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Your new baby  

 

Firstly, congratulations on the birth of your baby. We 
know that the news that your baby has Prader-Willi 
syndrome (PWS) will have come as quite a shock, but we 
want to reassure you that things are not as bleak as they 

seem at the moment and that 
the team at PWSA UK are 
here to help and hold your 
hand every step of the way. 

Getting the news 

Most parents find out that 
their baby has PWS soon 
after birth. It is important for 
you to know that nothing 
done before or during 
pregnancy can cause PWS. It 
occurs in all races, social 

classes and in all countries throughout the world. Anyone 
can have a baby with PWS. 

It can take a while for you to come to terms with your own 
feelings about the diagnosis, and they may well change 
over time, going through different stages. You could feel 
that your hopes for your child’s future have suddenly been 
shattered and feel grief for what your child might have 
been or done in their life. You may feel depressed about 
what the future holds after your baby is born, - if this 
persists talk to your GP or health visitor.  It could be that 
you  feel anger and bewilderment that things turned out 
differently from what you had expected. You will need to 
come to terms with the knowledge that you and your 
child are now going down a different road to the one you 
had envisaged.  

Many parents tell us that it is best to focus on the here 
and now and not look too far into the future. There will be 
good days and bad days, but before you know it, the 
good days will start to outweigh the bad. As the days and 
weeks pass you will get to know your baby, you will begin 
to see them as a unique person with their own individual 
character. 

There’s lots of material about PWS on the internet and it is 
tempting to want to know as much as possible about it, as 
soon as possible. Some parents gain reassurance from 
reading information. One of the most reliable sources is 
our website www.pwsa.co.uk. If you would like more 
detailed information about each age group,  we can send 
you our PWS Journey—just ring us and ask for one. 

 

 

“Caring for my 
daughter was a 
completely different 
world to the one I had 
been preparing for 
during my pregnancy 
and all the rules were 
different.  
 
But I’ve found it to be a  
rewarding world where 
her achievements are 
greater, and just to see 
her cheeky smile fills 
me with the greatest 
pleasure possible.  
 
I no longer mind the     
challenges I face. I’ve 
also gained confidence 
and a respect from 
others I didn’t have 
before.”   
Quote from parent. 
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There is a wonderful 
story called “Welcome 
to Holland”       
www.our-kids.org/
Archives/Holland.html 
often used by Special 
needs advisors to help 
parents with diagnosis. 



Your baby will have the same needs as all babies. 
They will need to be fed, they will sleep a lot, they 
will have a weak cry and need lots of love and 
cuddles like any other baby. The most important 
thing that you need to know about PWS is that 
everyone with the condition is a unique individual. 

Children with PWS generally need more time to 
reach developmental milestones such as sitting-up, 
walking and talking and they may need some 
additional support when they go to school. For more 
information about this, you can visit our website. 

How do I feed my baby? 

Many babies with PWS are tube-fed in the early days 
and weeks. Both breast and bottle feeding can be 
challenging for your baby, due to weak suck 
strength and sleepiness, both caused by hypotonia 
(low muscle tone). Failure to thrive or poor weight 
gain will be monitored by your health visitor, and 
you can find more detailed information about this at 
the link below: 

https://www.pwsa.co.uk/birth---2-years  

 

We think that  
between 30-40 
babies are born  
each year in the 
UK and that there 
are around  2,000  
individuals with 
the syndrome. 

 
“Our happy, contented 
baby smiles a hundred 
times a day, each one 
melts us” 
 
We are so very lucky to 
have her and take each 
day as it comes” 
 
Quote from parent 
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What about the future? 

It can be difficult to keep yourself from thinking 
about the future and, of course, it is very sensible to 
think about what may happen in the years ahead 
and to make provision for it; although as time goes 
by there will be new developments and changes. 

One of the most important developments in recent 
years has been growth hormone treatment, which 
has transformed the lives of children with PWS. As 
more research is carried out, we can expect new 
treatments for other aspects of PWS as well. The 
enclosed leaflet, entitled Growth Hormone Therapy 
for children with PWS, gives further details. 

