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Having an independent
advocate helps me to
make sure that my
feelings, thoughts,
experiences and
viewpoints are listened
to, voiced and most of
all taken into
consideration.

Advocacy matters because every family deserves to be heard, believed, and
treated with compassion, especially after experiencing loss or harm. Independent
advocacy ensures families’ voices influence what happens next, their questions
are answered, and they are supported through complex and often distressing
processes.

At People First we believe in the power of independent, person-centred advocacy
to make a difference. Our approach is empathic, transparent and action focused.
We listen deeply, support families to use their voice and work alongside them so
their experiences lead to real change. We are not part of the NHS, and this
independence means families can trust us to be fully on their side.

Since our last report at the end of 2024, we’ve seen both growth and impact.
Referrals have increased, doubling our reach. Behind every number is a family
navigating an incredibly difficult time, and our role is to ensure their experiences
are not lost in systems but drive improvement within them.

Advocacy matters 

People First

Families continue to tell us our support is
empowering, independent, and fills a vital gap.
They value being listened to and having someone
alongside them who not only hears their story but
helps others to listen too. However, we also
continue to see worrying patterns: delays in
communication, lack of transparency, insensitive
language, and inconsistency in how Trusts manage
complaints and investigations. These experiences
cause additional harm and prevent learning from
taking place.

Our advocacy shows what’s possible when families
are treated with dignity and respect and what
happens when they are not. 

This report sets out what we’ve observed, the
impact of our work, and what needs to change.
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Since our first report at the end of 2024, our referral numbers have increased from
7 to 45. All 8 Trusts within the North East and North Cumbria have now referred,
compared to only 4 in the previous report.  

We supported only 15% of eligible families over the pilot period. We believe this
figure should be higher, a concern we have  raised repeatedly with Trusts, as we
witnessed gatekeeping and a failure to refer families who would be eligible for
our support.

In addition to referrals made by Trusts, some families self-referred, were referred
by other services or signposted by other families who had received our support.  

Who we’ve worked with
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I raised concerns many times to the midwives when my partner was in
labour on the ward but was told repeatedly that guidance was being
followed. I feel if I had been listened to at the time, the outcome for my
baby could have been different.  

We have worked directly with several partners to ensure their voices are heard, and
their experiences considered, in relation to the adverse outcome their family
experienced. 

Partners reported feeling that clinicians directed everything to the person who
gave birth, their own thoughts and feelings ignored. Even when asking clinicians to
speak directly to them, this did not happen. One partner felt that had their
concerns been taken seriously and acted upon, this may have changed the
outcome for their baby.

Support for Specific Groups 

People First

Advocates always tailor their support to the person they are supporting.

In doing so we have noticed that there are certain groups who we wish to focus on
in this report. 

Non-birthing partners
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Our advocacy is flexible, adapting to what a family needs in that moment. Some
asked that their extended family to be the ones taking the lead in investigatory
processes and communicating with us. We accommodated these wishes and
worked with these family members. We received feedback that this was really
appreciated. Extended families said they felt represented, and birthing parents
were given the space they needed.  

People First

“I asked my advocate to include my mum in all communication, and
she did. I don’t always read my emails, or respond to messages, and
my mum helps setting up the meetings. In the beginning I could not
face to speak or deal with anything that concerned the postmortem, so
my mum dealt with all of that, together with my advocate, until I was
ready to take part as well. It is good that my advocate is there for me,
but includes my mum in everything and supports her too, because that
is what I want and helps me as well.”

“My family are, and have been, my most important support and my
advocate really understands that and all communication has been
with me and my advocate, but always with my family included.
If it wasn’t for one of my family members who picked up the leaflet of
the advocacy service and put the referral in, I don’t think I would have
requested the support. I’m so grateful he did that for me.”

Recommendation 1
Act on the birthing person’s choices, including non-birthing partners and
family members as they wish. 

Extended family members
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When supporting families whose first language is not English, our advocates
make use of independently commissioned translation services and adapt our
communication styles to people’s preferences. 

