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Appendix 10
Static and improved issue with health need

Issues Issues
remaining improved by
static intervention
SCHOLAR
Education 3 7
Development 1 2 1 1
School attendance 2 2 1
School access 1 1 10 11
Basic skills 2 2 1 2
Literacy 25 11 4 40 4 8
ACCOMMODATION
Evicted 22 22 1 1
Homeless 25 25 13 15
Housing 2 1 3 1 4
Identity 4 5
Into accommodation 1 1 11 11
Planning 3 3 1
Court Order 1 2
ACCESS
Smoking 12 3 7 22
Vaccination 1 2 7 7
Hospital 6 6
Chlamydia screening 4 4 6 7
Midwife 5 5
Optician 1 1 3 3
Cervical screening 2 2 4
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Appendix 10: Static and improved issue with health need

Issues Issues
remaining improved by
static intervention
Dentist 9 2 11
CMHT 2 2
GP 1 1 21 1 1 23
HV 3 3 6
HEALTH
Disabled badge 2 2
Carer 2 2 1 1 2
Aids 3 3
Continence 1 1
MONEY
Income 1 1 3 1 4
Debt 2 2 4
Benefit 3 1 4 32 2 34
Employment 1 1 3 3
EMOTIONAL WELLBEING
Bereavement 3 3
Depression 1 3 1 5
Driving theory 5 2 7
FAMILY
Domestic Violence 1 1 4 1 1 6
SUPPORT
Boundaries 1 1 1 1
Attitude 2 2
MISCELLANEQOUS 3 4 7 18 4 22
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Appendix 11

Barriers voiced by clients
(based on families rather than individuals)

+ | have no money for credit on the phone*

+ Hospital 12 miles away, have no car

+ Can never get through, waiting a long time and costs money

+ | only has mobile with little credit

«+ Getting hold of benefits people to alter details takes for ever and is so difficult

+ Keep contacting child benefit by mobile when | have credit but nothing is happening
« | can’t get through to any of them (benefits)

« Trying to sort out benefits on phone with no money coming in is dreadful

« Having one number to ring makes it easier

+ Costs too much for the call

« Have no transport to get to hospital?

« No money for transport?

+ GP 2 miles away and have no money for bus?

 Cannot get baby and daughter to telephone box in village and make phone call safely
+ Costs money to go to Job Centre Plus to make calls to benefits

« It costs loads just to get them there (hospital) and where do | find the money?

+ Very expensive to get places on very little a week

+ You can use the phone at JCP but you have to pay to get there by car or bus

- Difficult to get to appointments on time as buses do not connect

- Can't take her to hospital until father gets home

« | cannot call an ambulance, have no post code.

+ | can't go back to where | was to see the doctor.

« | can't divorce him for violence until | have an address

« I'm on a private site for my safety but am unable to pay and can’t get housing benefit.

« We were evicted off our own land because they would not give us planning permission. Now we have nowhere
« We have been trying to get a plot for ages, but no luck

+ Cannot received letters with no address

+ Perceived Discrimination
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Appendix 11: Barriers voiced by clients

Perceived discrimination

« lam not going to tell them I have difficulty understanding when they treat me with no respect (Housing)
« 1 had to walk out last time so as not to lose my temper (housing)
+ | came with you (to housing) and they said they had everything they required but have made me return three times for

+ No one listens to me - they (housing) write me off

« They seemed to think I had money to pay the rent but it is council housing benefit that does that and they have the

« | would have walked out if you were not there, the person was so patronising (housing)

« Will not use services where professionals appear rude and unhelpful

They (housing) showed me no respect?

They (housing) treated me much better this time with you

They (housing) told me to leave temporary accommodation but | never got a letter

things | have already provided

Each time | took everything with me and made them photocopy them again.

proof. | did ask for a complaints form like you said and after that they were really nice and it went through

| have not put a foot wrong but they still don’t want me (site residents)

Don’'t want them (other children) to know where my child lives because they will label her a Gypsy
If they know she is a Gypsy she will be bullied

| don't want her going alone on a bus

Prejudice at middle school and upper school

The lady at the hospital was very rude and dismissed me

| asked at the hospital for the dentist and said | had an appointment but could not remember the name of the dentist
(orthodontist). She told me they did not have a dentist and | should go to another place- | said | was sure it was the
hospital because | knew you had said it was the hospital but she would not believe me, she looked at me as if | was dirt
They (hospital) were really unhelpful until you phoned them then they were very sorry and nice

They would not take me on as a patient ( while in Bedford) although | tried to tell them | had a serious condition. They
said to find another practice but | don’t know how. | did lose my temper because they were not listening

JCP not helping and very --- they dismiss me

+ | have been covered (insurance) for years but they (police) were determined to find something because they thought |

had stolen the goods and | could prove | had not
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Appendix 11: Barriers voiced by clients

Lack of client understanding

Difficulty

Reasons

[ wouldn't have them to help me

Because | felt they would be prying and judging me

Don’t see what the support team can do.

His behaviour is the problem not my parenting

The other kids listen and do as they're told, he does not.

Now | need to understand if he has a problem

Because his behaviour is so bad

| don't understand enough to tell someone what’s wrong with me.

The hospital took the paper describing my condition which you gave
me

I get muddled when using the phone at JC Plus

Because | can’t understand the questions

| do not understand what question they (benefits) are asking

They do not say what they mean

I only hear the first few sentences

While | am working that out in order to reply, they carry on and | lose
the rest.

