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OVERVIEW

According to the NHS, in 2020, there were 41,457 

people living with dementia in Wales, and the 

numbers are rising.

Therefore, it is important that people with 

dementia and those who care for them have a good 

support system and access to resources and 

information that can help them in their everyday 

lives.

While there is much information that can be found 

on the internet, it is important to acknowledge the 

role of the community and social, face-to-face 

support both for those with dementia and their 

carers.

This portfolio consists of two parts, the first in 

which three initiatives aimed at people with 

dementia are introduced, and the second part that 

aimed to highlight the effect of dementia on the 

individuals themselves and their family and carers.



PART ONE:

INITIATIVES IN 

WALES FOR PEOPLE 

WITH DEMENTIA



PSA (People Speak Up) was founded 
in 2017 by Eleanor Shaw. They create 
a safe space for people to find their 
voice and connect them through 
storytelling, creative writing, and arts.

 They emphasize the importance of 
active listening without any judgement 
and to everyone who contacts them; 
they also value inclusivity and are 
fighting for equity. They collaborate 
with other groups, networks, and 
individuals who share their views and 
values, and they are happy to share 
their findings with their partners and 
the community and proud that they 
can learn from their mistakes and 
follow the lead of people rather than 
agendas.

The PSU group, through artistic 
exploration, promotes health and 
wellbeing, tackles loneliness and 
isolation, builds confidence, and 
investigates the gaps in the county’s 
present arts and wellbeing practices.



While the PSU group is available 
for the wider community they 
run a group specifically for 
people with dementia. They part 
of DEEP, the UK network of 
dementia voices. Their 
Elevenses project runs in 
Carmarthen on Thursdays from 
1 pm to 2.30 pm and in Llanelli 
every Friday between 11 am and 
1 pm. The project aimed to bring 
together people with dementia 
and connect them through 
sharing stories, art, music, 
movement, or just chatting and a 
cup of tea. They even offer help 
with transport if needed. The 
group also welcomes carers if 
they would like to take part.

In their meetings, they do storytelling that has many potential benefits 
for people with dementia just like maintaining a sense of identity and 
improvements in cognition (Munk et al., 2025), creative writing, and arts 
and crafts that has been shown to be successful in reducing 
challenging behaviour in dementia patients (Emblad & Mukaetova-
Ladinska, 2021), movement, singing and music that is proven to be 
helpful in improving cognition and quality of life in people with dementia 
( Lin et al., 2021) and many more to connect people and create a 
healthy and resilient community where everyone is heard. 



They are running many different projects that the Elevenses have 
access to, like a community garden that is proven to have positive 
health benefits for people with dementia (Thaneswari, 2018). 
According to Edwards et al. (2013), visiting gardens increased quality of 
life scores by 10% and decreased depression and agitation scores.  
They also provide services for carers in the form of monthly gatherings. 
For more information, please visit their website: Home - People Speak 

Up Llanelli

https://peoplespeakup.co.uk/index.html
https://peoplespeakup.co.uk/index.html
https://peoplespeakup.co.uk/index.html
https://peoplespeakup.co.uk/index.html


Am gu edd fa Cym ru  in p art ner sh ip  w it h Alzh eimer ’s So ciet y 
Cym ru  created  th e init iati ve called M us eums  In sp ir ing  
M emor ies  and  hold  even ts  i n th e mus eum s th at  are d emen tia  
fr iend ly,  inclu d ing  to urs ,  cr af t act ivit ies,  wo r ksh op s,  and  many  
mo re.  T he p ro gram me  in tend ed  to  as sis t family  memb er s and  
p ro fes sio nal  carer s by  offer ing  act ivit ies,  t oo ls,  and  t ra in ing  
t hat enco urag e pe rso n -cent red  care for  d ement ia  p at ient s.  
T he in iti at ive im pr oves  th e qu al ity  of  l i fe  for  ind iv id uals 
im pact ed b y us ing  t he p ower  of  mu seu m colle ctio ns  an d 
no st alg ia  t o sp ar k  co nv ersat ion  an d  rem emb rance.Th e cur r ent 
even ts  can  b e fou nd  on  t hei r web si te:  W EL LB EI NG  EVENT S

