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About Llais

We believe in a healthier Wales where people get the health and social
care services they need in a way that works best for them

We are here to understand people's views and
experiences of health and social care, and to
make sure this feedback is used by decision-
makers to shape services.

.

We seek out both good and bad stories so we
understand what works well and how services
may need to get better. And we look to
particularly talk to those whose voices are not
often heard.

We also talk to people about their views and
experiences by holding events in local

communities or visiting people wherever they
are receiving health or social care services.

We also work with community
and interested groups and in
line with national initiatives

to gather people’s views.

And when things go wrong

we support people to make
complaints, so that they can
receive explanations and so
that things can be put right.

There are 7 Llais Regions in Wales. Each
one represents the “patient and public”
voice in different parts of Wales.
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Background

Llais was established in April 2023, replacing the former Community
Health Councils(CHC) in Wales. We're now entering our third year and
our transformation continues but we have retained some of the key
elements that people will have been familiar with from our CHC days.

It takes time to develop and structure a new organisation, to become
well-known, trusted and valued as a service provider, a partner
organisation, a public sector employer and as a people centred
organisation. It is important that we are accessible and inclusive and
that we achieve our goals of listening to people and representing their
views, giving equitable consideration to both health and social care
services.

The birth of a new organisation is not straightforward. There are
governance issues that have to be addressed as we have moved from
8 statutory independent bodies into a single all-Wales entity. This has
meant updating and generating new documentation as we have
detached ourselves from some of the NHS systems we were previously
linked with. It has meant looking at internal audit, dealing with
cybersecurity, planning work programmes, updating staff on matters
such as safeguarding, confidentiality and data protection, generating
new procurement systems etc

It has entailed adopting a new SharePoint system, developing and
building a new CRM and making sure that we capture data consistently.
Using new digital approaches to our work and trying to harness the
potential of Al, where it is appropriate to do so.

We have recruited additional staff and developed some new roles to
meet the needs of a different organisational structure, this has also
meant developing a new culture and behavioural standards. At the
same time, we have been developing and building relationships with
new organisations whilst maintaining ways of working with others,
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collaborating where possible rather than just working alongside each
other.

All of this has taken place whilst we are working within a context that is
also dynamic eg the introduction of the duty of quality and candour,
changes to PTR, NHS Wales App, significant issues in terms of urgent
and emergency care, dealing with post-pandemic backlogs.

It would be presumptuous to say that we are now fully established,
instead, our evolution continues, and we're keen to share the findings of
our work locally in 2024 to 2025.

What we do

Service changes and consultations

We are interested and involved when there are service changes in
health and social care that impact on people in our area. We want to
hear about service changes when they are being considered in the very
early stages, as well as when more detail is worked out in the planning
phase, so that we can be part of any engagement and consultation
process, where appropriate.

We want to make sure that when decision makers are changing
services, that the views of people using those services, their families,
and friends as well as other interested parties have been considered.
We want everyone to know about these views before changes take
place.

We also want these views to be actively considered during decision
making, so that people who use these services can really influence the
changes that may take place.

We also want to hear what the impact of those changes has been, after
they have taken place. Has it made things better? Is the service still
accessible?
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This means we can sometimes be involved in some service changes for
a long time period. Working in this way means that we can get to
understand the views and feelings of those across our communities who
may be disabled, have limited access to transport, may be on lower
incomes, have long term health issues or caring responsibilities etc.

During 2024-2025, the following service changes formed part of our
workload:

- St David's Surgery closure

- HDUHB Clinical Services Plan

- Pembrokeshire Day Centre closures

- Ceredigion closure of Tregerddan

- Community Leg Ulcer clinics

- HDUHB Mortuary Arrangements

- Tregaron/Cylch Caron Service Change

- Changes of opening hours in pharmacies

- Relocation of Morfa Lane practice

- Antioch/phlebotomy services in Llanelli

- S$136 Mental Health changes

- Prince Philip MIU Opening Hours

- Temporary Urgent Paediatric Changes in Bronglais
- Closure of branch surgery in Laugharne

- Changes to Adult Mental Health Pathways in Ceredigion
- Dispensary closure in Saundersfoot and Kilgetty

- Dispensary closure in Llandovery

Additionally, monitoring of long standing plans and changes have also
been part of our workload and includes:

- Pentre Awel development including Hydrotherapy pool
- Cross Hands development

- Hwb developments

- 6 goals/SDEC

- Primary Care access

- A Healthier Mid and West Wales

- Closure of Tumble branch surgery
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Consultations

We also contribute to consultations when there are public views to
represent. This work is undertaken at a national level, at a regional level
and locally as appropriate. This means that Llais regions work together

to make sure that the views of people across counties and the whole of
Wales can be considered. This includes the following work:

Deep Brain Stimulation for South Wales patients

Proposed changes to the Putting Things Right Process
Professional Standards Authority work on Fitness to Practice
Equity & Human Rights Commission - Our Strategic Plan 2025 —
2028

Future Digital Inclusion Strategy (WG)

Visits

Again, these may be undertaken as part of a local scheme of work, or
regionally or as part of an all Wales initiative. During the past year we
have undertaken visits to:

Emergency Department Glangwili x 2

MIU Glangwili x 1

Emergency Department Withybush x 2

MIU Withybush x 1

Emergency Department Bronglais x 2

MIU Bronglais x 1

MIU Prince Philip x 2

MIU Cardigan Integrated Care Centre x 2
Argyle Surgery, Pembrokeshire

Hafan y Waun (not including Y Bwa), Ceredigion
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Engagement

When we visit people in care settings, we usually hear about the care
they are receiving there and then, whether this is in a hospital ward, GP
Surgery, care home, day centre or any other place where care is
delivered. We know that when we speak to people at that time, they
may be thinking about their appointment or what is happening next and
people may not always want to talk to us for long, particularly if they
are feeling unwell and worried.

We also go out to communities to hear what people there have to tell us
about their health and care experiences. People often like the
opportunity to chat to us over a cup of coffee ort as part of a social
group. It gives them a chance to say what works really well for them as
well as the things that frustrate them in health and social care.