We have seen that access to translation services and materials within the NHS are
not always readily available. Some people have struggled to get any translation
support whilst others have found this support irregular. Certain families found
translations were readily available whilst they were in hospital but once
discharged, this stopped.  

We have concerns for people whose first language is not English, who are dealing
with adverse outcomes, without the necessary translation support to understand
what is going on. 

People First

Recommendation 2
Ensure translated materials and interpreting services are available
including following discharge. 

People for whom English is not their 
first language
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People First

People from minority or underrepresented
cultural and racial groups 
Culture and race impact people’s experiences’. Birthing people told us they felt
discriminated against during their care because of their background.

They believed this discrimination led to their concerns not being taken seriously,
leaving them wondering how different the outcome for their baby could have
been, had they been listened to. 

Some shared with us that they felt their advocates, white women, would be taken
more seriously and therefore could get the answers they could not. 

“When I was on the hospital ward, I pressed my buzzer a few times for
the nurse to come but was ignored, however white women were
offered help without even having to ask. All the other white women on
the ward knew what was happening, that I was being discriminated
against because of my race and culture, which was embarrassing.
People assume because we have no choice but to try harder to be
heard, this can be seen as being forceful.” 
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People First

Young parents
The importance of the right support being put in place following an adverse
outcome for young parents living in rural areas has been identified. Young
parents we have worked with have had little or no support networks nearby
which has led to them feeling alone and isolated.  

The importance of MNISA support being offered at the time of the event is
paramount in engaging young parents. We have seen a pattern of young parents
feeling unable to discuss their experience when there has been a delay in referral,
compared to those who have more readily accepted support when it was offered
sooner. 

Recommendation 3
Develop targeted support for young parents.

People with caring responsibilities
Advocates work holistically, and therefore often hear about concerns or
difficulties people are facing in their lives. Where people have caring
responsibilities, they are dealing with the adverse outcome they have
experienced, alongside these roles. 

We recognise the importance of these families being able to talk to their
advocates about their wider caring responsibilities and concerns such as school
attendance, housing support, Education, Health and Care Plans (EHCPs) etc.  

Recommendation 4
See people holistically, signpost support beyond maternity when needed.
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People First

Neurodiversity
Neurodiverse people have reported to advocates that their needs have not been
considered by the NHS e.g. people failing to provide reasonable adjustments,
such as meeting in familiar surroundings, and adjusting communication styles.  

Not only is this a breach of the Equality Act, but it also leads to a complete
breakdown in working relationships and trust in the NHS. 

Recommendation 5
Provide reasonable adjustments, ask people what support they require.

NHS Staff
We have supported a number of families where birthing people or their partners
have worked for the NHS. This has added an additional layer of difficulty when
raising concerns and complaints.  

Some reported they were concerned their employment could be at risk, others,
that their once-held confidence in NHS processes had disappeared following their
negative experiences (e.g. through long delays and a lack of transparency). 

Our independence from the NHS has given families peace of mind that we will
always be on their side and that there is no conflict of interest.

Support for those out of scope
The specificity of the eligibility criteria means families can miss out on support. In
some cases, we have still been able to support these people under our other
advocacy contracts, meaning additional families received full advocacy support
rather than just signposting. 
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Last year we reported on the impact of poor communication, limited information
provision, a lack of attention to detail, a lack of compassion and siloed
investigations. This year many of these are still observable, alongside additional
concerns in the NHS care provided to people (which are discussed below).

Two complaints, two experiences 
One family who received care across multiple organisations submitted
complaints to two of the organisations involved. Their experience highlighted
differences in the quality of complaints processes and what a great one looks like.

What we’ve observed

People First

Aspect Organisation 1 Organisation 2

First response
Phone call received within four days. Acknowledgement received within one week.

Tone/empathy Acknowledgement offers direct condolences on
the family’s loss. 
Each communication reiterates sincere
apologies for their loss.
Told the family that they have advocated for
their child and other birthing people. 
For parts of the complaint not upheld, they still
acknowledge the family’s experience. 

Acknowledgement, is made alongside an
apology for the family having reason to raise
concerns.

Updates on progress Time frame for response set immediately.
Kept in touch each month with updates.