 

What is life like for families? 

Having a baby with PWS usually means that family 
life is somewhat different to other families. However, 
depending on circumstances, this does not 
necessarily mean big changes, and introducing 
positive structures and boundaries can be very 
helpful. Balancing your baby’s needs and those of 
other family members can bring unique challenges. 
Try not to compare your child to others, and never 
forget your child is a unique individual.  

Should I be doing anything special or different with my baby? 

In the early weeks and months, enjoy and get to know your baby. Have fun with 
them, and don’t be afraid to be pro-active. Active and engaging play, such as 
gently moving baby’s legs in a cycling motion whilst singing a lullaby, can be 
really effective. Really engage with eye contact and respond to their efforts to 
communicate with you, just like all parents do. 
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How do I tell my other children about the 
diagnosis? 

If you have other children, decide how much information 
to pass on to them. This will depend on their ages, 
understanding and curiosity and they may not remember 
all you tell them. Just keep listening to them and 
answering their questions. If you treat PWS as only one 
aspect of your baby’s life then your other children will 
soon follow your lead and do the same. 

We have produced a leaflet for siblings which you can find 
at: https://www.pwsa.co.uk/family-life  

 

What is life like for people with PWS? 

Each child with PWS is individual—some will go to 
mainstream schools, some to specialist schools and some 
will start at mainstream and transfer to a special school 
later on. Individuals with PWS also attend colleges, some 
do work experience and voluntary work. 

 

Will my baby be healthy? 

Children with PWS are generally as healthy as other 
children, and are also prone to the same childhood 
illnesses and diseases. Unless your GP or paediatrician 
advises otherwise, your child should receive ALL the usual 
childhood vaccinations against disease—there are unlikely 
to be any side effects from these, other than those usually 
experienced. 

There are some health issues particular to PWS but these 
do vary considerably between individuals and not all 
children with PWS will necessarily have them all.  

However, you should be aware that babies with PWS do 
not have a vomiting reflex and are rarely sick, even when 
they are not very well. Their baseline temperature may be 
a few degrees lower than normal so a slightly elevated 
temperature should be investigated.  

Individuals with PWS frequently have a decreased 
sensitivity to pain and so there is a potential danger of 
underestimating a problem. As PWS babies may have a 
weak cry, they may not be able to let you know if they are 
experiencing pain. We have enclosed leaflets for both GP’s 
and Accident and Emergency staff to make them aware of 
the more unique aspects of PWS.  

Is there any treatment for PWS? 

Our knowledge of PWS is growing all the time and in the 
years since it was first recognised, treatments such as 
growth hormone therapy are now available which make 
our children’s lives so much better.   

Although there is currently no “cure” for PWS, lots of 
research is being carried out throughout the world and it 
is likely that other aspects of PWS will eventually become 
treatable, so it is important to bear these positive 
messages for the future in mind.   

 

“We’ve had to deal 
with more emotions 
during the first 
months of our 
baby’s life than 
many parents face in 
a lifetime. You’ve got 
to take care that 
PWS doesn’t 
overtake your child’s 
individuality, and 
become the most 
important thing 
about them. We’re 
just happy to have 
such a loving, 
beautiful baby who 
we will never take 
for granted. And so 
far the smiles have 
outweighed the 
tears.” 

“We’re sure everyone 
who comes into contact 
with our little girl            
benefits. When things 
get difficult sometimes, 
we look at her smile or 
watch her while she 
sleeps, and we know we 
have been given a very 
special person. She may 
need lots of time and  
patience, but we all get 
so much back.”  



PWSA UK 

PO Box 8478, Derby DE1 
9HT 

 

 

T: 01332 365676 

E: admin@pwsa.co.uk 

W: www.pwsa.co.uk  

 

Reg Charity No: 1155846 

 

© PWSA UK 

Sharing your feelings  

If you are having difficulties with coming to terms with your feelings, and you think 
they are having a negative effect on you, your child, or other family members, a 
trained counsellor may be available through your GP. However, it is often parents of 
other children with disabilities – not just PWS – who can offer the understanding and 
sympathy you may need; many will have struggled with the same feelings as you. If 
you would like to be put in touch with other parents who have a child with PWS do 
either drop us an email at admin@pwsa.co.uk or give us a call on (01332) 365676. 