The places we have been to and the groups we have engaged with
during the past year include

- Aberaeron Integrated Care Centre
- Actif Sports Team

- Age Cymru Carmarthenshire
- Ageing Well Llandovery

- Alzheimers Society

- Aman Gwendraeth Cluster

- Ammanford Pensioners

- Burry Port Bluetits

- Burry Port Family Centre

- CCC

- CAVS

- Carers Trust

- Carmarthenshire Carers

- Catalysts for Care

- Ceredigion County Council

- Ceredigion Hub

- Ceredigion 50+ group

- Church Surgery Aberystwyth
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Citizens Advice

Clynfyw Care Farm

Coleg Elidyr

Connecting Carmarthenshire
CYCA

Delta Wellbeing

Dementia Awareness Group
Friends of St David's

Friends of Tycroes Parks

Heart of the Community Project
HIW

Learning Disability Wales

LINKS

Llandovery Farmers Market
Llandovery Leisure Centre
Llandovery Parents and Toddlers
Llanelli Cluster

Llanelli Hub

Llanelli Pride

Lupus Support Group (local and UK)
Mencap

Menopause Support Group Burry Port
Mind

Monday Friendship Group
Money Matters

Myrtle House Food Bank
NACRO

North Pembrokeshire Cluster
Pembrey Growers Market
Pembrokeshire County Council
Pembrokeshire Hub
Pembrokeshire Pride
Pembrokeshire People’s First
Planed

Plas y Mor Retirement Home
PSOW
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- RAY Ceredigion

- Regional Partnership Board

- Regional Partnership and Third Sector Citizen Engagement Board
-  Sexudl Health Cymru

- Shaftesbury Group

- St llityd Stitch and Craft Group

- St Paul's Drop in

- South Pembrokeshire Cluster

- Stamma

- Stradey Supporters

- Threshold DAS

- Tuesday Friendship Group

- Ty Gwyn Church

- Versus Arthritis

- Wallich

- Warm Room venues in Pembrokeshire
- WAST

-  West Wales Action for Mental Health

- Ysgol Gyfun Aberaeron

Over 2000 individuals have been engaged with locally. We have also
been involved in national events such as the Eisteddfod Genedlaethol,
Royal Welsh Agricultural Show and Pride.

What we have heard about

To provide a flavour of what we have heard during the past year, we
have identified some common themes. Often people will talk to us about
some of the poor experiences they have had. We also ask people to tell
us about the positives.
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Here are some of the things we have heard about below:

Staff

People value caring, hardworking and kind NHS staff

Care can be very prompt and compassionate, with many
highlighting how courteous staff are in Bronglais.

Reception staff sometimes seem like a barrier, getting past
them is challenging

Nurses and reception staff are very kind and accommodating
but GPs are less approachable and often people prefer to wait
to see a locum because they are more interested.

Nurse practitioners are praised for being skilled and
knowledgeable, but there are questions over whether enough
use is being made of Advanced Nurse Practitioners.
Departments receiving positive feedback include the
Safeguarding department at Glangwili General Hospital, and
the audiology department in Carmarthen and Llanelli.

“Toward the end we had the nurses in to manage the syringe drive
and had the need to call upon the Acute Team out of hours. Every one
of them were reassuring, caring and honest with us. They were always
cheerful and empathetic. | don't know what | would have done without
them. The Oncology team at Prince Phillip were wonderful too.”

Primary care including dentistry and pharmacy

Access and appointments

It's very hard to get a GP appointment, no matter how you try.
People spend days calling, often hundreds of times, just to get
through.

There aren't enough appointments you can book ahead, and
even when a GP says to come back later, reception blocks
access.
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Telephone appointments are OK for some, but people want to
know roughly when to expect the call.

Some people wish for drop-in sessions where you can wait to be
seen.

Children often get same-day appointments in some surgeries,
which is appreciated.

Reception and triage

Receptionists are doing triage, but people don't feel they're
qualified.

It's uncomfortable when triage happens in front of others,
without privacy.

There's frustration when receptionists act as gatekeepers.

Continuity and quality of care

Seeing different or part-time GPs means there's no continuity.
Locum doctors are common, and people feel like they have to
start from scratch each time.

There are gaps in knowledge about rare conditions, nutrition,
and cultural needs.

Patients feel abandoned when GPs assume the hospital is
responsible for care.

Pharmacy and prescriptions

Repeat prescriptions are difficult — people get “owing” notes and
have to chase medication.

Medicines are sometimes delayed or replaced with ones that
look different, which confuses people, especially older patients.
People are sent back and forth between the GP and pharmacy
when things go wrong.

Some have to visit several pharmacies to get what they need.
Prescribing pharmacists are helpful when available, but services
are patchy and inconsistent.
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Tests and follow-up

Blood tests aren’t available at GP surgeries, so people have to
travel again.

There are delays in communicating test results.

People are sometimes given medication with no explanation.

Dentistry

It's very hard to get an NHS dentist, especially for children and
people with health conditions.

Some are told children can only be registered if the parent pays
for private care.

Accessibility and inclusion

Older people feel they're treated differently (age discrimination).
Some feel judged as hypochondriacs.
Lack of access to interpreters or British Sign Language support

is a barrier to care.
Cultural awareness from staff is sometimes missing.

Frustration with the system
e Patients are bounced between GP and Emergency

Departments.
Appointments often allow discussion of only one issue, which

feels limiting.

e Some people have given up and turned to private GPs and

blood tests.

“Prescribing pharmacists are a great idea but patchy. When unable
to get an appointment, | was told to see one. | went to the pharmacy
but was told they weren’t in that day. They suggested another one but
when | said what it was for, they said that he didn’t do eyes”
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Care far away from home

Travel and costs

Long journeys can be tiring, expensive (particularly if accommodation
is needed), and disruptive—especially when travel starts very early or
involves multiple hospitals.

Planning and notice
People need plenty of notice to arrange childcare, transport, and time
off work.

Isolation and anxiety

Being far from home feels isolating and unfamiliar, especially without
visitors or when language barriers, particularly Welsh exist. People
worry about going somewhere they haven't been before.