No time frame initially given. 

Complaints meeting
Flexibility with arranging suitable date and time
for the family.
Compassionate, gave space to the family,
accepted their views and feelings.
Made it clear that the family’s views are no less
important than the organisation’s staff. 

Delays in arranging suitable complaints
meeting date.
Delays in communication after the meeting. 
Unclear communication around what happens
after the meeting.
Family did feel there was honesty and
accountability.

Outcome
Family felt acknowledged and like they could
get closure.

Family felt there was little point continuing,
even though they do not have the closure they
wanted.

Other Willingness to use the family’s experience for
future learning.

Barriers to advocate acting on the family’s
behalf.
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People First

Recommendation 6
Communicate honestly, transparently and promptly. Provide updates
when promised, even if there is no progress.

Recommendation 7
Prioritise family requests, before those of the organisation and staff. 
Act on their preferences of where/when to meet, including the use of
neutral venues.

Recommendation 8
Be empathic. Acknowledge the family’s loss and hurt.

11

Even with a level of understanding and accountability taken, the impact poor
communication has on families is significant . Although Organisation 2’s
management of the complaint was satisfactory, this comparison highlighted the
strength of Organisation 1’s approach.



People First

Medical language can be hard to understand and needs adapting when given to
families, especially in the context of such sensitive and difficult situations.
Language needs simplified both when written and spoken, and sensitivity
considered during all conversations.  
 
Variations across Trusts are visible. Whilst some are proficient at writing
patient-appropriate information, others don’t go far enough to explain
complicated medical terminology, or do not even offer a patient-appropriate
version. 
 
What could and should provide families with answers to their questions has
resulted in further questions, more confusion, and more worry. Families report
that health professionals have taken for granted the complexity of maternity
and neonatal healthcare.  

Lack of patient-appropriate information 
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Recommendation 9
Ensure that families understand documentation, develop patient-
appropriate information and ensure staff provide information consistently
and sensitively.
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We’ve seen important information, such as a cause of death, being seen by the
families for the first time on general hospital paperwork with no further
discussion or explanation given. This caused immediate upset and distress to
families. Advocates escalated this issue to a senior level with the Trusts, and the
families gained some immediate reassurance whilst waiting for the full
results/report. 
 
We’ve often seen a lack of sensitivity around discussions to do with future family
planning. These decisions are highly emotive and unique to each family.
However, on multiple occasions, these conversations have lacked compassion
and/or been carried out at the wrong time.  
 
Families told us this topic was brought up during debriefs where they believed
the aim was to understand what happened to their child that died, not discuss
anything to do with the future. They felt shocked, frustrated, and upset, and at
times, like their baby that died was being forgotten or replaced. 
 
Multiple families received highly insensitive information during the postmortem
process, such as being asked if they wanted their baby’s body back immediately
or if they wanted to wait a few weeks until the baby’s brain was back. The
language used was cold, thoughtless and very distressing. 

Poor timing of sensitive information  

We wrote to all coroner’s offices in our region to alert them to the issue. We met
with a Senior Coroner and Coroner's Manager to discuss our concerns. They were
concerned by our findings and agreed to raise it at their regional meeting. 

Recommendation 10
 Do not discuss future family planning unless a family ask to do so.  

Recommendation 11
 Do not send emails and letters on a Friday, unless there are people
available for families to contact and discuss at the weekend. 

People First
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Recommendation 12
 Double envelope sensitive documents and warn families of their
contents.  

Recommendation 13
 Remember you are discussing a family's much loved baby, not a specimen. 

In some situations families told us their concerns were minimised or dismissed.
Such concerns have been responded to by staff stating that they were simply
following procedures and guidelines. On multiple occasions, families were told “it
could have been worse”. As well as feeling dismissed, families told us they were
frustrated, humiliated, and angry.  
 
Families have told us again and again the importance of their concerns being
acknowledged and acted upon, staff showing empathy and treating them as a
real human being with feelings. 