https://museum.wales/learn/activity/690/Wellbeing-Events/


Museums have always served as hubs for connection, memory, and 
storytelling. With its groundbreaking Museums Inspiring Memories project, 
a three-year endeavour that centres its work around the voices of those 
impacted by dementia, Amgueddfa Cymru – Museum Wales is ready to 
provide support and resources for those affected by dementia. The 
initiative is funded by the National Lottery Community Fund and its aim is 
to reshape how museums engage with people who live with dementia and 
their carers. They started by asking feedback from people with dementia 
on how could they improve the experience for them. They believe that 
cultural spaces like museums are strong wellbeing assets and making 
them more accessible would have positive benefits for those who live with 
dementia. They developed many different dementia-friendly activities such 
as seasonal well-being walks at St Fagans National Museum of History, 
Tea dances at the National Waterfront Museum or the dementia-friendly 
underground tours at Big Pit National Coal Museum. They also made sure 
that the physical environment is fully accessible and that their staff is 
trained to support the visitors with dementia. 



Their staff and volunteers took part in an extra two-hour training that 
included real-life video testimonials, and practical strategies developed 
together with people living with dementia so they can provide the best 
experience for the visitors with dementia. Today, all staff across the seven 
museums are trained. They also provide a supporters’ package for carers as 
many of the carers and family members were not sure if a museum is a 
suitable place for someone with dementia. This package offers information 
about accessibility, transport, and visitor facilities.  Schall (2018) found that 
a similar project that utilised museum visits, helped to improve self-
reported quality of life and had positive effect on the well-being of people 
with dementia. Furthermore, those who took part in the project reported 
reduced depressed mood and anxiety. According to Roe et al., (2016)  these 
kind of programmes could be beneficial not only for the person with 
dementia but for their carers. They found that those living in a care home 
and their care staff reported  positive changes in their well-being, social 
inclusion and social engagement, the project gave something new for them 
to talk about and bond over.



Dementia Actif Gwynedd is a 

community-focused initiative by 

Cyngor Gwynedd that supports 

individuals living with dementia, 

along with their families and carers, 

through physical, social, and 

wellbeing activities. 

Currently there are 16 weekly classes across Gwynedd. The cost 

of the classes £3 each and the price include a cup of tea or coffee 

too. Referral to the classes can be made by a clinical professional 

however people are welcome to self-refer as well. They also 

provide an opportunity to come along to a class and observe to 

see if the class is what the individual is looking for. Contact 

information, activity programme and map of the classes through 

the county can be found on their website: Classes | Activities and 

Keep Agile | Dementia Actif Gwynedd

The programme offers physical activity classes that are supervised 

by qualified instructors. Through physical activity they hope to 

improve strength, balance, co-ordination and to help with the 

everyday tasks and activities.

https://www.dementiaactifgwynedd.cymru/en/activities-and-keep-agile/classes.html
https://www.dementiaactifgwynedd.cymru/en/activities-and-keep-agile/classes.html
https://www.dementiaactifgwynedd.cymru/en/activities-and-keep-agile/classes.html
https://www.dementiaactifgwynedd.cymru/en/activities-and-keep-agile/classes.html


They also hold a walk and talk group that meets in Tywyn every 

Friday at 11 am. This group gives an opportunity for a light exercise 

and socialisation.

They also run a Boccia group. Boccia was originally invented for 

people with cerebral palsy, and it is now a Paralympic Sport. The first 

Gwynedd tournament was held in 2017 and teams from many 

different organisations, like the MS Society or Parkinson’s Group, 

took part. By 2019, 47 different teams took part in the tournament 

which encouraged the county to start a league where games are held 

monthly, on the second Friday of every month. According to 

Ovenden et al. (2019) taking part in a Boccia group provides physical 

and mental stimulation for people with dementia and provides a 

social aspect that is reportedly have positive benefits for the carers.



They also provide support for unpaid carers, friends, and family.  This is 

important as many individuals with dementia who live in a community 

are taken care of by their family members or other unpaid carers and 

their well-being has an impact on the care they provide (Cherry et al., 

2013). The Carers Wellbeing & Support Group takes place every other 

Tuesday via Zoom at 11 am. It provides a safe place for unpaid carers to 

share their concerns, experiences, and decisions with people who 

understand completely what they are going through, as they are all in the 

same situation, caring for someone with dementia. It gives a chance for 

caregivers to build a support system and support one another. At the end 

of every session, there is an opportunity to take part in Tai Chi 

Movements for Wellbeing.