Practical challenges
Lack of nearby facilities (like cafés) makes waiting hard for family
members.

Continuity of care
People worry about follow-up care being disjointed or needing to
travel again for short appointments.

Positives
Some appreciate fast access to treatment or shared transport when
available.

“Had to get from Lilanelli to Withybush by 8am in the morning for eye
clinic, no one thought about this when booking the appointment”
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Care in the community eg care homes/care
facilities/packages of care/day centres

Quality and stability of care
Some care homes have poor living conditions and high staff turnover,
which unsettles residents and families.

People are concerned about the lack of continuity in home care and
the inability to choose or adjust visit times.

Limited availability and access
There are not enough social care beds or care packages, and day
centre closures have left big gaps in support.

People often wait weeks to be discharged from hospital due to delays
in arranging care at home.

Pressure on families
Without enough community support, families feel pushed into full-time
residential care.

Unpaid carers feel unsupported, and respite care is often cancelled
despite being vital for carer wellbeing.

Lack of choice and dignity
People feel they don't have a real say in where or how they receive
care.

Examples include being put to bed very early or being charged for
basic items like toiletries.

Positive Examples
Some centres are highly valued for providing welcoming, essential
services (like baby massage) that families couldn’t otherwise afford.
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Respite care, when it happens, can be life-changing for carers.

Administrative issues
Poor communication and delays, such as social workers making
contact months too late, add distress.

“Social Care in the community is atrocious. My father, who was
terminally ill and needed assistance especially the last few months as
| was injured and unable to drive. There was no social help at all
available! Eventually Marie Curie came the last 2 weeks to help He
was aq 90 year old man who had never claimed anything ever and was
badly let down!!”

Children

Delays and access issues
Long waits for audiology and lack of ADHD testing or medication
delay diagnosis and treatment, affecting development and learning.

Families feel bounced between services, like GPs and school nurses,
without getting proper referrals.

Continuity and coordination
Lack of consistency in care, such as seeing multiple health visitors,
makes it harder to build trust and track progress.

The move from children’s to adult services is often complicated and
causes stress for parents.

Positive Note
Children are usually able to get same-day GP appointments, which is
reassuring.
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Clinical care

Gaps in ongoing support
Conditions like epilepsy, Parkinson’s, and aftercare for joint
replacements often lack follow-up or ongoing support.

Patients feel left to manage their recovery alone, with minimal guidance
or personal contact.

Information and access

People struggle to find local services like ear wax removal or support for
rarer conditions (e.g. male breast cancer).

There's a lack of clear information on available care, leading some to
pay privately.

Perceived lack of compassion
Being handed leaflets or told to use websites for rehab (like post-
surgery or physio) feels impersonal and dismissive.

Service shortfalls
Shortages in ophthalmology and dermatology are worrying, with
potential serious impacts on health and independence.

Positive Examples
Osteoporosis clinic and online physiotherapy services are praised,
though the latter is not widely promoted.

Epilepsy services, limited support for patients

Communication

Poor access to information

Patients aren't given clear or timely information about transport,
appointments, or available services (e.g. phlebotomy access at Prince
Philip Hospital).

Bilingual information is lacking, which limits accessibility.
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Delays and confusion
Appointment letters often arrive late or with little notice.

Hospital phone systems are complex and frustrating, with long waits
and no direct contacts.

Lack of personal support

Patients feel unsupported after receiving serious diagnoses, often
turning to the internet for information.

Specialist helplines, specialist nurses and e-consultations are hard to
access or not well supported.

Community Hospitals

Highly valued
People receive excellent care and appreciate having services close to
home.

Under threat

There are strong concerns about the potential loss of community
hospitals.

Lack of investment
These hospitals are often overlooked and underfunded.

Public support

Communities are clear—they want to keep and protect these local
facilities.

Coordinated care

Poor integration

People with complex or multi-system conditions feel that care is
fragmented and uncoordinated.
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Gaps in support
Conditions like dementia and sight loss lack consistent, joined-up
support across services.

Women'’s health
Menopause care is poorly understood in primary care, and follow-up
after specialist input is lacking, leaving women without ongoing support.

Lack of communication
People feel uninformed about major projects like Pentre Awel, the new
hospital, Cross Hands, and access to new services (e.g. hydrotherapy).

Transport and access
Concerns about how people will get to new sites—transport routes, bus
services, and parking are major worries.

Parking problems

Hospital parking is a significant stressor; people want to see solutions
like Park and Ride.

Emergency Departments

Overcrowded and under pressure
Long waits, even for very vulnerable patients, are common—sometimes
lasting over 24 hours.

EDs are full of people who couldn’t get GP appointments, leading to
further delays.

Poor environment and facilities
Cleanliness is a concern, especially in toilets.

There's a lack of basic comforts like beds, pillows, and blankets.

Children in distressing environments can be upsetting for others and are
themselves aoffected.
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Lack of communication ands
Patients feel forgotten while waiting—especially those who are elderly or
vulnerable.

Delays in test results and lack of updates cause frustration.

Some feel judged or made to feel guilty for attending ED.

Staff under pressure
Staoff are praised for their effort and kindness despite visible pressure
and lack of resources.

Positive Experiences in Minor Injury Units (MIUs):

MIUs are highlighted as efficient and caring, with significantly faster
treatment times.

Environment

® | ack of Changing spaces toilets in all hospital sites is difficult for
people and their carers.

® South Pembrokeshire needs improvement, it feels to be run down
but it can be busy,

® DPeople say there are noisy wards at night, and this can be scary
and make them feel unsafe when patients are wandering and
shouting out.

e Signposting at PPH needs improving to help people find their way
around the hospital

“Why should | have to ask in an outpatient clinic for somewhere to
change my [adult] child. It's not dignified and places such as Asda and
Botanic Gardens have them, why not a hospital.”

Mental Health and Learning Disabilities

Access and Delays
Long waits for therapy (e.g. for PTSD) prevent recovery and return to
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daily life.

Delays in Deprivation of Liberty Safeguards (DoLS) processes cause
concern.