Have difficulty knowing what to say and understanding it and
putting together answer.

| get muddled and don't understand too much information

| have sold the car for a deposit for a studio flat for the two of us
because they are taking so long to help

| did not realise that that would take away their responsibility to help we
just had to have somewhere warm to sleep.

Midwives have not been round to see me

| seem to be jumping through hoops and | do not understand why
it should be so difficult.

Don’t understand process to get help

| cannot understand all the writing.

Don’t understand process for appeal against eviction

| thought | was covered but police still charged me

| don’t understand what to do?

I was told MRI would cost £700 so went to osteopath - cannot
afford this now and still in pain

Cannot understand what some people say

I did not know | was doing wrong

| understand only part of what I'm told

Forms are too long and difficult?.

He was attending GOS so did not think he needed to be seen by anyone
else

78




Appendix 11: Barriers voiced by clients

Completely forgot as it had never been (appt GP)?

Forgot first appointment (cervical smear)

| could not remember the name of my condition but | know it is serious?

| cannot explain to them about his condition at birth because | have no records and can’t remember the long
words

| cannot remember all they tell me but | don’t say anything?

Don't like going by myself because | don’t remember - we go together but neither of us have good memories
| forget things and have three children with chronic conditions going to various places, | don’t read or write
and have no memory so | cannot give you details

| can't remember what to do

| have so many other things to do, | forget that | have to apply again

| cannot remember security answers for benefit people

My memory and being unable to read or write makes life difficult - everything takes that much longer and
things get forgotten

| have no trust in them (voluntary bodies) but do trust project worker. Family say you're ok

| don’t know them (voluntary organisations) and you have to trust someone before you let them have your
personal information so | won’t use them

We need trusted professional and that is important

We know you don’t say anything to anyone else unless you have to and you explain why

You don’t promise nothing but you usually get things done and you say if you can’t

You are ok because we have built a relationship

| will have test (Chlamydia) if you bring results because you visit anyway and | can trust you

You are not a stranger because we know you - you were there when we lost our grandson and that meant a
lot

| need to feel comfortable sharing personal information and can’t do that with a stranger

Need to get to know the helper or have them recommended by the community
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Appendix 11: Barriers voiced by clients

Did not know about benefits but | will get form

Don't know what | can apply for (benefit). Other people tell me.

Don’t know what entitled to or if entitled to anything or where to go for advice.
Don’t know what benefits | get. Don’t know what | can have

Did not know | could claim benefit.

| am existing on next to nothing.

| don't know what services | can get here?

Don't know what to do next

| don't know what to do or where to go?

I don't know how to get these things (identity) and cannot read or write a letter.
Don’t know how to go about getting supporting information for housing.

I didn't know how to get help to read and write although | have always wanted to
I did not think CAB would help with that sort of thing (adult education)

Don’t know what is going on (planning)

Until | am divorced he can come and go as he pleases

| cannot talk to them like you

| cannot explain to them

| do not have the words

We don't speak like you

We use different words

They don't give me time to speak

| can't answer quickly (benefits) and often don't give the right information

| cannot cope with talking to agencies on the telephone?

I get muddled by all the choices (automated telephone system), they ask questions so quick and if you do
not answer they cut you off

Don't like speaking (to agencies) on the phone when asked a lot of questions before talking to a person.
Can't think that quickly and get confused

Don't like talking to new people

Can't speak and listen - not allowed to get things wrong
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Appendix 11: Barriers voiced by clients

Client not feeling heard or understood

I have a broken window and the draught is dreadful but no one does anything

Those bad people destroyed my belongings and no one does anything

| phoned the social worker but she told me to go to CAB. | cannot go to CAB alone

Police say CMHT, CMHT say Police. What can | do?

| have rung them and explained the problem (housing) and supplied all evidence but get nowhere
It took health visitors months last time to visit me so | told them to go

« They keep sending me round in circles and | get nowhere - no one will listen to me or help
[ tell others he does not mean it - they don't listen

« | tell them he’s not right in the head but they don't listen

+ I need a home, no one will listen and no one will help me

« | already have two children and don’t want any more but no one will listen

+ They won't listen, he is dangerous but no one will come out

« Won't take his medicine and taking drugs but no one will listen

« They won't listen to me - he cannot make sensible decisions himself

 He can speak as if he is (an adult) but | know different and they will not listen

« The police do not listen even when | had a court order banning him from being near me - they let him stay
+ They (housing) don't listen

« All they (family) do is talk

« Nobody will listen to me - | cannot live with her

+ They (parents) talk to me but | don't listen it all goes over my head

« | can only listen to small amounts at a time

| can’'t get them to do anything about the repairs to the house - they don't listen.
» They won't listen to me and | don't know what to do or where to go

- | got angry because they would not listen-l was frustrated.

» They don't listen to me only to you

+ No one listens to me - they write me off?

« People do not have time to sit and listen to me.
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Appendix 11: Barriers voiced by clients

Client not feeling heard or understood

+ Have talked to milk token people on phone at JCP but nothing happened

+ Then you phoned them and they sent wrong form

+ They do not understand that to put a child of his age into school for the first time full time with no support is asking
for trouble

+ | lost my daughter (died) and | feel so bad - they don’t understand

| saw them when | lost my baby, | cannot go back there.

To see them with new baby might bring bad luck

Constant movement on making is making the birth unhappy and depressing

| couldn't tell the doctor (man) why | wanted a termination

« My depression is caused by the constant fear of becoming pregnant

| feel like | am being raped by husband

He is easily led to drugs within own community but they say let him have his freedom to be with friends, don’t they

understand?