There are several closed Facebook groups, where our families post queries,             
experiences and ask for advice. The groups are very supportive and are very          
welcoming to new parents: 

Facebook Page:  Prader-Willi Syndrome Association UK 

PWSA UK Facebook Group, exclusively for parents:    PWSA UK Community Hub: 
Empowering Life with PWS 

PWSA UK Facebook Group, exclusively for siblings age 13+:  PWSA UK - Sibs Hub 

Facebook community groups: 

• PWS Families 

• Prader-Willi Syndrome Support UK 

• Lovebugs of the UK (PWS)  under 5’s 

PWSA UK also runs events for families in different areas of the country. If you are a 
member of the Association or have signed up for our weekly e-News, Instant News, 
we will notify you of any that are happening in your area, You can access information 
about our events across all social media channels. 

Twitter: @PWSAUK 

Instagram: PWSAUK 
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We are here from 9.00am—5.00pm  
every week-day to help and support you. 

This pack is kindly sponsored by Genetic Disorders UK 



Professionals you 

should see 

 

 

Children and young people with PWS require multi-professional advice and over-

sight from infancy onwards.    

This should be provided by local services, and there are a number of  specialist 

PWS clinics—the current specialist Paediatric PWS clinics in the UK are:  

 The Royal Alexandra Hospital, Brighton  

 Birmingham Children’s Hospital, Birmingham 

 Chelsea and Westminster Hospital,  London 

 The Royal London Hospital, London 

 The Royal Stoke University Hospital, Stoke-on-Trent 

 Queen Elizabeth University Hospital, Glasgow 

 Royal Hospital for Sick Children, Edinburgh. 

You can be referred to these by speaking to your GP, and we can provide a letter 

of support should it be needed. 

 

Professionals you should see once you have received a diagnosis are: 

 Hospital Paediatrician—general overview and referral to other services 

 Endocrine Paediatrician—advice on hormones and PWS 

 Consultant Community Paediatrician—to oversee local services 

 Paediatric dietitian—dietary advice 

 Child Development team—general development and support 

 Physiotherapist– for muscle tone and core strength 

 Speech and language therapist 

 Occupational therapist 

 Social worker from Children with Disabilities team 

 

We know this list looks overwhelming - you do not need to see all of these      

professionals all of the time. They should, in time, form a network of support 

around you to help you through your journey. 
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Growth hormone treatment for children with PWS 
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Overview 
 

Prader-Willi syndrome: rare genetic abnormality of Chromosome 15.  

 

Characteristics 
 

Hyperphagia:  

• Overwhelming appetite leading to obesity 

• Food foraging - ingestion of inappropriate items needs to be considered 

• Sometimes excessive fluid intake  
 

Hypotonia:  

• High fat: muscle ratio  
 

Lack of vomiting reflex:  

• Vomiting should be viewed seriously  

• Gastroparesis and constipation may occur after excessive eating  
 

High pain threshold:  

• Watch out for unreported injuries/fractures 

• Beware abdominal pain  

• Unexplained bruising  
 

Abnormal temperature control:  

• Slight pyrexia must be viewed seriously  
 

Hypogonadism:   

• Rare but possible for female to fall pregnant (reported) and male to father a child (none 

reported)  
 

Intellectual ability:  

• Range 50-100, with most in 60-65 region 

• Delayed social/emotional skills  

• Challenging behaviour  
 

Capacity:  

• The drive to eat overwhelms rational decision making  

• Without supervision life-threatening amounts of food are consumed 

• These characteristics are not uniform but occur over a spectrum.  
 