Their Moving Moments project is taking place in 11 Gwynedd Council’s 

residential homes and promotes physical activity to improve wellbeing 

and quality of life. The Dementia Actif team and the care home staff work 

closely to create a programme that runs in the care home, and there is 

also an opportunity for the different care homes to come together and 

share ideas, talk about what works and how.  Dementia Actif Gwynedd 

provides equipment for the different activities that include garden 

workshops and chair-based exercise.  They also organise the annual Go 

for Gold sports days where residents, their relatives, and the care home 

staff members can compete against the other care homes. This provides a 

great opportunity for socialisation and exercise as well.
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PART TWO:

THE EFFECTS OF 

DEMENTIA ON THE 

INDIVIDUAL, THEIR 

FAMILY, AND CARERS



One of the biggest and most complicated health issues the world is currently 

dealing with is dementia. Dementia, a condition linked to a deterioration in 

reasoning, memory, and communication abilities, has a devastating impact on the 

individual, but their families and carers are also significantly impacted. The need 

to comprehend the extensive effects of dementia has grown as the world's 

population ages. The impacts of dementia can be health-related, social, or 

economic on both the individuals and their carers (Aranda et al., 2021)

Dementia is a condition that is highly prevalent and is expected to grow in the 

number of affected people in the future. By 2050, it is estimated that there will 

be around 152 million people living with dementia in the world (Sommerland et 

al., 2023).

Dementia is fundamentally a very personal illness. As dementia progresses, a 

person's memory, language, and capacity to carry out daily tasks gradually 

deteriorate. At first, this might involve losing things, forgetting names, or having 

trouble finding the appropriate words to use in conversation. These symptoms 

get worse over time, causing confusion, disorientation, and ultimately the inability 

to identify loved ones or take care of oneself (Dementia U.K., 2021)

Emotional and psychological stress are frequently present in conjunction with 

this cognitive decline. Anxiety, despair, paranoia, and even hallucinations are 

common in patients with dementia (APA, 2022). Particularly in the early phases 

when people are still conscious of the changes taking place inside their own 

heads, the fear of losing one's identity or autonomy can be crippling. Feelings of 

loneliness, humiliation, and irritation may result from this awareness (Balouch et 

al., 2019)



Memory, attention, and problem-solving skills are among the cognitive 

processes that are impaired by dementia. These disabilities reduce freedom and 

interfere with day-to-day tasks (Woods et al., 2023) and this might lead to 

anxiety, frustration, and a sense of powerlessness. 

Some neuropsychiatric symptoms (NPS) that are unsafe and disruptive also 

occur in 90% of patients with dementia. These are psychosis (delusions and 

hallucinations), agitation, aggression, apathy, depression, anxiety, disinhibition, 

motor disturbances, and eating problems. The psychosis for example, peaks in 

the middle stage of dementia while depression tend to stay stables across 

stages. NPS can lead to earlier institutionalisation, faster progression of the 

dementia and can increase caregiver depression as well (Tampi & Jeste, 2022). 

Depression and anxiety are some of the most common psychological 

symptoms and they cause a decrease in Quality of Life for the patients and 

their caregiver as well (Leung et al., 2021).

While it is difficult to precisely assess Quality of Life (QoL) as it ideally would 

be assessed from the patient's own perspective the symptoms of dementia 

makes it difficult to obtain a self-reported rating (Logsdon et al., 2002) it is 

important to research as it could help to understand and navigate the effects 

of dementia.

With dementia, self-perception will also change. Individuals may experience a 

reduced sense of identity and self-worth when their cognitive capacities 

deteriorate. People frequently experience feelings of inadequacy and 

purposelessness, especially when they are unable to participate in the activities 

that used to define them (Mograbi et al., 2021)



A person's sense of self can be significantly changed by dementia. People may no 

longer be able to perform tasks that once characterised them, such as being a 

professional, a carer, or an involved member of the community, when their cognitive 

capacities decline (D'cruz, 2021).  A weakened feeling of identity and purpose may 

result from this loss (Tewes,  2021). A person who used to oversee home finances, 

for instance, might no longer be able to do so, which could cause a change in the 

responsibilities and dynamics of the family. These shifts can be upsetting and might 

exacerbate feelings of powerlessness and dependence.