Diagnosing learning disabilities is difficult, delaying support.

Gaps in specialist support:
People with learning disabilities struggle to access NHS dental care,
especially when medication affects oral health.

Primary care often fails to refer people to mental health teams for the
support they need.

Crisis and safety concerns
Crisis support is not available quickly enough, leaving families to
manage suicidal situations alone.

Some people feel threatened or unsafe in the way they are treated.

Positive example
The 111 Option 2 mental health support line is working well and valued
by users.

Neurodivergence

« Shortage of Medication

e Waiting times for testing

e Clinical staff don't always understand this and can be unhelpful

e Where children are concerned GPs sometimes just think of
naughty children and poor parenting

e Families don't always want or need labels but they do want and
need help
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NHS and Social care

Information is not shared, to the detriment of the patient. It means
things are having to be repeatedly recorded and this is when
mistakes are made. It can be really wearying having to repeat the
same story over and over again

Limited contacts from social worker, people feeling pushed to
tolerate and accept less help because there isn't any more
available for them

Being seen as a problem rather than a person, the NHS wants to
get the problem over to social care and social care don't want to
accept more problems

Care arrangements are often inflexible and can’t be built around
the needs of the individual because there aren’t enough staff. This
means that you have to get what you are given

Lack of communication between NHS and social care. No joined
up thinking beyond discharge

Older people

Being sent home from hospital alone with no carers or basics and
no one to help change dressings. Assumption that things will work
out ok

Not enough being done for older people’s wellbeing eg from 55+
as people start to decline, there is a risk of becoming isolated,
especially if people don't drive or have worked all their lives and
may not feel part of the community

If we live in an ageing society, why isn't there more care or provision for

the elderly

Secondary Care

Lack of memory clinic access, and difficulty in getting support for
someone who is starting to fail. No one seems to want to know
because they're worried that support will be needed.
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e Limited physiotherapy, no option to have further sessions, hard to
get to speak to a physiotherapist

e Lack of support for arthritis

e Being discharged home alone with no one seeming to care or be
worried about this even though this had been raised in hospital
before discharge

e Excessive waits in ED with lack of facilities, poor communication
and lack of updates

« Changes to endoscopy services being unclear

e Poor communication between specialties, working in silos,
unwilling to talk to each other and work together

e Delays in urology and cancellations

Transport

Poor access to transport

Public transport is unreliable or unavailable—especially in rural areas—
making it hard to get to hospitals and clinics.

Transport for essential services like blood tests is often not available.

Cost and affordability

Taxis are too expensive for many, with some journeys costing over £80
one way.

Lack of awareness about more affordable community transport options
like Country Cabs.

Hospital parking and travel stress:
Parking at hospital sites causes significant anxiety, especially for older
people and those with mobility issues.

Travel becomes even more difficult when clinics are relocated, even for
people with cars.
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Evening and weekend appointments

There are serious concerns about getting to and from appointments
outside normal hours, especially late at night from ED.

Need for local services
People want more services closer to home to reduce reliance on
transport.

Waiting times

Delays at every stage
e People face long waits for appointments, tests, diagnoses,
treatment, and follow-up care.
e Examples include 4-year waits for surgery and up to 7 years for
pain management.

Impact on care quality
e Delays mean some assessments have to be repeated, and
phlebotomy timing can misalign with follow-ups.
e Long waits for triage in ED add further stress and risk.

Emotional toll
e | ong waits for support, including 18 months for bereavement
counselling, leave people without help when they need it most.

Confusion around prioritisation
e Patients are unclear on what counts as "urgent" and feel their
cases aren't taken seriously.

Administrative errors add to delays
e Referrals being missed or forgotten (e.g. by a GP) further extend
already long waits.
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WAST

Long waits
People are waiting hours for ambulances to arrive, even after accidents.

Some reported being sent a taxi instead of an ambulance, with
significant delays.

Queueing outside hospitals
Patients are often stuck waiting in ambulances outside EDs for hours
due to lack of available beds.

Basic care may be given (e.g. ECG), but patients are then returned to
the ambulance to wait.

Undignified and uncomfortable experience

Waiting in an ambulance for long periods is physically and emotionally
difficult—no access to toilets, discomfort, and feelings of neglect or
distress.

“It was miserable waiting in the ambulance. | felt sticky and smelly. |
couldn't even go to the toilet.”
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Advocacy

We have 3 WTE advocates and a full time Advocacy Support officer.
During 2024-2025, we had approximately 600 advocacy contacts from
members of the public enquiring about complaints procedures or
unhappy with aspects of the care they had received and seeking some
additional information.

Not all contacts become complaints. Not all contacts require support
from the Llais advocacy team. Our approach is to try and empower
people to take matters forward and those who require support will be
provided with advocacy support.

In 2024 to 2025, from our advocacy contacts, 338 became formal
concerns and 226 remained as enquiries that required no ongoing input
from the advocacy team, the others needed input from other parts of
the organisation. Our average open caseload across the team at any
point in time is 136 cases.

We have had a waiting list for clients since before April 2024 — it started
slowly but has grown. Currently we have 30 clients waiting for advocacy
support. We have addressed this as best we can by supporting clients
to write their own complaint letters and by using out of area resources
where this is acceptable to the client.

On average, 20-30 Advocacy packs are sent out per month, usually
over half are returned with sighed authorisation forms meaning that the
clients want to receive individual advocacy support when there is
capacity within the team. There are peaks and troughs in demand over
the year, we usually anticipate that October and January will be high
demand months.

Between 10 and 20 cases are closed each month, usually this is
because the concern has come to a conclusion. This is when a response
has been received and/or a meeting held or an Ombudsman decision
made. Some cases conclude because the client has moved on and not
maintained contact with us.
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About 20 cases are with the Public Services Ombudsman for Wales at
any point in time.