Other features include:  

• Obesity related problems 

• Obstructive sleep apnoea  

• Osteoporosis 

• Diabetes type 2  

• Oedema  

• Skin picking leading to cellulitis  

 

Information for GPs 
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Further information 
 

See below or visit www.pwsa.co.uk  

 

PWSA UK Helpline: 01332 365676  

 

Medical alerts in several languages are also available from the International Prader-Willi 

Syndrome Organisation (IPWSO) at http://www.ipwso.org/#!medical-alerts-booklet/czxp  

 

Characteristics of Prader-Willi Syndrome (PWS)  
 

PWS is a rare and complex genetic syndrome, first described in 1956, which affects people 

throughout their life. In about 95% of cases it is a de novo genetic abnormality affecting 

chromosome 15. There are probably no more than 2000 people with the syndrome throughout 

the UK. It is very rare for an adult with PWS to live totally independently; most still live with 

parents or relatives, or are in residential care or supported living. The range and severity of 

symptoms differs between individuals, but all will have the following characteristics in some 

degree:  

 

Hyperphagia (overeating) 
  

This is still not fully understood, but appears to stem from a dysfunction in the hypothalamus 

which means that the person does not know when they have had enough to eat - hence they 

feel hungry most of the time. The desire to eat can overwhelm all rational decision-making 

processes with regard to food.  

 

Hypotonia (low muscle tone) and abnormal body composition  
 

The person is less active and needs fewer calories than another adult of the same age and 

height to maintain a healthy weight. Most individuals have a higher fat to muscle ratio than 

normal. As much as 50% of body weight is fat mass. It is thus advisable to start medications 

with a lower dose than normal.  

 

Hypogonadism (immature sexual development)  
 

Some people with PWS may have already experienced the first signs of sexual development as 

early as 5 years, with pubic and underarm hair appearing. However, in the majority of cases, full 

sexual development does not occur in either men or women with PWS. Women may not 

experience the onset of periods, or they may be very erratic, and breast development may be 

slow. Men’s voice may not break and facial hair can be very scanty. Sex hormone treatment will 

help with these issues – specialist input from an endocrinologist is often helpful. Whilst infertility 

is generally thought to be the norm within both sexes, there have been reports worldwide of 

women with PWS having a child (which, if the woman has the deletion form of PWS, has a 50-

50 chance of being born with Angelman syndrome).  

 

Short stature  
 

Women average around 4’ 9” (145 cm) in height and men around 5’ 2” (158 cm). However, 

stature may be closer to that of other family members if the individual has received growth 

hormone as a child. A few individuals with PWS, however, even without growth hormone, are 

within normal height ranges.  
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Obesity  
 

The combination of hyperphagia and hypotonia (especially when exacerbated by short stature) 

means that the person with PWS will become morbidly obese if external controls are not in 

place to prevent them accessing food. In addition, they usually require fewer calories per day 

than those without PWS to maintain a healthy weight.  

 

Life expectancy  
 

With restricted access to food, an individual with PWS can live well into middle age and beyond. 

The oldest known person with PWS died at age 74 - she had lived in residential care for the 

greater part of her life.  

 

Intellectual abilities 
  

Intellectual abilities range from 50 to over 100. The majority are in the 60-65 range.  

 

Immature or delayed social and emotional skills and challenging behaviour 
  

Most people with PWS operate at a lower social and emotional level than their chronological 

age and intellectual level, sometimes displaying behaviours which can be seen in young children 

(eg temper outbursts) and refusal to comply with requests. Some can appear very able on first 

meeting, but this often masks difficulties in understanding.  

 

Various cognitive deficits 
  

Including:  

• problems with attention-switching, resulting in oppositional behaviour and resistance to 

change  

• problems with auditory processing - find it difficult to carry out instructions given 

verbally 

• perseverative speech  
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Health care for people with PWS – unusual features  

 

People with PWS are generally as healthy as the general population and are also prone to the 

same illnesses and diseases. However, there are some unusual features of PWS which require 

special attention and may not always be evident to those who have little experience of the 

syndrome. The following is a list of those features. Please note that they vary in degree between 

individuals with PWS and not all people with PWS will necessarily have all the features.  