They treat him as an adult but he is not an adult mentally

He cannot take in what they are saying so if | am not there nothing they say gets done

| do need her support but cannot live with her

| knew he was more than naughty but would not listen to what relations were telling me

They don't take as much notice of me as of a professional
They will only deal with him (son) and show me no respect as the mother
+ | keep telling them I don't get things but | don’t think they believe me
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Appendix 11: Barriers voiced by clients

Skills

+ | can go the JCP and make telephone calls
« | can speak for myself
Difficulties
« | cannot sort health, housing or anything
« I don’t know about things or where to go for help.
I cannot fill out all the forms?
« We've had a housing letter but lost it
- Life is difficult on the road
« Getting into services is difficult
- Being unable to read or write makes getting any service
difficult

Reasons

+ I don’t read or write™

« The length and difficulty of DLA forms makes it impossible to
complete®

« I have not got any paperwork because | can’t read it so it means
nothing and | burn it all?.

« My memory makes life difficult - everything takes that much longer
and things get forgotten?
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Appendix 11: Barriers voiced by clients

Needing support and advocacy

« | can't cope with his behaviour when | feel like this?

« What's the point nobody wants to help me.

« We are sleeping in a car and they will not help me.

 Can't do it what with all the other letters and mum and son in hospital.

« I have to put on an act to go there, | cannot be myself and with all the stress

+ | cannot cope with putting on an act so it will not get done.

+ Low self confidence

« Trying to find someone who would help caused so much personal anxiety | didn’t continue.
 Cannot cope with talking to agencies on telephone.

Made another GP appointment but didn't feel able to go

| panic a lot and have a lot of things to do plus | find it hard to accept help

What's the point -they have their own reasons for being here nothing to do with what | need

+ The children need schooling but they won't let us stay

I go to JCP and they say it will be ok but it is not - nothing gets done

| haven't had tokens since son was born a year ago

People do not want to help me fill forms in

« I don't pass security (benefits) because | cannot answer their questions — | don’t remember

| went to CAB and they have over a week’s wait - that’s no good to me when | have no money
Needing support and advocacy

Can't complete DLA form myself.

+ Cant deal with all the letters 2

+ | have not got any paperwork because | burn it all 2.

I'm scared to go to upper school

« Every time | get a letter or form it is just one more priority | don’t have time for.
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Appendix 11: Barriers voiced by clients

Needing support and advocacy

+ | know where CAB is but will not use it because they don't understand the Gypsy way. If you are not here | will
just have to manage. If | get into debt | will go to the family for help

+ He'’s hard work, when on the road in one van it is easier to give in to his demands

+ Don’t want to see the doctor?

+ Don’t want to take tablets

+ We don't do counselling cos its not the Gypsy Way

« Fear of social service involvement

« Social services take our children away

« Itis shameful to have social services in your house?

« | could not talk about my continence problems with the nurse because she had a male nurse with her -
problems are getting worse

+ My priority is the children and looking after the old gentleman

« Won't go into mother and baby unit ever. I'll stay with my own kind

« Be careful not to speak about Chlamydia in front of anyone else - it would be shameful even if it is not a
problem

+ | want Chlamydia test but they cannot come here and | cannot ask GP, it's shameful to do so

« | will have Chlamydia test but you must tell me the result privately and personally, | can only do it through you
and verbally. | cannot receive results by text or phone call in case anyone sees it or hears it. If you bring results
its ok because you visit anyway and can trust you?

« I've been left by my father to care for sister (dependent)

« | can see that my headaches may be due to High BP but prefer to live in ignorance of any condition | may have

+ Only want plot with people | know, my own community

« If I could be sure | could be considered for a plot from temporary accommodation | might consider it

« Don't want cervical screening - don't like have people poking me about inside

- Don't feel confident in my own ability to get successful result.

« | know where CAB is and how to contact council but | am not confident enough to do this alone.
« Some professionals give wrong advice

+ | have no confidence in myself to do paperwork.

| have no self confidence or motivation to do something worthwhile
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Appendix 11: Barriers voiced by clients

Needing support and advocacy

« Don't know nearest GP

« How do | get my kids seen when | am never allowed to stay in one place?

« Children need vaccinations and medicines but don’t know where GP is

- Can't get a doctor and feel soill

« Surgery said | could sign on with them but would not give me a prescription
« Had to go back to my temporary surgery for prescription

- They did not offer an entry medical and | want help with my illness

+ | need to stay in one place to have the baby

« Don't know how to get a midwife

« Baby’s nearly coming and | have to have somewhere to stop.

« Need my brace reviewing but don’t know where to go

« I will not be able to attend the consultant appointment as unable to return to that area
« We will not be allowed here long enough to get a consultant appointment.

They trouble me for money and threaten me so | have to sit up all night.

| can't go back on site because | informed

I am scared but they tell me | must go back.

| could not share the fact that | could not spell with a stranger so CAB no use to me.

Those bad people destroyed my belongings but don’t you say anything or they will come back
+ You don't want you're first born to be labelled with a condition especially a boy.

+ We need to have water electricity and toilets?

+ They (local authority) won't let us connect up to services?

« When we came here they made us take out existing toilets and sewage system at our own cost.
Now, if we want it, we have to put it in again at our own cost. But we still only have temporary
permission to stay. There’s not much work around and it just seems so unfair that we cannot have
what others take for granted. We have used an outside toilet for such a long time and it is very
costly to clean and empty

« Very expensive to afford to heat day room on very little a week
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Appendix 11: Barriers voiced by clients

+ lam sorry | have not been around when you have come. It is not deliberate - I just have so much
to do. (7 children and carer)

« Need my birth certificate and other papers but don’t know how to go about this and cannot read
or write a letter
« | cannot get identity papers because | have no address to have them sent to

| have no telephone number for Community Mental Health Team

Don't know where [ am®.