Issues arising as a significant theme in complaints

The following themes give an indication of the recurring issues brought
to our advocacy teams during the year,

Appointments

Repeated cancellations without explanations which means that
care is not progressing and people are worried about poorer
outcomes

Late appointment letters which mean that appointment times
have already passed or there is insufficient time to organise
carers/support or transport to attend

Being ‘accused’ of not attending (DNA) and told that this will mean
starting to queue for treatment again

Bereavement

Delay in death certificate, leading to delays in organising funeral
arrangements
Poor care immediately around death from cancer

Cancer

Failings in cancer pathway leading to later diagnosis increased
need for treatment and poorer outcomes and feeling unsafe
because care does not seem to be well managed

Delayed diagnosis/Misdiagnosis and impacting on outcomes for
people

Poor communication about palliative care

Poor pain management

Oncology care being poorly co-ordinated

Poor communication when breaking bad news and inappropriate
environment
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Clinical Care

Misdiagnosis/Failure to diagnose correctly, causing lifelong issues
Lack of MDT approach, so clinicians appear to disagree

Urology care in general including poor catheter management and
communication about catheter problems

Gynaecology care, unsympathetic attitude

Ophthalmology delays and sight loss, delays in intravitreal
injections

Poor outcome from gynaecology/candour issue

Lack of co-ordinated care between multiple departments in
hospital and primary care

Lack of diabetic input whilst an inpatient

Communication

Discussions about biopsies being ambiguous and unhelpful for
families

Lack of information about diagnosis

Delayed referrals leading to delayed investigations

Delays in results such as DEXA reports because of lack of staff to
report results

Cancellation of surgery

Difficulties in getting to speak to the right clinician about a
relative’s care

Lack of treatment plan after 6 months in hospital

Felt that nursing staff did not listen to family concerns and were
dismissive

Lack of continuity of care, never seeing the same people again
and having to provide the same history to several people
Inability to communicate well with people who have autism
leading to poor doctor-patient relationship

Lack of communication to patient and family about moves to
another care home (in one instance to a care home that was 40
miles away

Maladministration in complaints process and failure to progress
complaints in a timely manner
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Poor care in general because staff are too busy

Poor environment in all areas from waiting area to clinical areas
Lack of facilities for people who may be waiting lengthy time
periods, sometimes overnight

Waiting times for triage and then for treatment

Lack of dignity and privacy with patients in chairs or trolleys in
corridors when they are feeling very unwell

Dentistry

Long wait for dental procedure needed in another Health Board
with no explanation
Dentists declining to provide care

Mental Health

Lack of treatment and support routinely which means people
deteriorate significantly before they get help

Access to Mental health clinics is poor

Poor in-patient care particularly in mental health settings that
care for older patients

Poor working relationship with CAMHS

Concerns re Crisis Team support, not being prompt or helpful,
leaving families having to deal with very distressing situations
Cessation of therapy without prior discussion or rationale and
difficulties in getting therapy re-established

Primary Care and Community

Unhelpful systems that patients and families have to try to
negotiate. Much of it involves patients and families having to
chase around for things themselves

Poor district nursing care/lack of district nursing/home visits
Unhappy with Alternative Primary Health Care Provision and
inflexibility
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Poor medication management with patients having to chase
medications/wait for medications because of poor
communication between primary and secondary care
Disputes over immunisation

Failure to make timely referrals leading to delays in care and
ongoing pain

Unhappy with care under CLDT/respite arrangements
Repeated lack of medication from pharmacy causing a need for
travel and phone calls which make patients anxious

Refusal to refer to secondary care without explanation

Lack of support with incontinence

Staff

Unhelpful attitude of reception staff in primary care acting as
gatekeepers

Consultant attitude

GP Attitude

Lack of understanding about transgender patients/discrimination
Inadequate preparation for client assessment

Poor attitude in relation to autism

Lack of empathy and interest

Secondary care

Poor/unsafe discharge arrangements
Readmissions following poor discharge arrangements with lack of

support at home

Poor discharge arrangements from mental health ward
Maternity care

Poor quality orthotics provided

Poor management of IV infusion

Delayed diagnosis of sepsis

Inadequate stroke management

Dementia discrimination

Poor management of dual diagnoses/multiple health issues
Dissatisfaction with physiotherapy/CMATs input
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Nutritional screening and diet input

Inpatient fall

Repeated cancellations of surgery

Inappropriate treatment

Poor ophthalmology management between GP and hospital
Incorrect administration of medication causing deterioration.
Corridor waits/boarding in inappropriate areas

Failings in outsourced surgical care

Catheterisation and continence management

Social care

Lack of care/support at home/insufficient care/support hours
provided

Lack of information about funding

Social worker attitude

Poor care in care setting

Inappropriate care home environment

Dispute over emergency care placement and costs

Lack of support/breach of confidentiality

Poor management of resident’s changing mental health status
Failure to respond to change in resident’s physical health

Representations

One of the main aims of Llais is to represent the views of people in
health and social care arenas. This can be done at several levels, locally,
regionally and also nationally.

Some of our Llais staff and volunteers represent people’s interests in
national meetings, local committees, formal and informal meetings
where they ask questions, seek explanations or present public
perspectives. At other times staff may meet with health and social care
providers and managers to discuss some of the issues that need to be
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personnel to seek clarity on specific matters.

During 2024 — 2025, the following representations were made:

CRM Ref

Date sent in

addressed. Formal emails and letters may also be sent to relevant

Date
concluded

1 Closure of GP Practice | 240318-1025 20/03/2024 | 02/05/2025
Branch (Tumble) —
Service change

2 Query re 240320-1031 20/03/2024 | 18/04/2024
arrangements for
children’s phlebotomy

3 Safeguarding withina | 240404-1052 04/04/2024 | 10/04/2024
care setting

4 Safeguarding adult 240404-1053 04/04/2024 | 10/04/2024
Pembs LA

5 Antioch phlebotomy — | 240327-1044 25/04/2024
Service change 240808-1304 09/08/2024

05/01/2025

6 S136 — Service change | 240327-1045 08/04/2024

7 Care home service 240327-1046 25/03/2024 | n/a
change

8 Argyle street surgery 240408-1055 08/04/2024 | n/a

03/02/2025

9 Breast screening for 240408-1056 08/04/2024 | 15/04/2024
high-risk patients

10 | HDUHB Transport for | 240418-1078 22/04/2024 | 23/04/2024
appointments

11 | Vacant practice 240419-1079 19/04/2024
process — St David's —
Service change

