing home, you experience that nothing is invested in you. We were giving an 308 

impression that what we did would influence in our health and everyday living. It gives me somewhat 309 

satisfaction that I can still engage in activities. It does, I mean, if I am still engaged in activities, it 310 

means that I have not given up. 40,(p.5) 311 

Category 1.3: Provided possibilities to challenge me 312 

Participation in the interventions provided cognitive stimulation for those with progressive memory 313 

disorders and gave them the possibility of challenging themselves both cognitively and physically. 314 
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They felt that they had a chance to learn new knowledge and skills, improve their memory, 315 

recognize their remaining capabilities, and positively push their limits.  316 

Well the first time I thought NO, this I can never do…the second time it went well, and the third time 317 

it went even better and then it has gone on the fly. 32,(p.5)  318 

Synthesized finding 2: It lightened up my life 319 

The memory disorder participants revealed that their participation had lightened up their lives by 320 

providing possibilities to participate in meaningful activities, promoting a sense of belonging to the 321 

community, and supporting positive feelings and well-being. The second synthesized finding was 322 

formed from three categories based on 81 findings from 33 studies. The findings were evaluated as 323 

either unequivocal (n = 62) or credible (n = 19). 324 

Category 2.1: Gave me the possibility to engage in meaningful activities 325 

While participating in the different interventions, the memory disorder participants experienced 326 

engagement and generally felt more active in their daily life. The interventions also supported their 327 

sense of meaningfulness. 328 

Perhaps more interested in certain aspects, like I suppose sport, and I have been doing a little bit of 329 

extra reading. Only a little bit…since those days, got a bit more interested in life I suppose. 39,(p.625) 330 

Category 2.2: It promoted a sense of belonging to the community 331 

The social aspect and interactions were important for those with progressive memory disorders. 332 

They enjoyed participating in the interventions with others, had possibilities for new social 333 

interactions, and formed new relationships. Participation also supported their social connections 334 

with their loved ones. Peer support and bonding with peers were also meaningful aspects of 335 

participation for them. 336 

I have appreciated that the whole concept of Singing for the Brain … Wherever you go and whatever 337 

group of people you're in singing seems to break down barriers and to open up sort of, not only 338 

companionship, but a sense of belonging, and that's great. 43,(p.1330) 339 

Category 2.3: Supported positive feelings and well-being 340 
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Participation also gave them pleasure and enjoyment and supported the development of positive 341 

feelings. In addition, people with memory disorders noted that their participation triggered positive 342 

memories from the past and revealed mental and physical improvements in their well-being. 343 

Yeah, we had fun doing it… And a laugh as well. Yeah, which was good. 53,(p.1036) 344 

Synthesized finding 3: What I find meaningful is that it was meant for us 345 

The participants found it important that the interventions were targeted to their needs and 346 

functional capacities. For them, this was manifested in an environment that felt safe, and they felt 347 

that their unique needs were considered in the development and execution of the interventions. The 348 

third synthesized finding was formed from two categories based on 50 findings from 22 studies. The 349 

findings were evaluated as either unequivocal (n = 43) or credible (n = 7). 350 

Category 3.1: I felt that it was a safe place 351 

The participants noted that they felt that the atmosphere during the interventions was comfortable 352 

and supportive and felt that everyone there were equals. They also experienced that they were 353 

accepted as they were. They pointed out that the facilitator had a significant role in creating such a 354 

supportive atmosphere. 355 

[The trainer was great because] she was very harmonious and friendly in the way she interacted with 356 

us… But what we also experienced (when we were at home, put the iPad on the table, and sat down 357 

to do the exercises) that she had such a pleasant voice. Yes, that did a lot for me. 17,(p.5) 358 

Category 3.2: It was important to me that the special needs of people with dementia were taken into 359 

consideration 360 

Some elements influenced participants' positive experiences of the intervention. That was the case 361 

when participants unique needs and interests were taken into account when planning the contents 362 

and course of the intervention. They also discussed the importance of influencing the intervention 363 

and that different physical and cognitive limitations were considered in the context of the 364 

accessibility and suitability of the intervention. 365 

I think it is a very good and varied program as it is. I could not do it better myself, to boast a little. 366 

49,(p.1926) 367 

I don't like those activities, no, those are for older people. It's not for me. 51,(p.546) 368 
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Discussion 369 

This systematic review explored qualitative evidence relating to the experiences of people with 370 

progressive memory disorders participating in non-pharmacological interventions. The review 371 

included 44 studies, which resulted in 153 unequivocal and 36 credible findings grouped in eight 372 

categories. There were three synthesized findings: 1) It strengthened the sense of personhood; 2) it 373 

lightened up my life; and 3) what I find meaningful is that it was meant for us. However, the 374 

confidence of the findings was very low in the two synthesized findings and low in the third. 375 