« Don't know where to go?

| don’t know who to phone

People say it is not possible to obtain notes without exact hospital but | don’t know the name
My daughter is in hospital so | cannot make my appointment but don't know who to contact

We need professional help?

+ We cannot do this alone

+ Need help and you show respect

« | have no means of finding out anything without professional help

« The hospital took the paper describing my condition which you gave me.

« They were really unhelpful until you phoned them then they were very sorry and nice

« They still send letters saying | owe money when | know | don't and it causes stress

« People do not have time to help me

« Get muddled by choices and they ask questions so quick and if you do not answer cut you off

- Have been like this for four years with no one to turn to, would you help?

« Didn’t get much help at middle school, don’t think new school knows | have difficulties, don’t
know

« Want to do well and want extra support

+ They keep sending me round in circles and | get nowhere - no one will listen to me or help.

« My memory and being unable to read or write makes life difficult - everything takes that much
longer and things get forgotten.

+ Need help to access right service

« Job Centre Plus would not have helped me if you had not spoken to them they had written me off
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Appendix 12
Barriers seen by professionals

Financial

« Lack of temporary stopping places for homeless Travelling families needing help.
« Private sites not available for those on benefit
« Private site owners want cash in hand not housing benefit.
+ Housing benefit only provides for ground rent on private site — does not cover total rent
« Many cannot afford private sites
+ Roadside travel® and Movement on*
- Inability to access emergency services with no address
+ Unable to attend school as moved on
« Access to antenatal care pure luck?
+ Routine health follow up and primary/secondary referral not always possible in time allowed 5
« Agencies require an address to take on or visit clients
« Further temporary planning permission granted but difficulties remain - must spend large amounts of
money for sanitation with no guarantees they can remain

- Isolated position*

« Relies on aunt for transport but this leaves the aunt's children alone
« Public transport expensive*

- Services can be up to twelve miles away?

- Establishing identity beyond the scope of mobile phone holder on benefits - took professional 3 months and
many calls to obtain birth certificates.

- Cannot get baby and daughter safely to nearest telephone box.

« No credit for long calls to agencies

« Messages can cost to retrieve and may not have telephone credit.

- Hard to get through to the right people on the phone

« Automated systems cost service
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Appendix 12: Barriers seen by professionals

Family concerns re. behaviour but family do not know how to address those concerns or who to go to?
Lack of knowledge about what developmental traits may be wrong?

Lack of knowledge about service provision®

Lack of knowledge about service position*

Lack of knowledge about travel entitlements?

Lack of knowledge about benefit entitlements. No way of finding out

Do not know how to access identity certificates’

Don't know what they don't know

Reasons for having problems are ongoing illiteracy, poor memory, low confidence and low self-esteem —
requiring access to a constant source of advice, advocacy and support

Lack of assertiveness - assumes professionals are in control and almost abdicates responsibility.

Low self-esteem?.

Needed support for own opinion before acting.

Low confidence?

Children do not necessarily have the confidence to ask teachers for extra help. Parent did not know how to
doso

Apathy born of disillusionment

Wants others to sort out problems because when she/he attempts it she/he fails or only does half of what is
needed - perceived as personal failure and reduces self esteem further

If result is not desired outcome moves on to next professional

Easiest course is to ‘bury head in the sand’ but only makes matters worse.

Afraid to complain - fear things will get worse

Useless to complain — no one listens anyway

Given up on improving skills - never was much good
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Appendix 12: Barriers seen by professionals

Discrimination

Difficulties Consequences
« Adult fears sending child to upper school with behaviour « Would rather child did nothing than experience bullying.
out of the ordinary. History of child being bullied and or « Priority need for accommodation is not met
singled out for negative attention « Client is barred from accessing service

« Travellers with children who would be in priority need for
housing and accepted as homeless have no temporary
accommodation suitable to their cultural need for hard
standing

« Expectations of professionals [housing] at a far higher level
than client can perform?
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Appendix 12: Barriers seen by professionals

Lack of client understanding

Difficulties

Reasons

Changes mind continually so cannot pin down to a decision or action.

Slow comprehension.

Difficulty understanding automatic telephone prompts?

Cannot hear several options and remember the first 42

Difficulty understanding people on the phone and formulating answers.

Lack of understanding/mental capacity *

Look to other members of community to help but they are just as
confused.

Poor ability to comprehend blocks of information

Relies on family to read things but some of them do not read well.

Client has not understood what has been said’®

Lack of understanding about how health systems work, how to access
them or how to get information?

Client picking up the wrong messages and is acting
accordingly.

Lack of understanding about how planning and site provision works?

Can only process a little information/ action at one time.?*

Lack of understanding of problem. Thought insurance was insurance
without realising there were sub-categories

Lack of literacy®°

Not understanding the need for housing benefit to be paid on rented
caravan and plot *

Literal thinking does not transfer to other situations'

Giving the wrong details by phone to pass security?

Poor memory?*'

Poor memory? and timekeeping*

Disorganised’

Reluctance to engage with education services?.

Cannot remember date of birth.

Children never went to school although places found (5 children).

Telephone operatives not precise about question being asked.
They say 'what is your address?' rather than 'What was the
address you were at before you moved? ¢

Lack of understanding among professionals re. impact of illiteracy and
poor memory.

Mind full of immediate priorities ™

Lack of understanding of social service roles®

Lack of clock, inability to tell time

Misunderstanding about what midwives do and when and where they
see patients>.