 

High pain threshold  
 

Individuals with PWS frequently have decreased sensitivity to pain. Therefore, known injuries 

must be assessed for more serious problems, and signs of unreported injuries should be sought. 

In the absence of a verbal complaint of pain, other symptoms of specific injuries should be 

evaluated. 

  

Easy bruising  
 

Many individuals with PWS bruise easily but, because of the high pain threshold, are often 

unable to say how they came by the bruise.  

 

Lack of vomiting reflex  
 

Probably due to low muscle tone. If someone with PWS has a history of rare vomiting and 

presents with this symptom, it should be taken very seriously (see food foraging and abdominal 

pain below)  

 

Abnormal temperature regulation 

  

An individual with PWS may not be pyrexial even when seriously ill and may run dramatically 

below-normal temperatures at times. Even slight temperature elevations should be considered a 

warning sign. It is advisable to keep a record of the person’s temperature when healthy, as this 

is sometimes below the normal average.  

 

Food foraging  
 

If left unsupervised, an individual with PWS may consume life-threatening amounts of food. A 

dramatic weight increase within a day - especially if coupled with reports of stomach distress or 

vomiting - may be a sign that the person is severely ill. Loss of appetite can also be a sign of 

illness.  

 

People with PWS can be quite indiscriminate in what they eat, eg poisonous berries, out-of-date 

food, frozen food, food from waste bins or off the ground. The lack of vomiting reflex (see 

above) may not alert the observer to the fact that the person has ingested items such as these.  

 

Excessive fluid intake  
 

There have been a few reports of people with PWS drinking excessive amounts of fluid, leading 

to potentially fatal low sodium and potassium levels.  
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Loss of appetite  

 

Most people with PWS will continue to eat during illness and do not seem to experience the 

same loss of appetite as others might. A report of loss of appetite may be an indication of a 

serious illness. However, this should not be confused with a refusal to eat as a result of 

challenging behaviour.  

 

Skin-picking  
 

Skin picking or spot picking is very common in PWS. Skin picking is often provoked by small 

spots and grazes, which are picked continually, and thus never allowed to heal. However, 

sometimes wounds are made where there was no wound previously. Any area of the body can 

be a target. Most common are the limbs and the head or face, but other areas may be involved.  

There is an increased risk of infection as a result.  

 

Undetected bone fractures  
 

Due to the high pain threshold, it is not unusual for a person with PWS to have an undetected 

broken bone. Following a fall or other injury, a person with PWS should be closely monitored for 

a change in walking or arm movement. Observe for deformities, swelling or bruising. In addition 

osteoporosis (‘thin bones’) is more common (because of the hypotonia and lack of sex 

hormones) and therefore a fracture may result from relatively minor trauma.  

 

Abdominal pain  
 

Individuals with PWS do not commonly exhibit a vomiting reflex. If a person with PWS suddenly 

reports abdominal pain or bloating, is vomiting, or has abdominal distention, there may be life-

threatening bowel inflammation or necrosis, and emergency surgery may be needed.  

 

Gastroparesis and constipation  
 

This is a condition that is common with PWS and can be more life threatening then in a typical 

situation. A person with Prader-Willi syndrome when diagnosed with gastroparesis may need 

hospitalization. People with PWS also commonly present with constipation, probably due to low 

muscle tone in the digestive tract.  

 

Risk of choking  
 

There is a risk of choking arising from people with PWS trying to eat food quickly, either 

because they habitually do this, or because they are trying to disguise the fact that they have 

taken food to eat which they should not have done. There have been reports of deaths in adults 

with PWS from this cause.  
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Obesity-related problems  
 

 

High blood pressure, diabetes, oedema, congestive heart failure and respiratory failure are the 

most common problems for the adult who is significantly overweight.  

 

Obstructive and central sleep apnoea  
 

Sleep apnoea is relatively common and but may also occur in those who are not seriously 

overweight. Sleep checks are advisable every few years.  

 

Risk from pneumonia  
 

People with PWS may be more liable than the general population to pneumonia, which can have 

a very sudden onset and sometimes prove fatal. Adults should be offered a pneumonia 

vaccination.  

