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Report gives a voice to people living with
dementia and those who care for them
The Commissioner has called for action to be taken
by public services across Wales to ensure that people
living with dementia and those who care for them can
access the services, support, information and advice
that they need, following the publication of a new
report: Dementia – More than just Memory Loss.
The report captures the voices of people living with
dementia and their carers from across Wales, who took
part in individual interviews and focus group sessions to
share their experiences and the challenges they face in
many aspects of their day-to-day lives.
The report found that, despite progress in recent years,
there is still a lack of knowledge and understanding of
dementia, both amongst professionals and wider society,
and that dementia services often lack the flexibility to effectively meet the needs of
people living with dementia and their carers. Furthermore, a lack of co-operation
between services creates unnecessary difficulties and barriers for people living with
dementia and their carers, and there are still significant variations across Wales in the
quality of services available.
The Commissioner said: “Dementia is a devastating illness and its impact is almost
impossible to imagine. That is why it’s essential to listen to the voices of the people
who have highlighted the huge range of challenges they have faced in accessing the
services, support, information and advice that can make a big difference to their lives.
“This report clearly sets out what action needs to be taken by those providing public
services to ensure that people living with dementia can have the best quality of life
for as long as possible. Delivering this change is not only good for people living with
dementia and their carers, but also good for the public purse.”
The report sets out a number of actions that need to be delivered to address the issues
identified by the research, including work to ensure that primary care services are more
dementia supportive and their working practices reflect the needs of people living with
dementia and their carers; training for staff to ensure they have sufficient knowledge
and understanding to respond to the needs of a person living with dementia in an
appropriate and sensitive manner that protects their dignity and respect and minimises
distress; and greater post-diagnosis support, including a single point of contact to
provide information and advice on the services and support available that can be
accessed whenever required.

The Commissioner has written to public
service leaders across Wales, seeking
assurances that they will deliver the
change required on behalf of people
living with dementia and their carers
and will undertake a programme of
follow-up work to ensure public services
are delivering upon their commitments.
The research on which the report is
based was undertaken by Age Cymru
who interviewed people across Wales
who are living with dementia, as well
During the launch of the report at the Crossas those who care for them, and
Party Group on Dementia, Suzy Webster shared
her experiences of caring for her mum
conducted several focus group sessions
on behalf of the Commissioner.
Ian Thomas, Chief Executive of Age Cymru, said: “Dementia is often a cruel illness,
both for the person it affects and for everyone around them. In carrying out the
research behind Dementia - More than just memory loss we were privileged to be
given access to the views and experiences of people with dementia and their carers
from across Wales.
“What we heard was a powerful story of the challenges that face many people affected
by dementia and the improvements that need to be made by those who provide
services.
“This research was a rewarding experience for everyone involved at Age Cymru and
we are extremely grateful to every person who shared their time and experiences with
us. I hope that we have done justice to people whose strength and desire for change
were so inspirational to our team.”
The Commissioner added: “I’d like to thank everyone who participated in this research
and so generously shared with me their experiences, often very personal experiences,
and the difficulties they have faced during what is often a very distressing time.
“By listening to their voices and taking the action set out in my report to deliver
the required change, public services have a real opportunity to get things right,
transforming a system that has, to date, unfortunately fallen below the high standards
we should expect for people living with dementia and those who care for them.”
To download a copy of the ‘Dementia: more than just memory loss’ report, visit http://
bit.ly/1WCXPjZ or call 029 2044 5030 to request a hard copy.

Helping to create ‘Magic Moments’ in
care homes across Wales
As part of the follow-up work linked to her Care
Home Review, the Commissioner and her team have
been running a series of seminars for care home
providers to support them in adopting good practice
that makes a postive difference to the quality of life
of older people.
The latest seminars, which were held in Llanrwst and
Carmarthen and attended by 70 delegates, were run in
partnership with the Joseph Rowntree Foundation and
Swansea University, and focused on how care providers
could create ‘magic moments’ in their homes - little
things that might not be included in care plans, but can
make a big difference to older people’s lives.
When care and support is centred around these ‘magic moments’, residents are no
longer treated as people to be cared for, but as individuals connecting to others through
shared interests and experiences, something that creates pathways to essential
friendships, even for those who may no longer be able to communicate verbally with
those around them.
Care staff who share ‘magic moments with residents can respond more effectively to
their emotional needs, something that is essential to move away from a task-based
approach to care delivery and create care homes in which people feel loved, valued
and appreciated for who they are and the contribution that they can still make to the
lives of others.
During the seminars, real-life examples were shared of the things that can give
individuals a sense of value and purpose, as well as providing reassurance that they
matter and still have something valuable to share. The satisfaction of contributing,
however small it may seem to us, can have a big impact upon a resident’s life.
Similarly, opportunities to spend time chatting with care staff over a cup of tea, sharing
laughter and affection, can have an equally big impact upon residents’ day to day lives.
As the needs of older peope living in care homes continue to change, it is vital that
we do not lose sight of just how important even the smallest of things can be to an
individual and the positive difference that a ‘magic moment’ can make to their life.
To get your copy of the Magic Moments in Care Homes Guide, email
ask@olderpeoplewales.com or telephone 029 2044 5030.