12 | PPH Health and safety | 240422-1083 22/04/2024 | 22/04/2024
issue
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13 | HDUHB Lupus group 240423-1089 23/04/2024
issues

14 | Community Leg Ulcer | 240515-1147 15/05/2024 | 19/06/2024
Clinic Relocation
Ceredigion

15 | DDAS site location in 240516-1148 22/04/2024 | 16/05//202
North Dock Llanelli 4

16 | HDUHB Margaret 240516-1149 16/05/2024 | 16/05/2024
Street Surgery

17 | Pembs CC — Closure of | 240520 - 1155 | 20/05/2024 | n/a
Day Centres

18 | Carms DolLS 240531 -1174 | 31/05/2025

19 | Pembs DoLS 240531 -1175 |31/05/2025 | 07/05/2025

20 | Cered DolLS 240531 -1176 |31/05/2025

21 | Availability of 240606-1190 06/06/2024 | 07/06/2024
interpretation in 240606 - 1191
Avenue Villa/Ty Elli
Surgery

22 | HDUHB Delayed 240613-1211 13/06/2024 | 07/05/2025
management of
complaints

23 | Outpatient toilet 240618-1216 18/06/2024 | 07/05/2025
facilities

24 | HDUHB Epilepsy 240618-1217 18/06/2024 | 02/08/2024
service

25 | HDUHB Children's 240619-1223 19/06/2024 | 19/06/2024
Audiology

26 | Parkinson's support 240611-1194 11/06/2024 | 15/07/2024

27 | Hospital Discharge 240709-1241 09/07/2024 | 31/10/2024

28 | HDUHB Cross Hands 240709-1242 09/07/2024 | 26/09/2024
Hub

29 | HDUHB Pentre Awel 240709-1243 09/07/2024 | 26/09/2024
Hydrotherapy
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30 | HDUHB Llandovery 240709-1244 09/07/2024 | 26/09/2024
MIU
31 | HDUHB Welsh 240710-1246 10/07/2024 | 11/07/2024
Language Literature
32 | HDUHB Learning 240719-1257 19/07/2024 | 19/07/2025
Disability
Assessment/Diagnosis
33 | Training for 240805-1291 05/08/2024 | 01/10/2024
communication
difficulties
34 | PPH Blood 240808-1304 08/08/2024 | 07/05/2025
tests/Linked with
Antioch service
change
35 | HDUHB Patient 240812-1309 19/08/2024 | 27/08/2024
Discharge Leaflet
36 | HDUHB Information 240926-1402 26/09/2024 | 24/10/2024
37 | Sight Loss Support 240927-1412 26/09/2024 | 07/10/2024
38 | Lower Gl Endoscopy 241007-1419 07/10/2024 | 08/10/2024
39 | West Wales GP 240926-1403 03/10/2024 | 08/10/2024
Charging for patient
test results
40 | Withybush A&E Patient | 241014-1454 14/10/2024 | 11/11/2024
Privacy
41 | Temporary Urgent 241016-1465 21/10/2024 | 29/10/2024
Pediatric Change
Bronglais — Service
Change
42 | DEXA Scan 241109-1546 09/11/2024 | n/a
43 | ADHD Medication 241109-1545 11/11/2024 | 15/11/2024
44 | Commissioned 241111-1550 11/11/2024
services
45 | Scan delays 241112-1552 12/11/2024 | 14/11/2024
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46 | Waiting times funding | 241118-1565 18/11/2024 | 08/04/2025
query

47 | Day case gynecology |241118-1566 18/11/2024

48 | Care home Llandybie |241119-1570 19/11/2024 | 22/11/2024

49 | Smoking ban impact 241121-1577 21/11/2024

50 | NMC culture review 241121/1580 21/11/2024
seeking HB view on
this and whether it has
felt an impact

51 | Query regarding 241121-1574 21/11/2024 | 25/11/2024
Transformation Board

52 | Storm Bert — business | 241125-1586 25/11/2024 | 25/11/2024
continuity impact UHB

53 | Storm Bert — business | 241125-1587 25/11/2025 | 07/05/2025
continuity impact Cerd

54 | Storm Bert — business | 241125-1588 25/11/2025 | 27/11/2025
continuity impact
Pembs

55 | Storm Bert — business | 241125-1589 25/11/2025 | 13/01/2025
continuity impact
Carms

56 | Care homein 241119 -1603 | 19/11/2025 | 22/11/2025
Carmarthenshire —
commissioned beds

57 | Advocacy case follow |241129-1611 29/11/2024
up

58 | Advocacy case follow |241129-1612 29/11/2024 | 11/02/2025
up

59 | Advocacy case follow | 241129-1613 29/11/2024
up

60 | Commissioned 241129-1614 29/11/2024
services — complaints
regarding outsourced
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work and how this is
monitored
61 | Advocacy case follow | 241201-1615 01/12/2024 | 11/02/2025
up
62 | Centralised dental 241215-1640 15/12/2024 | 17/12/2024
waiting list
63 | NHS App rollout 241218-1659 18/12/2024 | 19/12/2024
64 | Communication with 241223-1669 23/12/2024 | 23/12/2024
Llais
65 | Day centre closure 241231-1671 31/12/2024 | n/a
update — Pembs LA
66 | Children's medication | 250102-1672 02/01/2025 | 03/01/2025
67 | Newquay surgery and | 250103-1675 02/01/2025 | 02/01/2025
pharmacy
68 | Healthier Carms/Cere | 250110-1676 03/01/2025
committees
69 | Rheumatology helpline | 250110-1692 08/01/2025 | 10/03/2025
monthly
meeting
70 | Cancer waiting times 250110-1693 08/01/2025 | 08/01/2025
for reporting monthly
meeting
71 | Dermatology waiting 250110-1694 08/01/2025 | 10/03/2025
times monthly
meeting
72 | WAST critical incident | 250110-1695 08/01/2025 | 08/01/2025
monthly
meeting
73 |Increase in falls and 250110-1696 08/01/2025
medication errors monthly
meeting.
Ffurther
email
07/05/2025
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74 | RSV jabs — older 250110-1697 08/01/2025 | 05/02/2025