 

Oedema and lymphoedema  
 

Swelling of the legs and feet are common in PWS, especially in those who are overweight. 

However, it can also occur in those who are not significantly overweight. There is a heightened 

risk of cellulitis.  

 

Anaesthesia  
 

There is nothing inherent in PWS which gives cause for concern with the administration of 

anaesthesia. However, individual health problems related to PWS should be taken into account. 

These include:  

• obesity (complications caused by obstructive apnoea, pulmonary hypertension, altered 

blood oxygen or blood carbon dioxide levels, significant oedema).  

• high pain threshold (see above)  

• temperature instability - parent or carer should be asked for information about patient's 

usual temperature  

• thick saliva - may complicate airway management  

• food seeking behaviours - the person may have eaten food even if they say they have 

not. Unless carer or parent can verify this, the person should be assumed to have food in 

their stomach.  

• hypotonia may cause difficulties in ability to cough and clear airways 

• excessive post-operative drowsiness in some individuals.  

 

For more information, see https://www.orpha.net/data/patho/Pro/en/Prader_Willi_EN.pdf  
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Annual health checks for people with PWS – additional checks  
 

 

Prader-Willi Syndrome has a number of characteristics and potential health problems which 

may not be included within the framework of a standard annual health check for people with 

learning disabilities, as recommended in the government document "Valuing People Now". 

These are: 

 

• Sleep apnoea (obstructive, central or mixed) - even where obesity is not a problem  

• Scoliosis, kyphosis  

• Osteoporosis (in both males and females, at young age, due to lack of sex hormones)  

• Oedema  

• Cellulitis  

• Hypothyroidism  

• Gastroparesis  

• Diabetes (type 2)  

• Skin infections (due to skin-picking)  

• Vitamin D deficiency 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



                                                                                                                              Page 1 of 3 

 

 

 
 

 

 
 

 

 

 

Prader-Willi Syndrome (PWS) is a rare genetic condition which is present from birth. Caused by 

an abnormality on chromosome 15, it affects the functioning of the hypothalamus and other 

aspects of the brain and muscles. Main characteristics of the syndrome are:  
 

• Hyperphagia – beginning around 2-4 years  

• Hypotonia – from birth  

• Hypogonadism  

• Short stature, compared with other family members (less evident if receiving growth 

hormone treatment) 

• Delay in and difficulties with emotional and social development  

• Developmental delay /learning disabilities ranging from severe to borderline. A minority 

of people with PWS do not have a general learning disability. Most have specific 

difficulties eg - slow processing of verbal information etc  

• Challenging behaviours, (there is a PWS behavioural phenotype), whether or not the 

person has a learning disability. 

• A significant number of individuals with PWS also have Autistic Spectrum Disorder or 

some features thereof.  

 

 

 

 

 

 

 

 

 

 

Abnormal body composition affecting medication  
 

Individuals with PWS have reduced lean tissue and increased adiposity. This may affect dosages 

of medication, which may need to be less than usual. Psychotropic medications must always be 

started at very low doses. Medications that have antidiuretic effects may cause water 

intoxication.  

 

Body temperature abnormalities  
 

An individual with PWS may be unaware when they are too hot or too cold, or eat or drink very 

hot food or liquids. Hyper and hypothermia have been reported. Hyperthermia may occur 

during minor illness and after anaesthesia. Fever may be absent despite serious infection. In 

cases of hypothermia, the patient may not report feeling cold. Baseline temperature may be 

below 98.6˚F/37˚C.  

 

Information for Accident and Emergency (A&E)   
and other hospital staff 

 

 

Unusual features and potential risk factors in PWS 

 

A high pain threshold, poor temperature regulation and lack of vomiting associated 

with hypothalamic dysfunction can mean that a serious medical problem may present 

in an unusual way and so could be overlooked.  
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High pain threshold  
 

The majority of people with PWS have a high pain threshold and hence underreport pain. This 

may mask fractures, acute abdominal conditions, serious infections and internal injuries. 

Individuals may have difficulties localising pain.  