Dismissing of concerns



People First

Unnecessary delays and barriers to getting
answers 
Some families found responses from healthcare professionals slow or non-
existent. We have consistently observed that when advocacy became involved,
there was a marked difference in the responsiveness of NHS staff. This should not
be the case; families should be responded to, with or without an advocate. 
 
We have also seen responses from the NHS sent only to the advocate, excluding
the family and leading them to feel that something is being hidden from them.
Advocates will always share any information they receive with the people they
are supporting, and have made this explicitly clear, yet this practice persists. 

It is  not always clear which team or professional families should direct queries to.
This has led to delays in communication and confusion for families. 
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When families have expressed how important it is for their questions to be
answered as quickly as possible, they often still face long unnecessary delays.
This makes families feel that the Trust does not understand the impact this has. 
 
Certain processes face lengthy wait times that cannot easily be changed, but
simple questions from families that can be answered and would help with the
long wait time have still been ignored. Families understand these long wait times
and often ask to be regularly updated on their progress, to try ease some anxiety. 
However, such requests have not always been met in appropriate ways. 

Reports are often sent with lots of information, without the immediate offer of a
face-to-face meeting to ensure understanding is there. Even when meetings are
offered, nothing is provided in writing for families to refer back to. Some families
reported receiving an unexpected phone call to discuss important results, which
meant they had no time to gather their thoughts or prepare their questions. When
some families requested more detailed information, they were told to submit a
subject access request for it. Families felt this was unnecessary and served to
create barriers to their understanding.  



These different approaches all caused a level of harm because none were
informed by what the family needed. Where we’ve seen it work best is when
families have been presented with options for communication and updates and
their preferences followed.  

People First

We supported a family to push for an earlier mental health counselling
appointment, leading to a 6-month decreasing to 3-months.  
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Recommendation 14
Be clear about processes and timelines and update if there are delays.

Recommendation 15
Ask families how and when they wish to be communicated with. Respect their
preferences, do not just do what is easiest or usual practice within your
organisation.  

Recommendation 16
Do not expect families to remember conversations. Write records and share
them proactively. Provide information in multiple formats e.g. verbally and
written, following conversations and meetings. 

Recommendation 17
Follow the family's lead on when is a good time to discuss matters with them. Do
not push people to discuss matters before they are ready.



The Health and Social Care Act (2008) requires that people receive appropriate
person-centred care (regulation 9). Health professionals must discuss with the
patient their needs and preferences and provide reasonable adjustments. This
has long been known to be vital for good quality care. 

Here are some examples we have seen where person-centred care is lacking: 
Family wanted to be transferred to another hospital with their baby. They
were not given this option, and they did not even know that the transfer of
their baby was going ahead.  
Requests from birthing people to stay with their babies being ignored. 
Wishes to stay in hospital to establish good feeding patterns not followed.
This led to additional stress, emotional harm, and difficulty feeding.  
Non-birthing partner not able to stay in hospital beyond the first night per
hospital policy. Their presence was crucial to support the birthing person
and baby. 
Having to fight for their healthy baby to be discharged as the birthing person
recognised they were not well enough to look after their baby in hospital.  

 
These examples show that care is often not person centred, with important
needs, preferences, and voices overlooked, resulting in unnecessary stress and a
poorer experience for families. 

People First

Lack of person-centred care 

Recommendation 18
Be person-centred. Ask people their preferences and needs and wherever
possible, stick to them. Work to reduce barriers and make it easy for people to
receive the information they request, such as test results, policies and procedures
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Police have been involved with some families where their baby has sadly died
at home.  Instead of the police showing empathy towards them, families shared
how they were treated as criminals rather than the parent of their baby who
had died.

People First

The Police

“I am extremely annoyed and angry with how the Police have handled
this throughout including their negative attitude towards us, lack of
empathy and compassion and total disregard to what we were going
through.  We were made to feel like criminals”

Families struggled having to deal with the Police months after their baby had
died, due to the Police being the point of contact for the Coroner’s Office.  The
MNISA liaised with the Police on the family’s behalf, however families
suggested parents in their situation should be given the choice to have direct
contact with the Coroner’s Office in the first instance despite police
involvement. 