Parental apathy toward education and lack of aspiration for child
3

Professionals do not ask, simply assume®

Fear of children being taken or elderly being put in care ¢

Unable to process all the information given

_____________________________________________________________________________________________________________________________________________________|
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Appendix 12: Barriers seen by professionals

Difficulties

Results

Health visitor unable to make contact with family since previous
health visitor left over a year ago.

Professionals become weary of client.

Out of area birth not notified to health visiting team until saw
doctor at® week check.

Failed contact stops further attempts to engage
Administration failure adversely colours client’s view of service-
unlikely to attend

Routine behaviour management approaches difficult to administer
in the confines of a caravan and are magnified by additional
children and the limited space.

One method fits all (teaching behaviour) sets mobile Travellers up to
fail

Difficulties expressing herself

Miscommunication with professionals
Failure to check understanding sends mixed messages

If seen by Great Ormond St do not need to attend development
checks. If seen to in school do not need to attend CDC.

Failure to explain who does what and why or streamline/co-ordinate
necessary service contact means only the one perceived as most
knowledgeable will be attended.

Clients rights not fully explained by housing with regard to payment
of housing benefit.

Client accrues unnecessary benefit arrears

Terms and conditions of tenancy agreement given in written form
and not read out or offered in simple read format so illiterate people
have little idea what they are signing.

Client breaks rules and is evicted

Client switches phone without communicating action

Client gets upset when no one phones

Client arrived for orthodontic appointment but said she had dental
appointment and was directed elsewhere

Client can do things when guided and given precise information.

Asked to complete Citizen's Advice Bureau form in public waiting
room when unable to read or write.

Client does not use CAB again

Expectation that client would undertake literary assessment with
others when she had no skills was scary and embarrassing for client.

Client does not make use of adult education

Some say they can read and write but may only do so to a basic level

Client missed appointment unnecessarily

Client abdicates responsibility, expects professional to be
immediately available and solve all problems?

Clients expectations not met and engagement ends?
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Appendix 12: Barriers seen by professionals

Cultural traits

Difficulties Consequences

Living in the moment and unused/unable to plan

Do not complete required tasks — something else has become a priority? = Actions must be immediate or priority diminishes?

Do not anticipate problems Crisis management the norm

Deal with things as they come Needing help to fire fight consequences of actions
Do not return calls - caught up in family matters Actions are too late

Making immediate decisions without thinking them through Problem drags on.

Poor timekeeping. Failing to keep appointments Needs help and support to write necessary letters
Tries to manage with basic skills and gets into difficulty

Not good at following through actions?. Consequences of decisions made not always positive
Problems are ignored until they have to be faced Problem drags on

Do not understand the importance of documents - Loses or burns them?

Do not understand how to retrieve personal documents® Child benefit for sister took six months
Child benefit for daughter took three months

Client is telling the truth but cannot remember names and has nothing
in writing

Mum had very different concerns to school Mum did not know how to access help because she did not see
the problem as school saw it

Cultural expectation that family will do any caring needed
regardless of issue.

lliness, family issues take priority over everything* Parents/carers hard to contact
Caring duties override personal health need* Appointments not kept
Carers can be overwhelmed but would not have it any other way? Carers are stressed but are reluctant to accept help other than

nursing care

Social services would not be acceptable as caring for elderly and those  Help from agencies is refused but family can offer help. However
with a disability are an expected task for women. female members can only go so far when a male is the recipient.2

Nursing homes and Respite care may be unacceptable Cultural resistance to inpatient treatment
Culturally fatalistic attitude to health and life deeply felt.

_____________________________________________________________________________________________________________________________________________________|
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Appendix 12: Barriers seen by professionals

Cultural traits

Difficulties Consequences

Respect and personal privacy valued among community

Respect not received from some professionals Clients do not volunteer their problems with reading and writing
- they need to be asked.

Non interference in another community members lifestyle? Reluctance to engage with services

Help from the community in domestic violence must be discrete Accepted rules of settled society do not necessarily transfer across

to Gypsy/Traveller community.

Strict moral code about gender related personal problems. Ok to talk about personal gender related problems but in strict
privacy and between same sex
Telephones cannot be used for sensitive information

Frightened of officials/professionals and accustomed to being judged Generic nurse rather than condition specific worker preferred so

negatively (not usually by nurses) nobody can guess the reason for the visit
Gypsies and Travellers can share telephones and sim cards Sexual health can be discussed one-to-one with a generic nurse
Would not go to Citizen's Advice Bureau - not trusted Will only talk to a trusted person recommended by community?

Pride and preserving their community

Reluctance to go into temporary accommodation which is perceived to
be dirty, not fit for purpose and containing no cultural support.

Child who does not conform to the expected Gypsy Way can be subject
to negative attention.

Superstition, folklore and family are strong influencers

Not keen to mix outside community
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Appendix 12: Barriers seen by professionals

Care pathway

Information only useful if client able to follow through and nobody assessed whether he was able to do this

Health professional perceives access to GP as being only problem requiring attention

No case worker/lead professional with responsibility for family assessment unless child under 5 years
involved

No co-ordinated assessment or care with the family unit in focus (rather than individual children)?

No ongoing support for parents with learning difficulties

Accessing external agencies even GP, requires tremendous effort which usually is too much without support

Told to go to Citizen's Advice Bureau without consideration given to support needed. Now does not phone
social worker

Following assisted visit, uses CAB routinely

Counter-productive to keep changing GP

No case worker/lead professional with responsibility for planning care pathway, monitoring and closure
unless child under 5 years*

Client stuck in the middle (domestic violence and mental health) while services pass responsibility to each
other

Many professionals concerned, referral made but no follow up so nothing progresses

No co-ordination of care although various agencies involved.