The first synthesized finding described the core element of maintaining personhood. Supporting 376 

personhood is an ongoing issue for persons with progressive memory disorders.63 According to 377 

Kitwood and Bredin64 personhood is preserved in interpersonal interactions in a social context. The 378 

findings in this review show that the study participants experienced that maintaining the self can be 379 

reinforced through meaningful activities. Our findings are concurrent with those of a previous study 380 

in the dementia care context, which emphasized that people with dementia maintained the self 381 

through occupational and social roles. Engaging in such roles was essential to the participants, with 382 

many referencing past and current roles.63 In a review of the implementation of psychosocial 383 

interventions, Lawrence et al.8 reinforced that psychosocial interventions need to be anchored in 384 

person-centred care.  385 

The experiences of those with progressive memory disorders also indicated that participation in 386 

interventions supported them in accepting the disease, making them more open about it. 387 

Maintaining dignity in the progressive trajectory of memory disease is essential. Geugten and 388 

Goossensen65 synthesized elements of dignifying aspects of care and found that being affirmed as a 389 

unique human being with a personality and identity is crucial for maintaining dignity. The findings 390 

showed that people with dementia desired to remain active members of society and to be valued by 391 

others as individuals.  392 

The second synthesized finding revealed that the participants experienced engagement and felt 393 

more active than usual in their daily life while participating in interventions. The findings underscore 394 

the importance of connecting with others and the benefits of social contacts and meaningful 395 

activities. The need to engage in activities is evident among people with memory disorders. 396 

Interventions that enable people with memory disorders to feel that they are making a meaningful 397 

contribution have improved their quality of life.8 The review findings also show that connecting with 398 
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others and the benefits derived from social contact are elements of the favorable experience of non-399 

pharmacological interventions. 400 

In this review, the social aspect and interaction with others were core benefits for people with 401 

memory disorders. It has been shown that taking part in activities with others gives individuals a 402 

sense of inclusion.8 Moreover, a key feature of non-pharmacological interventions is the possibility 403 

of developing therapeutic relationships between people with memory disorders and their family 404 

members. Therapeutic relationships can promote effective communication and listening, provide 405 

support, and increase person-centred interaction. Therapeutic communication is integral to 406 

assessing and understanding the needs of people with memory disorders and delivering effective 407 

person-centred interventions.66 Besides connections with family members, this review also showed 408 

that peer support and connections with peers were meaningful aspects of participation in non-409 

pharmacological interventions involving people with progressive memory disorders. A recent study 410 

showed that regular peer support in groups and the opportunity to meet peers in similar situations 411 

decreased loneliness and isolation among people with memory disorders.67 412 

Non-pharmacological interventions generally aim to engage people in meaningful and purposeful 413 

activities that provide pleasure. Our results showed that participation in interventions supported the 414 

experience of positive emotions such as enjoyment and pleasure. Similarly, another review explored 415 

non-pharmacological interventions as presenting a valuable and diverse approach to improving the 416 

quality of life and mood of people with memory disorders4 as participation triggers positive 417 

memories from past events. Likewise, it has been shown that people with memory disorders gain 418 

consolation from reflecting on what they have done in the past, which engenders hope and positive 419 

feelings. The trigger of positive feelings from the past allows one to reflect on what they have done 420 

and can still do.68 421 

In the third synthesized finding, the review shows rarely documented elements of the overall 422 

atmosphere and bespoke activities. One positive contribution of non-pharmacological interventions 423 

was the experience of acceptance and respect. The activities in non-pharmacological interventions 424 

should be individually designed in consideration of the symptoms of memory disorders.68 The 425 

optimistic and supportive general atmosphere was crucial for successful experiences. Our results 426 

also highlight that both verbal and non-verbal communication from the facilitator plays a vital role. 427 

http://www.xmlmind.com/foconverter/


JBI Evidence Synthesis 

Page 18 
Created by XMLmind XSL-FO Converter. 