We helped to organise the collection of personal belongings on behalf of a family
from a police station to ensure these were returned. 

We have been signposting to a list of appropriate solicitors and when asked,
calling the preferred solicitor on the family's behalf. Solicitors need to collate a
timeline of events for their case. We have been able to take from our notes and
produce a timeline directly for solicitors, reducing the need for families to have
to repeat their experience. 
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Placental testing processes are different across and within Trusts, leading to
disparity in what is offered to families. 

We’ve seen: 
National guidance not followed. 
Differences between policy and practice. 
Families not given the option to have their placenta sent for testing. 
Families finding out that their baby’s placenta had not been sent away as
agreed. This looked to them like the Trust was trying to hide something.  

People First

Placental Testing 

Recommendation 19
Establish consistency in practice and follow national guidance on placental
testing. 

“I feel I may have signed a bit of paper but just couldn’t comprehend
the content of the discussion.” 

Consent Issues
Consent issues have arisen multiple times with families not being asked for
their consent, their consent gained but not followed, and the giving of consent
for something they did not understand. The harm this has caused families is
devastating and long lasting.  

Some specific examples include being sent photographs of their child after they
died when they had asked for these not to be taken; further surgeries going
ahead without consultation; and complications of surgery not discussed
properly. 

Recommendation 20
Always consider consent. Ensure people understand what is happening and
why and that they have accessible information to make informed decisions.
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People First

Advocacy matters because every family deserves to be heard, believed, and
treated with compassion. Ending this pilot is a missed opportunity. 

The experiences of families over the past two years show that, maternity and
neonatal services still fall short in key areas. Communication remains
inconsistent, person-centred care is not always prioritised, and families’ voices
are too often overlooked. 

We must do better. 

Services need to act on what families tell them, provide timely and sensitive
information, respect individual needs and circumstances, and ensure care is
delivered with empathy and transparency. 

Embedding these changes across all maternity and neonatal services is
essential to prevent harm, rebuild trust, and ensure every family receives the
support and care they deserve. 

Conclusion
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1.  Overview of the MNISA role

Following the highly reported Ockenden Review into maternity services at the
Shrewsbury and Telford Hospital NHS Trust, it was recommended that an
independent role be established to support individuals to voice concerns and
experiences in relation to their care.  
 
This resulted in the development of the Maternity and Neonatal Independent
Senior Advocacy pilot. The aim being to help ensure the voices of women,
birthing people and families are heard by their maternity and neonatal care
providers when they have experienced an "adverse outcome" during their
maternity and/or neonatal care.  

This free service aimed to empower individuals to share their views and concerns
within the healthcare system.  
 
In our area, the pilot started in August 2023 (taking referrals from March 2024)
and will come to an end in March 2026. NHS England made the decision to end
the pilot rather than continuing it due to the Secretary of State for Health and
Social Care announcing an independent investigation into maternity and
neonatal care and a new taskforce. In light of this it was agreed that the pilot
phase should be brought to a close and the learning taken to the investigation
and taskforce to support the future development of services. 

Appendices
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 2. Information on the national evaluation
 
As part of the evaluation of the national MNISA pilot, The National Institute for
Health and Care Research (NIHR) interviewed families that had used the service
across the pilot areas in England (along with relevant professionals and families
that declined the service). 

Of those that had accessed the service, responses were overwhelmingly positive
and spoke about the following:

Families valued the navigational support advocates gave them to help them
understand the different processes and the complex healthcare system.
Families felt their advocates pushed for accountability
Families felt their advocates enabled them to feel listened to and heard

The evaluation also asked about ease of accessing the services. Feedback was
given that some families felt the Trusts didn’t give sufficient information on the
MNISA role, or that their referral was being blocked or delayed.
 

People First

Appendices continued
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Or live chat wearepeoplefirst.co.uk

Any questions?
If you have questions about Maternity and Neonatal Independent Senior Advocacy,
you can get in touch via:

You can call us 0300 303 8037
Or email hub@wearepeoplefirst.co.uk

mailto:bestlife%40wearepeoplefirst.co.uk?subject=Care%20Act%20Advocacy%20
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