Client seems to be responsible for co-ordination and not capable of this at this time

Necessary help not received within good time because no-one taking charge and viewing problems
holistically

Do not get letters when roadside so no continuity of care?
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Appendix 13
Mind maps
Understanding peoples lives

Valles pract_lcal A ga!ned Very literal understanding Not transferable to another situation
verbally or visually or by experience

Academic knowledge undervalued Learn through observing, trying, assisted practice, feedback

Py il € . Lack of knowledge about how to access — Systems
ways of settled community

I— Low self worth, low self esteem, low self confidence

L— Services

Low self worth, low self esteem, low self confidence

Lack of knowledge about how to move within — Systems

Low self worth, low self esteem, low self confidence

— Services

Low self worth, low self esteem, low self confidence

Disrupted schooling Non attendance Moving on or being moved on

— Boys coming of age at 13 years

— Parents condoning or colluding truancy
— Perceived dangers of girls aged 13 years mixing with boys

Lack of attainment Gives up

Low self esteem, confidence and self worth
— Low level literacy
|— Low self esteem, confidence and self worth
— Developmental difficulties

|— Low self esteem, confidence and self worth

— Learning difficulties
Melanie Hamilton-Perry. Ormiston 2010 I— Low self esteem, confidence and self worth
_________________________________________________________________________________________________________________________________________________________|
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Appendix 13: Mind Maps - Understanding peoples lives

BELIEFS Rooted in past

Or what has been proved

Rituals of cleanliness Non Gypsies seen as unclean

Hospitals unclean

Temporary accommodation seen as unclean

Self reliance Or trusted other

Religion Catholicism
I— Born again Christian

Fear of control agencies

| survived without intervention So my children will too
MMR causes autism

Won't do any good What will be will be

The importance of body privacy Females prefer female doctors
Males prefers male doctor

Discrimination, won'’t help, unjustly blamed

Social services Removing children

Destroy our homes
Steal out possessions
Assimilation of children

Lack of personal control Anger, fear, frustration

Melanie Hamilton-Perry. Ormiston 2010

The settled society
does not care about us

Accepted norm for 16 year old females to cohabit/marry
Females fidelity demanded
Males promiscuity accepted

Homosexuals and Lesbians not acceptable

Too much knowledge a bad thing Knowledge encourages experimentation

Low self worth dealing with settled community

Low self esteem when dealing with settled community

L

Lack of confidence when dealing with settled community




Appendix 13: Mind maps - Understanding peoples lives

ATTITUDES Fear of assimilation Preserving the culture and way of life Resistance to change

Looks down on permissive society

Reluctantly tolerates the demands of society
If it does not get done today, tomorrow will do
My word is my bond

If in doubt take no action

Want opportunity to choose type of home

Mistrust of settled society Professional agencies ——————— Healthcare

— Social services
—— Local authority
— Police

—— Voluntary agencies

Formal education Children remain with parents until 5 years
— Low expectations
Within family
—— Within society
Why bother
Suspicious of professionals Suspicious of motives — Failure expected norm
Tired of being done unto L Sex education

Tired of short lived projects
Tired of lack of cultural awareness Promotes experimentation
Tired of lack of respect shown

Once trust gained, professional seen as friend

Some unrealistic expectations of professional helpers

Want respect for culture From settled society
and themselves .
— . Risk of dependency

Gender specific interaction .

Can get things done

Values privacy Role model
Want personal respect Empowerment possible

Want to be treated with dignity

Expectation of prejudice T
and discrimination

Discrimination accepted as the norm and no longer challenged

Melanie Hamilton-Perry. Ormiston 2010
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Appendix 13: Mind maps - Understanding peoples lives

Traditions and values

SOCIAL Family focused Children cared for by family members

CONTEXT Non interference in other family’s problems .
OF LIFE L— Domestic Violence ————— No one interferes

(ADULTS) Do not bring family or culture into disrepute
L Domestic Violence —E Private family issue

Family secret
Respect for elders — Relatives cared for within family

Extended family gath — Unlikely to use respite or care homes
when family member ill —— Additional stress

Respect fi e dead — Deeply affects extended family
— Family wake

— Large elaborate funerals

— Children kept off school

— Burn deceased belongings
— Daily visits to grave

Community Based People more important than time

Friends highly valued

Do not live 9-5 lives

Tobacco

issm ’I

Discrimination from Not in my back yard
settled community settled community Continual eviction fragments any attempt to be socially included
Avoidance of settled society Frustration, anger, fear
Mental health problems Possible anti-social behaviour
Identity and ethnicity important — Often hidden when deemed necessary

L Fear, frustration, anger
L— Lack of Human Rights
L Frustration, anger, anti-social behaviour

Social Exclusion Frustration, fear, anger, anti-social behaviour, why bother
— Difficulties accessing services
— Education

— Health Care

— Accommodation

— Employment

— Recreation

L— Health inequalities

— High infant mortality
— Shorter life expectancy
— Fear of being “put down”

Melanie Hamilton-Perry. Ormiston 2010
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Appendix 13: Mind maps - Understanding peoples lives

Status symbol
Buying and selling

SOCIAL Family and community —m
CONTEXT
OF LIFE Must preserve the culture Learn the Gypsy way
(CHILDREN)
— G Horses
Dogs

Unidentified :
. Behaviour problems
developmental issues

Learning difficulties
T Always one step
Difficulties in school behind other children