Water Keeps You Well Campaign
The Commissioner and her team were pleased
to join charities and older people’s groups
across Wales to support a major campaign led
by the Welsh NHS to encourage people to keep
well by staying hydrated.
The Water Keeps You Well Campaign, which ran
throughout March and was led by Public Health
Wales, aimed to address the issue of dehydration,
particularly among older hospital patients, with
information being displayed throughout hospitals to encourage
patients and their loved onces to make sure they are drinking
enough.
If undetected, the effects of dehydration can be serious and
rapid. Mild dehydration can contribute to confusion, falls,
pressure ulcers and urine infections. Serious dehydration can
cause a person’s condition to deteriorate rapidly, resulting in
clinical interventions.
Talking about the campaign ahead of its launch, the
Commissioner said:
“While easy to prevent, dehydration is still an issue for too many
older people receiving care and support in our hospitals and can
have a significant impact on their health and wellbeing.
“The Water Keeps You Well campaign will play a key role in
helping to tackle dehydration in our hospitals, not only by raising
awareness about its impact, but also by providing practical
resources for patients and staff that will support them to manage
hydration more effectively.”
To find out more about the campaign, or to access the
campaign resources, visit http://bit.ly/1Vgdfv1 or contact
Public Health Wales on 029 2022 7744.

Scrutiny of Care Home ‘Top Up Fees’
The Commissioner has written to all care home providers in Wales, setting out
her expectations for clarity around ‘third party payments’ towards the costs of
care or charges for ‘additional services’ – known colloquially as ‘top-up fees’.
The Commissioner’s decision follows a number of conversations she has had with older
people and their families from across Wales about this issue, and as a result of the
support she has provided through her casework team.
In her letter, the Commissioner sets out the following expectations on behalf of older
people:

•
•
•

‘Top-up fees’ should never be used to pay for, or subsidise the cost of, basic care
and should not be necessary to ensure that an individual’s needs and wellbeing is
met.
Greater clarity is needed on what individuals and their families are being asked to
pay for.
Personal Expenses Allowance should never be used to pay for, or subsidise, the
cost of care.

The Commissioner said: “From the conversations I have had with older people and
through the support I have provided through my casework team, it is clear that paying
for care is both a complex and emotive issue.
“The older people I have spoken to about this matter often have ongoing concerns that
they will be forced to move home should they or their families be unable afford to pay
‘top-up fees’.
“I understand that providers and commissioners are providing care and support in a
challenging financial landscape, but it must not be forgotten that it is older people, and
more often than not, some of the most vulnerable older people in our society, for whom
such care and support is being delivered.
“That is why I have written to all providers of care homes, as well as to Local Authority
and Health Board commissioners, to make my expectations on behalf of older people in
situations relating to ‘top-up fees’.”
To read a copy of the letter sent to care providers, visit http://bit.ly/22KwdsM, or
call 029 2044 5030 to request a hard copy.

Spotlight On: Expert Group on Housing an Ageing
Population in Wales
Find out more about the new Expert Group that will be advising the Welsh
Government on what needs to be done to meet the housing needs of older people
in Wales...
The Welsh Government has set up an Expert Group to advise on the practical steps
which can be taken to ensure that housing plays its part in making Wales a great place
to grow older. The Older People’s Commissioner is represented on this Group, as are
other key stakeholders including older people themselves, Local Authorities, Housing
Associations, health and social care partners and the private and third sectors.
The issues associated with housing an ageing population in Wales have been brought to
the fore by many groups in recent years, most notably in 2015 by the Ministerial Advisory
Forum on Ageing and the Public Policy Institute Wales in its report on Meeting the
Housing Needs of an Ageing Population in Wales: Report of Recommendations (http://
bit.ly/1SmgyKz).
The Group is chaired by Professor Judith Phillips OBE, Deputy Principal, Stirling
University and former Director of the Centre for Ageing and Dementia Research Wales
(Chair). Commenting on the Group’s remit, Professor Phillips said “This is an exciting
opportunity to focus on what we need to do as a nation to prepare for the fact that nearly
a quarter of the population of Wales is expected to be over 65 in ten years time. Do we
have the right homes for people to live in? Will these homes allow us to age well within
our community? Group members bring a wealth of expertise and experience and we will
be keen to learn from good practice here in Wales and further afield.”
Further information about the Group’s work and membership can be found here: http://
bit.ly/1Y0qHk8. The Group will be looking for opportunities to engage older people in
the debate about housing issues and housing solutions
In due course, you will also be able to find information on these web pages about how
you can contribute to the debate about housing issues and housing solutions.
The Group is aiming to finalise its advice to the Welsh Government Minister with
responsibility for Housing by December 2016.