For example, Scott (2022) presented their findings  from the IDEAL (Improving the 

Experience of Dementia and Enhancing Active Life) programme: receiving a diagnosis 

of dementia caused various emotional responses such as relief and confusion. The 

diagnosis often led to feelings of depression anxiety and loneliness among their 

participants, and they reported diminished sense of self-worth and confidence.  They 

felt like dementia changed their identity and, in most cases, they described their 

current identity as unfavourable compared to their 'old self'. They expressed their 

concerns about societal stigma and often decided to  hide their diagnoses for this 

reason or pretend that they are not affected by it. Participants reported that they 

have made changes in their daily activities so they can maintain the sense of control 

and safety however this led to the shrinkage of their social and physical world. 

However, the participants in this study were all women that is important as they 

take up 61% of dementia patients however these findings will not be universal 

between genders.



According to the Sommerland et al. (2023), social interaction is crucial for 

preserving mental clarity and emotional stability. As cognitive abilities 

deteriorate, people with dementia may avoid social situations out of 

uncertainty or embarrassment. Loneliness and worsening mental health 

conditions might result from this seclusion. Loneliness can have a negative 

effect on physical health, mental health, and can worsen cognitive decline 

(Donovan et al. 2017). While loneliness is a difference between the perceived 

and desired social connections, social isolation is a measurable shortfall in the 

frequency and contact with family, friends and other members of the 

community (Perissinotto et al., 2019). According to Kotwal et al. (2024) 

individuals with dementia and their care partner reported a decline in social 

interactions because of others' discomfort around dementia, caregiving 

responsibilities and the progressing cognitive decline that is associated with 

dementia. The care partners also reported a decline in the quality of their 

relationship with the person who has dementia. This is because of the loss of 

shared experiences and emotional intimacy, and these can lead to feelings of 

loneliness and grief. While caring for a loved one can bring some positive 

phsychological effects like pride or contentedness it may also have numerous 

negative effects . The caregiver's stress level will increase just like anxiety and 

depression, and it can lead to burnout (Jeste et al., 2021). Studies suggest that 

30% of carers experience symptoms of depression and anxiety while caring of 

someone with dementia (Kaddour & Kishita, 2020). The emotional strain that 

caregivers are under can lead to physical comorbidities as well, such as 

systemic inflammation, cardiovascular, metabolic and neurocognitive disorders ( 

Jeste et al., 2021). Caring for someone with dementia often perceived as a 

burden and can lead to early nursing home admissions (Terum et al, 2021).



It is evident that not only does dementia impact the individual with the 

diagnosis, but it also significantly alters the lives of people in their vicinity. 

Family members frequently end up providing care, sometimes without any 

notice or planning (Cheng, 2017). Financial management, prescription 

management, and helping with feeding and washing are just a few of the duties 

that spouses, kids, and even grandkids may take on. Relationship conflict and 

emotional tiredness may result from this change (Smith et al., 2022). It can be 

devastating to watch a loved one lose their independence, forget their names, 

or experience personality changes. Grief, remorse, anger, and a sense of 

powerlessness are common emotions among carers. As dementia worsens and 

the person they once knew becomes more and more alien, these feelings may 

grow more intense. Being a carer to someone with dementia is a long-term 

responsibility, and it will be stressful and can have negative consequences, like 

depression, for the carers. It not just compromises the caregiver’s physical 

health but also reduces their quality of life and raises the risk of caregivers’ 

suicide. It can also have an impact on the dementia patient, as it can influence 

their cognitive status (Huang, 2022).

It is important to note that regarding the level of impact of dementia there are 

discrepancies between studies. These differences might come from the fact that 

studies will distinguish between the stages of dementia according to different 

scales and definitions and will vary in what kind of measurements do they 

employ.  Sometimes the severity of dementia can have an impact on these 

measures as well as the individual with dementia might not fully comprehend 

what is happening around them and what is expected from them (Engel et al., 

2024).



In conclusion, the effects of dementia on individual and families, friends and 

carers are complex, encompassing physical health, social interactions, emotional 

stability, and cognitive abilities. Compassionate care and support require an 

understanding of these difficulties. Society can better meet the needs of individuals 

impacted and attempt to enhance their quality of life by recognising the devastating 

effects of dementia.
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