 

Lack of vomiting  
 

Vomiting rarely occurs in PWS but some children with PWS do vomit with minor illnesses. The 

absence of vomiting cannot therefore be relied upon as reassuring when assessing illness. 

However, the presence of vomiting, particularly when the individual has a history of never or 

rarely vomiting, may signal a very serious or life-threatening illness (see below). Emetics may be 

ineffective.  

 

General care while an individual with PWS is in hospital 
 

Treatment 

 

Anaesthesia 
 

Anaesthesia recommendations for patients suffering from Prader-Willi syndrome 

www.orpha.net/data/patho/Pro/en/Prader_Willi_EN.pdf  

 

Cortisol levels  

Individuals with PWS are probably more likely that the rest of the population to have cortisol 

deficiency. If there is clinical suspicion of cortisol deficiency during acute illness, immediately 

take a blood sample to check serum cortisol level. This can then be used to help with diagnosis 

even if you need to start hydrocortisone as an emergency. Please discuss results with your local 

endocrinology team.  

 

Medication 
  

People with PWS may have abnormal reactions to standard doses of medication (see Abnormal  

body composition – pg 1)  

 

Patients receiving growth hormone replacement  
 

Growth hormone (GH) replacement is often used in patients with PWS. If felt necessary, it can 

be temporarily stopped during an acute illness without any likely acute adverse consequences. 

Patients and families may however wish to continue GH to help maintain routine. Please discuss 

with your local endocrinology team if any questions or concerns.  

 

Oxygen levels  
 

Oxygen levels may be normally lower than usual. Obese patients who have been chronically 

hypoxic may not tolerate fully corrective use of oxygen and are likely to start retaining CO2.  
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Additional information 

 

Guidelines for postoperative monitoring of patients with Prader-Willi Syndrome  

www.pwsausa.org/wp-content/uploads/2016/01/Postoperative-Monitoring-of-Patients-in-PWS-

MA1050.pdf  
 

Guidelines for postoperative monitoring of paediatric patients with Prader-Willi Syndrome  

https://www.pwsausa.org/wp-content/uploads/2016/01/Postoperative-Monitoring-of-

Pediatric-Patients-with-PWS-w-logo.pdf 
 

Obesity in PWS  

http://pwsausa.org/wp-content/uploads/2015/10/ObesityStillKills.pdf  
 

Clinical Presentation of Obesity Hypoventilation and Right Heart Failure in Prader-Willi 

Syndrome  

http://pwsausa.org/wp-content/uploads/2015/10/Clinical-Presentation-of-Onesity-

Hypoventilation-adn-Right-Heart-Failure-in-PWS.pdf 
 

Psychiatric alert for Prader-Willi syndrome 

www.pittsburghpartnership.com/handouts/Psychiatric%20Alert%202009.pdf  
 

Medical alerts in several languages + library of medical articles 

https://www.ipwso.org/medical-professionals 

 

Websites with extensive information about PWS 

 

PWSA UK https://www.pwsa.co.uk/ 

International PWS Organisation https://www.ipwso.org/ 

PWSA USA www.pwsausa.org  

 

PWSA UK is in contact with medical specialists with an expertise in PWS. Please do not hesitate 

to contact us for further information at the address below.  
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Benefits you can claim 

 

 

There are a number of benefits that you are able to claim from birth onwards. This 

leaflet is just to give you a brief outline of those available, and when you are 

ready, we will be more than happy to help you apply for benefits that are relevant 

to you. 