Share your experiences of GP services in Wales
Many of the older people we have met and spoken with across Wales have shared their
experiences of accessing and using GP services, which are central to the health and
wellbeing of our communities, and provide key links to wider health care services.
In addition to sharing their positive experiences, many older people have highlighted
the challenges they face when accessing and using GP services. As a result of this, the
Commissioner is undertaking a piece of work that identifies good practice that could
be more widely adopted across Wales, as well as areas in which improvements are
required.
Based on her findings, the Commissioner will publish a report early next year that not
only clearly represents the voices and experiences of older people, but also sets out
how they would like GP services to be delivered in Wales.
If you would like to receive a copy of the questionnaire to share your experiences
of GP services in Wales, please contact Kate Hughes by emailing kate.hughes@
olderpeoplewales.com, or call 029 2043 5030.

Engagement Highlights
8th Annual Minority Ethnic Communities Health Fair
In March, the Commissioner’s team had an information stand
at the 8th Annual Minority Ethnic Communities Health Fair
in Cardiff, which aims to promote the health and wellbeing
among people from Cardiff’s minority ethnic communities.
Around 50 health and social care organisations had stalls
in total, providing information on a wide range of health
issues, including diabetes, cancer, sight impairment, heaing
impairment and heart conditions, along with activities such as
yoga and bollywood dancing.
Around 100 people visited the Commissioner’s stand
throughout the day, to find out about the ways in which the
Commissioner can provide them with help and support and
her work to improve health services across Wales.

Rhiwbina Civic Society
Our Ageing Well in Wales Network Coordinator, Steve
Huxton, visited the Rhiwbina Civic Society in February to
talk about the Ageing Well in Wales Programme and ways in
which communities can become more Age-Friendly.
In addition to highlighting the importance of factors like
housing, transportation and outdoor spaces, Steve also
set out how things like respect and social inclusion, good
commnication and information, and community support are
essential to make communities Age-Friendly.
For more information about what you can do to make your community more AgeFriendly, visit http://bit.ly/1WcChds.
If you would like the Ageing Well in Wales Team to visit your group to give a
presentation about their work and how you can get involved, contact Steve Huxton by
emailing steve.huxton@olderpeoplewales.com or call 029 2044 5036.

Llandyfaelog and District Pensioners Association
In April, the Commissioner’s Engagement Coordinator, Kate Hughes, visited the
Llandyfaelog and District Pensioner’s Association in Carmarthenshire to talk to them
about the Commissioner’s work and to find out more about the things that matter to
them.
In addition to highlighting a number of local issues, such as transport, access to health
care services and the Welsh language, the group also came prepared with a number
of questions about the work the Commissioner is undertaking to make Wales a good
place to grow older.
Following the meeting, Kate said: “It was great to meet the group down in Llandyfaelog
and to hear from them about the challenges they are facing as they grow older. The
information they shared will be fed back to the Commissioner to help to shape her
future work.”
The visit to Llandyfaelog was part of the Commissioner’s Engagement Roadshow. If
you would like the Roadshow to visit your group, then please email
ask@olderpeoplewales.com or call 029 2044 5030.

Our Newsletter
Please feel free to forward this newsletter to any colleagues or contacts that
you think would be interested in receiving it.
If you have received this newsletter via a third party and would like to be added to
our distribution list, please contact us (details below). We can also provide hard
copies of the newsletter or a large print version on request.
Please contact us if you would like to be removed from our newsletter distribution
list.

Your comments, feedback and stories
We welcome your feedback about our newsletter so please feel free to contact
us to share any thoughts or comments that you have.
We also welcome suggestions about potential content for the newsletter, so if you
have any information that you would like us to include in future editions, please get
in touch.

The Older People’s Commissioner for Wales
The Older People’s Commissioner for Wales is an independent voice
and champion for older people across Wales. The Commissioner and
her team work to ensure that older people have a voice that is heard,
that they have choice and control, that they don’t feel isolated or
discriminated against and that they receive the support and services
that they need.
The Commissioner and her team work to ensure that Wales is a good
place to grow older, not just for some but for everyone.

How to contact the Commissioner:
The Older People’s Commissioner for Wales
Cambrian Buildings
Mount Stuart Square
Cardiff
CF10 5FL
Phone:

08442 640 670

Email:
ask@olderpeoplewales.com
Website: www.olderpeoplewales.com
Twitter:

@talkolderpeople

Accessible Formats
If you would like this publication in an alternative format, please contact
us. All publications are also available to download and order in a variety
of formats from our website.
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