Aspirations must
fit parental role and
attitude/beliefs

Secondary school does

not fit practical aspirations

— D

Melanie Hamilton-Perry. Ormiston 2010

Expectation for boys to come of age at 13years
Expectation to marry/co-habit within the community

Parental expectations different to settled community ——

— Breeding
— Sport
L— Considered unclean

ADHD
Social skills disorder
Autistic spectrum

Always catching up

Low parental expectations

Schooling not always seen as important

Lack of positive Traveller role model for boys

The bullied Low motivation
Fear
Frustration
The bully Anger
Fear
Frustration
Anger

100

Breeding
Guarding i: Racing / sport

Considered clean

— Children given greater freedom
— Normal behaviour has wider boundaries
L— Show respect to the community

Low motivation / why bother

(— Leave school no qualifications

Low motivation / why bother

(I Leave school no qualifications

Low motivation / why bother

L Leave school no qualifications

Low motivation / why bother
(— Leave school no qualifications

Why bother
(I Leave school no qualifications



SOCIAL CONTEXT

Appendix 13: Mind maps - Understanding peoples lives

OF WORK Self employed where possible

Travel anywhere to work

Buying and selling
Scrap dealing

Garden / tree work

Manual jobs

Most pay taxes — same as settled community

Loss of traditional work

Handshake seals a deal

Migrants work for less money
Loss of traditional stopping places

Locations forbidding cold calling Reduced opportunities for peddling goods
Possible problems with police
Complaints from residents

|— Reinforces prejudice

Market forces

High unemployment Benefit dependency

Discrimination

Low level or no literacy

No one gives us a chance Anger, resentment, frustration ————— Hopelessness

1L “| ||siiéiéi

Employers do not want to employ us Why bother Hopelessness

Rejected job applications due to site address Why bother Hopelessness

Difficulty completing job applications

Difficulty understanding job description
Lack of job centre support

Diminished access to employment information

Melanie Hamilton-Perry. Ormiston 2010

i
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Appendix 13: Mind maps - Understanding Peoples lives

INFLUENCES ON

BEHAVIOUR Discrimination

Institutional racism
Negative media report
Lack of cultural awareness

Expectation of negative response Retreat into family and friends

Cultural norms observed rather than outside advice

Accommodation

Negative emotions Anger fear, frustration with settled society

Government planning
policies and Acts

1944 Highways Act

—— Town and Country Planning Act 1948 (amended 1990)

—— Caravan Sites Act 1965 and Control of Development Act 1960
—— The mobile home Act 1983

—— The Housing Act 1985, 1997

—— Planning and Compulsory Purchase Act 1991

—— The Criminal Justice and Public Order Act 1994

—— The Homeless Act 2002

—— The Anti-Social Behaviour Act 2004

Institutional racism

1

Anger fear and frustration with settled society

Lack of education

English as a second language Lack of understanding

!

Gender

Age
Position within family and community

T

Religion

08

Low level literacy

Poor communication skills Who shouts the loudest gets heard

Melanie Hamilton-Perry. Ormiston 2010

Anger, fear and frustration

|

102



UNDERSTANDING Education

EXISTING BEHAVIOUR

Accommodation Discrimination

Appendix 13: Mind maps - Understanding peoples lives

Disrupted schooling Non attendance

Syllabus not pertinent / one size fits all Bunking off

Non attendance

Bullying and / or learning disability

Apathy
’: Depression

Social exclusion

Patriarchal society Domestic violence

Non interference

Division of labour Females
L Caring role

Males
Providing role

Take back control

Anti-social behaviour
IE Retaliation
Actions speak louder than words

Benefit dependency

Reluctant benefit dependency

Different Values

Live for the moment

Want immediate service

Crisis management

Chaotic lifestyle

Avoidance of preventative healthcare
Avoidance of society in general
Rituals of cleanliness

Culture and Tradition

Resistance to change

Learned behaviours Helplessness

— Give up at first hurdle

Struggle on
— Easily frustrated / short fuse

— Poor communication skills with settled society
Low expectations from society and self

— Low motivation

Recurring thoughts Failure to comply
Failure to comply
Failure to comply
Failure to comply

Failure to comply

Negative Behaviour

— Low self esteem
— Low self confidence

— Low self worth
Anger, fear, frustrations
;Aggressive, argumentative, anti-social, confrontational

Recurring emotions

Positive Behaviour Community values

Working together with their community
L Respecting community, culture and individual role

Caring for the ill
Needs of others before self

Responding to community needs
Sharing resources

L Borrow money and pay back
Communal caring

Adults and children
Reluctance to use respite, elderly care, nurseries

Melanie Hamilton-Perry. Ormiston 2010

_______________________________________________________________________________________________________________________________________________________|
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Appendix 14
Case studies

AB - case study

When AB was referred to the Senior Practitioner - Advocacy

at Ormiston Travellers Initiative by NHS Bedfordshire, she was
staying in temporary accommodation in a built up deprived area
with her children. AB is an Irish Traveller, who had never lived in

a house before. She said that she felt forced into attempting to
live within the settled community due to her son’s failing physical
health and the increased level of domestic violence she was
suffering. The domestic violence, in her opinion, resulted from
the stress that the refusal of her planning application placed
upon herself and her husband.

When AB’s son took an overdose because he was so distressed
and unhappy living in the temporary accommodation, the family
decided to return to their land and try to fight for the right to live
on there legally.