 

 

 Child benefit  - paid every four weeks. 

  https://www.gov.uk/child-benefit  

 

 

 

 Universal credit, which may include disabled element. 

 https://www.gov.uk/universal-credit  

 

 Carers allowance (providing you earn less than £120 a 

 week) 

 https://www.gov.uk/carers-allowance  

 

 

 Disability living allowance (DLA) from the age of 3 months 

 https://www.gov.uk/disability-living-allowance-children  

 

 

 

 

We have further information to help you apply for the above, and this can be    

requested by contacting the Support Team on 01332 365676 or by emailing     

admin@pwsa.co.uk 

 

 



As a member of PWSA UK you are  
providing vital funds that enable us to  

deliver help, support and services  
throughout the UK 

 

As a member, you will receive:  
 

• Your PWS Journey – a comprehensive, age ap-
propriate guide to PWS 

• A quarterly magazine with the latest  develop-
ments, stories, and research 

• Attendance and voting rights at our AGM 
 

Please indicate how you would like to receive your newsletter 

Email                     Post          

 
I would also like to receive the weekly PWSA Email Instant News 

I consent/do not consent to PWSA UK holding my personal details   
I am happy for PWSA UK to send me information about:  (Please tick) 

 

 Prader-Willi Syndrome, including updates and research 

 The services the Association offers including volunteering  

 Information about fundraising activities 

 Regional Family Events 

 Campaigning 

 Training and Conferences  

 All the above 

 

5.  GDPR— Must be completed 

I am happy for PWSA UK to contact me via:  (Please tick) 

 

 Post 

 Email  

 Telephone  

 All the above 

We will contact you again in five years’ time to ask if you still agree 
to these consents.  If you want to change them at any time, just let 
us know and we will make the appropriate changes. 

 
Signature:  ………………………………………………………………………….………………………..   
 
 
Print Name:  …………………………………………………………………………………...……………. 
 

Date:  ……………………………………………………………. 

Return to: PWSA UK P O Box 8478, Derby DE1 9HT    Reg Charity No: 1155846 

W: www.pwsa.co.uk | E: admin@pwsa.co.uk | T: 01332 365676 |  

Membership 

Form  

Help create a better future 

for people  with Prader-Willi 

syndrome and help cure the 

challenges of life with PWS.  

With the support of our 

members we provide: 

• A helpline for those in 

crisis or needing       

support 

• An Information Hub 

providing everything 

you need to know about 

PWS 

• Regional Familynet 

Events 

• Training, Conferences &       

Workshops 

• Research 



Title                 Forenames 

Surname  

Address 

 

Postcode                                                          Country 

Email       

Telephone 

Please complete the individual with PWS details below *DOB needed to send 

an age appropriate journey 

Title               Forenames    Surname  

Address 

Date of Birth                          Gender Male/Female    

What is your relationship to the individual with PWS listed above? i.e. son/

daughter/sibling/grandparent…. 

 
 

 
Type of Membership 

 

Person with PWS 16+      Free   

Annual PWSA UK Membership  £30             

Lifetime Member            £500 

1.  Personal Details 

The Gift Aid scheme means that we can reclaim tax on any donation you                                 

make to PWSA UK increasing the value of your donation by 25%                                                   

at absolutely no additional cost to you. 

  

Tick here if you would like PWSA UK to reclaim the tax on any  

donations made in the last four years, and any future donations you may 

make* 

 

 

*To qualify for Gift Aid, you must pay as much UK income/capital gains tax as 
PWSA UK will reclaim in each tax year (6 April to 5 April) currently 25p  for  every 
£1 you  donate 

2. GIFT AID — Increase your donation at no extra cost to you! 

 

3.  Payment Details 

 

I enclose a cheque made payable to PWSA UK for £30/£500 

 

I have made an online payment of £30/£500 through the PWSA UK  

website www.pwsa.co.uk/donate 

 

I have made an online BACS transfer of £30/£500 to PWSA UK  

using the account details below. 

 

I have set up a standing order to PWSA UK using the account  

details below. 

Please use your personal banking facility if you wish to set up a  

standing order for payment of your membership fee. You can do this  

either online, in branch or via telephone banking. If you do not have  

this facility available please contact PWSA UK on 01332 365676 for a    

hardcopy form for completion. 

Account Name:  PWSA UK 

Account No: 32502712 

Sort Code: 40-19-15 

Ref: Your Name 

 

Annual at £30 

Monthly at £2.50 

Quarterly at £7.50 

 

HSBC Bank plc, 

St Peter’s Street, 

Derby 

DE1 2AE 

 

4.  Standing Order  

 