population monthly
meeting

75 | ToRS Vacant Practice | 250205-1733 | 05/02/2025
Panel

76 | Ophthalmology 250212 -1751 12/02/2025 | 17/03/2025
patient story

77 | Carms LA - Age 250217-1765 17/02/2025
Cymru report

78 | Cered LA - Age Cymru | 250217-1766 17/02/2025 | 04/03/2025
report

79 | Pembs LA - Age 250217-1767 17/02/2025 | 06/03/2025
Cymru report

80 | Carms LA Budget 250217-1768 17/02/2025
deficits and plans

81 | Cered LA Budget 250217 - 1769 17/02/2025 | 03/03/2025
deficits and plans

82 | Pembs LA Budget 250217-1771 17/02/2025 | 20/02/2025
deficits and plans

83 | HDUHB Consultation 250228-1800 27/02/2025 | 27/02/2025
document for CSP

84 | Argyle Surgery 250328-1862 07/03/2025

85 | Llais Maternity report | 250330-1864 30/03/2025 | 30/03/2025
follow up in Public
Board

86 | UHB Engagement with | 250330-1865 30/03/2025 | 30/03/2025
Communities
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Impacts and
outcomes

The impacts and outcomes of our work come from different aspects of
our work. For example, our representations in meetings, whether
informal, formal or in public can change the direction of conversations
and decisions. It can make sure that the voices of people in
communities are brought to the forefront.

Our communications with other organisations in writing can also result
in changes. For example, one of our representations has made a
difference to our own staff and will make a difference to NHS staff in the
future, making things better for people with communication difficulties:

33 | Training for communication 240805- 05/08/20 |01/10/2024
difficulties 1291 24

This representation came initially from engagement work with some
homeless people in Llanelli, which identified challenges for some people
in communicating effectively with others because of speech problems
such as stammers. It meant that they repeatedly had problems making
appointments, cancelling appointments and being understood by
healthcare workers. Llais staff across Wales have now had training to
try to make this easier for people with speech problems. The Health
Board has established a working group which includes one of our Llais
volunteers to identify how this issue can be addressed within hospitals
and GP settings.

Additionally, our advocacy work can also trigger changes for services
and individuals although these may not always be immediately seen by
people because our advocates work with clients on an individual and
confidential basis. Some of the following impacts are from our advocacy
service work:
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During monthly meeting with junior medical staff, Mrs X's case would be
discussed to identify learning and improved practice. This will be
repeated to each new cohort of junior doctors. (see attached notes of
Mortality & Morbidity meeting).

Following the meeting the advocate discussed with Mr X his options and
what more he could achieve in pursuing his complaint. He was grateful
for the opportunity to have that discussion as he was finding it difficult
to close the matter. He felt reassured following the meeting as he found
the consultant genuine and sympathetic and was pleased that direct
action had been taken as a result of his complaint. He was therefore
happy to conclude his complaint.

The Ombudsman concluded that Mrs Y should have undergone a
continence assessment to determine the cause of her incontinence,
followed by the completion of a person-centred plan of care to treat
and/or manage her continence issues. The Ombudsman saw nothing in
the clinical or nursing notes to show that she received this care, so
considered that a failure.

The Health Board should conduct an audit in GGH of 10% of patients
with incontinence issues to assess whether they have been treated in
line with the most recent version of the Welsh Continence Guidance. If
deficiencies are found, the Health Board should take appropriate steps
to ensure compliance with the most recent version of the Welsh
Continence Guidance. Both the audit and any action plan should be
shared with the Ombudsman.

It was acknowledged that standards of communication did fall short of
expectation and an apology was offered for any further distress this
caused.

The Health Board eventually wrote to Miss X in July 2024 confirming that
a first-hand account was not obtained from the nurse and agreed that
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this was a step they might reasonably have taken at the time the
investigation began and apologised to Miss X that this did not happen.

The Health Board explained that they have been developing and
improving their complaints handling processes over recent years, and
one of the steps they are taking is to engage in a more person-centred
manner from the outset when people raise complaints. They want to
ensure they have understood the aspects of greatest importance within
a complaint and mutually agree the way in which the investigation will
ensue. Conversations such as these will enable people raising concerns
to discuss the format of the investigation in detail with the complaints
officer handling their case. As part of their new ‘complaints investigation
toolkit’ issued to staff handling and responding to complaints, they
include a template with which first-hand accounts can be sought from
staff.

The failure to address Miss X's outstanding concern led to her complaint
taking over 3 12 years to resolve and this was only after it was repeatedly
escalated and brought to the Regional Director’s attention and raised
with HB's CEOQ.

Miss X was satisfied with the final letter of apology and was pleased to
learn about the new ‘complaints investigation toolkit’ and the other
measures being introduced as part of the development of its complaints
handling processes.

She was also grateful for her advocate’s patience and perseverance with
her complaint.

“I would like to thank you so much for your help and guidance - you have
been absolutely marvellous”’

They apologised for failing to keep the patient updated and that they
had since improved arrangements for refreshments for patients waiting
in A+E.

From the outset, the client advised advocacy that he had an ‘Autism
Passport’ and shared the details of this with the advocate, who took the
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advice and guidance contained in this into account during each
engagement with the client either verbally or via email.

A full Ombudsman referral was made on behalf of the client in April
2024. The client remained complementary throughout over his
engagement with our advocacy service. He commented on one
occasion, "/ think you handled me very well..

The advocate was able to discuss the client’'s recent concerns and the
treatment and referrals that had been made for him and put these into
context for him. Although, no further action was taken in respect of
compiling a complaint for the client, we were able to assist him in putting
things into perspective, following which the client felt happy enough with
his current NHS treatment and decided not to make a complaint.

The client thanked the advocate for listening to his concerns and
assisting him in recognising that at that time he did not consider having
grounds to make a formal complaint.