AB and her estranged husband owned a piece of land which
bordered two counties. Planning permission to develop the

land into a small family Traveller site for themselves and their

six children had been refused. It appeared that AB was given
incorrect advice when she submitted the planning application.
Local residents were against the development and fought against
planning permission being awarded.

AB appealed under section 174 of the Town and Country
Planning Act 1990 as amended by the Planning and

Compensation Act 1991. The appeal was dismissed and the
enforcement notice was upheld, although altered. An 18 month
period of compliance was set. The family have to vacate their
land and their mobile homes in September 2010. At the time of
writing the family have no where else to go. The Council which
is responsible for the area where AB lives have not provided an
alternative site.

The eldest son has complex health problems, and a serious
medical condition which causes significant motor difficulty.
His condition is deteriorating and he needs regular treatments
from multi-disciplinary teams. It is recognised that it would be
beneficial for him to remain in one place.

AB’s requests for an electricity supply have been refused
because the site has no planning licence. This leaves the family
dependent on generators, which is problematic due to the
possible perceived noise pollution.

AB has putin a planning application for a stable block for her
eldest son’s horse. If planning permission is granted as expected,
the electricity supplier will install an electricity supply to the
stable block. Understandably AB is angry that EDF will supply
electricity for an animals stable, but not for a sick child’s home.

The lack of facilities is negatively impacting on the families lives.
The lack of electricity means that the family do not have running
hot water or heating. They go to the local swimming baths to
use the showers. Social services have provided the family with

104




Appendix 14: Case studies - AB case study

Calor gas heaters, but AB refuses to use them because of the
amount of condensation they produce.

Various social workers from teams within two counties have been
involved with the family. AB feels, and it has been observered,
that the teams do not appear to communicate and there is a lack
ofJoined Up Services. ABis fed up of having to continually tell
and re-tell the family’s history to so many different workers. She
is also fed up of the empty promises that the family are given by
the various social workers.

A Children’s Community Mental Health team engaged with the
family, contacted Ormiston Traveller Initiative and requested
cultural information so that they could support the family in a
culturally appropriate way.

AB asked the Senior Practitioner, Ormiston to support her to work
with the multi-agency professionals. The Senior Practitioner,
took a proactive role co-ordinating the multi-agency professional
interventions with the family, by linking the various multi-
agency workers together, and facilitating open communication
pathways.

The Senior Practitioner actively listened and in her role as
advocate ensured that AB’s thoughts and feeling were actually
heard. This empowered AB to regain some control over her
family’s lives.

Unfortunately the work that Ormiston had undertaken was
part of a time limited Health Needs Assessment project. When

the pilot project drew to a close, AB and her family had to

be signposted to another organisation to provide on-going
support. AB felt let down, because she would have to start again
explaining her family history.
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Appendix 14: Case Studies - CD Ormiston case study

CD - Ormiston case study

When CD was referred to the Ormiston Travellers Initiative, by
NHS Bedfordshire, she was living in her own touring caravan on
an un-licenced plot in a local authority Traveller site. She had two
young children under five and was eight months pregnant.

CD had lived on a family plot in a different area until she was
forced to leave when her trailer was burnt down. She had
suffering years of violence and intimidation from her extended
family.

CD moved into the area with some of her family members
because she was told that there was a plot for her on the local
authority site. However on arrival CD discovered that there was
not a legal plot available for her. She had no where else to go
and no other option but to stay on the plot illegally. Some of her
family members caused a few problems on the site so CD moved
onto another empty plot to distance herself from them. CD

was not directly involved in the problems, however some of the
other site residents saw her as part of the anti-social family and
treated her with hostility. She felt the local authority workers also
presented as hostile and were, on occasions, intimidating.

A homeless application was made but duty to house was
discharged as housing enquiries apparently establised CD was
intentionally homeless. CD continued to argue that she had fled
violence and subsequent investigation by the Specialist Health
Visitor NHS Bedfordshire, established written proof of her claims.

Her family members were directed to leave, under section
77 of the Criminal Justice and Public Order Act 1994. The

local authority responded to their legal obligation to make
humanitarian enquires about the health and welfare of the CD
and the children and made special considerations regarding the
children, their homelessness and their education by allowing
them to stay on the plot until they could secure alternative
suitable accommodation.

When Ormiston became involved, CD was an extremely timid,
fearful young woman, who at first would not make eye contact.
She stated that she felt that she did not have the right to ask for
help and that if she did ask for help no one would want to help
her.

Ormiston worked intensively with CD. To begin with CD felt

too disempowered to attempt to engage with any of the
professionals who were there to help her, so Ormiston advocated
on her behalf. CD stated’l can't talk to them, | wouldn't know
what to say; ‘they won't listen to me; ‘they look down on me cos

I am a Gypsy’and ‘they might as well be saying blah blah blah,

| don't understand what they are telling me’ With support and
encouragement CD gained in confidence, Ormiston took a step
back and CD found that she could talk to people and that most
listened and helped.

Ormiston supported CD to apply for social housing, to place bids
on properties, apply for the benefits that she was entitled to,
apply for charity grants and social funding grants, to view and
accept a property, sign the contract and get the keys to her first
home of bricks and mortar. CD has spent the last two weeks
cleaning and painting the property, ready to move in. She states
that she ‘can’t wait to move in,,,and is so excited"
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Ormiston liaised with EMTAS, to arrange a school and a nursery
places for the two older children. CD is intending to access
adult education with the intention of gaining the skills needed
to enter the workplace she is very interest in becoming a health
champion.

With advocacy and support CD has been empowered to
take control of her own and her children’s lifes. Securing
accomodation has been central to this process, but totally
beyond CD’s ability to secure, unaided.
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