Nevertheless, the complexity of relationships was not explicitly discussed in the reviewed studies, 428 

though the experiences therein reflect many underlying attitudes and relationships. Parallel to the 429 

review findings, an opportunity for social engagements within groups was perceived as a strength by 430 

people with early dementia undergoing a psychosocial intervention.69 In addition, a sense of 431 

reassurance through commonality and acceptance was an essential aspect of the intervention, 432 

which supported participants in maintaining this contact and group cohesion during delivery. It has 433 

been shown that non-pharmacological interventions should consider a supportive environment, skill 434 

development and maintenance, and individualization. Individualized approaches that promote self-435 

determination and autonomy have been shown to support the well-being of people with memory 436 

disorders.66 437 

In this review, people with progressive memory disorders acknowledged that their unique needs 438 

needed to be considered individually in the interventions. Non-pharmacological interventions should 439 

be based on person-centered care, which accepts individuals' perspectives, sees them as 440 

participants, and responds to their needs and preferences in human and holistic ways. Individualized 441 

interventions based on individual preferences and personal characteristics promote the autonomy 442 

and self-determination of people with memory disorders,66 and it is essential to find the right 443 

interventions for the right individuals.70 The findings of this study also show that people with 444 

memory disorder must have the opportunity to influence the intervention and its content. Person-445 

centered care maintains the continuity of an individual's pre-existing identity and decision-making 446 

and allows them to influence the implementation of the intervention.71 The experiences of those 447 

with progressive memory disorders highlighted that individuals' physical and cognitive limitations 448 

are central concerning the accessibility and suitability of interventions. It was also pointed out that 449 

the activities should be appropriately tailored to functional capacity, including participants at a more 450 

advanced stage of memory disorder.68 451 

Strengths and limitations 452 

Applying an extensive literature search and rigorous JBI methods, this review synthesized first-hand 453 

experiences of 444 people with a progressive memory disorder. An a priori review protocol was 454 

published and rigorously followed. As part of a meta-aggregation, the authors avoided a re-455 

interpretation of the findings of the reviewed studies but accurately represented the findings from 456 

the original studies. However, even though many studies were included, the proportion of high-457 

quality studies was mainly low, and the level of qualitative evidence was weak because of substantial 458 

http://www.xmlmind.com/foconverter/


JBI Evidence Synthesis     Systematic Review of Qualitative Evidence 

Page 19 

Created by XMLmind XSL-FO Converter. 

weaknesses in the methodological quality of the included studies. In addition, the non-459 

pharmacological interventions in the reviewed studies were very diverse, with varying stages of 460 

memory disorder among the participants. People with progressive memory disorders also lived in 461 

different settings, such as the home, senior housing, nursing homes, and long-term care, which 462 

needed to be considered when interpreting the results. All studies using the qualitative approach 463 

were included, also mixed-methods studies. These studies tended to report experiences mainly by 464 

proxies or intervention facilitators, and the qualitative data often occupied a minor position. Despite 465 

these weaknesses, these studies provided valuable contributions to the findings. Furthermore, 466 

despite the growing interest in non-pharmacological interventions, direct descriptions of the 467 

experiences of people with progressive memory disorders remain rare, thereby requiring further 468 

attention in future studies.  469 

Conclusions 470 

People with progressive memory disorders welcome non-pharmacological interventions. It is 471 

noteworthy that, regardless of the content of interventions, people with progressive memory 472 

disorders experienced strengthened self-esteem and positive alterations to their daily life. There is a 473 

need for equal and respectful communication with people with progressive memory disorders to 474 

develop interventions that achieve the desired benefits. However, the level of evidence of the 475 

review findings was evaluated as low or very low, which needs to be considered when applying the 476 

results in clinical practice.  477 

Recommendations for practice 478 

Practitioners should use non-pharmacological interventions as standard care for people with 479 

progressive memory disorder (Grade B recommendation). They should also use person-centred 480 

approaches when developing non-pharmacological interventions and engage participants in the 481 

intervention development process. Interventions should meet people with progressive memory 482 

disorders’ uniques needs and functional capacity. By providing pleasant activities in everyday life, 483 

practitioners can promote maintaining a meaningful role in life. Tailored interventions are 484 

affirmative and can promote personhood giving pleasant activities to everyday life. (Grade B 485 

recommendation). Practitioners should also warrant that intervention facilitators have an 486 

opportunity to create a safe and supportive environment that allows space for equal and reciprocal 487 

interaction (Grade B recommendation).  488 
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 489 

Recommendations for research 490 

Theoretically sound and goal-oriented interventions are needed in the future, and people with 491 

memory disorders should be included in planning meaningful interventions. The reviewed 492 

interventions aimed to support a good quality of life, but people with memory disorders rarely join 493 

in planning interventions, either in terms of goals or content. These are alarming findings regarding 494 

the current state of non-pharmacological interventions. It is noteworthy that despite the extensive 495 

literature search, no longitudinal qualitative studies were reported. Often, persons with progressive 496 

memory disorders are asked about their overall feelings with a few simple questions. In most 497 

studies, conclusions of experiences are drawn from proxy reports. Furthermore, there is a need to 498 

develop methods to understand the experiences of persons with memory disorder at different 499 

stages of illness trajectory. Another shortcoming is that only a few interventions had an explicit 500 

theoretical foundation, an element of successful intervention 72. 501 
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