At the meeting, the practice manager apologised for everything that
had taken place and the client was offered a further double
appointment/consultation with the GP who promised to go though her
existing medical problems and prepare a specific management plan for
her individual needs. Arrangements for this appointment were made
and the practice manager confirmed that following this appointment
she would respond in writing to the letter of complaint submitted on the
client’s behalf.

On leaving the meeting the client expressed her sincere thanks to our
advocacy service for preparing her complaint and for obtaining such a
successful outcome for her.

The dentist at the surgery wrote back to the client offering an apology
for the treatment he had received and gave reassurance to the client
that it was never his intention for him to feel that his treatment was
rushed or had been delivered in a prejudicial manner.
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The dentist provided a full explanation regarding his assessment of the
client’'s dental condition at the time he presented to the dentist and
explained that he was disappointed the client had been unhappy with
the finished denture he had fitted and confirmed he was pleased to
offer an immediate refund for the NHS charges made.

At the point the client approached our advocacy service for assistance,
the case was effectively out of time for any further action to be taken.
The only option open was to refer the case to the Ombudsman in the
hope they would investigate it due to the significant delays incurred
during the health board investigation. After discussing her options with
her advocate, the client decided to refer the case to the Ombudsman
herself which she stated she was more than happy and capable to do.
Our advocacy service continued to monitor the case until the
Ombudsman’s response was received by the client.

The Ombudsman stated that the health board had provided
reasonable responses to her concerns and had also apologised for the
delays in the responses provided to the client. The Ombudsman stated
they could see no reason to investigate the referral to them as there
were no exceptional circumstances highlighted in her case.

Despite the Ombudsman'’s decision not to investigate, the client
expressed her thanks for the advice and guidance provided to her by
the Llais Advocacy Service.

The complaints advocate was able to communicate effectively with the
client who advised that he felt confident speaking openly and freely with
our service about the discrimination he experienced and the problems he
had encountered, however he eventually decided not to pursue an NHS
complaint at this time.
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The Ombudsman replied stating they would not investigate the case. In
their response they stated that while the client may not have found the
response by HDUHB satisfactory, they had provided her with an
apology, acknowledged the backlog and explained the reasons for the
delays and explained the steps they were taking to address them. The
Ombudsman stated that they considered the HB response reasonable
and would therefore not be investigating.

The client remained unhappy with the outcome of her complaints and
the Ombudsman decision not to investigate; however she was grateful
for the assistance of the Llais advocacy service in preparing and
submitting the complaints on behalf of her father.

Following submission of her concerns to the GP Surgery, a review was
completed by the Deputy Medical Director Primary Care & Community.

Before receiving the response, a meeting was held with Dr James,
Advocate and Ms X to discuss his initial findings. The Health Board then
issued a response with the review findings:

« The GP's practice was outside of what is recommended by NICE
Guidance CG 95.

o Advice re 999 ambulance when a patient presents with an acute
emergency needs to be reiterated to all GP practices.

« The advice to patients around driving when systemically unwell will
be reiterated to all GP practices and

« The need to document a complete set of observations

Investigation found the care and treatment provided was appropriate
during admission, however, did apologise that the lack of updates and
communication issues caused distress.

Mr Y was not expected to pass away while in their care, discharged
planning had been taking place when his health declined quite suddenly.
It was not possible for nursing staff to know he would continue to decline
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when they called Mrs X that morning. Apologised that it was too late for
Mrs X to arrive in time.

The response issued to the family stated that it was clear that the
communication and engagement aspects of their son’s care,
particularly in relation to Physiotherapy and Speech and Language
Therapy, did not meet the standards that the Health Board would have
expected.

“Thank you, you have been invaluable during this process. Also thank you
for your kindness and understanding it has meant a lot to us.”

The Health Board assured Mrs X that feedback had been given to
nursing/ medical staff within the unit as part of a lessons learned
exercise from Mrs X's experience.

This is a learning point which has been communicated to the clinical
team and Mr X sincerely apologises to you for this.

We also achieve outcomes and impact from our project work. In 2024 —
2025 Llais West Wales focused on 3 projects.

Priority 1 — Waiting for treatment: we surveyed the public across the 3
counties to find out about their experiences when they waited for
operations or treatment. We have asked the Health Board to respond
to our findings which cover reducing waiting times and communicating
and supporting people more effectively whilst they wait.

Priority 2 — Learning Disabilities: we undertook engagement work
across the three counties to hear from people with learning disabilities
about their experiences of health and social care:

https://www.llaiswales.org/news-and-reports/reports/west-wales-
engagement-report-learning-disabilities-report-march-2025
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We've asked the Health Board and the three Local Authorities to
respond to our report to identify what action they can take to improve
services.

Priority 3 — Work with CYCA : we were grateful to CYCA (Llanelli charity
Connecting Youth Children and Adults) to help us speak with 13 families
they supported. We talked to these families about their experiences as
they sought assessment and care for their children.

We know that different organisations work together and have asked the
Health Board and local Councils to respond to our questions on
improving communication with families and reducing the amount of time
that they wait for care. We also want to know what they are doing to
capture people’'s experiences and learn from them.

-...and what’s next

We recently published our Llais Annual Plan for 2025-2026, which
includes two all-Wales projects: Exploring rights, expectations, and
responsibilities in health and social care and Getting care and support
through Integrated community care hubs.

Our team of 12 staff in West Wales are aiming to do more of the same
across our three counties. We're specifically going to areas of our
region during the year and using an approach we call “Llais Local” to
spend time with people in the places they live, work and spend their free
time so that they can tell us their experiences of health and social care.
We plan to specifically visit Pembroke Dock, Lampeter, Borth, St
David's, East Llanelli, Cross Hands/Tumble and Whitland.

We will be hosting a regional Health and Social Care Summit, and also
be working with other organisations in events that they hold in different
locations, we'll be involved in national and local events as well as Wales
wide work with other Llais regions.
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Contact Details

Llais West Wales Region,
Welsh Government buildings,
Picton Terrace,

Carmarthen,

SA31 3BT

Website: www.llaiswales.org
Telephone:01646 697610

Email: westwalesenquiries@llaiscymru.org.
Facebook: @Llaiswestwales
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